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Introduction

Melody S. Goodman and
Vetta Sanders Thompson

Health disparities research has several phases: (1) the detect phase (do dispar
ities exist?), (2) the understand phase (what causes disparities?), and (3) the
solutions phase (development, implementation, and evaluation of potential
solutions to address disparities)? Most of the current evidence base for racial
disparities in health care is in the first two phases (detect and understadd).
This book is intended to enhance the infrastructure for the development
of solutions for health disparities by increasing the capacity of community
health stakeholders to form equitable partnerships with academic researchers.
These multistakeholder collaboratives are necessary to develop sustainable
solutions for the complex interplay of the multiple risk factors that contribute

to the persistent issue of health disparities.

Public Health Research Methods for Partnerships and Practice is designed
to be a how-to reference for those who are interested in implementing a “solu-
tions phase” program that involves community-academic partnerships to
address health disparities. This book documents the training materials and
curriculum implemented at multiple sites and by multiple partnerships to
build the research acumen of community health stakeholders to equip them
to participate in projects with the knowledge of standard research practices.
The curriculum is based on a master of public health (MPH) degree, but the
content is designed to be delivered to lay audiences with practical examples
and activities. Content and materials are developed by leading community-
engaged researchers across disciplines and are supplemented with fieldwork
assignments designed to move learning from the classroom to the community.
The training materials cover the entire research process, from developing a
partnership and identifying a study question through data collection, analy-
sis, and dissemination.

We have implemented the training model in multiple communities (i.e., Long
Island, NY; St. Louis, MO; Jackson, MS; Hattiesburg, MS). In addition, we
have continuously refined the program and training materials presented in the
text on the basis of comprehensive (formative and summative), mixed-methods
(quantitative and qualitative) program evaluation#- Using the feedback from
the comprehensive program evaluations has allowed us to create an evidence-
based curriculum, homework assignments, and activities that can be used by
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other community-academic partnerships. The book is based on the successful
implementation of the Community Research Fellows Training (CRFT) pro-
gram in St. Louis (three cohorts to date) and the adaptation by the Mississippi
State Department of Health, Office of Health Disparities Elimination in
Jackson (two cohorts to date) and Hattiesburg (one cohort to date).

Similar to the course, this book covers a broad range of topics with just
enough depth for clear understanding. Several books and numerous journal
articles—many of them referenced in this work—are entirely devoted to each
of the topics covered in this book. However, the topics are not covered in
similar depth here because the purpose of this book is not to create research
experts, but rather good consumers of research.

Structure of the book

Each chapter is based on a weekly session and is written by the CRFT fac-
ulty who facilitated the sessiort:® This book includes 15 chapters, which cover
community-based participatory research (CBPR), health disparities, community
health and prevention, an introduction to epidemiology, cultural competency,
health literacy, evidence-based public health, program planning and evaluation,
research methods, quantitative research methods, qualitative research meth-
ods, research ethics, health services and health policy research, how to develop
a research proposal, and how to engage in community organizing.

In this book, we define communities as self-identified affinity groups.
Community is an important concept in partnerships and may be desig-
nated by geography (e.g., neighborhood, block, city, town, county) but can
also be designated by other sociodemographic characteristics (e.g., gender,
age, race, ethnicity, sexual orientation) or some combination of geographic
and sociodemographic characteristics (e.g., black males in New York City,
LGBTQ youth in St. Louis). We also include community health stakehold-
ers (e.g., community health centers, hospitals, social services, social workers,
nurses) as potential members of community-academic partnerships.

Each of the topical chapters starts with a set of learning objectives and a
brief self-assessment consisting of a few open-ended questions. These ques-
tions are designed to encourage the readers’ thinking about the topic and the
consideration of what they already know in the area. Chapters include a small
group activity (where appropriate) and provide additional references beyond
those covered in the chapter. Group activities are designed for experiential
learning, moving concepts beyond the classroom to real-world examples (e.g.,
brainstorming for a grant proposal, gathering data for a debate on school
nutrition offerings). Each chapter concludes with a self-assessment consist-
ing of multiple choice questions adapted from the pre-/posttest used for the
in-person training sessions. The final chapter is on program implementation
and evaluation. On the book website, we provide templates for session evalu-
ations, baseline and final assessments, the CRFT application for participa-
tion, application review criteria, participant agreement, ground rules, sample
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agenda, sign-in sheet, faculty evaluation, mid-training evaluation, request for
proposals, proposal review template, sample certificate of completion, follow-
up interview questions and consent form, and homework assignments.

A research methods curriculum for community members:
The origins

To increase organizational capacity and enhance the infrastructure for CBPR,
community members themselves initiated the idea to receive training on pub-
lic health research methods. The request came during community organiza-
tion and coalition-building work to address minority health issues in Suffolk
County, NY. The Center for Public Health and Health Policy Research at
Stony Brook University School of Medicine hosted several planning meet-
ings during the development of the Suffolk County Minority Health Action
Coalition. The meetings consisted of three mini-summits on minority health—
half-day workshops with a broad array of community health stakeholders—
and two annual Suffolk County Minority Health Summits.”

The purpose of the mini-summits on minority health was to identify areas
of concern (first mini-summit), to develop attainable goals (first and second
mini-summits), to determine recommended strategies for reaching goals (first
and second mini-summits), and to form a minority health community coali-
tion (third mini-summit). Each mini-summit had a theme: (1) race, class, and
public health; (2) community-based participatory research; and (3) coalition
building. At the third mini-summit on minority health, the Suffolk County
Minority Health Action Coalition was officially formed with four working
committees: (1) coalition structure, (2) data collection, (3) cultural compe-
tency, and (4) insurance. Although the intended outcome of the mini-summits
on minority health was to form working committees, sometimes the unantici-
pated outcomes offer the most impact.

The topic of the second mini-summit on minority health was CBPR, as a
recommended strategy for developing and implementing solutions to address
health disparities in the county. The mini-summits had the same structure.
Each started with a short presentation on the designated topic. Participants
were then divided into small groups for facilitated, semistructured roundtable
discussions. These discussions were shared with the larger group as part of
a facilitated group discussiort.

In the larger group discussion during the second mini-summit, a partici-
pant raised a good point. Although CBPR seemed to have great potential
for addressing community health concerns, how could community members
and community health workers participate in research as equal partners if the
community members did not have adequate knowledge of research methods?
This point started a lively discussion about some of the pitfalls of previous
community-academic partnerships in the region. Mini-summit participants
discussed frustrations about past work with researchers who told them their
ideas were not research questions or that research did not work in the ways
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that the community members articulated. The previous experiences of poor
collaboration made the effort to build new partnerships a challenging task.

Community health stakeholders bring a wealth of important information,
resources, and skills to community-academic partnerships. In evidence-based
and data-driven fields, community health stakeholders need the skills to be
good consumers of research. In order to build equitable partnerships, com-
munity partners do not need to be research experts but need to have basic
research literacy (basic knowledge of research methods, study design, and
research terminology) The community’s request for research training just
made sense so that they would have the knowledge necessary to be partners in
the research process. Academic institutions are designed to train; this impor
tant resource and the existing infrastructure allow institutions to give the
resource of training to the community before they take the resource of infor
mation. This act of goodwill has been well received by community stakehold-
ers in various settings in which it has been offered.

The community-driven idea to train community members and increase
community research literacy to enhance the infrastructure for CBPR was
developed into a training program based on the core competencies embedded
in the MPH degree at the university. Simultaneously, in 2007, the National
Institutes of Health (NIH) was interested in funding new community-
academic research partnerships through the Partners in Research mechanism,
the purpose of which was “to support studies of innovative programs designed
to improve public understanding of health care research and promote collab-
oration between scientists and community organizations'Furthermore, the
aim of the studies was to “help in the development of strategies to increase
the public awareness and trust in both the role of NIH and the importance
of new directions of research for advancing the public healtt? " The funding
mechanism required an academic institution and a community-based organi-
zation to jointly propose a project.

The Center for Public Health and Health Policy Research at Stony Brook
University developed a collaboration with Literacy Suffolk and wrote a proposal
to develop the Community Alliance for Research Empowering Social Change
(CARES). The CARES program included training for community fellows and
funding for small pilot CBPR projects. Literacy Suffolk focused on countywide
change by improving individual adult literacy skills and had recently expanded
into health literacy; research literacy was a natural extension of their work. An
ideal partner in this initiative, Literacy Suffolk was affiliated with Suffolk County,

NY Public Libraries; library branches became the training sites. Each partner
library designated a CARES librarian who was knowledgeable about the pro-
gram and who could help fellows use the library to conduct health researth.

Unlike most trainings for community members that are purposefully short
(usually limited to a few hours), training for the CARES fellows was designed
like a semester-long course with weekly 3-hour sessions for 15 weeks. The full
commitment also included two additional weeks, with orientation the week
before the training and the certificate ceremony the week after the training
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(17 weeks total?1® Each session was a condensed version of an MPH course
and was facilitated by an expert in the field (e.g., research methods, research eth-
ics, quantitative methods, qualitative methods, health literacy, cultural compe-
tency, community health, epidemiology, and grant writing). The survey course
was designed to cover a broad range of topics with enough depth for clear
understanding. After completing the training program, which included a certi-
fication to conduct research with human subjects, fellows were eligible to apply
for CBPR pilot grant funding in collaboration with an academic researcher.

Adapted from the CARES fellows training program, the CRFT program
was developed for the St. Louis region with the support of a community
advisory board (CAB) and funding from the Program to Eliminate Cancer
Disparities (PECaD) at the Alvin J. Siteman Cancer Center (SCC) and the
National Cancer Institute. The CRFT CAB consisted of a diverse group of
community stakeholders who collaborated with the CRFT project team to
implement three successful cohorts (in years 2013, 2014, and 2015), training
more than 100 community health stakeholders in the St. Louis greater met-
ropolitan area.®

Unlike CARES, the CRFT training took place on a university campus—
specifically, Washington University School of Medicine (WUSM). We believe
that this change in location was key in fellows feeling connected to the univer
sity, becoming familiar with the campus, and having a willingness to collaborate
in other community-academic initiatives. Most CRFT alumni were involved in
the community before participating in the program, but subsequent to complet-
ing the program, several joined community-academic partnerships (e.g., PECaD
colorectal community partnership, CRFT CAB), worked on research projects
in collaboration with academic institutions (e.g., Washington University in St.
Louis, University of Missouri-St. Louis, Saint Louis University), and partici-
pated in grant reviews (e.g., Missouri Foundation for Health, WUSM Institute
for Clinical and Translational Sciences, Washington University Institute for
Public Health).* Homework assignments were also a new addition to the CRFT
program. They were designed to be easy to complete, and they placed course
material in a community context.

The importance of community-academic partnerships

The public health problems faced by communities today are extremely com-
plex and often involve an amalgam of biological, social, environmental, and

economic factors. One of the most challenging public health issues today
is the persistence of racial/ethnic and socioeconomic disparities in health.
Although academic researchers and others are still working to understand all

of the multifactorial causes of health disparities, it is clear that research con-
ducted in an academic vacuum is not the way to develop sustainable solutions
to address known causes. The development, implementation, and evaluation
of potential solutions to address these problems will require multiple stake-

holders working together and blending their knowledge, skills, and resources.
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The kinds of robust collaborations among stakeholders that are needed to
diminish health disparities are often threatened by historical mistrust and bad
personal experiences that make community stakeholders wary of collaborating
with researchers at academic institutions. Much of the mistrust is owed to the
record of how participants in the Tuskegee Syphilis Experiment—all African
American men—were treated. The breaches in ethical research conduct were
many. The researchers did not fully disclose the details of the research study to
the participants, they did not offer a widely used and accepted treatment for
syphilis once it became available, and the study continued well beyond its ini-
tially projected timeline of six months. The study lasted 40 yeat5The history
and notable ethical lapses of this study are discussed in detail in Chapter 12.

Although the Tuskegee Syphilis Experiment may be the most well-known
instance of such egregious research misconduct, racial and ethnic minority
groups besides African Americans (e.g., Hispanics, Native Americans) have also
been subjected to research misconduct. Additionally, the mistrust that commu-
nities of color often have for institutions extends beyond health-related institu-
tions; it also encompasses those that are designed to “serve” (e.g., police, criminal
justice, social services). Thus, the issue of institutional mistrust is culturally
embedded and may pose a substantial barrier to collaboration, so community
members frequently do not benefit from the knowledge of academic researchers.

Despite researchers’ knowledge of the role of place—or where people live,
work, pray, and play—in determining social networks, social resources, and
access to health-promoting resourcés;'® successful community-based imple-
mentation of evidence-based programs, interventions, and policies is difficult to
achieve in real-world settings-18 Several academic institutions and researchers
have been working to bridge this gap through community-academic partnerships.

Most community-academic partnerships have a goal of creating equitable,
mutually beneficial partnerships to address a health concern. However, many
community organizations ideal for these sorts of partnerships lack the organiza-
tional capacity and research literacy necessary to participate fully in community-
engaged and community-based research. Similarly, many academic institutions
lack the infrastructure for the development of equitable participatory part-
nerships between faculty and community members. Nonetheless, community-
academic partnerships have demonstrated potential for the development and
implementation of interventions to address health disparities through multi-
sectoral collaboration®-?% An intricate balance exists between research and
practice, which makes community-academic partnerships with high levels of
community engagement essential for the development and implementation
of solutions in community-based settings. However, partnerships often face
many challenges in development, progression, and sustainability due to lack
of equity, an imbalance of power, limited funding, lack of transparency, dif-
fering agendas of stakeholders, and minimal benefit to community stakehold-
ers?25The guiding purpose of the CRFT program has been to address such
complications in community-academic partnerships. The knowledge base
and the lessons learned during this program and its predecessor, the CARES



Introduction  xix

program, are infused in the chapters to follow so that stakeholders in various
communities might work together as true partners toward solutions to health
disparities that are pertinent to their contexts.

Resources section with links

The companion website for this book provides resources for program imple-
mentation (e.g., CRFT application, homework, sample certificate of comple-
tion) and evaluation (e.g., baseline assessment, session evaluation template,
faculty evaluation, interview guide) in the form of editable templates that
can be adapted for use by others. Each of these resources are described in
greater detail in the conclusion which describes program implementation
and evaluation in detail. Available online only at https://www.routledge.
com/978498785068

Homework

Available online only at https://www.routledge.com/978498785068
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1 Community-based participatory
research

Vetta Sanders Thompson and Sula Hood

LEARNING OBJECTIVES

» Describe history and principles of Community-Based Participa-
tory Research (CBPR) project.

» Critically evaluate participants’ positions within their commu-
nities and their potential roles within CBPR projects.

» Describe methods to ensure that CBPR research benefits all
partners.

» Share lessons learned from CBPR.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. What is community engagement?

2. What two research trends contributed to the development of
CBPR?

3. What are the principles of CBPR?

4. What are the benefits of CBPR?

5. In a CBPR project, who determines the health problem to be
studied or analyzed?

6. What are the key components of a partnership plan?

Introduction

A core value of the public participation process is that those who are
affected by a decision have a right to be involved in the decision-making pro-
cess: Public participation allows an organization to consult with important
stakeholders—such as interested or affected people, organizations, and gov-
ernment entities—before making a decision; it requires, at minimum, two-way
communication, collaborative problem solving, and attempts to obtain better
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and more acceptable decisioisCommunity engagement is a component of

public participation and is believed to achieve its aims by bringing together
community stakeholders to reach mutually agreed-upon goals or to resolve
mutually agreed-upon concerns.

Community engagement can be conducted through partnerships, collabora-
tions, and coalitions that help to mobilize resources to influence systems and
that help to improve equity in the relationships among those engagédihe
results of community engagement serve as catalysts for changing policies, pro-
grams, and practices.To be effective, the resulting interactions and collabora-
tions rely on the establishment of trust—building and enhancing community
relationships, resources, and capacifyy Fundamental to community engage-
ment is a requirement of respect for the community and the incorporation
of community attitudes, beliefs, and insights regarding needs and problems
when developing programs, interventions, and researéfldeally, community
engagement strategies are implemented in ways that assure that the commu-
nities and members most likely to be affected by decisions about programs,
services, and resources have involvement and voice from the point of activity
initiation to the completion of relevant projects and services.These prin-
ciples apply to the research enterprise, as well as other civic or social change
and engagement endeavors.

It is increasingly acknowledged that although research can and should
benefit communities, many examples exist of the failure to do so, in addi-
tion to instances of harm® Examples of harm have included exposure of
marginalized communities to greater likelihood of poor health outcomes
and the potential for stigma and discrimination in the case of small, identifi-
able groups of people negatively perceived in sociétfheoretically, engage-
ment strategies that allow communities to be fully engaged in the process of
mobilization and organization for change can address these issdda. addi-
tion, community engagement strategies increase the likelihood that programs
and policies designed to improve well-being are accepted by those they are
designed to serve and that they are also successfll.

Community-based participatory research (CBPR) is one of several com-
munity engagement models. According to Wallerstein and Duran, CBPR
“bridges the gap between science and practice through community engage-
ment and social action.”® With a goal of societal transformation!* CBPR
involves community partners in all aspects of the research process, with all
partners contributing expertise and sharing decision-makiny:'?2 By pro-
moting equitable power and strong collaborative partnerships, CBPR offers
a positive alternative to traditional “top-down research,?® and, although
very prominent in public health research, it is increasingly applied across
disciplines as diverse as nursing, sociology, social work, psychology, and
others#

This chapter provides a brief history of CBPR and, then, describes key
concepts and principles of the model. The steps required to initiate and sus-
tain CPBR are discussed, and an example of a successful CBPR partnership
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is presented. The chapter ends with a discussion of strategies to improve part-
nership functioning and sustainability.

Definitions of community

What does community mean to you?

Before discussing implementation of CBPR, it is important to understand
the complexity of defining community. It is common to define community on
the basis of geographic characteristics, using a synonym of community in the
term neighborhood. Administrative boundaries (e.g., census tracks, blocks)
and areas between natural or man-made barriers are often used to define the
relevant location® However, some people within a geographic area do not
have the same sense of group belonging, which has implications for partici-
pation, defining issues, and setting the goals and objectives of interventions,
research, and activities designed to promote change.

Community may also be socially or psychologically defined on the basis of
group identity, affiliation, or membership.t> Groups may be based on shared
characteristics such as race, ethnicity, religion, nationality, sexual orientation,
profession, or other characteristics. Examples of communities defined in this
way are the Latino/a community, the Muslim community, the lesbian/gay/
bisexual/transgender/queer community, or the business community. In the
examples provided, community is dynamic, and multiple identities and inter
ests may be present and relevant for participants.All of these issues can
affect the development of successful collaborations and implementation of
the CBPR process. One key to the success of CBPR is the presence of shared
identity among participants in the proces$?

What is a good community/neighborhood? What is a bad community/
neighborhood?

In CBPR partnerships, people affiliated with or self-identified as a geo-
graphically close entity (neighborhood), special interest, or social or political
group act to address issues affecting the well-being of the community—for
example, the South Side of Chicago, prostate cancer survivors, or the pro-
gressive wing of the Democratic party. Members of a community may view
their group and its boundaries differently from those who are outsiders of
the groupl® The differences in perceptions regarding who or what is com-
munity may lead to differences in what are seen as strengths, weaknesses, and
resources, as well as whether the community is viewed as “good” or “bad.”
Therefore, it is important that all members of partnerships, particularly
researchers, spend some time considering what community means to them,
as well as time exploring their definitions of constructs such as the idea of
good and bad communities. The self-awareness gained through reflection and
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dialogue with partners and collaborators about appropriate definitions of
community and geographic boundaries is a first step in the CBPR process
and will assist in honest discussions of issues, goals, and objectives.

Trust is an important aspect of CBPR that cannot be overemphasized.
Building the trust necessary for a successful partnership requires that research-
ers, stakeholders, and community members share information on how they
see the potential, the ability to change, and the strengths and problems of
the defined community. Additionally, when possible, researchers should get
to know the communities they are working with, beyond the surface level (or
understandings conveyed through data). This process involves them spending
time in the communities being studied and interacting with community mem-
bers, experiences that are often facilitated by key community stakeholders. As
“outsiders,” researchers must seek to overcome their own biases and assump-
tions about communities by intimately learning about the communities that
they are working with, including norms and formal and informal structures.

In CBPR, it is imperative that research partners be sensitive to community
norms, as these factors will likely influence intervention preferences, adoption
or uptake, and sustainability.

History of CBPR

A negative history of academic—community research relations, particularly in
communities of color, has resulted in a strong mistrust toward colleges and
universities that is based on unethical research practicés® The Tuskegee
Syphillis Experiment serves as one example of unethical research practice.
(See Chapter 12 for a detailed discussion.) However, other research and inter
vention examples have fueled mistrust as well, with research and outside inter
ference in Native American communities’ affairs serving as an examplé?
During the 1970s, researchers began to express concerns about the ways that
they conducted research, as well as the accuracy and usefulness of the data
collected, and interventions developed to address social issues. Most efforts
to provide a history of CBPR refer to two distinct historical traditions that
have informed the development of the research strategy known as CBPR:
Northern (also referred to astraditional action research) and Southern (also
referred to as radical action research)?°

It is from Kurt Lewin that CBPR draws its emphasis on the active involve-
ment of “those who are most affected*® Lewin, a social psychologist, is typi-
cally identified as the first to use the ternaction research® This Northern,
or traditional, approach to participatory research began in the 1940s, with
Lewin advocating for the use of scientific data by community leaders. He
hoped that university researchers and their institutions would facilitate action
research and emphasized that the relationship among researchers, those who
participate in studies, and a variety of stakeholder groups was an important
factor in how useful the research could be in promoting social changfe.
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As an important aspect of CBPR, co-learning is understood as the process
of two or more parties learning together to solve a problem and learning
from each other!? CBPR’s emphasis on co-learning is drawn from Brazilian
adult educator and social activist Paulo Freire in his work on critical thinking,
which encourages oppressed people to closely examine their circumstances
and to understand the nature and causes of their oppression and activities,
and the strategies of their oppressofg:*® The Southern, or radical, form of
action research is associated with philosophies and scholarship that emerged
in underdeveloped or developing nations (e.g., Brazil, Colombia, Indi&y.
Scammell suggests that the most important characteristic of this tradition is a
focus on political and socioeconomic inequitie¥ Proponents of the Southern
tradition believe that social science researchers have an important role to play
in reducing the disparities and inequities observed among members of poor
and underserved communitie® This aspect of CBPR may provide the great-
est opportunity for change as communities and institutions of all sorts col-
laborate to address social problems.

Marullo and Edwards suggest that engaged scholarship requires a
transformation of colleges and universities into institutions that enter into
“collaborative arrangements with community partners to address press-
ing social, political, economic, and moral ills.?* CBPR is one part of the
efforts to create this transformation and seeks to overcome historic ten-
sions between researchers and community members to address disparities
and injustice??° Scammel highlights the role of the environmental justice
movement in the form of CBPR that emerged in the United States and fur
ther notes the role of the 1999 Institute of Medicine (IOM) report Toward
Environmental Justice: Research, Education, and Health Policy Ne&ds.
the IOM report, participatory research was discussed as a method for
addressing health disparities and environmental injustice. This report was
important because it offered an alternative to traditional epidemiological
methods. A CBPR approach not only encourages community participa-
tion in research, but also encourages community participation in deter
mining how data are used to inform the policies that may contribute to
injustices.

Despite interest in this methodology, its adoption and implementa-
tion has been variable. A systematic review of CBPR clinical trials involv-
ing racial and ethnic minorities showed that most CBPR studies reported
community involvement in identifying study questions, recruitment efforts,
development and delivery of the intervention, and data collection method3.
However, very few studies involved the community in the interpretation of
research findings or in efforts to disseminate finding®.The development of
the relationships, trust, and rapport required for CBPR can be inhibited by
imbalances in power and knowledge that may exist among researchers, treat-
ment providers, and the community members and organizations engaged in
research effort$3
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CBPR implementation

CBPR stands in contrast to standard “top down” research practices in which
researchers and providers decide the issues, goals, strategies, and methods
employed in the research and intervention studiés.In summary, the most
cited CBPR principles stress collaboration, community involvement, shared
decision-making, building on community strengths and assets, a balance
between the desire to increase knowledge and the desire to act to improve
social conditions, co-learning, and capacity building in the community.

BOX 1.1 NINE KEY PRINCIPLES OF COMMUNITY-BASED
PARTICIPATORY RESEARCH

e Community is defined using identity.

¢ The collaboration identifies and builds on strengths and resources
within the community.

e The process is structured to facilitate collaborative, equitable
involvement of all partners in all phases of the research.

« Knowledge, activities, and interventions are structured to assure
mutual benefit for all partners.

e The established processes promote co-learning and empower
ment, and attend to social inequities.

¢ A cyclical and iterative process is involved.

¢ Health promotion is addressed from both positive and ecologi-
cal perspectives.

* Knowledge, findings, and outcomes are shared with all partners.

e The collaboration involves long-term commitment by all
partners.

(Adapted from Israel BA et al., Annu Rev
Public Health, 19, 173-202, 1998.)

Benefits of CBPR

The literature notes numerous benefits of CBPRIL1419First, this approach
promotes the development of trust and rapport between community members
and researchers, making it more likely that community partners will share
their concerns with the researchers, and the approach increases the likelihood
that community needs can be addresséd**° In addition, community par-
ticipation, particularly feedback on findings, will likely increase the accuracy
of the data collected and how those data are interpreted. CBPR approaches
allow the researchers to gain an insider’s perspective, in which community
partners can offer valuable information related to the phenomenon being
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studied and can offer culturally relevant and potentially effective solutions.
When CBPR strategies are used, findings and resulting interventions from the
collaborative work may have increased acceptance, adoption, and sustainabil-
ity within the community, given the community’s awareness that their input
and perspectives influenced the effortsit14Finally, it is suggested that CBPR
empowers and changes people’s perceptions of themselves and what they can
accomplish?®

BOX 1.2 BENEFITS OF COMMUNITY-BASED
PARTICIPATORY RESEARCH

Institutional Partner

» Learns more about local resources and services.

» Obtains improved ecological validity of research.

» Gains understanding of how interventions in other communi-
ties may or may not apply to local circumstances.

» Gains additional knowledge and perspective on the commu-
nity’s history and culture.

* Sees evidence of how community experiences can improve the
research process.

Community Partner

» Gains understanding of how certain decisions about research
design could impact the credibility of the results.

» Sees evidence of how their experiences can improve the research
process.

» Obtains data that validate their concerns to the “outside world.”

» Provides “proof” that policy makers, the media, and other high-
level decision makers require before they believe that the issue
deserves their attention.

» Sees resulting benefits in the community.

Developing the partnership

When thinking about conducting CBPR, it is important to realize that rather
than doing research on or in the community, by engaging in partnerships,
CBPR researchers conduct research with the community, as equal partnérs.
As equal contributors to the research, community partners are valued and
recognized for the unique strengths, assets, resources, and experiential knowl-
edge that they bring to the tablé? Additionally, CBPR promotes mutually
beneficial relationships between academic and community partners so that
both parties gain* Closely related to the idea of mutual benefit, CBPR
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embraces co-learning through partnerships, which consist of reciprocal
knowledge translation and transmission, such that all involved parties gain
insight and skills from one another® For example, research partners gain
invaluable insight and information about community structure or norms that
they otherwise would not have been privy to, which increases their under
standing of community needs. Similarly, by working with researchers, com-
munity partners gain knowledge pertaining to community-based research,
ranging from project conceptualization and implementation to data interpre-
tation and evaluation.

A key characteristic of CBPR is that the focus of the issue under study is
community driven, meaning that a CBPR project always begins with a topic
of concern that has been voiced by members of the communi&yCornwall
and Jewkes note that participatory research not only requires acknowledg-
ment of the importance of community knowledge and perspectives, but also
prioritizes these as the basis for researéhMoreover, community partners
are involved in every aspect of the research process, from start to finish,
including research design, intervention development, evaluation of interven-
tions, interpretation, and dissemination of findings. Community members
of a CBPR team should contribute to the dissemination of research find-
ings, including making presentations and coauthoring scholarly works with
researchers and other academic partne¥sBy involving community partners
in every aspect of the research process, CBPR is a systematic effort to inte-
grate community voice, needs, and knowledge into researthAs noted by
Minkler, “CBPR breaks down the barriers between the researcher and the
researched.®

Community partners may consist of community members, community
organization leaders, and other community-based stakeholders. Much of
the CBPR work has been conducted with low-income communities and
other disadvantaged populations, with researchers seeking to provide
a platform for the needs, concerns, and suggestions of “those who are
most affected” by inequalities and disparities to be heartf.Examinations
of CBPR efforts suggest that institutional and faculty commitment to
engagement principles, flexible and inclusive governance structures, and
strategies to educate community members must be developed to assure
that the barriers to CBPR frequently identified in the literature do not
inhibit success?

Researchers and community organizations and members have a number
of motivations for participating in research and research partnership§ome
motivations are not compatible with the principles observed in CBPR, par
ticularly those that involve opportunism and self-interest. For researchers pri-
marily interested in obtaining grant funding to support an academic position,
the need to demonstrate a community partnership to meet funder require-
ments, and community partnership as a vehicle to recruit individuals from
underserved communities as research participants, CBPR partnership par
ticipation is inappropriate. If community members are looking for credibility
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that they believe comes from working with an academic institution for grant
funding to support or sustain community programs, or a job, CBPR partner
ship participation is inappropriate.

As outlined in the CBPR principles, CBPR partnerships involve a cycli-
cal and iterative process that requires a long-term commitment to producing
community change!? In addition, all partners must examine their capac-
ity to commit the resources, time, and effort required for a specific CBPR
partnership. For example, if an organization is only interested in services or
community interventions, then participating in research may not be feasible
or appropriate. This is because community service projects have different
timelines and overall goals and objectives compared to research interven-
tions. Although an organization or agency might participate effectively in
a service project with an evaluation component, a CBPR research project
might be frustrating because of difficulty agreeing on research goals and
objectives.

Another significant characteristic of CBPR is equity. The need for equity
is not unique to research relationships; equity is important in any partnership
or relationship. To achieve equity, there must be good communication, which
requires a common vocabulary. For community members and researchers to
communicate well and for partnerships to progress, each participant must
gain access to the knowledge and skills of the other. This is why co-learning is
so important.1® In order to facilitate equity in the partnership, members must
have a process for the following:

* Addressing power imbalances between community members and
academics.

» Acknowledging and valuing the expertise and skills of community
organizations.

» Developing strategies for building a common language among partners.

» Examining and resolving differences and conflicts that develop within
and between partner organizations because of differences in funding,
resources, and constituencies.

» Handling issues of ownership of data, resources, and control of funding.

» Dealing with research fatigue amongst certain communities. Researchers
should consider how many research or intervention requests are made to
a single community and the burden that participation produces.

The CBPR process: Making it work

As the development of the partnership begins, it is important to remember
that the values, perspectives, contributions, and confidentiality of everyone
in the community must be respected. It is important for partners to decide
how respect and confidentiality will be assured. Partnership information is
of importance, as are community input and feedback in addition to data
obtained as part of the research process. Questions to be answered include the
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following: who owns the data, who will be responsible for shared data, where
and how will the data be stored, who will have access to the data, and what
level of identification will be maintained when data are stored. The group
must determine whether participating partners are required to undergo train-
ing on protecting human subjects and the level training (if any).

A complete CBPR partnership plan outlines a governance structure that
explains partnership oversight; how members are added to the partnership; who
leads the partnership meetings; the frequency of these meetings; the research,
intervention, and activity implementation responsibilities of partnerships; the
structure for obtaining group and community feedback; information sharing and
dissemination of data; a process for managing communication between meetings;
and a mechanism for systematic partnership review and evaluation. Governance
structures take many forms and are decided on the basis of the partners’ specific
purpose, goals, and outcomes of the partnership. While the specific governance
structures of CBPR partnerships may vary, what is consistent across partnerships
is that governance is developed with input and agreement from all members.

The governance document must also specify how the community will be
involved in the development of research plans and activities from the begin-
ning of the partnership. Community partners should have real influence on
the direction of activities and research. In this instance, plans for dearning
can be strategic® Opportunities for co-learning can be structured into
activities that support the research—such as interviewing, data entry, and
interpretation—so that community members gain practical knowledge of the
process, as well as skills that may benefit their organizations.

The partnership document should also indicate what the structure for
decision-making will look like, who participates in the decision-making (e.g.,
every meeting attendee, one participant per organization, all partnership
members, or designated partnership members), and which issues require part-
nership awareness, input, and approval. CBPR principles suggest that com-
munity input be obtained on the partnership purpose, outcomes of interest,
major activities, results, and recommendations based on data obtain&dl'he
partnership assists in shaping the process for obtaining both community input
and the dissemination of these results. Finally, rules must be developed for
access and use of the data compiled, within and outside of the partnership.

The remainder of the partnership plan requires information on all part-
ners, the overall purpose of the partnership, partnership outcomes (expected
results), the resources needed to support the partnership, and the major
activities to be completed to achieve the outcomes. This section of the part-
nership plan contains information that is transferred to a memorandum of
understanding (MOU), which is used to document partner commitments
and obligations. This document and associated MOUs should be periodically
reviewed at intervals agreed upon by the partners.

The information on partners should include their mission, location, lon-
gevity in the community, demographics of those they serve, expertise, the
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BOX 1.3 MEMORANDUM OF UNDERSTANDING OUTLINE

Partners (List those organizations, agencies, and individuals who have
agreed to participate.):

CBPR Principles Guiding the Processes of the Partnership (Select
the CBPR principles that the group believes are most impor
tant to the initiation and maintenance of the partnership. State
how these principles are to be applied to the operations and
activities of the partnership. Keep in mind your past collabo-
rations, research experiences, reasons for participating, needs,
and concerns.)

Goals (What does the partnership hope to accomplish? Attempt
to use goals that are specific, measurable, achievable, realistic,
and timely.):

1.
2.
3.

Activities (What will the group do to accomplish the goals of the
collaboration?):
1.
2.
3.

Responsibilities (Specify what the partner organization, agency, or indi-
vidual is expected to do for each goal and each activity related to that
goal. Include any resources that the partner will provide, resources that
the partner can expect to receive, or both.)
Organization A agrees to do the following:

Organization B agrees to do the following:

Signature Date
Signature Date

services or activities they provide, resources and skills relevant to the partner
ship, potential barriers to participation, and the organization's partnership
representative. Every partnership will add and subtract information catego-

ries from this list, depending on partnership purpose and the stage of partrer
ship development.
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Planning for sustainability begins with the initiation of the partnership.
Careful assessment of the physical, economic, and social assets of the com-
munity permits partners to anticipate the need to seek additional funding,
partners from sectors not initially included, and availability of volunteers
and in-kind resources in order to facilitate continued activity and pursuit of
new goals and directions. Areas sometimes overlooked, but important, are
financial strength, longevity, quality, and reputation strength of partners. The
analysis of assets should consider the extent to which assets and resources can
or will be directed to support the partnership.

The overall purpose and desired outcomes of the partnership are devel-
oped on the basis of partnership dialogue, community input, and data on
community concerns. Partnership members must agree not only on the data
required, but also on dialogue processes and strategies; who facilitates dis-
cussions; and whether the process includes literature and archival research,
qualitative (e.g., facilitated workshops, focus groups, key informant and indi-
vidual interviews, photovoice) or quantitative (e.g., Delphi method, surveys
or questionnaires, etc.) methods of obtaining data on community-identified
concerns, or a combination of these approaches. The data are summarized
and shared in the format most appropriate for the partnership. (See Chapter 10
for a discussion of quantitative methods and Chapter 11 for a discussion of
qualitative methods.)

Outcomes are determined on the basis of partnership purpose and the data
reviewed. The standard criteria for outcomes are that they be specific, mea-
surable, achievable, realistic, and timely (discussed further in Chapter 8). The
use of specific and measurable goals facilitates review and evaluation of part-
nership activity and is important to understanding partnership progress and
the need for changes in activitie®. As the partnership meets goals, expands,
or shifts interests and community needs, partnership purpose and outcomes
can be reviewed and revised. Optimally, a schedule and plan for reviews are
discussed and developed during the planning process.

The selected outcomes drive decisions on the major activities of the part-
nership (i.e., what is done to achieve the partnership outcomes). The discus-
sion of outcomes should include consideration for how the selected outcomes
and activities will serve the community? Outcomes and associated activi-
ties can be structured for community benefit by sustaining useful projects,
developing community capacity (e.g., jobs, training), or generating long-term
benefits such as improved health. The resources required to complete each
activity should be determined during the planning process as well. The abil-
ity to obtain needed resources can help to determine whether an outcome is
realistic. As activities are decided and refined, the following are also deter
mined: the responsibilities of each partner; the timeline; and resources pro-
vided, received, and shared by partners and partner contacts. Partnerships
often develop logic models (described in detail in Chapter 8) during this part
of the process to assist in developing and documenting their objectives, inputs
(resources), activities, outcomes, and timeline. Again, as the partnership
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changes, expands, or contracts, activities will shift, as will other elements of
the logic model.

CBPR example

To address the excess cancer burden among minority and medically under
served populations, the Program for the Elimination of Cancer Disparities
(PECaD) was developed by the Alvin J. Siteman Cancer Center (SCC) of
Washington University School of Medicine (WUSM) located in St. Louis,
Missouri.?® This partnership was developed in 2003 as an attempt to create
a national model for eliminating cancer disparities and, from its inception,
has applied the principles of CBPR to its programmatic approaches in com-
munity outreach and engagement, research, and training. In 2005, PECaD
became one of the centers of the Community Networks Program (CNP),
which was an initiative of the Center to Reduce Cancer Health Disparities.
PECaD programs and activities focus on breast, lung, prostate, and colorec-
tal cancers, using culturally competent methods developed with input from
community representatives to increase reach among African Americans and
low-income individuals. A more complete overview of the history of the part-
nership is available for revievi®

The Disparities Elimination Advisory Committee (DEAC) is a commu-
nity advisory group for PECaD and was established in 2003 at its inception.
DEAC is made up of cancer survivors and advocates, representatives from
health care and social service organizations, academic researchers, clinicians,
and PECaD program staff. Members of DEAC are selected through a nomi-
nation process that includes review of résumés and nomination statements for
evidence of community participation and consideration of the organizations
and diverse populations represented. The group provides guidance and direc-
tion for PECaD programs; development, implementation, and evaluation of
cancer control and prevention activities; recommendations for additional col-
laborations; and sharing of information on programs and resources.

Initially, the committee was led by academic researchers who were inter
ested in CBPR as a method of achieving program goals. However, the group
eventually acknowledged that this structure was not consistent with its CBPR
philosophy. In 2010, DEAC began electing a community co-chairperson
to serve with the academic researcher co-chairperson. The co-chairpersons
plan the agenda for quarterly DEAC meetings; they also colead the DEAC
meeting and monthly meetings of the PECaD internal leadership team. The
leadership team is composed of the DEAC co-chairpersons, the researchers
leading the research projects, individuals leading the training and commu-
nity outreach activities, and the project coordinator. When the community
co-chairperson was incorporated into DEAC governance, this individual also
became a member of the internal leadership team, which introduced commu-
nity input into the leadership team. The leadership team works in conjunction
with DEAC and is responsible for guiding the implementation of PECaD
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programs and translating ongoing discussion within DEAC into relevant pro-
grammatic plans. The shifts in governance structure illustrate the need for
partnerships to engage in an iterative process of review and evaluation, with
flexibility to change and grow.

The CBPR process began with several activities that permitted identifica-
tion of concerns about community cancer disparity that were within PECaD'’s
capacity to respond. Community input resulted in a focus on sustained com-
munity outreach; educational programs to raise awareness about the benefits
of screening, including a lay speaker’s corps; state policy advocacy through
SCC'’s government relations representative, as well as community service by
PECaD leaders and staff; a research mentorship program to train and sup-
port junior faculty, postdoctoral fellows, graduate students, and undergradu-
ates to conduct research projects examining cancer disparities; pilot research
efforts, and SCC’s minority recruitment in clinical trials monitoring.

One of the first research-related activities was based on a community
request that WUSM researchers engage in a process to improve the conduct,
relevance, and impact of research on local health concerns. This led to the
assembly of a project team that conducted interviews with community lead-
ers and key minority physicians and that also conducted focus groupsThe
results and recommendations of the work group helped to focus the work
of PECaD. The study revealed community support for the idea of research
but noted as major barriers to participation the mistrust of researchers, the
failure of the researchers to provide research descriptions that were easy to
understand, and the lack of dissemination or poor dissemination of research
results back to the community. The minority physicians who were interviewed
also supported these issues and raised additional concerns. The results con-
tributed to PECaD'’s early and ongoing focus on researcher training. The les-
sons continue to guide research efforts to seek community input, guidance,
and support for all community-based cancer research.

The first programmatic effort was oversight of the development of part-
nerships regarding four diseases (i.e., breast, colon, lung, and prostate). Each
of the four partnerships, with community input, identified its own priorities,
including delays in accessing treatment after an abnormal mammogram,
the difficulties navigating the system to get colon cancer screening for unin-
sured patients, spreading the message about prostate cancer screening, and
supporting smoke-free environments. The partnerships have changed over a
decade, and flexible governance and membership structures have been assets
in managing changé® The lung partnership dissolved after achieving its orig-
inal goal of supporting smoke-free legislation in the regio? The colorec-
tal cancer community partnership, originally one of the smallest and least
active partnerships, was revived and is now one of the most active groups.
The breast cancer partnership has raised issues of accountabdfitgnd con-
tinually pushes for more frequent data sharing. The prostate partnership has
challenged the PECaD leadership to be more active in assisting the commu-
nity to understand shifting screening guideline®. Review and evaluatiord®
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and a commitment to community input into all phases of the research and
intervention proces$?'® have encouraged community members to challenge
researchers and partnerships to dissolve, grow, and change to meet shifting
community concerns and needs.

Conclusions

Examinations of CBPR efforts suggest that university and faculty commit-
ment to engagement principles, development of flexible and inclusive gover
nance structures, and strategies to educate community members are needed
to assure that the barriers to CBPR frequently identified in the literature do
not inhibit success® There is no predetermined way for partnerships to func-
tion, as each community partnership is composed of different stakeholders.
Partnership members set the levels of interaction and input with which they
are comfortable. However, there will be variation in community organiza-
tions’ expectations and desired input that can lead to frustration. It is imper
tant to have processes in place to address tensions as they arise. Partnership
sustainability is more likely when participants are responsive to their unique
social environments, develop programs consistent with available resources,
and address community-defined social and health concerns.

Partnerships should be planned with periodic review and assessments to
ensure that appropriate and meaningful activities continu& Those activi-
ties that allow partners and researchers to respond to changing community
needs, organizational interests, policies, and funding environments should be
retained, with the option to add new activities to be responsive to current com-
munity circumstances and to delete activities that do not serve community
needs® An aspect of these periodic reviews is systematic evaluation, which
has the potential to strengthen adherence to CBPR principles. Adherence to
CBPR principles is important to assure that researchers and partners main-
tain the trust and respect required to continuously identify research priorities
and gaps in needed services and interventions. Fidelity to the CBPR prin-
ciples is also necessary to continually work to collaborate in ways that address
disparities and community needs.

In addition, over time, the nature of partnership relationships and interac-
tions should show growth. For example, joint applications for funding and
joint publications should increase if there is true equity in the partnership
and community involvement in all phases of the work®1? Finally, commu-
nity attitudes about the research, willingness to participate, and the ability to
use partnership data for problem solving should be examined within mature
partnerships, as these are signs of trust and empowerment that should be
facilitated by CBPR.

When done with strong, collaborative partnerships, CBPR has significant
potential for capacity building and sustainability, increasing the ability to
make a large-scale impact on the issue(s) being addressed. Trust and respect
are key elements of CBPR and are the foundation of successful partnerships.
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Collaboratively developed plans for governance and processes for operation
that include co-learning facilitate identification of issues, planning and imple-
mentation of interventions, as well as dissemination of outcomes. Often for
gotten, but important, strategies for obtaining feedback on interactions, level
of participation, and satisfaction with the experience all allow partnerships to
mature—expanding and contracting as needed.

Online resources

International Association for Public Participation. IAP2 Core Values: http://www
.iap2.org/

Community-Campus Partnerships for Health: Promoting Health Equity and Social
Justice: https://ccph.memberclicks.net/cbprcurriculum

Community Tool Box. Section 2. Community-Based Participatory Research: http://
ctb.ku.edu/en/table-of-contents/evaluate/evaluation/intervention-research/main
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Activity 1: Group discussion

This exercise is designed to stimulate awareness and thinking about attitudes,
behaviors, and actions that can interfere with the process of developing a
CBPR partnership that has equity and full community participation as core
values. Participants should complete Step A on their own. The facilitator


http://www.reimaginerpe.org
http://www.reimaginerpe.org

18 Public health research methods for partnerships and practice

should assign the students to break into pairs, for discussion, after the com-
pletion of Step A.
This activity requires 20 to 30 minutes.

A. Think about your collaborations and participation on teams, in partner
ships, or in coalitions, specifically:
i. Your reasons for participating.
ii. The assumptions that you made about your partners.
iii. Your thoughts on how you and the other members would work
together.
iv. Your assumptions about what would be accomplished.

B. Exchange stories with your partner about your collaborative/team/
partnership assumptions, expectations, and experiences.

C. Discuss the assumptions that you made that proved false. Looking back,
how aware were you of your assumptions? What triggered your aware-
ness of discrepancies in expectations and assumptions?

D. Discuss any efforts that you made to address discrepancies in expectations,
attitudes, or beliefs that might affect the partnership or collaboration?

Activity 2: Group problem solving and planning

This activity is designed to facilitate consideration of the issues and associ-
ated activities and tasks required for the development of CBPR partnerships.

Activity groups should consist of 4 or 5 participants. Assign each group a

health focus (e.g., smoking, obesity, physical activity, diet, cancer screening).
The activity requires 90 minutes to complete.

Part 1

Your group is engaged in the planning of the first full meeting of your
CBPR partnership. Reflecting on your assigned health focus, share infor
mation and knowledge relevant to the issue. Consider the questions listed
on the activity form in Table 1.1. Complete the lists, and compile any
information requested. Identify sources of quantitative data. What strate-
gies might you use to solicit ideas and opinions from members of the com-
munity not participating in planning meetings? Allow 45 to 60 minutes to
complete.

Part 2

Agenda setting and development are important to meeting success. The effec-
tiveness of meetings can affect perceptions of partnership communication
and interactions. Participants engaged in this activity will gain an understand-
ing of the complexities of the process of developing an agenda, as well as the
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Table 1.1 Group activity 2: Part 1

Question Response

Who should be involved in the partnership?

Who will be affected by the research?

Who are the key stakeholders (who can help)?

What CBPR principles are key to partnership members?

What are the community’s issues of concern?

What are the needs of the community?

What factors contribute to the issue or concern?

What activities or strategies can be used to prioritize these issues
for action?

What data should be gathered and shared so that all participants
begin with similar information?

What community strengths might the partnership draw on?

What barriers and issues might adversely affect the work of the
partnership?

What resources will be needed to overcome these barriers?

What are the goals of the partnership? (Responses should be specific,
measurable, achievable, realistic, and timely.)

What skills will be important to the partnership?

Which agencies, organizations, or individuals possess the needed
skills and expertise?

importance of advance planning. Once you have completed the form from

Part 1, use the lists and information compiled to develop the agenda for the

first partnership meeting. Be prepared to present and discuss your agenda and

its rationale. What power dynamics would you want to consider in a discus-

sion of the type required by agenda items? Allow 30 minutes to complete.
Tips for developing an effective agenda include the following:

1. Obtain and use input from the entire group.

2. Provide the meeting purpose and goal.

3. Indicate who will serve as the meeting chair(s).

4. Provide the meeting time frame, and stick to it.

5. Describe each item on the agenda clearly, as well as the time allotted for
the item.

6. Indicate who will facilitate each discussion.

7. Indicate whether the item is listed to allow information sharing, obtain

input, or decision-making.
8. Prioritize the items that require input from all partners.
9. Provide information on participant preparation if required.

All meeting agendas should be distributed with enough time for participant
preparation.
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BOX 1.4 AGENDA TEMPLATE

Date:
Time:
Location:
Meeting Purpose (type of meeting): Please read:
Chairperson(s): Please bring:
Agenda ltems
Topic Presenter Time Allotted

VI.

VII.

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. In a community-based participatory research (CBPR) project,
who determines the health problem to be studied or analyzed?
a. University researchers
b. Community members
c. Government policy makers
d. University researchers and community members together

2. What is community engagement?
a. A process of inclusive participation that supports mutual
respect of values, strategies, and actions
b. A method of teaching that combines classroom instruction
with meaningful community service



C.

d.

Community-based participatory research

The use or involvement of volunteer labor, especially in
community services
The full participation of all people in community life

3. What is the unit of focus for a CBPR project?

a.
b.
C.
d.

4. CBPR requires a change in
a.

b
C.
d

The individual
The family

The community
The state

Approach
Funding received
Problem studied
Population studied

5. Which of the following is a principle of CBPR?

a.

b.

C.

d.

Data collection must be conducted by people who do not
live in the community to be studied.

Collaborative partnership must occur in all phases of the
research.

Researchers from the university must decide the methods
of evaluation used in the research project.

None of the above

6. What factors prevent effective CBPR collaborations?

a.
b.

C.
d.

Governance structures that are not inclusive

Imbalances in power and knowledge between researchers
and community members

Inflexible governance structures

All of the above

7. What document’s components include information on all part-
ners along with the overall purpose and desired outcomes of a
CBPR project?

a.

b
C.
d

Memorandum of understanding
Partnership contract

Letter of intent

Cooperation agreement

8. Who has sole control over funding in a CBPR project?

a.
b.

Researchers
Community members

21



22 Public health research methods for partnerships and practice

c. Government officials
d. Researchers and community members together

9. In a CBPR setting, researchers should begin their discussion
with community members by
a. Offering blanket solutions
b. Offering money for community problems
c. Asking what is needed in the community
d. Describing institutional problems

10. Community members who are part of a CBPR project should
expect to play a role in
a. Developing the research question
b. Collecting and interpreting data
c. Disseminating project findings
d. All of the above
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LEARNING OBJECTIVES

» Define health disparities.

* Identify major health disparities, including those related to gen-
der, race/ethnicity, geographic location, and socioeconomic status.

» Understand and provide examples of the causes of health dis-
parities with respect to prevention, incidence, and mortality.

» Define social determinants of health.

» Describe public health strategies and interventions for reducing
health disparities.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. What are racial/ethnic health disparities?

. What causes racial/ethnic disparities in health? Are these dis-
parities due to biological differences?

. What are some prominent examples of health disparities?

. What are social determinants of health?

. How do social determinants affect racial/ethnic health disparities?

. What is meant by the terms upstream and downstream in rela-
tion to health disparities?

. What are some approaches to achieving health equity?
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Introduction

Health disparities are differences in health outcomes, such as life expectancy
and morbidity, among different groups. Whereas the overall definition of
health disparities is quite simple, the factors that explain the existence of health
disparities are complex and multifaceted. The in-depth analysis of all the dif-
ferent determinants of health and health disparities as well as the strategies



24 Public health research methods for partnerships and practice

needed to address disparities is beyond the scope of this chapter. Rather, the
goals of this chapter are to provide a definition of health disparities, focus-
ing on racial/ethnic disparities in health; to provide a number of prominent
examples of health disparities found when examining population health indi-
cators; to explain via the lens of the social determinants of health why health
disparities exist; and to explain how this lens is critical in addressing dispari-
ties in health. We conclude by describing efforts at the national and local
levels, particularly the importance of partnerships developed across multiple
sectors to address racial/ethnic health disparities.

Prioritizing health

Before our conversation about health disparities or social determinants of
health, it is important to discuss the concept of health. A popular defini-
tion of health that almost any person who has been exposed to public health
literature can nearly recite from memory is the World Health Organization
(WHO) definition—"health is a state of complete physical, mental, and social
well-being and not merely the absence of disease or infirmity.This is such

a widely used definition because it acknowledges the comprehensive nature
of health and that health encompasses general well-being, not just whether a
person is sick. Despite this comprehensive definition of health, there is often
a mismatch between what individuals consider to be health and what public
health practitioners or medical professionals consider to be health. For pub-
lic health practitioners and medical professionals, health often requires indi-
viduals to make lifestyle choices, like maintaining a balanced diet or getting
regular physical activity. However, this priority may not be in alignment with
the priorities that individuals have, particularly those who disproportionately
bear the burden of health disparities.

Often, social determinants of health such as employment, financial capa-
bilities, school quality, and the safety and well-being of family members and
friends take priority over maintaining normative blood pressure levels or get-
ting regular health screenings. Medical professionals often remark that indi-
vidual patients are deeply concerned about their jobs, family responsibilities,
and the health and well-being of their loved on€s’ These are the things peo-
ple truly care about, sometimes even above their own personal health.

These competing demands at the individual level help to explain how
individuals might not seek regular medical treatment or obtain preventive
screenings for diseases such as cancer, cardiovascular disease, and diabetes.
However, it is not just individual choice that explains health disparities, and
many of the social and economic determinants that affect health are beyond
individual control. Individuals may perceive that the costs associated with
maintaining a healthy lifestyle, such as the cost of fresh produce, learning
how to prepare a healthy, balanced meal, or growing accustomed to the tastes
or portion size of a new dish, outweigh the benefits associated with changing
a health behavior! Additionally, the stress of being marginalized because of
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race/ethnicity, gender, or sexual orientation can also preclude one’s concerns
about personal health®" In addition, often, socioeconomic status (SES) plays
a key role in determining whether individuals choose to seek medical care, as
poorer people often perceive the costs associated with health care to be more
stressful than knowing their actual disease statgs®

Although health might not be the first thing on the minds of individuals in
their respective communities, good health is absolutely essential to an individ-
ual’s ability to perform well in school or at work and to function in other roles
as caregivers, spouses, parents, and the like. At the population level, good
health is associated with improved educational attainment and work produc-
tivity. 1* Again, as with the WHO definition of health, any definition of health
must stretch beyond diseases or conditions. Rather, individuals’ overall well-
being, including their social, economic, and emotional well-being, is critical
to their ability to be healthy, productive citizens.

Defining health disparities

A prominent goal of Healthy People 2020 is to eliminate health disparities
and to achieve health equity? Many definitions of health disparities exist.
The definition of health disparities offered by the National Institutes of
Health (NIH) is the following: “differences in the incidence, prevalence, mer
tality, and burden of diseases and other adverse health conditions that exist
among specific population groups in the United States!® Paula Braveman
describes health disparities as “potentially avoidable differences in health
between groups of people who are more or less advantaged socialy.”
Furthermore, Braveman describes health disparities as differences in health
that are not fueled by immutable gulfs in health status (e.g., “bad genes”)
between racial/ethnic groups that are unlikely to close no matter what inter
ventions, programs, and policies are developéd.Rather, Braveman argues
that health disparities are systematic and avoidable. To summarize, health dis-
parities can be described as differences in health across different population
groups (e.g., racial/ethnic groups) that are systematic and plausibly avoidable,
that are influenced by policies, and that place disadvantaged groups at further
disadvantage with respect to their health.

Racial/ethnic disparities in population health indicators

In the examination of various health outcomes, racial/ethnic disparities are
evident, particularly in population health indicators. Population health indi-
cators provide valuable insight into the incidence, prevalence, and trends of
health and help direct the preventive measures needed to address disparities
in health. Top health indicators in the United States include life expectancy,
infant mortality, and overall morbidity. Health risk factors, such as obesity,
smoking, diabetes, heart disease, HIV/STDs, and hypertension influence life
expectancy and mortality and are often the target of health prevention and
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intervention efforts. Life expectancy and mortality provide information about
the overall health status of a population.

Life expectancy at birth measures the average number of years a cohort of
infants would live if the group experienced the present age-specific mortality
rate. An increase in years of life expectancy is indicative of a healthy popula-
tion, and a decrease of years reflects a need to implement stronger health pre-
vention and treatment efforts. According to data from the Centers for Disease
Control and Prevention (CDC), as of 2014, the life expectancy at birth of the
total population in the United States was 78.8 yearS.The life expectancy was
76.4 years for males and 81.2 years for females. Since 2004, the life expectancy
at birth has increased 1.4 years for males and 1.1 years for females; however,
there still remains a substantial 4.8-year disparity between males and females.
Since 2004, the gap in life expectancy between the white and black popula-
tions has narrowed to 3.6 years; in 2014, life expectancy for white persons was
78.8 years, 75.2 years for black persons, and 81.8 years for Hispanic perséns.
As the statistics reflect, life expectancy rates vary across groups, including
race/ethnicity and gender (Figure 2.1). Critical to our understanding of these
disparities is an awareness of the social determinants of health and well-being
(e.g., SES, urban/rural residence, education) that influence the prevalence of
health risks in a specific population.
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Figure 2.1 Life expectancy by racel/ethnicity and gender. Life expectancy data by
Hispanic origin were available starting in 2006 and were corrected to address
racial and ethinic misclassification. (From the Centers for Disease Control
and Prevention/National Center for Health Statistics, Health, United States,
With Special Feature on Racial and Ethnic Health Disparities. Hyattsville,
MD: National Center for Health Statistics; 2016, https://www.cdc.gov/nchs
/data/hus/hus15.pdf, accessed July 29, 2016, 2015, Figure 18. Data from the
National Vital Statistics System.)
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Infant mortality, another population health indicator, reveals a twofold
racial difference in infant mortality between blacks and white®¥ The infant
mortality rate decreased significantly between 1999 and 2013, when the
United States had a 14% decrease overall, a 13% decrease in neonatal mortal-
ity rates, and a 17% decrease in postneonatal mortality rates (i.e., for infants
aged 28 days to 11 months¥ Despite a slight decrease in rates between 1999
and 2013, infant mortality rates remain the highest among infants born to
black women (11.11 per 1000 live births¥.Since 1999, the disparity in infant
mortality rates between black infants (the group with the highest rate) and
Asian or Pacific Islander infants (the group with the lowest rate) has nar
rowed from 9.41 in 1999 to 7.21 in 201%. These trends in infant mortality
reflect public health efforts to improve maternal health and access to quality
health care, including modern medical technology.

Additionally, due to advancements in medical technology and large-scale pub-
lic health efforts, such as reducing the overall rate of smoking and improving sani-
tation and occupational safety, the average life expectancy in the United States
has increased dramatically. An examination of the leading causes of death in the
United States reveals how important health behaviors and overall lifestyle are to
health (Figure 2.2). According to the CDC, most of the top 10 leading causes of
death are preventable chronic diseases and accounted for 74% of the 2.6 million
deaths in 20148 These 10 causes of death were heart disease, cancer, chronic
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Figure 2.2 Selected causes of death by gender. CLRD indicates chronic lower respi-
ratory diseases. A change in the coding rules for nephritis syndrome and
nephrosis caused an increase in the number of deaths attributed to diabetes
beginning with 2011 data. Thus, the trend for diabetes death rates should
be interpreted with caution. (From the Centers for Control and Prevention/
National Center for Health Statistics. Health, United States, 2015, Figure 2
and Table 17. Data from the National Vital Statistics System.)
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lower respiratory diseases, unintentional injuries, stroke, Alzheimer’s disease, dia-
betes, influenza and pneumonia, nephritis, and suicide. Comparatively, the lead-
ing causes of death in the United States in the 1900s (e.g., pneumonia, diarrhea,
tuberculosis) are substantially different from leading causes of death in 2014 (e.g.,
heart disease, cancer, diabetes). Rates of death related to infectious disease have
drastically declined in the United States, and most of the current leading causes
of death, including heart disease, stroke, and diabetes, are now related to health
behaviors!® Health risk factors such as obesity, smoking, diabetes, heart disease,
HIV/STDs, and hypertension influence life expectancy and mortality and are
often the target of health prevention and intervention efforts. In order to close
racial/ethnic disparities in overall life expectancy, intervention efforts regarding
health behaviors such as poor diet, lack of exercise, and smoking are necessary to
address the risk factors for leading causes of morbidity and mortality.

One of the four goals of Healthy People 2020 is to “attain high-quality, lon-
ger lives free of preventable disease, disability, injury, and premature deat.”
Hypertension is a risk factor for heart disease, as well as several other health
conditions (i.e., stroke, kidney failure). Black men and women are at an
increased risk of having hypertension compared to other racial groups. Despite
public health efforts to increase awareness, education, and access to quality
care, these racial disparities persist. They remained constant between 1999 and
2014 (Figure 2.3)¢ Another common risk factor associated with heart disease,
diabetes, morbidity, mortality, and other health conditions is obesit}? Females
are at greater risk (8.9%) of having high-risk (grade 3) obesity than males
(4.9%) 16 From 1999 to 2014, the prevalence of obesity among those aged 2 to
19 remained stablé® In 2014, Hispanic children had the highest percentage of
obesity (21.9%), and Asian/Pacific Islander children had the lowest percentage
(8.6%) 18 The prevalence of obesity among black children and adolescents was
19.5%, followed by 14.7% among white children and adolescefts.

Each year in the United States, one in five deaths is due to smoking tobacco
products. Smokers are at an increased risk of numerous health issues, includ-
ing cancer, heart disease, diabetes, stroke, arthritis, and stillbirthln 2014,
across racial groups, men were more likely to be current smokers than
women® The percentage of current smokers among men was 19%. African
American men comprised the highest proportion of smokers (22%) compared
with white (20%), Asian (14%), and Hispanic (13.8%) méfi.Among women,
over the period 1999 to 2014, white women had the highest percentage of
current smokers (18.3%) compared with any other racial group, followed by
black women (13.7%), Hispanic women (7.4%), and Asian women (5.1%).

Despite overall preventive efforts and improvements in many of the factors
linked to major causes of morbidity and mortality in the United States, the
differences in risk factors reviewed in this section indicate disparities by race/
ethnicity and gender among key health indicators. Race/ethnicity and gender
are not the sole sites of health disparities; however, they are often proxies for a
number of social determinants such as SES, residential setting (urban/rural),
access to quality health care, education, religion, and others. Prevention
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Figure 2.3 Hypertension by race/ethnicity and gender. Estimates are age adjusted.
Hypertension is defined as having measured high blood pressure (systolic pres-
sure of at least 140 mm HG or diastolic pressure of at least 90 mm Hg) and/or
a respondent report of taking antihypertensive medication. (From the Centers
for Control and Prevention/National Center for Health Statistics. Health,
United States, With Special Feature on Racial and Ethnic Health Disparities.
Hyattsville, MD: National Center for Health Statistics; 2016, https://www.cdc
.gov/nchs/data/hus/hus15.pdf, accessed July 29, 2016, 2015, Figure 23. Data
from the National Health and Nutrition Examination Survey.)

efforts to reduce the disparities that exist among these health indicators must
take into account the multidimensional nature of health and wellness.

The evidence presented previously in this chapter suggests that health
behaviors such as obtaining preventive screenings for cancer, abstaining from
smoking, eating a balanced diet, and getting physical activity are prominent
factors in the prevention of many top killers in the United States. Regardless
of the health condition one explores, health behaviors and lifestyle factors
often play a large role in the distribution of morbidity and adverse health.
Additionally, these factors are inextricably linked to social determinants of
health, factors that go beyond an individual’s lifestyle choices. Indeed, the
CDC'’s white paper on social determinants of health states that these deter
minants of health are “not controllable by the individual but affect the indi-
vidual's environment.”’

Social determinants of health—The roots of health inequities

Social determinants of health, although largely out of the control of individ-
uals, affect health through a number of different pathways and mechanisms.
These effects are manifest in many day-to-day ways and are easily observed in
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different neighborhoods and communities across the country. Healthy People
2020 defines social determinants of health as the conditions in the environ-
ment in which people are born, live, learn, work, play, and age that affect a
wide range of health outcomes and risks that are shaped by social, political,
and economic forces? WHO argues that social determinants include indi-
viduals’ social and environmental context—where they are born, where they
live, and where they work!? According to WHO, these contexts are strongly
influenced by the distribution of resources, particularly money and power, at
the societal level all the way down to the individual nested within a particular
community. Again, those who have the least amount of power, wealth, and
other resources are at a further disadvantage with regard to their heatfth.
WHO, through its Committee on the Social Determinants of Health, has
concluded that the social determinants of health are the leading causes of
inequalities in health!8

No matter what the precise definition may be, social determinants of
health, including race/ethnicity, SES, and place-based resources such as
schools, access to quality food outlets, and safe spaces to recreate are critical
to all aspects of health. In a 2014 policy brief published iHealth Affairs on
social determinants of health, the authors concluded that there are five major
categories of health determinants: genetics, behavior, social circumstances,
environmental and physical influences, and medical catéThey emphasized
the importance of examining multiple determinants of health and the interac-
tions between those determinants, as well as the need to examine the multiple
levels—ranging from the intrapersonal level to the society level—that influ-
ence health.

Another way to think about social determinants of health is to consider
them as “fundamental causes? Link and Phelan® describe fundamental
causes of health as resources that can be used to avoid risks, minimize causes,
affect multiple health outcomes over time, and continue to affect different
health outcomes when risk profiles change. If interventions focus on risk fac-
tors for specific diseases and conditions without addressing the fundamental
causes of health, diseases and conditions eventually shift to the most vul-
nerable populations—populations without many socioeconomic resources or
power. Syme argues that people in the most vulnerable groups will eventually
replace those who are considered most at risk, regardless of the actual risk
factors for a disease or conditiorf®

Examples of social determinants of health include race/ethnicity, SES, gen-
der, immigration status, and sexual orientation. These are important factors
to consider because they can increase risk of marginalization. Social deter
minants are closely intertwined and together affect health through multiple
pathways. After this section, we use the lens of social determinants of health
to explain how race/ethnicity is associated with health, not only because
racial/ethnic minorities receive different treatment within health care settings,
but also because of how race/ethnicity is intertwined with SES, neighborhood
context, and social disadvantage.
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Race/ethnicity, socioeconomic status, and health disparities

Although health behaviors are critical to health and the persistence of racial/
ethnic health disparities, there are many factors beyond individual health behav-
ior that fuel disparities in health. Individuals are embedded in families, neigh-
borhoods, communities, states, countries, and society. Susser asserts that “states
of health do not exist in a vacuum apart from people. People form societies and
any study of the attributes of people is also a study of the manifestations of the
form, the structure, and the processes of social forced.’'Understanding how
humans organize themselves, particularly around a social hierarchy, is impor
tant in our understanding of racial/ethnic and socioeconomic health dispari-
ties. Indeed, the association between stress derived from low social status and
poorer health has been thoroughly documented in the literatufé:26

Race and racism clearly illustrate the effects of social stratification on health
disparities in the United States. Gee and Fofddefine structural racism as “the
macro-level systems, social forces, institutions, ideologies, and processes that
interact with one another to generate and reinforce inequities among racial
and ethnic groups.” They further argue that structural racism “emphasizes
the most influential socioecologic levels at which racism may affect racial and
ethnic health inequities.® One prevalent example of structural racism in the
United States that is pertinent to African American men involves the prison-
industrial complex and racial sentencing disparities within the criminal justice
system?®27 Race/ethnicity is inextricably linked to SES in the United State%,
and another prominent example of racism on the structural level is racial
residential segregation throughout the United States, which plays a major role
in the resources individuals have access to and serves to perpetuate health dis-
parities2%3° Williams and Collins assert that “residential segregation shapes
socioeconomic mobility and socioeconomic conditions across multiple levels
including individual, household neighborhood and community.®® Several
researchers have described racial residential segregation as the “structural
lynchpin” of racial relations in the United States?'-%3and rates of racial resi-
dential segregation remain stubbornly high.

Racial residential segregation is largely responsible for many blacks resid-
ing in neighborhoods of poorer quality that have reduced access to equitable
services and institutions, ranging from full-service grocery stores to qual-
ity public schools and libraries’®3234 Importantly, researchers have noted
neighborhood effects on health, independent of individual SES markers.
High levels of racial residential segregation in the United States constrain
the health-promoting resources available in neighborhoods that are predomi-
nantly composed of racial/ethnic groups. Not only are there fewer outlets for
healthy, affordable food, there is a preponderance of fast food restaurants
as well as stores that largely sell calorie-dense products of low nutritional
value. Poorer neighborhoods are often characterized by high levels of pov-
erty and community violence, which weaken the levels of neighborhood trust
and organization. Negative neighborhood attributes such as excessive noise,
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inadequate lighting, and heavy traffic were associated with the loss of physical
functioning in later life. These factors contribute to the stress that individuals
in poorer communities feel on a day-to-day basis and increase their risk of
poor health outcomes®

As discussed previously in this chapter, racial/ethnic health disparities are
not naturally occurring, immutable differences in health. These are differences
that are fueled by policies and practices. Racial residential segregation is not
only fueled by discrimination among individual real estate agents, homeown-
ers, and buyers, but also by historical practices and policies. For instance,
one of the most significant investments in social policies in the United States
were found in the government policies of the New Deakra, initially adopted
shortly before World War 11. 36-38 These policies of the New Deal era included
the Servicemen's Readjustment Act of 1944, most commonly known as the Gl
Bill, which provided free postsecondary education for veterans of the armed
forces. Black veterans were systematically denied equal access to the GISBill.
For instance, Katznelson illustrates how blacks in the southern states were
allowed to use their Gl Bill education benefits only to attend a vocational
school rather than a 4-year college.

Another policy of the New Deal era was low-interest home loans. Prior to
the New Deal era, homebuyers would have to save a much larger proportion
of the total home cost. Low-interest, federally backed housing loans instituted
during the New Deal era allowed a much larger proportion of Americans
to buy homes since it reduced the down payment to about 20% of the final
price36 However, people of color were systematically denied these low-interest
home loans because of redlining practicesised by mortgage companies.
Banks “redlined” neighborhoods that were predominantly minority, refus-
ing to lend to home buyers in these neighborhoods. Furthermore, Federal
Housing Authority (FHA) loans were used widely in the suburbs of major
American cities, leading to the depopulation of many central cities—stripping
the central cities of employment opportunities and investments in new resi-
dential and commercial developments, along with straining the capacity of
city services. The vestiges of these historical policies and practices are mani-
fest in the racial/ethnic composition of neighborhoods today along with the
resources embedded in these neighborhoods.

Additionally, there are tremendous racial/ethnic gaps in wealth, and these
wealth differences are partially rooted in residential segregation. Home
equity comprises a large proportion of the wealth that Americans hol#f:3°

* Coined by President Franklin D. Roosevelt, the New Deal refers to a set of policies initially
adopted by the US government between 1933 and 1938. During the administrations of Franklin
Roosevelt and Harry Truman, progressive policies such as Social Security, protective labor
laws, and the Gl Bill were adopted®

T Redlining is described as the practice in which banks would not administer loans to certain
residential areas in cities, often populated by black&Banks color coded maps of entire cities,
and red was the color assigned to the areas in which banks would not offer home |o&s.
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Residential segregation has yielded wide differences in home value according
to the racial composition of neighborhoods and communities. Homes located
in predominantly white neighborhoods are, on average, worth substantially
more than homes in predominately African American neighborhood¥.3940
So, differences in home values also undergird the staggering underlying dif-
ferences in the structure of wealth between African Americans and whites
that may never close so long as racial residential segregation levels persist.
Of course, in addition to wealth, racial segregation affects a broad range
of health-promoting resources, including education quality, neighborhood
safety, employment opportunities, social capital, and neighborhood services.

The exclusion of blacks from the government policies of the New Deal
era has led to immense wealth disparities and has helped to fuel the deep-
seated levels of racial residential segregation described previously. However,
the examination of such radical, large-scale policies offers clear examples of
how to improve the overall health and well-being of an entire population.
Additionally, these policies provide important evidence that social, economic,
and health disparities have, indeed, been fueled by policies and practices.

Stress and coping

Stress, particularly chronic stress, has been implicated as a key factor in the
production of racial/ethnic health disparities**>Our bodies are hardwired to
handle stress, allowing us to adapt to changes in the environment and avoid
threats#® Yet, our bodies are not sensitive enough to discern physical threats
to our lives from social stressors, like financial distress or a fear of public
speaking. This means that exposure to social stressors elicits the same stress
response as actual threats to our lives, and the chronic activation of this stress
process can cause dysregulation over tirfig#

A number of theoretical frameworks and models have been developed
to illustrate how stress “gets under the skin” and has both short-term and
long-term effects on health. For instance, Krieger describes how psychosocial
stressors “embody” themselves over time—a process in which the society is
biologically incorporated into individuals’ bodies#> McEwen describes allo-
static load as the “wear and tear” on the body that occurs and is exacerbated
with greater exposure to chronic stres$. Another theoretical framework
described in the health disparities literature is weatherirf§.Developed by
Geronimus, weathering is the notion that people under chronic stress experi-
ence accumulated disadvantage over the life course in addition to acceler
ated aging#>4”For instance, Geronimus has found that the weathering process
could potentially explain black-white differences in birth outcomes. Although
women may be the same chronological age, weathering could lead to black
women being an older maternal age.

The different theoretical concepts discussed above have been developed
to delineate the pathways between experience of social stress and the devel-
opment of poor health. Researchers interested in addressing racial/ethnic
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health disparities are often deeply interested in understanding how stress gets
under the skin to negatively affect health. Common stressors examined in the
health disparities literature include SES-related stressors such as socioeco-
nomic deprivation or exposure to poverty as well as the experience of racial
discrimination.8-51 Racial discrimination, for instance, is considered to be a
unique, socially patterned stressor thought to play an important role in the
health of African Americans and other racial/ethnic minority groups in the
United States®’%2 Kessler and colleagues argue that the experience of racial
discrimination is highly stressful, ranking in significance with other major
stressful life events such as job loss, divorce, and the death of a loved 8ne.
Stress produces negative emotions and psychological distress that can have
negative impacts on health, and some researchers hypothesize that stress may
lead to fundamental changes in physiological systerffs?354

People of color often face multiple stressors at the same time, ranging
from socioeconomic deprivation to perceptions of racial discrimination. In
addition to understanding the biological underpinnings of the relationship
between stress and health, it is also important to note how stress and cop-
ing operate to affect health. In the transactional model of stress and coping,
stressful experiences are defined as “person—environment transactions,” in
which the impact of an external stressor is mediated by a person’s appraisal
of the stressor and the psychological, social, and cultural resources at the-per
son’s disposaP® The social context in which people are embedded is incredibly
important to the stress and coping process. Not only can social contexts pro-
duce stressful experiences, but they can also inform the resources that individ-
uals have to cope with and dictate what socially acceptable coping behaviors
are within different contexts. The next section describes the importance of
health behaviors, social context, and social norms in the production of racial/
ethnic health disparities.

Health behaviors, social context, and social norms

As noted previously, place has a profound effect on health disparities between
racial/ethnic groups in the United States, and place is fueled by racist policies
and practices. Social context not only shapes the social nhorms and health
behaviors of individuals from an early stage in life, but context also influ-
ences the stressors and coping resources. As mentioned previously, the effects
of chronic stress exposure accumulated over the life course are posited to
cascade into dysregulation on the cellular level. Examples of these include
shortened telomere length, increased levels of inflammatory markers, and
decreases in immune system functionirf§>356:57 For instance, it is hypoth-
esized that chronic stress negatively affects telomeres, which affect how cells
age, as they cap and protect the ends of our chromosontes, Additionally,
stress has a negative effect on immune system functioning, which may cause
chronically stressed individuals to be more susceptible to infections and dis-
ease?®56 Evidence from the field of psychoneuroimmunology indicates that
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dysregulation due to chronic stress leads to inflammation, which can increase
susceptibility to conditions such as atherosclerosis, the narrowing and harden-
ing of arteries and a key factor in the development of cardiovascular dise&&e.

In addition to the competing demands that individuals face in their day-to-
day lives, people are also embedded within social networks and may adhere to
social norms that do not promote the lifestyle changes that public health and
health care professionals would liké%-%1 For instance, many people connect
through food, so there are important social and cultural considerations that
must be made in the development of programs and policies geared toward
improvement of dietary practices. Asking individuals to change their health
behavior is often asking them to make substantial changes to their participa-
tion in their social networks as well. Additionally, social norms may influ-
ence the likelihood of people to abstain from eating foods that public health
professionals might consider unhealth§£-61If an individual is part of a family
that holds regular dinners and delicious, calorie-dense foods are part of the
menu, it may be difficult to ask someone to refrain from indulging in the food
that one’s family has prepared. This is not only because individuals are being
asked to deny themselves foods that they have grown to love, but also because
refraining from the foods may be interpreted as a negative or offensive behav-
ior on the part of the family members who have prepared the food.

Predominantly African American neighborhoods often have a preponder
ance of fast food restaurants and liquor stores as well as the proliferation
of tobacco and alcohol advertisements and the absence of full-service gro-
cery stores*%2 These environmental factors could promote the adoption of
unhealthy behaviors due to the close proximity of large numbers of outlets that
serve high-fat, calorie-dense foods as well as provide increased access to alco-
hol and illicit drug use. Using data drawn from the Baltimore Epidemiologic
Catchment Area study, Mezuk and colleagué3found that poor health behav-
iors provide an effective means of coping with the stress of social disadvan-
tage and mitigating the negative effects of stress on depression. Specifically,
as stress exposure increased, African Americans who engaged in more poor
health behaviors had lower risk of depression. This finding indicates that cop-
ing with poor health behaviors could provide temporary psychological relief
from exposure to chronic stress and social disadvantage. However, in the long
term, adoption of poor health behaviors could come at an increased risk of
physical health problems.

There is no doubt that health is strongly influenced by individual choices—
diet, exercise, buckling safety belts, and obtaining preventive health screen-
ings. However, the social determinants of health, such as where people live
and the resources embedded in their neighborhoods, are beyond the control
of individuals. Considering social determinants of health allows one to envi-
sion a way to facilitate health at the individual level by removing barriers to
positive health behaviors. This perspective also encourages researchers, prac-
titioners, and policy makers to consider influences of health at multiple levels,
including the individual, family, community, organizational, and policy levels.
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Thinking about health as multilayered can help produce solutions at a broader
level and encourage thinking about health from a population perspective.

Social determinants of health are especially challenging to address because
they affect multiple disease outcomes over time and are deeply intertwined
with each other. Social determinants drive racial/ethnic disparities in health
because they determine resources, including but not limited to access to
healthy food outlets and health care, which help to protect healtf. Simply
put, people with greater resources may be more likely to maintain better health
behaviors. Simultaneously, greater amounts of resources such as higher levels
of income, education, and social capital, can be used to avoid proximal and
distal causes of disease and premature death.

Although the term social determinants of health is well-defined and widely
used, there have been limited efforts to truly address the social determinants
that drive health. Researchers have attempted to identify the “upstream”
determinants of health, shifting the focus from individual choices and life-
style factors and looking at the underlying social conditions and structural
factors that have created health disparitie®. A constant tension exists in pub-
lic health between “upstream” and “downstream” approaches to understand-
ing health disparities. Instructors often use the “babies in the river” example
to explain upstream approaches to understanding health disparities.

Imagine that you are on the shore of a river and you find that there
are drowning babies in the river. You decide to jump in to save the babies,
but no faster can you pull them out before more are bobbing in the water.
Downstream, there is an immediate need—to save babies from drowning. Yet
upstream, one has to wonder how the babies are getting into the water in the
first place and what can be done to prevent this from occurring.

As ridiculous as an example the analogy of the babies in the river may be,
there are parallels in the health care and public health infrastructure in the
United States and how efforts and resources are allocated to address health.
In the immediate sense, lives must be saved. People enter emergency rooms
with acute health threats that need to be fixed immediately, and the United
States health care system is strongly oriented to and adept at saving the lives
of individuals who have found themselves treading water downstream. The
upstream solutions to disparities, such as changes to the built environment or
policies to promote racial equity in socioeconomic resources, are expensive
and often difficult to achieve because of the political climate.

For instance, people of color disproportionately bear the burden of dis-
ease and premature mortality, as evident from countless data sourée€’
However, the data do not tell the story of how people end up as numbers in
a figure. The lives that people who are socially disadvantaged live are stress-
ful, and some people endure exposure to stress and the effects of poor con-
textual environments for their entire lifetimes. The upstream forces—ranging
from school districts’ funding by communities with widely varying tax bases
to immense wealth disparities between racial/ethnic groups—are seemingly
impossible to alter. Similarly, pronounced gaps exist in education quality
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across race and ethnicity in the United States. Relative to other wealthy coun-
tries, there is a pronounced lack of investment in social services in the United
States. These factors are certainly beyond any one individual’s control. Yet,
these upstream determinants fuel health disparities and pose significant chal-
lenges in the quest to achieve health equity. Both upstream and downstream
solutions are necessary to reduce disparities in heaffhAlthough increasing
access to health-promoting resources, such as fresh produce and safe places
to recreate, is absolutely essential, individuals must still make healthy choices
and adopt healthy lifestyles. Considering the social determinants lens allows
one to contextualize the factors that fuel disparities in health.

Whereas the precise mechanisms that link social stress or low SES to dis-
crete health outcomes have not been fully elucidated, there is no question that
structural racism affects health disparities. However, the political will to address
these factors is often low, and it is not clear what the right way to elicit change
will be. Political ideology plays a large role in how social determinants of health
are framed and what efforts are developed to address disparities in health.

From a research perspective, there are many papers that have documented
the associations between social determinants such as racial residential seg-
regation and economic deprivation with poor health and the presence of
racial/ethnic health disparitiesi®® Similarly, within the practice realm, efforts
to address health disparities are often limited in both scope (e.g., focusing
on one particular health behavior or health outcome) and scale (e.g., mostly
focusing on the intra- and interindividual level). Furthermore, many of the
existing health behavior interventions do not take into account social context,
such as built environment and access to resources. Authors often conclude
that interventions do not work because of inadequate participation rather
than admitting that perhaps the theories guiding their work are not appropri-
ate or that the context in which individuals reside can trump change interven-
tion efforts regarding individual health behavior.

Towards achieving health equity

If the goal of the nation is to eliminate health disparities, then health equity
must be pursued. Health equity is defined as obtaining the highest level of
health for all people!* The concept of health equity implies that everyone
should be able to obtain the highest level of health possible and should not be
disadvantaged because of their social position or other socially determined
circumstances. Whitehead et al. state that “health equity involves creating
opportunities and removing barriers to achieving the fullest health potential
for all people.”® Health equity, according to the United States Department
of Health and Human Services (HHS), is attainment of the highest level of
health for all people. Due to the existence of inequalities, not all Americans
can achieve optimal health* Therefore, a growing body of research has made
a persuasive argument that health is a human right, and everyone should have
the right to obtain the highest level of health in their society. Accepting the
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concept that health is a human rights issue requires looking at health equity
through a social justice lens.

Addressing health disparities is not just a public health issue; reaching
the lofty goal of health equity requires multisector and multilevel solutions.
Consequently, researchers have implored the field of public health to con-
sider health in all policies, ranging from zoning and housing to education
and workforce development in order to effectively address social determi-
nants of health>% Although overwhelming at times, there are ways that
partnerships can effectively craft solutions to racial health disparities. Due
to the various factors that may impede individuals from reaching their opti-
mal level of health, collaborating with nontraditional partners outside of the
health care arena is imperative. Health starts before entering the health care
system—in our homes, schools, work places, neighborhoods, and communi-
ties. Therefore, multiple partners are needed to address health disparities and
to reduce inequalities on the quest to achieve health equity. This section will
provide an example of the various types of partnerships or initiatives devel-
oped to address health disparities.

An example of a multisector solution is the establishment of medical-legal
partnerships that have the opportunity to move beyond services to individuals
by detecting patterns of systemic need that can be addressed through institu-
tional policy changes or changes in public polici? Medical-legal partnerships
are partnerships established between health care and civic legal aid entities
to better care for vulnerable populations!”?2 These partnerships are solidi-
fied through a MOU used to form the foundation of the partnership and
to detail the expectations for both health and legal partners. There are two
guiding principles for medical-legal partnerships as described by the National
Center for Medical-Legal Partnership: (1) both partners use trainings, screen-
ing, and legal care to improve patient and population health and (2) legal care
is integrated into the delivery of care with engaged health, and legal part-
ners at the frontline and administrative level& Medical-legal partnerships
differ from referrals to legal services because the lawyers are present on site in
the health care settings and are a part of the clinical team. Several examples
exist of how medical-legal partnerships can address the social determinants
of health: addressing concerns for public benefit (e.g., appeal denials of food
stamps, health insurance, cash benefits, and disability benefits); improving
substandard housing conditions; preventing evictions; protecting against util-
ity shutoff; securing specialized education services; preventing and remedy-
ing employment discrimination; resolving veteran discharge status; clearing
criminal/credit histories; assisting with asylum applications; securing restrain-
ing orders for domestic violence; and securing adoption, custody, and guard-
ianship for children.”? Additionally, the National Center for Medical-Legal
Partnership hosts the Social Determinants of Health Academy, a virtual
training to assist health care centers and primary care providers in the devel-
opment and implementation of sustainable solutions to social determinants
of health.
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It is important to note that those who bear the disproportionate burden of
health disparities are the ones who are hardest to reach in health interventions
and programs’3-"> Many contextual factors exist, such as the built environ-
ment and SES, that interfere with people’s ability to fully participate in the
initiatives that public health and medical professionals desight® Engaging
different sectors such as social work and education may lead to the develop-
ment of more effective solutions to disparities. Developing spaces for place-
based initiatives that allow colocation of comprehensive services may be an
effective strategy in reaching underserved and socially disadvantaged commu-
nities.”® Examples of this include colocating health services in schools along
with the presence of social service workers or incorporating health into settings
such as community centers. In addition, to address the economic barriers to
health screenings, clinicians and health agencies may provide free screenings
at community health fairs, schools, and work sites. Additionally, workplace
incentives and competitions increase healthy behaviors, help to change social
norms within environments, and provide access to exercise facilities and walk-
ing trails that may not be available in the communities where workers lié.

At the local level, organizations like PolicyLink, headquartered in Oakland,
California, have led the way in health equity and have developed multisec-
tor strategies to improve the economic, social, and health status of various
neighborhoods. PolicyLink provides a set of equity tools on its Web site, www
.policylink.org, including an equitable development tool kit that centers on
the development of communities of opportunity that will lead to equitable
outcomes. PolicyLink also has a number of opportunities to highlight the
innovative work that is being done in different communities across the coun-
try through its Equity Summits and regular webinars.

It is critical to consider the factors that allow people to thrive in the face
of adversity. Despite the facts and figures about racial/ethnic disparities in
health, some individuals are able to survive and thrive. Social connectedness
is considered a major factor in the risk and resilience of individuals and com-
munities.””"8 It is important to develop a clear understanding of assets that are
embedded in neighborhoods that might be considered socially or economi-
cally disadvantaged throughout the country. For instance, the social networks
and the social support that people are able to offer each other is critical to
buffer against stress and to offer an avenue to pool resourcés*Government
social services may not meet the needs of disadvantaged communities, and
informal networks are often the lifelines that individuals rely upon within their
networks. Fostering the organic social networks that exist within communities
represents a way to strengthen the levels of trust, feelings of safety, collective
efficacy, and norms of reciprocity within neighborhoods’#-8Furthermore,
providing linkages between communities and other sectors such as business
and policy can empower communities to advocate for the resources that com-
munities need for individuals to thrive’”:83-8

Various organizations are deeply committed to health equity and are help-
ing to lead the way. For instance, the Robert Wood Johnson Foundation is
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devoted to establishing a “culture of health.” This culture of health is char
acterized by good health and well-being across sociodemographic factors like
race/ethnicity and placeé® To achieve this culture of health, the foundation
has developed an action plan in which health equity is at the center. The plan
calls for including opportunities for individuals and families to make health
choices and for forging multisector collaborations with government, business,
individuals, and organizations working together to build healthy communi-
ties. To this end, the foundation uses the Culture of Health Prize to highlight
and elevate the work that different communities across the United States are
doing to achieve health equity.

Efforts toward health equity are also being guided by the development and
implementation of policies and initiatives at different levels. For instance, at
the federal level, Healthy People 2020 aims to inform and improve health pol-
icies and practices on the national, state, and local levels, as well as increase
public, individual, and community awareness of the prevention of chronic
disease, morbidity, disability, and premature deatf? Access to health care
through affordable health insurance coverage is a health policy approach
that has linked individuals to quality prevention and treatment services. The
Affordable Care Act (ACA) is a health policy that has increased access to
health care for individuals who may be low income, uninsured, or undoc-
umented®”88 In addition to helping to expand the health care coverage for
Americans, the ACA has also helped expand nonprofit health organizations’
community benefit programs. The ACA now requires health care organiza-
tions to provide community needs assessments and health improvement
plans, guiding these organizations to invest in the communities they serve
beyond providing charity care. It is in the nation’s best interest to have a
healthy population, and investments in communities across multiple sectors
and expansions beyond the provision of health care represent yet other ways
to effectively address health disparities.

Critically, the provision of evidenced-based care is important to efforts to
reduce health disparities. Access to quality care and its delivery by health
professionals are critical to the prevention and detection of disease. Providers
and their staff can adopt up-to-date evidence-based clinical practice guide-
lines for promoting healthy behaviors® Activity and diet recommendations
are important; however, clinicians should be aware of the economic barri-
ers many individuals face in health care and should provide education and
referrals for prescription-subsidizing programs, Medicaid-covered treatment
options, or Medicare-covered treatment options for their patient%®

Examples of public policies that have been implemented at local and state
levels include the taxation of tobacco and high-energy, low-nutrient foods
(e.g., soft drinks), in addition to mandated food labeling, in order to reduce
the consumption of unhealthy product$® Similarly, tobacco use policies
have regulated access to tobacco products, banned tobacco advertisement
and sponsorships, and regulated exposure to environmental tobacco smoke
(e.g., in the workplace and in restaurants, public transportation, and public
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spaces}? Urban planning initiatives, such as the installation of walking and
cycling paths as well as appropriate lighting, have been developed to improve
built environments and increase physical activity in communiti€®. Other
examples of local and state policies are zoning laws that regulate the loca-
tion of fast food establishments and the provision of healthy foods in public
school cafeterias.

Although the efforts reviewed here are not exhaustive, they provide insight
into the multilevel public health approach to reducing health disparities and
increasing health and wellness. Designing prevention and intervention pro-
grams should consider several factors that are specific to the health issues,
target population, and target behavior, in addition to the social, political, and
environmental context. It is also critical to consider the assets that individu-
als and communities possess. Gaining more information about the protective
factors that individuals possess will be critical to designing interventions at
multiple levels. The insights from individuals who have the resilience to thrive
in challenging social environments can provide ways to foster those assets
and learn lessons that can inspire innovative solutions. The deliberate con-
sideration of these factors leads to culturally tailored health programs, which
research has identified as the most effective approach for health promotiérP?

Relatedly, it is also necessary to incorporate the lens of the social determi-
nants of health into the development of science policy, particularly national
research funding priorities. As mentioned previously, the priorities of individ-
uals and communities are oftentimes misaligned with the priorities of public
health or medical professionals. Similarly, the funding priorities of agencies
like the NIH can be misaligned with the needs of communitie’8.For instance,
it is often the case that the priorities of the community of concern center on
social determinants of health such as economic opportunities, school quality,
and safety rather than a specific disease or condition. Therefore, in the devel-
opment of programs geared toward addressing health disparities, it is often
the case that the intervention efforts do not meet the needs that community
members have identified. Yet, we know that racial/ethnic disparities are not
immutable, unmodifiable biological differences in health.

Whereas everyone who is exposed to adversity does not have a poor
outcome—nhealth or otherwise—broader efforts are necessary to address the
structural inequalities that have produced health disparities. Ro%estates that
the most likely solutions to population health problems are universal risks.
Using the lens of the social determinants of health allows practitioners to
consider how an individual or population is embedded within a social con-
text. Consideration of social networks, social support, social norms, stress
and coping, and structural forces are key to addressing racial/ethnic health
disparities. The development of both upstream and downstream solutions
is also critical to addressing health disparities. Also, because racial/ethnic
health disparities are fueled by social determinants of health, we can exam-
ine the policies and practices that can effectively and broadly address health
disparities.
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Conclusions

In a 2010 paper, Tom Frieden, former director of the CDC, wrote that the
social determinants of health constitute the most important factor in the
production of deleterious health conditions that disproportionately affect
marginalized members of societ$# In this chapter, we have defined health dis-
parities, provided some prominent examples of racial/ethnic health disparities
in the United States, examined the role of social determinants of health in the
production of racial/ethnic health disparities, and highlighted different path-
ways to health equity in the United States. We have sought to make clear that
it is imperative to address the sociostructural factors that undergird racial/
ethnic health disparities.
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Activity: The Last StrawP®

The Last Straw is a board game that provides an innovative, fun way to
discuss social determinants of health. The goals of this game are to pro-
vide players with an understanding of social determinants of health and
how social determinants affect health over the life course. In addition to the
game apparatus, the developers have created a guide to aid in the facilita-
tion of the game and have included detailed game scenarios and discussion
guestions.

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. A state of complete physical, mental, social and spiritual well-
being” defines which of the following terms?
a. Optimism

b. Health
c. Happiness
d. Wellness

2. Differences in the incidence, prevalence, mortality, and burden
of diseases that exist among specific population groups are
known as .

Health disparities

b. Burden differences

c. Social disparities

d. Epidemiological differences

o
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3. The forces that shape the social determinants of health are

Politics
Economics
Social policies
All of the above

ooy

4. Economic, social, cultural, and physical conditions that con-
tribute to or detract from the health of individuals and com-
munities are known as
a. The social determinants of health
b. Healthy People 2020
c. Public health
d. Health disparities

5. The precise mechanisms that link social stress to discrete health
outcomes have been fully elucidated.
a. TRUE
b. FALSE

6. Examples of the embodiment of chronic stress include

Shortened telomere length
Increased levels of inflammatory markers
Decreases in immune system functioning
All of the above

ooy

7. Health disparities are differences in health that are
a. Systematic but never avoidable
b. Systematic and plausibly avoidable
c. Random but never avoidable
d. Random and plausibly avoidable

8. Upstream determinants of health are
a. Environmental toxins such as secondhand smoke
b. Easy solutions to health disparities
c. Difficult-to-achieve solutions such as changing policies or
built environment
d. Undercurrents that cause infants to experience premature
death
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9. Approaches to achieving health equity include
a. Empowering communities to advocate for solutions
b. Development of federal, state, and local policies
c. Colocation of social and health services
d. All of the above

10. A social determinants of health lens allows researchers to envi-
sion a way to facilitate interventions that remove barriers to
positive health behaviors.

a. TRUE
b. FALSE



3 Community health and
community-based prevention

Deborah J. Bowen and Cassandra Enzler

LEARNING OBJECTIVES

» Define public health.

e Define community health.

« ldentify contributing factors that impact the health of a
community.

e Describe community health activities.

e Discuss methods for community-based prevention.

e Assess the need for a program.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. What are the core functions of public health?
2. What are some examples of community health activities?
3. What factors contribute to the health of a community?

Introduction
Public health matters

This volume is meant to articulate to readers how to use the tools of public
health to improve the health outcomes of people all over the world. Public
health can be thought of as a mission to protect and improve the health and
well-being of all people as measured by increasing the number of healthy
years that people live and by eliminating health disparities. This often means
preventing disease and controlling its impact. We often speak of a population
as all people living within a defined geographic area or boundary. However,
not all people are healthy or unhealthy at the same level. This is why we look
for disparities or differences in health among subgroups of people. These sub-
groups are often called communities.
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Definition of community

Communities can be categorized by a variety of factors; often, definitions
differ among scholars and public health experts. Among the vast number of
studies that use community engagement, some may classify communities as
populations that share social or cultural tied.Examples of social and cultural
ties can include community engagement activities such as book clubs, exercise
groups, cooking classes, or regions where ethnic populations may congregate
(such as the high proportion of Pakistani residents on Staten Island or the
large Japanese and Korean communities in Californi&) Wells et al. defined
community as “social groups with a collective identity or shared attitudes
and experiences, whether social, cultural, political, occupational, or based
on affiliation through geography, institutions, or communication channels.”
However, in another definition, MacQueen et af classify community as

“a group of people with diverse characteristics who are linked by social ties,
share common perspectives, and engage in joint action in geographical loca-
tions or settings.” As a combination of these definitions, the general term for
community can be described as a population in which the individuals share
some factor.

Within public health, community health is a topic that has received much
focus in terms of interventions or studies. McKenzie and colleaguedefined
community health as “the health status of a defined group of people and the
actions and conditions, both private and public (governmental), to promote,
protect, and preserve their health.” Often, the first step is to try to understand
where a community begins. In other words, a community analysis tells the
public health expert where to begin with change, the pros and cons of differ
ent methods for community intervention, and the strengths and challenges
of a specific community, in order to work toward a common goal of health.
With these and other studies, one can consider using many methods to assess
the starting place of communities. Each method is used to seek understanding
of the health of communities, and each method has its strengths, limitations,
and ideal conditions for use.

Purpose of the chapter

In this chapter are descriptions of many of the common community analysis
methods used to better understand and support communities as they engage
in change to improve health. These methods will be described in detalil, to help
users to understand which methods are most appropriate to analyze commu-
nity health among varying communities. These methods range from using
data that already exist to gathering new data to inform the user of something
that is necessary and useful in efforts to improve health in a community. We
will first discuss several common types of community analysis, from simple
methods to more difficult and time-consuming methods that provide specific
types of information. We will provide examples of how such methods can be
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used to inform community activities. We will close with thoughts about how
to look for resources to conduct community analysis.

Community analysis methods

Table 3.1 lists several key methods for gaining an understanding of communi-
ties. Often these methods are used in combination and potentially are used
over time to track progress. They provide a baseline, or preliminary, snapshot.

Key informant interviews

Key informant interviews are performed by interviewing individuals within a
community who have a comprehensive knowledge of the interactions and fac-
tors that comprise this population. Interviewers must have knowledge of how
to perform successful interviews, and they must be able to contact these indi-
viduals within a community. Some examples of key informants include town
officials, pastors for congregational meetings, presidents at local universities
or colleges, or persons in positions that interact with many members of their
community. Especially in smaller communities, this method of community
analysis is efficient, as key informants should have a good understanding of
the surrounding population and its interactions. Upon completion of these
key informant interviews, public health officials can qualitatively code the
interviews. This entails several public health officials transcribing the inter
views and then looking for main themes as provided by the interviewees’
answers. This method of community analysis will allow for public health offi-
cials to determine the perceptions, beliefs, strengths, and needs of the commu-
nity efficiently by interviewing one person instead of multiple sources. Public
health officials can gain valuable information from this method of analysis,
but they should be cautioned that in larger communities, key informants may
not have comprehensive knowledge of the entire population. This method
might work best in smaller communities where key informants can gain a
comprehensive understanding of the surrounding population. An example of
a study using key informant interviews is a study performed by Sherrieb etal.
in 2012 that used school principals as key informants to assess perceptions of
community resilience according to varying degrees of school poverty.

General public interviews

General public interviews are performed by interviewing several members of
the community. Interviewers must have knowledge of how to perform suc-
cessful interviews, and they must be able to recruit several willing participants
from the community. This method of analysis is efficient in both small and
large communities, as long as an adequate number of diverse individuals are
recruited for participation. This number will vary in accordance with the design
and nature of the study. After interviewing members of the community, public
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health officials can transcribe the interviews and, then, qualitatively assess
the transcripts by looking for main themes discussed among the participants.
This method of community analysis will allow public health officials to deter
mine a comprehensive view of the community as it pertains to its strengths,
weaknesses, and needs. Public health officials can gain a comprehensive view
from multiple sources, but should be warned that without sufficiently diverse
sources, public health officials may not gain a comprehensive perception of
the community. Various sources are needed in order to ensure that interview
bias does not exist. An example of a study that uses public interviews was con-
ducted in 2015 by Bell et at.who approached smokers in public settings and
analyzed several ethnographic factors regarding these participants.

Group interviews

Group interviews are performed by gathering several members of the community
and interviewing them collectively. Public health officials must have knowledge
of how to facilitate group interviews, and they must construct the interview in

a manner that allows participants to share a comprehensive view of the com-
munity. This method of analysis is efficient in both small and large communi-
ties as long as a diverse group of people is recruited to participate in interview
sessions. Upon the completion of group interviews, public health officials can
gualitatively assess the data by transcribing the interviews and looking for main
themes among the varying responses. This method of community analysis will
allow for public health officials to efficiently gain a comprehensive view of the
community, as several members can relate their perceptions during a single ses-
sion. However, interview bias can arise from this method because group col-
laboration can lead to participants skewing their responses on the basis of the
group’s attitudes, beliefs, or opinions or the participants’ perceptions of such.
Interviewee perceptions about the community may also differ widely, which will
lead to difficulty during analysis. Also, if interviewers do not facilitate the group
interview well, a comprehensive view of the community may not be appar
ent. An example of a study using group interviews was conducted in 2014 by
Robertson et al? to assess parents’ perspectives of helmet use in childhood. The
methods in this study were representative of how to conduct group interviews,
and the study also shows how a public health matter can be assessed through
the use of this strategy. Another example of a study using group interviews is
a 2002 study in which the researchers used this method to further understand
children’s perceptions of health-related issuésAs these examples show, group
interviews can be conducted among a variety of participants. This strategy is
important in gaining qualitative perspectives on important issues.

Observation

Observation is performed by simply assessing the surrounding community
without intervening in the interactions of the population. Public health
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officials must know how to observe the community without interfering or
becoming noticeable by the population. Public health officials must also be
objective about the observations they make within the community. After
observing the community, public health officials qualitatively assess their
perceptions by comparing their views with other public health officials. This
allows for analysis of common themes within the community. This method
of community analysis will also allow public health officials to gain a more
objective view of the community as well as generate further questions for
discussion. This method is typically more effective in smaller communities
because larger communities will require more time and more public health
officials for observation; larger communities will also have many different
interactions that may be difficult to capture through observation. Public
health officials must be unbiased in their perceptions. An example of observa-
tion and how different situations call for different measures is cancer screen-
ing. Mammography screening occurs every 2 years for women between the
ages of 50 and 74, mostly among females, and is noninvasivéiowever,
colonoscopy observation is much different. This procedure typically occurs
every 10 years for people between the ages of 50 and 74 and is inva3ive.
Although these examples are medically related, it is important to be aware
that observation will differ among various settings and differing populations.
This method of analysis will not allow public health officials to gain a com-
munity perception of the environment or allow for deeper analysis from indi-
viduals within the community. An example of a study that used observation
within a community was performed by Masson et ald in 2016 to assess food
storage behavior and its impact on health.

Community meetings

Community meetings are performed by hosting a public meeting in an acces-
sible location and asking questions of the attendees while acting as an
observer at these gatherings. Public health officials must act as passive listen-
ers and not engage within the interactions but rather listen to what is being
discussed. After attending community or large meetings, public health offi-
cials can transcribe the meeting and qualitatively assess the main themes that
were discussed among the participants. Community meetings are effective in
both large and small communities, but public health officials may need to
attend more of these events as the population of the community increases.
This is also an efficient way to gain differing perceptions of the community
in a single event rather than recruiting various individuals for interviews. This
type of community analysis method may also lead public health officials to
generate further questions for discussion. However, public health officials
must be cautious in using this method of analysis as well. Community/large
meetings may be focused on certain topics, which may restrict public health
officials from gaining a comprehensive view of the community. These events
may also be dominated in conversation by certain individuals, which may lead
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to bias during analysis if a comprehensive view from various sources is not
gathered. In addition, it is most likely that public health officials will not be
able to discuss topics on a deeper level unless future interviews are scheduled.
An example of a study that used community/large meetings for community
analysis was conducted by Williamsott in 2013 to determine differing per
ceptions among participants and the larger population.

Interpretation of records and transcripts

Interpretation of records and transcripts involves public health officials access-
ing certain documents to better assess the community. Public health officials
must have access to these documents and collect enough of these to gain a
comprehensive understanding of the community. These records and tran-
scripts may have both qualitative and quantitative data, so public health offi-
cials may need skill sets for the assessment of both of these types of data.
For qualitative data, public health officials can look for main themes among

the records and transcripts that provide perceptions of the community. For
guantitative data, public health officials can use software such as STATLor
SPSS, two statistical software packages that can be used to look for asso-
ciations among the data collected. Public health officials often partner with
academic researchers or others who have access and skill with these software
packages to analyze survey data. The interpretation of records and tran-
scripts is effective for both small and large communities as long as enough
of the documents are collected for a comprehensive assessment. These docu-
ments will allow public health officials to gain an understanding of different
community factors such as demographics, perceptions, strengths, and needs.
Assessment of these documents may allow public health officials to gener
ate qualitative questions for future research. However, this method of analy-
sis will not allow public health officials to gain perceptions from individuals
within the communities. This method is a surface-level assessment and does
not provide for an in-depth review of the community. An example of a study
using past records, observations, and transcripts was performed in 2016 by
Evenson et al® who cumulatively assessed multiple parks on the basis of
transcripts, observations, and records from past research. A 2016 study by
Casey et al® is another example of how research has been conducted using
records; the authors assessed how electronic health records have been used for
population health research. (See Chapter 10 for a discussion of quantitative
methods and Chapter 11 for a discussion of qualitative methods.)

SWOT analysis

To assess communities using the strengths, weaknesses, opportunities, and
threats (SWOT) analysis tool, public health officials must have some knowl-
edge of SWOT analysis and must be able to recruit individuals or groups
within the community to answer questions about their perceptions of the
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strengths, weaknesses, opportunities, and threats within the surrounding
population. This method of analysis is qualitative and can be interpreted
by creating a SWOT matrix. This will allow public health officials to draw
out main themes on each of the factors. This method of community analy-
sis is effective in both large and small communities but may require more
sources of information, depending on the size of the population. This anal-
ysis will allow public health officials to gain a rather comprehensive view
of the community, as the factors in SWOT can depict many perceptions of
the community. However, this method of analysis does not prioritize per
ceptions of the community, nor does it verify the statements made by indi-
viduals. Also, whereas it does highlight many aspects of the community,
this method of analysis does not support methods for solving solutions.
An example of SWOT analysis was depicted in a 2015 study conducted by
Romero-Gutierrez et all” to analyze students’ perceptions of their current
educational program. Another example of a SWOT analysis was performed
by the Meeker-McLeod-Sibley community health board in 2008 to assess
their community leadership team'® These examples represent how a SWOT
analysis can be conducted.

PEST analysis

Public health officials can use political, economic, social, and technological
(PEST) analysis to assess the environment of a community. Public health
officials must have some knowledge of PEST analysis and must be able to
recruit individuals or access documentation from various sources within the
community in order to gain comprehensive knowledge of the population and
its interactions. This method of analysis can be both qualitative and quan-
titative, so public health officials must have some understanding of both of
these types of assessments. For qualitative data, public health officials can
develop a PEST matrix and look for common themes of PEST factors as
portrayed from the various sources of information. For quantitative data,
public health officials can use statistical software such as STATAr SPSS,
two of many software packages for analysis of numeric data, which can draw
associations among collected data. This method of analysis is effective in
both small and large communities, but more sources of information may be
needed as the size of the population increases. PEST analysis will allow for
public health officials to gain a comprehensive understanding of many inter
nal and external factors that affect a community. However, similar to SWOT
analysis, this method of analysis does not allow public health officials to
prioritize factors. Public health officials may also find it difficult to analyze
external factors and their association with the community as compared to
internal factors within the community. An example of PEST analysis was
used in a study performed by Igliski et all® in 2016. This study was not
related to community health but, instead, was a study of the aspects affecting
renewable energy production.
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Photovoice

Photovoice methods allow public health officials to observe the ways that
individuals perceive their community through both pictures capturing their
point of view and stories that accompany their observations. Public health
officials must have access to equipment that allows for individuals to both
take pictures and relay their experiences with the observations they capture.
Public health officials must also be able to recruit individuals from varying
backgrounds, as bias can occur with limited observations. This method of
analysis is qualitative, and public health officials can assess a community by
looking for similar themes among the multiple photovoice images collected
from different individuals. This method is more effective in smaller commu-
nities because larger communities will require more resources to complete a
comprehensive view. Photovoice will allow public health officials to gain a
deeper understanding of how individuals perceive the community, especially
among marginalized populations. However, this method may also give results
that are too individualized and that do not encompass a comprehensive per
ception of the community. In a photovoice study in 2016, Davtyan et &P
depicted a marginalized population experiencing stigma in daily life. Another
example of a photovoice study captured the perception of homeless women
in Auckland, New Zealand, and the barriers and facilitators that existed in
their daily lives?!

Analysis of existing datasets

Analysis of existing datasets involves public health officials using data col-
lected from past studies to gain a better understanding of the community.
Public health officials must have access to existing datasets as well as have
some background knowledge of how to perform both qualitative and quanti-
tative analysis. For qualitative assessment, public health officials can use the
datasets to look for main themes that portray the community or community
issues analyzed. For quantitative data, public health officials can use the sta-
tistical software packages previously mentioned, which can be used to look
for comparisons among the data. This method of analysis is effective in both
small and large communities as long as the datasets are representative of the
community being analyzed. By analyzing existing datasets, public health offi-
cials can gain an understanding of the community in a more efficient and less
costly manner than collecting original data, as the data have already been
collected. A variety of factors, such as economic issues or sociodemographic
variables, can be analyzed through existing datasets. The information from
existing datasets may also allow public health officials to formulate hypoth-
eses for future studies. However, this method of analysis limits public health
officials from performing more in-depth analysis. Datasets typically do not
address perceptions of individuals within the community, and this method of
analysis may not be effective if the collected data are not representative. An
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assessment of varying perspectives of end-of-life care provides an example of
public health officials using a past dataset to understand community health
attitudes.??

Surveys

Surveys involve public health officials formulating questions for communities
to complete in order to gain a better understanding of concerns, needs, health
issues, and other matters. Public health officials must be able to formulate
surveys and have access to distribute these to the community. Surveys can be
qualitative or quantitative, so public health officials must have some under
standing of both forms of analysis. For qualitative information, public health
officials can look for similar themes among the multiple survey responses.
For quantitative information, public health officials can use software such as
STATA ® or SPSS to look for associations among the survey responses. This
method of analysis is effective in both small and large communities as long as
enough responses are generated. Surveys allow public health officials to gain
an understanding of the community in an efficient and less costly manner than
conducting in-depth interviews. Surveys can also reach a large portion of the
community and can thus allow for a comprehensive perception. Surveys can
be tailored to assess many factors of a community, including needs, strengths,
sociodemographic variables, and other topics. However, surveys can also be
very limited. Surveys do not allow for explanation by both public health offi-
cials and participants, which may result in bias during analysis. Surveys can
also restrict understanding of the community if there are not enough people
who complete this method of analysis. Public health officials also cannot gain
in-depth analysis of the community beyond the responses obtained by the
survey. An example of a study using community surveys was conducted by
Kessler et al®in 2013 in which the authors assessed the prevalence of binge-
eating disorders by administering population surveys. Surveys are a simple
way to gather information from many people in a timely fashion and, thus, are
ideal for many research projects as demonstrated by Dr. Julie Portb.

How to use community analysis data

The next step after conducting the community analysis is to use the informa-
tion to guide the choice and implementation of intervention strategies. Many
aspects need to be taken into consideration regarding how to use commu-
nity analysis to choose community intervention strategies and to guide their
implementation. Here, we will discuss methods for using community analysis
to guide intervention choice. We will use an existing intervention as an exam-
ple of how community analysis can and did aid in the design of a project to
change community health outcomes and behaviors.

Salihu et al?® created an intervention program to address existing
health disparities in a low-income, mostly African American community in
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Tampa, FL. The objective of this pilot study was to assess the effectiveness of
a novel community-based intervention program, which was called a fortified
dietary intervention (FDI). The program was redesigned through structural
modification of an existing, purely diet-based program by adding physical
and mental health components.

The study methodology was similar to that used in a previous stué$?¢
Trained and certified community educators delivered a series of interac-
tive lessons to low-income women in community settings. The lessons were
adapted from the evidence-based Expanded Food and Nutrition Education
Program (EFNEP) curriculum and addressed basic nutrition, food bud-
geting, and food preparation?” In graduated classroom instruction that
included food demonstrations, worksheets, and interactive class discussions,
participants learned about healthy eating and cooking at lower costs, saving
money at the grocery store, and keeping food safe. Study participants moni-
tored their daily goal attainment and returned the goal sheets the following
week. At least 10 minutes of a personalized physical activity of participants’
choosing took place at each FDI session, under the supervision of a certi-
fied trainer. In addition, participants in the program were encouraged to get
at least 30 minutes of moderate physical activity or exercise each day and to
adopt an active lifestyle. To address stress and mental health, women received
education about the harmful effects of stress, the impact that stress has on
overall well-being (i.e., mind, body, soul), and methods to cope with stress-
ors. Participants engaged in stress-reducing activities as they explored their
stressors and discussed ways to build a support system and how to identify
support within the community. Finally, the mental health section included
sessions on healthy sleep that addressed typical problems that contribute to
sleep disturbances, practical solutions to these issues, and practical presleep
relaxation methods that they could integrate as part of a daily routine that
they practiced at home.

Engaging community members in the process

Good research involves connecting with community members on a variety
of factors that include culture, ethnicity, and age. In a study that focused on
improving nutrition among low-income African American women, Salihu
et al?® implemented CBPR methods to assess the barriers and facilitators of
good health for this group of women. An initial engagement period, in which
project directors seek opinions and ideas about the intervention from com-
munity participants, can help provide direction on design and interpretation
of the study and its data. Throughout the project, directors can also continue
this seeking, including during the reviewing of results. One reason to conduct
early interviews or group sessions of participants is to learn how to design the
multiple components of the intervention so that it will be acceptable to poten-
tial participants. A community advisory board (CAB) might be part of such a
project and usually is made up of members and leaders from the community
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who are interested in improving the health and resources of their commu-
nity and who want to spend time and resources in doing the improvements.
Bringing in these members from the start and continuing their involvement

will help program designers understand what is happening at the community
level and will potentially improve the choices made during the design process.

Identifying the health problems to target

Often survey data and data on health outcomes can help to identify the
direction of efforts for interventions. For example, analysis of data from the
Behavioral Risk Factor Surveillance System (BRFSS) for Tampa, Florida,
and comparisons to other similarly sized cities might help to identify the need
for such an intervention targeting eating and activity. Analysis of survey data
for the specific community and presenting findings to the CAB might be a
way to engage participants in the problem. Analyzing data that the commu-
nity members want to increase their understanding of issues and concerns
would demonstrate a shared commitment to the identification of problems
that can be improved by community and project directors together.

In our example, the analysis of survey data for the community of Tampa
might have provided information on the baseline preprogram levels of
unhealthy eating and physical activity. It also might have given program offi-
cials the idea that in order to target eating and activity, one must help people
reduce their stress levels and become more able to focus on health-promoting
behaviors. Discussion with individuals or groups could inform the specific
content of the sessions designed to help people change diet, activity, or stress.
These bits of knowledge could come from a careful community analysis using
some of the methods proposed in this paper.

Identifying the history of a community

Many communities have had some experience with programs and research
in the past, and many of them have had negative experiences as well as posi-
tive ones. A better understanding of the community’s experiences could help
the program designers avoid the mistakes that led to negative experiences in
the past. There may be more recent and immediate examples of harm due to
projects or research, and these must be addressed before beginning. Success
stories could exist that will shape the reactions of community members to a
new project, and these must be considered as well.

Playing to a community’s strengths

Communities enter projects with strengths, previous experiences, and con-
nections that shape the choices that community members make and the
events that people react to. Knowing about these experiences and strengths
could help guide the program director’'s choice of intervention strategies. An
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example might be the existence of a successful lead exposure program that
had been previously implemented in city public housing with positive results.
This lead exposure prevention program—including both the people and the
procedures—could be used to guide a program to prevent exposure to a dif-
ferent chemical or irritant. Understanding where a community has had suc-
cess with health promotion programs in the past might provide direction for
future activities.

Avoiding difficult areas

Similarly, negative experiences could affect future direction for health promo-
tions. For example, if a community is known to have high distrust of police
and law enforcement, then simply increasing police presence to help people
feel safe as they exercise is not likely to work. Rather, introduction of a neigh-
borhood watch group might be more effective. Another example of a negative
experience is the set of recent events to identify and clean the water supply
for Flint, Michigan; 282°it will have lasting effects on the residents’ ability to
trust government officials and public health programs in the future. Knowing
about these difficult areas and understanding what the community has expe-
rienced could make the difference between success and failure of a health
promotion opportunity, no matter how well meaning.

Conclusions

As Kofi Annan, former Secretary-General of the United Nations, has said,
“Knowledge is power.”?® We have discussed that there are many ways to
obtain information about communities. This information can be helpful, and
even critical, to the success of the program under consideration. Learning
about a community—its healthy and not so healthy behaviors, its strengths
and weaknesses, and its history—is an important first step in designing pro-
grams to improve health. Many ways exist to learn about a community, and,
generally, program officials do not have the resources or time to do all of
them. There are always choices to be made in the design of a community
intervention. These choices can and will be based on resources, time, previous
expertise, and interest. Methods can also be combined in a variety of ways,
and with the assessment of the players and setting involved, the appropri-
ate methods to be used can be decided. However, the methods also can be
based on where the community is starting and what they have experienced to
date, both positively and negatively. Knowing the health outcome levels and
the community’s experiences with them might help to make more appropriate
choices for improvement.

Many times, these types of data already exist and can be obtained from
local, regional, or national health department officials. Where specialized
skills are required to obtain such data, there are often people who have those
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skills who might help. Collaborating with local or regional health depart-
ment officials to obtain relevant data is one strategy used by some to conduct
community analysis. Another strategy is to collect data separate from what is
already known, using the existing data as a guide. Multiple strategies exist for
conducting community analysis, and many of these were highlighted in this
chapter.
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Activity: Develop and evaluate a community health grant
Part 1: Develop a community health grant

This activity is designed to encourage thinking about the community resources
that can be drawn upon to facilitate the reduction in a public health problem
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and the drafting of a community health intervention proposal. This activity
requires 45 to 60 minutes to complete. The class will divide into groups of 8 to
10 participants and consider the following:

For this activity, imagine that you are a part of your governor’'s council
on public health priorities for your state. It has come to the governor’s atten-
tion that there is a possible grant for $10 million dollars to focus on a spe-
cific health problem in one or more states in the United States. You need to
identify a public health problem that is pertinent to your state and establish
an overview of a plan to spend the grant money as well as demonstrate that
you have adequate knowledge of your community to implement a solution to
the problem. Construct and present a short elevator pitch (3—5 minutes) that
addresses the following:

A. Introduction: Identify a public health problem in your community.

B. Background: Describe the public health problem and the risk factors
that you want to focus on. What data might you use to present to the
reviewers?

C. Impact on the community: Describe the stories of the community tar
gets and which community members are most impacted by the problem.
What is important to convince a tough review group that your ideas are
the best? Think about how you can synthesize anecdotes with data.

D. Outcome: Detail what your project will do with the funds. List three
activities, three resources, and one service that you can implement with
the grant funding. Describe two short-term goals (what knowledge, skills,
and attitude changes will your intervention achieve?) and a long-term
goal (what is the ultimate impact?).

Part 2: Evaluate a community health grant

This exercise is designed to facilitate consideration of the components that
make a convincing research proposal. This activity requires 15 minutes to
complete.

A. Keeping the request for proposals from Part 1 in mind, develop a list of
standards to be used when evaluating the proposals. What data do you
want to see? How will you decide which is the worthiest cause?

B. Swap your community health grant from Part 1 with another group’s, or
critically evaluate your own. Evaluate their proposal against your evalu-
ation criteria. What standards does it meet? Where can it be improved?
What percentage of the $10 million dollars, if any, would you award to
this project?
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SELF-ASSESSMENT—WHAT DID YOU LEARN?

. What is community health?

a. The health status of an individual and the actions the gov-
ernment must take to improve the individual’s health

b. The study and improvement of the health characteristics of
geographic areas of people

c. The study and improvement of the health characteristics of
individuals

d. The health outcomes of a group of individuals

. Which of the following is NOT a community health activity?
a. Lobbying
b. Community gardens
c. Health promotion
d. Program planning and evaluation

. Which of the following is NOT a core function of public health?
a. Research for solutions to health problems
b. Increase revenue for the institution
c. Assure the provision of health care when it is otherwise
unavailable
d. Inform and education people about health issues

. Fluoridation of water would be an example of
a. A primary prevention strategy
b. A secondary prevention strategy
c. A tertiary prevention strategy
d. None of the above

. The three environments that affect community health are

a. Physical, social, and organizational
b. Physical, mental, and emotional
c. Social, spiritual, and organizational
d. Social, educational, and location

. Which of the following is NOT a physical factor that contrib-
utes to the health of the community?
a. Geography
b. Community size
c. Religion
d. Industrial development

71
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7. What is the process of collecting information to develop an
understanding of an issue, resources, or constraints of a pop-
ulation as related to the development of a health promotion
program?

10.

a.

b
E.
d

Needs assessment
Summative evaluation
Social plan
Community appraisal

. Which is NOT a tool of community health practice?

a. Epidemiology
b. Community organizing
c. Health education
d. Pharmaceutical interventions
. What causes public health problems?
a. Behaviors
b. Physical environment
¢ Social environment
d. All of the above
Public health health status to identify and solve
community health problems.
a. Monitors
b. Ignores
c. Enforces
d. Creates



4 Introduction to epidemiology

Cassandra Arroyo

LEARNING OBJECTIVES

» Define epidemiology.

 Identify major contributions of epidemiology.

 Identify frameworks for understanding disease processes.

 Compare and contrast observational studies versus clinical
trials.

» Describe different types of study designs.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

=

. What is epidemiology?

. Name a contribution of epidemiology.

3. Identify a difference between observational studies and clinical
trials.

N

Introduction

Epidemiologists are often called “disease detectives” because many focus on
finding evidence of the who, what, when, where, and why for diseases and
health outcomes in populations. However, most people have never heard of
an epidemiologist or epidemiology. Have you ever seen a special health report
on the local news where the reporters mention something like “Losing X%
of your body weight can lower your risk of developing type 2 diabetes by
Y%"? There’s epidemiology behind that statement. When you go to the doc-
tor’s office and are asked whether you smoke, drink, or have unprotected sex,
epidemiology is behind those questions. Epidemiology and its benefits are
everywhere in our communities and across the globe.
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What is epidemiology?

Many definitions of epidemiology have evolved over time. The root of the
term epidemiology suggests that it is a combination of the following Greek
words: (1) epi, meaning “on or upon;” (2) demos, meaning “the common
people;” and (3) logy, meaning “study.” How does that come together to
define epidemiology? Simply, it means the study of that which falls upon the
common people. However, with the evolution of the definition, the focus has
shifted from early emphasis on the study of infectious disease to a more inclu-
sive definition that reflects the broad spectrum of health outcomes (including
disease). For the purpose of this chapter, we define epidemiology as the study
of the frequency, distribution, and determinants of health outcomes (includ-
ing disease) in human populations and the application of this study to control
health problems. That is a lot of terminology. So let’s develop this definition
in more detail based on the terms used.

Population

In medicine, the individual is the focus. However, in public health, the popu-
lation is the focus. Populations are the primary focus when epidemiologists
are studying health outcomes. They are more concerned about how disease
occurs in a population as opposed to in individuals. When speaking of a pop-
ulation, we are referring to a group of people with common characteristics.
These characteristics can include, but are not limited to, gender, age, race,
geographic location, or specific health care services used. Black males who
live in East St. Louis, IL, are members of a population that is defined by race,
gender, and geographic location. Not only is the definition of the popula-
tion critical, but the size of the population is just as critical in epidemiology.
Counting the presence or occurrence of the health outcome is best used in
relation to the size of the population in order to determine the true disease
frequency. In most cases, the size of the population is determined by a com-
plete count of the population. A complete count is considered to be a census
of the population. How we get the complete count data varies. One common
source is the census conducted every 10 years by the federal government as an
attempt to count every person in the United States. Another source could be
medical records from a federally qualified health center (FQHC), from which
researchers might obtain a count of people who use a specific center.

Frequency

In epidemiology, obtaining the frequency of a health outcome or disease sim-
ply means quantifying how much or how often disease occurs in a population.
Epidemiologists use counting as a major tool in determining the frequency of
disease in the population. There are three critical steps that have to take place
in order to do the counting. First, the definition of disease has to be developed.
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Without a clear definition of the disease in question, it would be impossible
to accurately determine who in the population should be counted as having
disease. The definitions for diseases can be developed from different methods.
Some of these methods include physical exams, lab examinations of body tissue
or fluid, results from diagnostic tests, and even symptoms of disease. As an
example, a case definition for metabolic syndrome would require the presence
of at least three of five metabolic conditions defined by the National Heart,
Lung, and Blood Institute of the National Institutes of Health. These condi-
tions are, then, defined by physical and laboratory tests that are used to assess
large waistline, high triglyceride level, low HDL cholesterol, high blood pres
sure, and high fasting blood sugat.

The second step in counting disease in a population is putting a mechanism
in place for actually counting cases of disease within the specific population of
interest. A number of mechanisms can be used; cancer registries, death certifi-
cates, medical records, and national surveys are some examples. For instance,
the National Health and Nutrition Examination Survey (NHANES), which
began in the early 1960s, is a unique federally funded program of studies that
combines interviews with physical examinations. The program was designed
to assess both the health and nutritional status of adults and children in the
United States? The data are used to determine prevalence of major diseases
and risk factors for health outcomes. In the case of using NHANES, the
counts and population size are weighted to estimate the prevalence of health
outcomes such as anemia, cardiovascular disease, obesity, physical fitness,
and diabetes in the US population.

Distribution

In the most general sense, distribution is defined as the “position, arrange-
ment, or frequency of occurrence over an area or throughout a space or unit
of time.”3 With respect to public health outcomes, the distribution of disease
consists of analyzing the disease patterns in relation to who gets disease-(per
son), where disease happens (place), and how it changes over time (time).
These patterns serve as the basis by which epidemiologists understand the
health of a specific population; develop hypotheses about the factors con-
tributing to disease; and inform the planning, implementation, and evalua-
tion of public health initiatives and programs designed to prevent and control
adverse health outcomes.

Determinants

Knowing the person, time, and place of health outcomes is important; how-
ever, that knowledge is not fully adequate for preventing and controlling
disease in a population. In order to prevent and control disease, factors con-
tributing to change in disease status must be identified. These factors are called
determinants and can be causal or preventive. Although many determinants
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exist, they primarily fall into three categories: individual, environmental, or
social. Individual determinants include age, gender, genetics, behaviors, pre-
existing conditions, and physical activity. A child who plays video games is
more likely to be overweight or obese because of the time spent doing a sed-
entary activity.*-10

Environmental and social determinants cover a broad spectrum of factors
by which external context changes an individual’'s health status. Examples
of environmental determinants include, but are certainly not limited to, out-
door air pollution, particulate matter in ambient air, and temperature. Social
determinants are focused on societal factors. Concentration of poverty, racial
residential segregation patterns, and crime rates are just a few examples of
societal factors. Social determinants also include features of the built envi-
ronment like presence of sidewalks, access to safe playgrounds, number of
fast food restaurants, and presence/absence of stores that sell fresh fruits and
vegetables. Epidemiologists study the pathways and mechanisms by which the
determinants of health affect health status.

Basic epidemiologic reasoning

At the core of epidemiology are two relatively basic assumptions. First, dis-
ease is not randomly distributed in a population. This lays the foundation for
the determinants of health as measurable factors that influence the pattern
of disease and the underlying causes of disease. The second assumption is
that disease causation is multifactorial. Essentially, there are multiple deter
minants (i.e., social, individual) interacting to create an environment in which
disease occurs. This can be seen in a simple epidemiology triangle using infec-
tious disease as the example (Figure 4.1).

Now, let's consider the West Nile virus outbreak with respect to the epi-
demiology triangle. The agent is the causal factor—the actual virus. In other

Host

Agent Environment

Figure 4.1 Epidemiology triangle for infectious disease. (From Stallybrass, CO, The
Principles of Epidemiology and the Process of Infection, G Routledge and
Son Ltd, London, England, 1931.)
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words, the agent is necessary for disease to occur. The virus alone is not
blood-, water-, food-, or airborne, but vector-borne. This means that in order

for a person to get West Nile virus, the virus requires a third party, or vector,

to be transmitted. In the case of West Nile virus, the vector is known to be
mosquitos. The human who catches the disease is the host. Developing dis-
ease once infected can be influenced by genetics, deficiencies in the immune
system, and more. Environment, as discussed previously in this chapter, is
external to the body. High temperatures and standing water create an ideal
environment within which mosquitos can multiply. The mosquito is also an
environment factor.

The representation of the epidemiologic triangle in Figure 4.1 assumes
that the agent, host, and environment are all of equal importance for con-
tracting disease. Although this model does work for most infectious diseases,
it is insufficient for chronic diseases like cardiovascular disease, diabetes, and
cancer. Chronic diseases are multifactorial in nature.

After much progress in the field of epidemiology since its early days, we
can identify two distinct and necessary classes of epidemiology: descriptive
and analytic.

Descriptive epidemiology

Descriptive epidemiology places emphasis on the distribution of disease in a
population. Specifically, studying the patterns of disease within and across
populations involves determining the person, place, and time characteristics.
In descriptive epidemiology, an epidemiologist may want to know how avian
influenza spreads across continents. One would be looking specifically at the
geographic distribution. Epidemiologists use descriptive epidemiology to
develop hypotheses that can be tested about the determinants of disease.

Analytic epidemiology

A more in-depth approach than descriptive epidemiology, analytic epidemi-
ology focuses on the determinants of disease. Recall that determinants are
the factors that influence prevention, occurrence, control, and outcome of
disease. Epidemiologists utilize analytic epidemiology to study associations
between determinants and the health outcome of interest. In these studies,
guestions such as “What are the factors that lead to obesity?” would require
examining the association among multiple factors and obesity.

Study design in epidemiology

Several types of study designs are used in epidemiology. Before moving for
ward with descriptions of each study design, one must consider the basic
premise for study design in epidemiology. Most studies are conducted in order
to determine the relationship between a determinant and a health outcome.
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The study’s design begins with the question “Is determinant A related to
health outcome Y?” Specifically, the choice of study design highly depends
on the research question. In that regard, epidemiologic study designs can be
categorized into two major types of studies: experimental and observational.

Experimental study design

As a broad category, the underlying design of an experimental study involves
assigning individuals to two or more groups. Each group receives a differ
ent exposure, drug, intervention, or public health program. The groups are
then followed to track the health outcome. The groups are compared to see
whether there are differences in the relationship between the determinant and
health outcome. Although this is the underlying design, the randomized con-
trolled trial (RCT) is a specific type of experimental study design used in pub-
lic health and is the gold standard design for clinical research.

Randomized controlled trials

For illustrative purposes, RCTs are explained here with some form of treat-
ment as the determinant of interest. Regarded as the gold standard of study
designs, the RCT requires two necessary conditions to be considered an
experiment. First, the investigator has to be able to manipulate, or control,
the treatment. The second is that participants in the study must be randomly
assigned to treatment conditions. It is important to note here that there is
a difference between random assignment and random selection. Random
assignment means that all participants have an equal chance of being assigned
to any treatment condition. Random assignment happens after participants
are selected for the study. Random assignment is used to make sure the treat-
ment groups are comparable. In contrast, random selection is a procedure,
based on probability, for selecting participants to make sure they are rep-
resentative of the target population. Random assignment does not require
random selection.

Recall that the population of interest must be defined for the purposes
of epidemiologic studies. Once the population is defined, study participants
are selected from the population based on predetermined eligibility criteria.
Eligibility criteria may include, but are not limited to, age, gender, or presence
of other health conditions. Eligible participants are then given the choice to
participate in the study, typically by way of informed consent. People who
choose to participate in the RCT are then randomly assigned to a treatment
group, such as an intervention group or control group. A control group does
not receive the intervention being studied; in most studies, they receive usual
care for the condition being examined. These groups are then followed to
determine which participants develop the health condition and which do not.
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Strengths of experimental study design

There are several strengths of experimental study design. As the gold stan-
dard, experimental studies provide the strongest and most direct evidence of
cause-and-effect relationships between the determinant and health outcothe.
This is a direct result of randomization to treatment group. Additionally,
selection and confounding bias are eliminated through the randomization of
the study population to treatment conditions. Recall that random assignment
of participants ensures that the treatment groups are sufficiently equivalent
such that they can be compared based on the treatment group. Finally, the
intervention, or treatment/exposure, is controlled. This is particularly critical
for attributing between-group differences to the treatment.

Limitations of experimental study design

One of the major limitations of experimental study design concerns sample size.
Experimental studies can require large sample sizes in order to determine
statistically significant differences between treatment groups. Because of
the large sample size and depending on the health outcome, experimental
studies can be very time consuming and expensive. Experimental studies may
also have limited generalizability to other populations. This is a result of the
population definition, eligibility/exclusion criteria, and control of the treat-
ment. Controlling the treatment in a real-world setting is virtually impossible
because the researcher no longer has control over the research setting. For
example, Dietary Approaches to Stop Hypertension (DASH) was a random-
ized, controlled-feeding trial of two diets compared to a control diet similar

to a typical American diet at the time of the study? The study provided par
ticipants with all of their food over 11 weeks. In a real-world setting, income
and access to fresh produce could affect whether someone can follow the
DASH diet. Last, certain exposures present practical and ethical concerns.
For instance, cigarette smoking is a known carcinogenic exposure; thus, it is
unethical to expose study participants to cigarette smoke.

Observational study design

In an observational study, researchers observe participants and measure
variables of interest without assigning treatment to subjects. Simply stated,
the observational study design does not randomly assign participants to an
exposure. Here, the investigator passively observes the natural progression
of health outcomes in a population. In epidemiology, quasi-experimental,
cohort, case-control, and cross-sectional study designs are the most com-
monly used observational study designs. Descriptions, strengths, and limita-
tions are provided here.
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Quasi-experimental study design

The primary difference between experimental studies and quasi-experimental
studies is random assignment. Where random assignment to a treatment con-
dition group is a necessary condition in experimental study design, it is not
a requirement for quasi-experimental studies. All other steps in conducting a
quasi-experimental study are the same as the steps of an experimental study.

As with experimental study design, a strength of quasi-experimental study
design is the intervention, or exposure, being controlled. Quasi-experimental
studies can be used to evaluate quality improvement, public health inter
ventions, or health policies for effectiveness. Unlike the experimental study
design, quasi-experimental studies may have better external validity. This
means that the results from the study can usually be generalized to other pop-
ulations.®® While external validity may be improved, the internal validity of a
quasi-experimental study may be lacking in comparison to experimental stud-
ies. Internal validity refers to how reliable or accurate the study results are.
The lower internal validity is due to absence of random assignment of study
participants in quasi-experimental studies. Recall that random assignment is
used to make the treatment or intervention groups comparable. Ideally, ran-
dom assignment removes the influence of factors that may cloud the true
treatment or intervention effect.

Cohort study design

In a cohort study, eligibility is primarily based on the absence of the health
condition of interest. Once eligibility has been determined and participation

is chosen by eligible participants, the investigator collects baseline informa-
tion to classify participants as exposed or not exposed to the determinant of
interest. From baseline, or the start point of the study, participants are fol-
lowed over time to see whether they develop the health condition. Typically,
health status and other determinants of interest are assessed at predetermined
intervals. For example, the Nurses’ Health Study is a cohort study of health
outcomes among nurses that began in the 1978%ollow-up with the partici-
pating nurses is done every 2 years. This means that participants have received
questionnaires to complete every 2 years since they enrolled in the study.

A major strength of the cohort design is the ability to calculate incidence
rates and relative risk. Incidence refers to new cases of the health outcome
since baseline. Relative risk is used to compare the risk of developing the
health outcome among participants who were exposed and participants who
were not exposed. Cohort studies also allow for the study of multiple diseases
over time. In addition, this study design is suitable for the study of rare expo-
sures. In cohort studies, the exposure, by design, clearly occurred before the
health outcome of interest.

The exposure of interest cannot be controlled in cohort studies, whereas
it can in experimental studies. Cohort studies are also time consuming and
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expensive. Since the investigator is observing disease progression in a natural
setting, cohort studies are not efficient for studying rare diseases. Finally, par
ticipants may drop out of the study over time. This is commonly referred to
asloss to follow-up. Loss to follow-up can lead to bias in the results, especially
if the loss to follow-up is due to the development of the disease.

Case-control study design

Eligibility in a case-control study is based on the presence of disease. Study
participants are selected because they have the disease or health outcome of
interest, and a suitable control group composed of participants who do not
have the disease of interest is defined for comparison. Once the cases and
controls have been selected, participants are then asked about their exposure
history.

Case-control studies are suitable, often ideal, for the study of rare diseases
since, by design, participants already have disease; researchers do not have
to wait to determine whether disease will develop over time. Furthermore,
case-control studies are suitable for the study of diseases with long latency
periods. In contrast to cohort studies, case-control studies allow the investiga-
tor to study multiple exposures or determinants for a single disease. A major
strength of the case-control design is that it is less expensive and less time
consuming than other types of studies.

Although they have considerable strengths, case-control studies also have
important limitations. Unlike cohort studies, case-control studies are ineffi-
cient for studying diseases with rare exposures. Also, it is more difficult to
establish whether the exposure came before the disease since the investigator
is relying on past exposure. In case-control studies, the investigator cannot
calculate incidence, as disease is present at the start of the study. This also
means the investigator cannot calculate the relative risk. In case-control stud-
ies, certain types of bias are more likely to occur. For example, recall bias is
very likely since the investigator relies on the participant’s exposure history.
Finally, selecting a comparable control population is very challenging.

Cross-sectional study design

Unlike any of the previous study designs, the defining characteristic of cross-
sectional studies is the assessment of exposure and outcome at the same time.
It is considered to be a snapshot of population health at a specific point in
time. For example, the National Health Interview Survey (NHIS) is conducted
every year via an interview that asks questions about disease status and expo-
sure status.

The cross-sectional study allows for characterizing the prevalence, or pres-
ence, of multiple exposures and health conditions in a population. Cross-
sectional studies are far less time consuming than other study designs; thus,
they can be conducted relatively quickly. Also, cross-sectional studies are ideal
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for generating hypotheses to test using other study designs. This study design
is the most commonly used study design in public health practice because
it is quick and less expensive than other study designs. A major, and most
important, limitation of the cross-sectional study is that an investigator can-
not determine the temporal sequence between exposure and disease. There is
also no random assignment in cross-sectional studies.

Range of study validity

In this section describing study designs in epidemiology, they were described
in order of validity of the scientific evidence. Experimental studies are, as

previously stated, considered to be of highest validity of all study designs,

whereas cross-sectional studies have low validity for studying the relationship

between the exposure and health conditiofs.

Determining causality in observational studies

In 1965, Sir A. B. Hill*> suggested several guidelines for determining the causal
relationship between a determinant and a health outcome. These guidelines
are not intended to be a fixed checklist for causality but more of a guide to
determining whether causality is possible. Some of the critical Hill criteria are
described here.

Strength of association

The stronger the association between the exposure and disease, the more
likely it is that the exposure is causal in relation to the disease. When the
association is strong, it is less likely to be attributable to bias than in the case
of a weak association> However, a weak association does not mean that the
relationship between exposure and disease cannot be causal. Nonetheless, it
does make it harder to rule out bias and confounding as reasons for the asso-
ciation between exposure and disease. A hypothetical example of a strong
association would be that smokers are nine times more likely to develop lung
cancer than nonsmokers.

Temporality

Temporality, or time sequence, requires that the exposure must occur prior to
the development of disease. The exposure must be present for a time period
that is consistent with the proposed biological mechanism driving the rela-
tionship between the exposure and disea¥eThis particular guideline is
harder to prove in some study designs, such as a cross-sectional study design.
For example, a cohort study of smokers and nonsmokers starts with these
two groups when they are free of the disease of interest and follows them to
determine the occurrence of lung cancer subsequently.
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Biological gradient

The biological gradient is often referred to as a dose-response relationship.
This means that the strength of association between exposure and disease
increases with intensity or duration of the exposure as predictégdFor exam-

ple, lung cancer mortality increases with the number of cigarettes smoked.
Some outcomes actually require a threshold to be met before incident dis-
ease is observed. Polycystic ovary syndrome, as an example, requires that a
woman’s serum anti-Mullerian hormone (AMH) be at least 35 pmol/L before
being defined as incident diseasé.

Consistency upon repeatability

Studies are often repeated using different populations and research methods
to determine whether the relationship between exposure and disease are con-
sistent. However, the absence or lack of consistency does not rule out a causal
relationship. This inconsistency may be the result of studies using different
exposure level definitions. In keeping with the lung cancer example, at least 36
cohort studies have shown smoking to be associated with lung cancer.

Biological plausibility

Plausibility means that there are known or claimed biological, or social, mecha
nisms that explain the relationship between exposure and disease. For exam-
ple, cigarettes are known to contain carcinogenic substancésarcinogens,

by definition, are known, potentially cancer-causing agents. It is important
to point out that there are epidemiologic studies that have demonstrated
and identified cause-effect relationships between exposure and disease prior
to the discovery of the biological or social mechanisms. For example, in the
1848 cholera outbreak in England and Wales, it was demonstrated that the
water from a specific pump was the source of disease and that cholera was
not airborne.t”

Basic epidemiologic measures

Up to this point, associations between exposure and disease have been dis-
cussed but not defined in detail. Fractions are important for studying asso-
ciations; thus, division is often used in epidemiology as a technique for
calculating associations. Fractions have both a numerator and a denominator.
One of the most difficult tasks in epidemiology is determining the correct and
most appropriate denominator to use. In this section, the basic epidemiologic
measures are described to provide further understanding of how epidemiologists
determine the association between an exposure and a disease.

As mentioned previously in this chapter, counts are a major part of epide-
miology. In epidemiology, the count is a simple addition of all the cases (e.g.,
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550 cases of chlamydia on a private university campus). A proportion is a
count divided by a meaningful denominator (e.g., 550 cases/24,000 [private
university population] or 2.29%).

Rates in epidemiology

Rates are a special type of proportion used in epidemiology. As a requirement,
some unit of time is always incorporated into a rate. Additionally, everyone in
the denominator must be at risk for being in the numerator. This means that

if a person is to be counted as a disease case in the numerator, that person has
to be at risk for developing disease during that time period. It is important to
note here that whereas all rates are proportions, not all proportions are rates.
Time is the necessary factor for rates, not proportions. Several common types
of rates in epidemiology are summarized below.

Crude rates

e Estimate actual disease frequency in a population.

e Can be used to provide data for the allocation of health resources and
public health programming.

e Can be misleading if compared over time or across populations, as they
do not take into account distribution of age or other factors.

Adjusted (or standardized) rates

e Are computed to remove effect of age or other factors from the crude rates.
e Allow for meaningful comparison across populations when age distribu-
tions are different for populations being compared.

Prevalence

¢ Indicates the number of existing cases of disease in a population at a
given time.

e Is calculated using the following equation: (# existing cases)/(total popu-
lation at a point in time).

Incidence rate (IR)

e s used to describe the number of new cases of disease that develop in a
population during a defined time period.
e Is arate because
e It incorporates a unit of time.
e All persons in the denominator are at risk of being in the numerator
(i.e., at risk of developing disease during the specified time period).
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e It is calculated using the following equation: (# new cases)/(total
person-time of observation). A person-time is the time that an indi-
vidual is at risk of disease during the study period.

Relative risk (RR)

* Isthe ratio of two incidence rates.
*  Provides risk of one group developing disease compared to another.

« Example: Men are 1.5 times more likely to develop cardiovascular
disease than women.

* Is also called rate ratio or risk ratio.
* Is a number ranging from 0 to infinity.

e The number 1 indicates that there is no association between expo-
sure and disease.

* Relative risk that is greater than 0 and less than 1 (0 < RR < 1)
indicates that incidence in those who are unexposed is higher
than incidence in those who are exposed; i.e., the exposure is
beneficial.

* Relative risk that is greater than 1 (RR > 1) indicates that incidence
among those exposed is greater than incidence among those who are
unexposed; exposure is detrimental.

Odds ratio (OR)

* Isthe ratio of two relative odds.
» Provides odds of disease occurring in one exposure group compared to
another.
» Example: The odds of having cardiovascular disease is 1.5 times
higher among men compared to women.
* Is a number ranging from 0 to infinity.
e The number 1 indicates exposure not associated with odds of disease.
¢ An OR that is greater than 0 and less than 1 (0 < OR < 1) indicates
that exposure is associated with lower odds of disease.
¢ An OR that is greater than 1 (OR > 1) indicates that exposure is
associated with higher odds of disease.
e Case-control and cross-sectional studies use ORs to approximate the RR.

Basic setup for epidemiologic studies

The most basic form of organizing the data from an epidemiologic study is

a 2x2 table. There are 2 rows and 2 columns. The 2x2 table categorizes study
participants by exposure status and disease status. Exposure is set up as the
rows and disease status as the columns. The 2x2 table (Figure 4.2) is used to
calculate a number of basic epidemiologic measures.
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Disease
Exposure Yes No
Yes A B
No C D

Figure 4.2 2x2 table for basic epidemiologic study.

Relative risk

e Incidence among exposed (IR = a/(a + b)
e Incidence among unexposed (IR = c/(c + d)
e Relative risk = IR./IR, = [a/(a + b)]/[c/(c + d)]

Odds ratio

+ Odds of disease given exposure () = a/c
+ Odds of no disease given exposure @) = b/d
* Odds ratio = Ope/Op e = (a/c)/(b/d) = (a x d)/(b x c)

Conclusions

Epidemiology is the study of disease frequency, distribution, and determi-
nants in populations and the control of disease through application of such
study. Disease determinants are factors that impact disease distribution and
are critical for understanding how to control and prevent disease. Three
major categories of determinants are individual, environmental, and social.
Environmental and social determinants of disease describe the context within
which an individual lives. In epidemiology, it is assumed that disease is not
randomly distributed in the population of interest and that disease causation
is multifactorial. There are multiple ways to study the multifactorial nature of
disease: RCTSs, quasi-experimental studies, cohort studies, case-control stud-
ies, and cross-sectional studies. RCTs, quasi-experimental studies, and cohort
studies establish the presence of determinants of health prior to developing
disease, whereas the temporal nature of exposure and disease are less clear
in case-control and cross-sectional studies. As suggested by Sir A. B. Hill,
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guidelines for evaluating causality in observational studies include strength
of association, time sequence, dose-response relationship, consistency
upon repetition, and biological plausibility. Basic epidemiologic measures
include counts, proportions, rates, prevalence, incidence, RR, and ORs.
These measures are used to quantify and test associations between determi-
nants and disease. Finally, epidemiologic measures comprise the scientific
evidence for public health policy and program planning, implementation,
and evaluation.
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Activity

At

a block party, 100 community members are in attendance. Some people get

sick after eating certain foods; numbers are provided in Table 4.1.

Which food (chicken, burgers, potato salad, or ice cream) is most likely to

be the cause of sickness?

Table 4.1 Number of people who ate a certain food compared
to the number of sick people

Food eaten (Number of people) Number of sick people
Chicken (35) 10
Burger (20) 5
Potato salad (40) 23
Ice cream (60) 15

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. One of the fundamental premises underlying the study of epi-

demiology is that

a. Disease, illness, and ill health are randomly distributed in a
population

b. Disease, illness, and ill health are not randomly distributed
in a population

c. Disease, illness, and ill health are only randomly distributed
in large populations

d. Disease, illness, and ill health are very rarely distributed in
large populations
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2. A framework for understanding disease processes should
include
a. Individual determinants only
b. Individual, environmental, and social determinants
c. Environmental and social determinants only
d. Social determinants only

3. Epidemiology is the study of the .
a. Occurrence of epidemics
b. Distribution and determinants of disease frequency on the
population level
c. Determinants of an individual’s likelihood to get a disease
d. Individual's future health

4. Epidemiologists are interested in learning about
a. The causes of diseases and how to cure or control them
b. The frequency and geographic distribution of diseases
c. The causal relationships between diseases
d. All of the above

5. are the causes and other factors that influence the
occurrence of health-related events.
a. Grounds
b. Sources

c. Determinants
d. Contributing factors

6. Clinical trials differ from observational studies because
Clinical trials only occur in hospitals

b. Clinical trials feature an intervention

c. Observational studies do not require informed consent
d. Observational studies occur only in the community

o

7. Prevalence refers to

a. The number of existing cases of a disease or health condi-
tion in a population at some designated time

b. The occurrence of new disease within a defined period in a
population

c. A summary rate based on the actual number of events in a
population over a given time period

d. A measure that refers to the mortality rate associated with
a specific cause of death
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8. Which is a major contribution of epidemiology?
a. Surgeon General’'s warnings on cigarette cartons
b. Development of vaccine for smallpox
c. Discovery of cholera as a waterborne disease
d. All of the above

9. When determining causation, the idea that an effect has to
occur after the cause is known as
a. Consistency

b. Plausibility
c. Temporality
d. Specificity

10. Incidence rates are calculated to estimate the presence of exist-
ing disease in a population.
a. True
b. False

11. An odds ratio can be used to estimate relative risk in a case-
control study.
a. True
b. False



5 Cultural competency

Victoria Walker and
Vetta Sanders Thompson

LEARNING OBJECTIVES

e Define cultural competency.

e Describe the need for culturally competent research and prac-
tice, based on a historical perspective.

¢ Identify contributing risk factors for health disparities.

 Identify skills associated with cultural competent practices.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

. What is culture?

2. Why is it important for health care professionals to be culturally
competent?

3. What are the components of cultural competence?

4. On what levels (e.g., individual, organizational, etc.) can there

be cultural competency?

(=Y

Introduction

Culture is heavily entwined in the human experience, and its complexity can
make it difficult to grasp. Encounters with different cultural groups can create

a shocking reality that life is not the same for all, and there is great variation in
how people think, believe, behave, and interact. Culture can be defined as the
thoughts, actions, beliefs, and values of a group. Culture also provides a frame
and lens in which the world is viewed and how thoughts, actions, beliefs, and
values outside of the group are interpreted and understoddCulture does not
stand outside the influences of political, economic, religious, biological, and
psychological factors? Instead, these factors contribute to the development
of the beliefs and values that are embodied by thoughts and actions observed
in the group?
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Race, ethnicity, and nationality

Culture is often referenced by race or ethnicity and nationality. As a starting
point, it can demonstrate the definitional aspects of culture and provide insight
on the variability of culture. For example, the ethnic category of Hispanic/
Latino includes individuals whose origins are countries in South America
and North America. The ethnic category does not provide context on which
country (i.e., Bolivia, Puerto Rico, Mexico, Colombia, Peru, Ecuador, etc.)
an individual claims as his or her homeland or origin. Inasmuch as Hispanic/
Latino provides a cultural reference, a person’s nationality provides a cultural
reference that alludes to variations that may differ from the larger cultural
group. Examples of variation can include local dialects, customs, traditional
clothing, music, food, practices, and much more. The level of variation can
go further to include differences by geographical areas and residential con-
text (urban cities and rural towns) within countries. This can also hold true
for other race/ethnicity and nationality categories such as Asian, African,
European, and American. From this example, it can be gleaned that culture is
more complex than belonging to a race or ethnic group. The thoughts, actions,
beliefs, and values of a racial or ethnicity group are fluid and susceptible to
differences by other factors (e.g., national origin, income, residential context).

As important as it is to recognize cultural differences, it is equally imper
tant to recognize with what group(s) the individual self-identifies and that
most individuals self-identify into multiple groups, creating intersectionality.
To expound, intersectionality is at play when a black woman participates in
feminist and racial justice efforts. Identifying as a woman, she sees the value of
advancing women in society; identifying as black, she sees the importance of
bringing an end to racism and racially discriminatory practices. Furthermore,
it demonstrates that culture is both collective and individual, and it is more
fluid than rigid. A person may belong to a cultural group, yet he or she may
have attitudes and behaviors that are contrary to the more collective group. In
a way, this makes it difficult to label, or stereotype, a person as having certain
characteristics by belonging to a cultural group.

Culture in a broader context

The term group in the definition of culture is broader than race and ethnicity.
Group can be more loosely defined as community, profession, organization,
or association. Even in these terms, it is evident that there are differences in
thoughts, actions, beliefs, and values among different cultural groups. These
differences allow for a more complex view of an individual’s culture beyond
race or ethnicity and its variations. As a reference, the health care setting—
particularly the professions of nursing and medicine (physicians)—has a
culture that governs behaviors among colleagues and patieidtk these pro-
fessional roles, race and ethnicity are not forgotten or neglected; they still
impact the attitudes and behaviors of the physicians and nurses. Consider the
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situation of a Vietnamese primary care physician. The physician is trained to
diagnose, treat, and provide medical counseling to all persons. However, if the
physician were to treat a Vietnamese patient, a level of comfort and familiar
ity may be established between the two because of a shared cultural experi-
ence that may not be readily available with other non-Viethamese patients.
Ideally, the quality of care that the Viethamese physician provides would not
vary from patient to patient, but the effect of race and ethnicity on physician-
patient interaction cannot be ignored and has the potential to impact patient
outcomes.

An ever-changing culture

In this context, people are multicultural layers of lived experiencésEach
cultural lens helps people to decode and understand the wofld more criti-
cal analysis indicates that culture does not exist within a vacuum and is not
static, but dynamic in nature? As stated previously, culture can be affected by
many influential factors—political, religious, economic, et& These influen-
tial factors can affect the collective cultural group and individual culture for
even more variation. The evidence of cultural shifts can be seen throughout
the history of the world. In the history of the United States, political factors
introduced a culture of freedom, equality, and fair representation that allowed
13 colonies to unify and break away from Great Britain. AlImost 100 years
after that conflict, religious and economic factors influenced a cultural shift
that resulted in the Civil War, which still impacts US culture.

Cultural shifts can have historical significance in the collective or individ-
ual culture and lead to the development of new values and beliefs. As techno-
logical advancements have led to near-instantaneous global reach and access
to information, considerably more influential factors exist to shift cultural
groups’ thoughts, actions, beliefs, and values. Whether these cultural shifts
happen fast or slowly, resistance can occur from the collective or individual
culture that desires to remain static. In this regard, the diverging of the cul-
ture can bring about cross-cultural conflicts that make evident the fragility of
cultural bonds even within a cultural group.

Diversity and culture

So how does diversity relate to culture? Diversity is sometimes used politely to
discuss cultural differences, racism, and oppressions that racial/ethnic minor
ity groups experiencé. At its core, the term diversity encompasses all the ways
that differences may occur among people. Categorically, these differences can
be seen by gender identity, sexual orientation, race/ethnicity, religion, SES,
political ideology, and more. Diversity and culture are sides of the same coin.
Culture provides a context in which a group has a shared life experience;
in contrast, diversity points out the polarity of the shared life experiences
among groups of people.
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Discussions on diversity focus often on the “respect, dignity, and inclusion for
all people.” Approaches on how to reach this goal may vary and include build-
ing cross-cultural bridges; educating on the legal and federal laws for inclusion;
pitching economic and business practices in the global economy and workforce;
and calling out prejudices, racism, sexism, and all other “isms” as they are séen.
Each of these approaches addresses micro- and macro-level systems of power
and domination that can repress and oppress minority groups so that they are
not fully being included and allowed to participate in societ§.Embracing diver
sity requires systems and infrastructures that are easily accessed and utilized by
all people. Although no “one size fits all” solution exists, many guiding prin-
ciples and standards exist that have been developed over the years for greater
inclusion and cultural competence by individuals and within organizations.

Cultural competence

Over time, organizations with policy and regulatory authority have moved

to define what is meant by cultural competence. These efforts are aimed at
providing health care providers, as well as researchers, with clearer guidance
on those activities that will promote health equity and reduce health dispari-
ties> Cultural competence definitions acknowledge the need to accommodate
the changing US demographié.In the national standards of the Culturally
and Linguistically Appropriate Services in Health and Health Care (known

as CLAS), from the HHS Office of Minority Health (OMH), cultural compe-
tence is defined as “care and services that are respectful of and responsive to
the cultural and linguistic needs of all individuals.®¢

In accordance with the CLAS definition, health care interventions, ser
vices, research explanations, and protocols should be delivered in the indi-
vidual’s preferred language and should take into account cultural preferences.
In addition to being responsive to demographic shifts, it is believed that provi-
sion of sensitive health care services and CBPR are required to reduce gaps
in health care outcomes among racial/ethnic minorities, individuals of low
income and education, those with limited English proficiency and low health
literacy, as well as other marginalized populations.

In 1997, the OMH undertook the development of national standards to
provide organizations and providers with guidance on the implementation
of culturally and linguistically appropriate services, and in December of
2000, CLAS standards were entered into the Federal Registefhe original
CLAS standards were organized by themes: culturally competent care, lan-
guage access services, and organizational supports for cultural competence.
CLAS included three types of standards. The standards in the first category
were mandates, which were required of all recipients of federal funds and
were composed of four standards for language access servicAthough a
great deal of attention focused on addressing the needs of speakers of limited
English, these standards covered sensory-related communication needs also,
including those of individuals who are deaf, hard of hearing, and blind, as
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well as those with limited health literacy. The standards in the second cat-
egory were guidelines, which consisted of nine provision and training stan-
dards for cultural competence services that OMH recommended that federal,
state, and national accrediting bodies adopt. Finally, the standards included a
recommendation for public reporting on the progress of CLAS implementa-
tion; public reporting was considered voluntary.

Ongoing research spurred continued interest in cultural competence. In
2001, the Institute of Medicine (IOM) identified social and cultural influ-
ences as important to health outcomes and provided strong recommendations
that research in these areas be advanc&tin Crossing the Quality Chasm:
A New Health System for the 21st Century, the IOM suggested the need for
studies of health behaviors and other social variables in the context of culture
in order to understand why groups adopt or do not adopt health recommen-
dations® In Unequal Treatment: Confronting Racial and Ethnic Disparities in
Health Care, the IOM examined the role that provider bias, lack of cultural
competence, and communication barriers might play in health disparities,
again suggesting the need for additional researéResearch and resulting
reports contributed to policy efforts to speed progress toward equity and cul-
tural competence in health and health care.

In 2003, The Joint Commission conducted an analysis of its standards
for cultural and linguistic appropriateness in comparison to the CLAS stan-
dards® The study’s findings showed significant overlap in standards, although
The Joint Commission standards were less prescriptive than the CLAS stan-
dards. The Joint Commission continued its reviews and analyses of practices
and standards, resulting in new guidelines in 2009 and a document published
in 2010 to assist hospitals and health care organizations with implementation.

The Joint Commission, which accredits and certifies health care organiza-
tions and programs in the United States, has noted that addressing patients’
cultural and linguistic needs plays a role in the successful delivery of health
care service¥? According to The Joint Commission, cultural competence is
“the ability of health care providers and health care organizations to under
stand and respond effectively to the cultural and language needs brought by
the patient to the health care encounter® In order to meet the definition
of cultural competence, organizations and those they employ are expected
to “value diversity, assess themselves, manage the dynamics of difference,
acquire and institutionalize cultural knowledges, and adapt to diversity and
cultural contexts of patients and the communities served?

Other organizations have provided definitions that contribute to the
understanding and implementation of cultural competence. For example,
the National Alliance for Hispanic Health defines cultural proficiency as the
ability of health care organizations to “do more than provide unbiased care
as they value the positive role culture can play in a person’s health and well-
being.”*! The discussions by CLAS and The Joint Commission on cultural
competence remind all involved in health care services and research that much
of the cultural competence guidance provided has a foundation in federal law
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and regulation, including Title VI of the Civil Rights Act of 1964, Section
504 of the Rehabilitation Act of 1973, the Americans with Disabilities Act
(ADA), Title XVIII of the Social Security Act, the Hill-Burton Act, and the
Age Discrimination Act of 1975510

Who should practice cultural competency?

Itis important for those interested in public health and health-related research
to understand that cultural competence applies to individuals (e.g., research-
ers, practitioners, educators) and organizations. Federal guidance is clear
that all organizations receiving federal funds should adhere to the standards
for culturally and linguistically appropriate services: Health care organiza-
tions seeking accreditation from The Joint Commission are similarly held to
the standards promulgated?® The Joint Commission and CLAS standards
apply to organizations; however, each set of standards holds the organization
accountable for assuring that all employees also meet standards of cultural
competence at every point of the health care contact. Professionals work-
ing in the fields of health and public health should examine their codes of
ethics and professional practice standards for requirements related to cul-
turally competent practice, such as those published for nursing, psychol-
ogy, and social work!?-1> The researchers who are most likely to encounter
requirements to engage in culturally competent research are those likely to be
engaged in CBPR or community action research, both of which embrace the
principles espoused in the definitions of cultural competence previously men-
tioned.1%1” However, researchers who are not engaged in CBPR, but whose
research focuses on minority and other vulnerable populations with cultures
different from that of the researcher, may encounter requirements from their
institutional review board (IRB), funding sources, or other entities respon-
sible for research.

The need for culturally competent research and practice

One of the seminal works that pushed the cultural competence curricu-
lum into medical school was The Spirit Catches You and You Fall Down: A
Hmong Child, Her American Doctors and the Collision of Two Cultures by
Anne Fadiman.!® The book uses an anthropologic lens to give an account
of how the Western biomedical view of health and sickness is not univer
sal among cultural groupst® Although cultural competence curricula have
become prominent in medical schools, the best methods to teach and to
evaluate their impact on health outcomes are continuing to be develop&°
Training on cultural competency still leaves a gap in personal responsibil-
ity and accountability at an organizational levek* The issues of engaging
cultural groups and providing culturally appropriate care are not left solely
to the practice of medicine, but also extend to research and public health
practices.
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The history of research misconduct in ethnic minority communities has
fueled a level of mistrust that some argue inhibits participation in researéh.
The most prominent example of this misconduct is known as the Tuskegee
Syphilis Study (explained in detail in Chapter 1232 More recently, public
awareness of the case of Henrietta Lacks has renewed concerns about the
ethics of health researchers working in diverse communiti&These cases are
important, and scholars increasingly site the failure to recruit diverse research
participants as an issue of concerfs.

Equity is a key feature of efforts to reduce health disparities and improve
health outcomes>?52% An equity focus suggests assurance of appropriate ser
vices, service delivery strategies, and the resources required for health without
respect to race, education, health literacy, age, sexual orientation, ethnicity,
religion, physical or mental disability, language, sex, gender identity, income,
or class>?>26|n addition, reviews suggest that research on culture and social
determinants assists in understanding when, why, and how evidence-based
interventions should be culturally adapted to increase health equit§26Thus,
cultural competence is a key component of organizational efforts to improve
the public’s health?7:28

Growing recognition of the role of cultural and linguistic appropri-
ateness in quality care stimulated the review, update, and revision of the
original CLAS standards. The enhanced CLAS standards are broader and
are intended to apply to every point of contact in health-promoting sys-
tems, including mental and social well-being, and they encompass services
to individuals and group consumers of health care servicesThe stan-
dards were designed to be consistent with and to support other national
health policies, including the ACA, beginning with the principal standard
that calls for “effective, equitable, understandable, and respectful quality
care and services that are responsive to diverse cultural health beliefs and
practices, preferred languages, health literacy, and other communication
needs.”

BOX 5.1

How easy or difficult is it for you to talk about cultural difference or
interact with people from other cultural backgrounds?

With calls for research on culture and social determinants, it became
important that researchers, as well as practitioners, be culturally aware and
competent. Researchers had to learn to work effectively in culturally diverse
settings so that trust and partnerships could be developed and maintain¥d?

In 2000, the Council of Psychological Associations for the Advancement of
Ethnic Minority Interests issued guidelines for culturally competent psycho-
logical researcht® In addition, CBPR principles provided guidelines for this
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work.1617 These and other guidelines required core considerations and activi-
ties that are described subsequent to this point in the chapter.

Culturally competent research requires that communities and partici-
pants be met with openness and acceptance, regardless of their cultural
background>15-17 The development of trusting relationships is particularly
important if the research is to be long-term and is on sensitive topits’

To assure that all individuals have access to high-quality services and treat-
ments, it is important that researchers obtain honest, high-quality evalua-
tion and research data. Culturally appropriate evaluation and research assess
the appropriateness of the methods and practices being utilized, not just the
outcomes?® To accomplish this aim, researchers assure that interventions are
designed using the best existing evidence and services to achieve the intended
outcomes in a culturally appropriate manner. Asking the right question in
research is very important, perhaps more important than the methods for
finding an answer to the question. In addition, it is important to include mem-
bers or appropriate community representatives in the development of design,
methodology, and information dissemination. The community participates to
assist, reflect on, and critique how research questions and the research design
are constructed!s-7

It is critical that researchers ask whether they have the necessary cultural
competence to do the work> Appropriate experience includes examination
of minority group experience, including any history of prejudice and discrim-
ination. Researchers are responsible for assuring that appropriate theories,
valid assessment tools, and internally and externally valid research method-
ologies are used. The questions that should be addressed include whether the
reliability and/or validity of the measures selected have been established for
the population or populations involved in the research; whether the language
usage level is appropriate for the population; whether the length of the mea-
sure is appropriate; and whether the informed consents, research protocols,
and research task instructions and descriptions are conveyed fully in language
understandable to the participant® A part of culturally competent research
is understanding the heterogeneity of diverse groups and limitations to stud-
ies when samples are limited or restricted in some way. The enhanced CLAS
standards established data collection categories, standards, and processes to
assist in obtaining high-quality evaluation and research dafa.

Efforts to deliver high-quality services require standards for cultural
adaptation of evidence-based treatments and services. Castro et®ablen-
tify steps to guide decisions to culturally adapt evidence-based interventions.
The time and effort required to complete a cultural adaptation must be justi-
fied. Reasons for adaptation include failure of an intervention to sufficiently
engage members of diverse populations and/or the presence of unique risk
factors or symptoms. Once cultural adaptations have been justified, changes
can be made in program content and delive. Early discussions of cultural
adaptation emphasized “surface” and “deep structures” of modificatiorf?
Surface structure modifications involve inclusion of visual elements (photos,



Cultural competency 99

symbols), recruitment, and outreach strategies. Resnicow et®lalso refer
to the “deep structure” of cultural adaptation that incorporates a group’s
cultural values, beliefs, and behaviors, which are recognized, reinforced, and
built upon to provide context and meaning to important components of the
intervention. The second form of cultural adaptation frameworks focuses on
defining the steps of the intervention adaptation proce$%3! Barrera et al®!
reviewed the literature to identify five stages of cultural adaptation. These
steps are information gathering, preliminary design, preliminary testing,
refinement, and final trial. Barrera and colleagues suggest that interventions
involving the inclusion of cultural elements in an adaptation are more effec-
tive than control or usual care conditions.

Health disparities

The 1985 publication of the Secretary’s Task Force Report on Black and
Minority Health, also known as the Heckler Reportwas the first time in
HHS history that health disparities of ethnic and racial minorities were docu-
mented?? Since this milestone, an extensive amount of research and resources
have gone towards identifying the causes of health disparities. Historically,
health disparities have been defined by the differences in morbidity, mortal-
ity, incidence, and prevalence of diseases among cultural grodp&raveman

et al3® introduced a more comprehensive definition of health disparities as
“health differences that adversely affect socially disadvantaged groups” and
that are systematic, plausibly avoidable health differences according to race/
ethnicity, skin color, religion, or nationality; socioeconomic resources or posi-
tion (reflected by, e.g., income, wealth, education, or occupation); gender,
sexual orientation, gender identity; age, geography, disability, illness, political
or other affiliation; or other characteristics associated with discrimination or
marginalization.

This definition makes two poignant points: (1) health disparities can hap-
pen among an array of cultural groups, and (2) the presence of these system-
atic social disadvantages is causing unfair and unjust differences in health
outcomes. Braveman et at® argue that health disparities cannot be defined
without addressing the “unfavorable social, economic, or political condi-
tions” that are commonly known as the social determinants of health.

Social determinants of health and critical race theory

According to the WHO, the social determinants of health are “the condi-
tions, in which people are born, grow, work, live, and age, and the wider set of
forces and systems shaping the conditions of daily lifé?'(See Chapter 2 for
an in-depth discussion of the social determinants of health.) If health dispari-
ties are defined by adverse social determinants of health, how do these deter
minants of health have an impact on cultural groups through the policies,
systems, and infrastructures in society? Additionally, how do organizations
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and institutions address these social disadvantages through a culturally com-
petent framework?

Critical race theory (CRT) provides a context to understand how these
social disadvantages occur for racial and ethnic groups through the different
systems and institutions of society (i.e., politics, criminal justice, economics,
physical elements, and environmen§:2¢

As explained by Ford and Airhihenbuwa?> CRT can be adapted to a public
health framework to explain health disparities and health equity and to bet-
ter understand how race, racism, and racialization affect health. At its core,
CRT draws on the foundation of critical consciousness to understand how
concepts of bias and relationships function in the institutions of society and
how they disproportionally affect racial and ethnic groups® CRT also con-
siders the historical context of these institutions’ relationships with racial and
ethnic groups and the pervasive structures of racism in policies and practices
that have had the unintentional consequences of being exclustélthough
intended to better understand the oppression that racial and ethnic groups
experience, CRT’s level of analysis can also extend to how other marginalized
groups—involving gender identity, sexual orientation, socioeconomic status,
religious views, and other indicators of marginalization—are able to access
and utilize the health care system.

Many differing opinions exist on whether health is a human right. Good
health is necessary for education attainment, job performance, political activ-
ities, civic engagement, and a quality of life for fully participating in society.
In this regard, health can be considered a social justice issue in which poor
health, due to systemic social disadvantages, hinders certain groups of people
from being fully participating citizens and limits their potential and involve-
ment in society?* Limited access to health care can have detrimental effects on
health and lead to excessive and early deaths.

Access to health care includes insurance status, proximity to hospitals and
clinics, linguistics services, appointment scheduling, and feasibility to adhere
to medical counseling and appointments. In communities where there are no
grocery stores or markets to obtain fresh fruits and vegetables or safe walkable
spaces for exercise, it can be difficult to manage chronic diseases such as dia-
betes, hypertension, and heart disease. In additional, a hospital or a clinic that
does not have a certified medical interpreter or translated materials is unable to
provide adequate and effective care to persons who have limited English profi-
ciency; thus, the health of such persons can continue to decline. A hospital or
clinic located in an affluent area that does not have a nearby public transporta-
tion stop may not see some of its poorest and sickest community members. All
of these contributing factors can lead to health disparities that require culturally
relevant and competent solutions to provide high-quality care. Health care and
health interventions are not entities that exist in a “if it is built they will come”
silo. Even if strategies and practices are implemented, biased behavior may keep
participants and patients from feeling welcomed or from receiving the best care.
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Conscious and unconscious bias

We often think of discrimination as being blatant and conscious, but most is
subtle and unconsciou$’ Because our biased behavior usually involves things
like favoring or doing more for those like us, we do not see ourselves as racist,
discriminating, or stereotyping, and it is unlikely that health care providers
are saying, “I dislike African Americans and Latinos, and | am going to give
them inferior care.” Yet bias persists in our society and continues to operate
in subtle ways. In health care, self-reported bias or discrimination is a good
predictor of physicians’ reactions to the patient encounter, but is not a good
measure of the patient’s reaction® Often, implicit bias and the automatic
reactions and responses that operate outside of consciousness or awareness
are better predictors of the patient experience. Implicit biases are stereo-
types invoked and expressed outside of the awareness/control of the aétor.
Implicit biases seem to influence decisions and responses to and impressions
of members of oppressed and marginalized communities when situations are
subjective and there are no definite and specific protocols and requiremetits.
This suggests the need to assure that all staff are aware of research protocols
that are designed to protect participants in marginalized communities from
stereotypical attitudes or responses.

Consequences of culturally incompetent interventions

Sociocultural differences between patients and physicians influence communi-
cation and clinical decision making, and evidence exists that patiephysician
communication is linked to patient satisfaction, adherence, and overall qual-
ity of care?® Data also indicate that ethnic-discordant health care relation-
ships affect ratings of the quality of care, with ethnic minorities generally
perceiving the health care system more negatively than whité&Jnexplored

or misunderstood sociocultural differences between patients and physicians
can lead to patient dissatisfaction, poor adherence to treatment, and poor
health outcomes®*4° Current research suggests the need to pay greater atten-
tion to biases in the health care systeri.

Implementing practice standards related to cultural competence
The CLAS standards

The CLAS standards (Figure 5.1) begin with the principal standard as
described previously. To achieve the principal standard, standards 2 through
15 must be implemented, evaluated, reviewed, and revised as goals are met.
Standards 2 through 15 are organized into three themes: (1) governance, lead-
ership, and workforce—providing guidance on developing leadership capacity

in promoting and sustaining CLAS; (2) communication and language assis-
tance; and (3) engagement, continuous improvement, and accountabifity.
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N

(" Princi pal standard

Standard1

E edive, guitable, understandable, regutful quality care and swices
responsive to diverse cultural éliefs and practicespreferred languages,
literacy and communication reeds

Governance, leadership, and workforce
Standards 2—4

Guidance on leadership sumpt and training to promote and sustain CAS,as
well as workforce diversity
\.

4 Communication and lang uage assistance )
Standards 5-8

Recommendations for addressing language antther communication barriers
to adgyuately meet the need of individuals with limited English pro ciency
and other communication eeds

\_ J

Engagement, continuou s improvement, and accountability
Standards 9-15

Addresses implementation and maintenance of culturally andgliistically
appropriate policies and sevices regardless of orerole within an organzaion
or practice

\. J

Figure 5.1 Enhanced National Culturally and Linguistically Appropriate Services
(CLAS) Standards organized by category of activity. (From U.S.
Department of Health and Human Services, Office of Minority Health.
The national CLAS standards. https://minorityhealth.hhs.gov/omh/browse
.aspx?Ivl=2&Ivlid=53.)

The first theme is focused on organizational governance, leadership, and
workforce as they relate to culturally and linguistically appropriate stan-
dards® Three standards (2—4) recognize the role that organizational policy,
practices, and allocation of resources play in promoting CLAS standard and
health equity in addition to the importance of recruiting and promoting a
workforce that is diverse? The CLAS standards ask that organizations review
their workforce for diversity at all occupational levels and positions, including
governance and leadership. In addition, education and training on CLAS is
important for all executives, professionals, and staff of an organization.

The second theme addresses the most recognizable component of the CLAS
standards—communication and language assistantelhese standards hold
organizations and their employees responsible for meeting the communication
needs of individuals with limited English proficiency and/or other communica-
tion needs, including informing them of their rights to communication assistance
and assuring the competence of those providing assistafdénally, organiza-
tions are expected to provide easy-to-understand health information and assist
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with comprehension of and adherence to instructions and requirements for
patients’ health care and plans for their care. Adherence to these standards help
organizations comply with Title VI of the Civil Rights Act and the ADA. 5

BOX 5.2

Discuss how your organization might change its physical environ-
ment to be more inviting to partnership members from diverse
backgrounds.

Discuss the social factors that might affect communication among
partnership members, community members, groups, or among
a combination of these.

The third theme acknowledges the role of social determinants of health in
the production of health disparitie$® and the intersections among health dispar
ity categories and social determinants. Engagement, continuous improvement,
and accountability standards 12 through 14 provide guidelines for community
engagement and include recommendations on conducting community assess-
ments>2% Assessments should determine the needs of the populations in the
agency service area, identify community assets and the services available and
not available to populations, determine the services to provide and how to
implement them based on the results of the community assessment, and ensure
that organizations obtain demographic, cultural, linguistic, and epidemiologic
data regularly to better understand the populations in their service areas.

CLAS sets an expectation that those concerned with public health will
partner with the community to establish appropriate and effective programs
and services, a standard that is consistent with CBPR principl&st’ There is
also recognition of the need for processes that facilitate the resolution of con-
flicts and grievances that may arise as organizations and communities interact
around improved public health®

To assist in effective implementation of the Enhanced CLAS standards, the
OHM has produced National Standards for CLAS in Health and Health Care:

A Blueprint for Advancing and Sustaining CLAS Policy and Practice Standard.
This resource makes it clear that implementation efforts are a continuous
process of implementation, evaluation, and refinement of improved service
delivery and intervention® Communities’ needs and community engagement
efforts will vary. Engagement activities may include building coalitions with
community partners to increase reach and impact in identifying and creating
solutions; participation on joint steering committees and coalitions; offer
ing education and training opportunities; convening town hall meetings and
community forums; applying community-based participatory strategies when
evaluating needs; and developing services, research, and other activities to
improve community health6” The enhanced CLAS standards acknowledge
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the role of social determinants in creating inequity in health, and they push
organizations to examine hiring and contracting practices and ways that these
can be made more equitable; the enhanced standards also explore ways to hire
community members to participate in health promotion and in the health
care delivery system.Training and hiring community health workers, advi-
sors, and/or promoters are examples of these efforts.

Cultural Humility

As demographic changes and cultural shifts happéngrganizations need to
be able to adapt to new dynamics in their service area. It is impossible for
organizations to become competent with respect to all of the various cultural
groups they serve. A viewpoint of cultural humility is needed for this ongo-
ing process® Cultural humility uses a process of self-reflection, self-critique,
and learning to understand the relationship between the individual and the
power structure3® Cultural humility embodies the cyclic process of assess-
ment, knowledge gain, and skill development to address cultural differences.
Self-reflection can help researchers or providers to learn of their own per
sonal hiases and prejudices, to have cultural confidence in being ignorant,
and to have a willingness to be uncomfortable in complex cultural scenaritis.

Conclusions

Culture plays an important role in how individuals seek health care, access the
health care system, and make health decisions. Cultural competence is an orga-
nizational and individual responsibility to ensure a high quality of care, better
health outcomes, and improved health care service, public health practices, and
research protocols. The enhanced CLAS standards and The Joint Commission
have given guidance for organizations to strategically become more culturally
competent through implementation, evaluation, review, and revision. Cultural
competence is also important to eliminating health disparities and reducing
disadvantages to many marginalized cultural groups. Culture’s dynamic and
variant nature requires the health care and public health sectors to be available
to adapt and be sensitive to the nuances of cultural groups.
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CULTURAL COMPETENCE RESOURCES

e For more information and ideas on the implementation of
all components of Culturally and Linguistically Appropriate
Services (CLAS), visit https://www.thinkculturalhealth.hhs.gov/.

e For more information on culturally and linguistically appropri-
ate communication: http://www.jointcommission.org/assets/1/6
/EffectiveCommunicationResourcesforHCOsrevised.pdf

e US Department of Health & Human Services, Outreach Activities
& Resources. Multicultural Resources for Health Information:
https://sis.nlm.nih.gov/outreach/multicultural.html

e National Center for Cultural Competence, Georgetown
University, Center for Child and Human Development: https://
nccc.georgetown.edu/curricula/resources.html

e Principles and Recommended Standards for Cultural Compe-
tence Education of Health Care Professionals: https://www
.mghihp.edu/sites/default/files/about-us/diversity/principles
_standards_cultural_competence.pdf

e Community Tool Box. Section 7: Building Culturally Competent
Organizations: http://ctb.ku.edu/en/table-of-contents/culture/cul
tural-competence/culturally-competent-organizations/main

e Public Health Critical Race Praxis: http://www.publichealth
criticalrace.org/

e Cultural Bridges to Justice: http://www.culturalbridgestojustice
.org/resources/written/level-playing-field

Activity
Group activity 1

Materials: note cards, paper tablets, pencils, pens, color stickers, action plan
template.

This is a small group activity that can be used to assist with group discus-
sion and decision-making on issues related to diversity and cultural com-
petence. The activity is particularly useful for those individuals who have


https://www.thinkculturalhealth.hhs.gov
http://www.jointcommission.org
http://www.jointcommission.org
https://sis.nlm.nih.gov
https://nccc.georgetown.edu
https://nccc.georgetown.edu
https://www.mghihp.edu
https://www.mghihp.edu
https://www.mghihp.edu
http://ctb.ku.edu
http://ctb.ku.edu
http://www.publichealthcriticalrace.org
http://www.publichealthcriticalrace.org
http://www.culturalbridgestojustice.org
http://www.culturalbridgestojustice.org

108 Public health research methods for partnerships and practice

not felt that they were able to have a voice or speak out. The group should
divide into smaller groups of 3 to 5 individuals and select a recorder for the
group. Each member of every group will receive six colored stickers to be
used later.

The small group will discuss ways to increase acceptance of diverse reli-
gious views and practices (any open-ended topic related to diversity and
cultural competence can be substituted). Each person will individually brain-
storm ideas on the topic. Allow approximately 5 to 7 minutes for individuals
to brainstorm. Each member of the group will share the ideas developed (one
response per person each time). As ideas are shared, thoughts may be clari-
fied, but members should not criticize the materials being shared. All ideas
shared should be recorded. After all ideas are shared, each member votes by
placing dots by their favorite suggestions. Each group will share their top two
ideas based on the vote.

The small groups will reconvene into the larger group. Each small group
will present their ideas. Questions may be asked to clarify ideas, but ideas may
not be criticized. At the end of the process, the group will use their remaining
three dots to identify their favorite ideas. This portion of the activity should
require 25 minutes.

The larger group will again be divided. Three groups will be formed, and
each will discuss one of the three ideas selected to move forward. The groups
will select a chairperson and a recorder and work to complete an action
plan associated with the idea assigned (Table 5.1). Each group can share its
action plan (approximately 5 minutes). Take 35 minutes for this portion of
the activity.

Action plan template

Purpose: To work together to improve diversity and cultural competence
within the organization or agency.

Group activity 2

Materials: case studies, flip chart, markers.

This is a small group activity to allow discussion on how research-
ers, community members, and health practitioners should critically think
through engagement with culturally diverse communities. Each group will
receive one of the five case studies and answer the accompanying questions.
Each group will report back to the larger group after 15 to 25 minutes of
discussion.

Feedback from the outside group members is encouraged for richer discus-
sion on cultural competence in research and health practices. During the large
discussion, the facilitator should reiterate the principles of cultural compe-
tence and the CLAS Standards.
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Case study #1: “Research-fatigued community”

A group of public health researchers from one of the state’s universities wants
to develop a diabetes intervention for a community in the northwest part of
the state. Historically, this area has some of the worst health outcomes in the
state with high rates of obesity, hypertension, heart disease, diabetes, kidney
failures, and premature deaths. It is a heavily researched area that has seen
very little progress from past projects and interventions conducted over the
years. In many of the instances, researchers outside the state came into the
community and did not hire local people to help coordinate research efforts
or did not take the time to learn about the community or speak to community
leaders. Furthermore, most of the findings from the research projects have
never been shared with the community, and the community has not seen the
benefits and success of interventions or whether the findings could have been
used to improve community health. The community has become very weary
with researchers and, recently, has not been very welcoming to them.

1. What should the university researchers be aware of about the community?

2. How should the university researchers approach the community?

3. Who should the university researchers work with to gain trust in the
community?

Case study #2: “Rich in community, low on resources”

Lily is a small town about two hours away from the nearest city. It was once a
booming agriculture community. When agriculture became more mechanized,
manufacturing became the main industry. Today, most of the factories have
closed and have moved out of the state and overseas. The heart of the commu-
nity is an open space with a park that has been neglected; the park is near some
unoccupied lots. Lily has seen an increased rate of obesity, especially in its chil-
dren ages 5 to 8. Some of the teachers at the elementary school want to revital-
ize the park area and create a community garden and a quarter-mile walking
track in the unused lots. The new space would allow the community to come
together to exercise, buy fresh produce from the garden, and have family pic-
nics. The teachers have partnered with the county health departments to host
a community forum to gauge the interest of the community and determine
next steps for the project. Almost every person in the community attended the
meeting, and it was decided that a CAB should be created to steer the project.
Below are some of the resources identified in the community.

1. Who should sit on the community action board? Who do you think are
the top 5 persons who need to sit on the board?

2. What are the community’s greatest resources or partnerships?

3. What other programs would be culturally relevant to the community’s
issue with childhood obesity?
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RESOURCES IN THE COMMUNITY

e Park area and adjacent lots

e Mr. Smith—still farms his family land

e Mayor—promotes healthy lifestyles in the city
e High school art teacher

e Mr. Reed—owns a construction site

¢ Mamma G—well-respected elder who is like the mother of Lily
e Pastor of the oldest church in Lily

e City councilman

¢ Elementary PTO president

* Police officer

e Fireman

e Bank owner

e County health department

e Doctor of health clinic

e Nurse practitioner of clinic

* Local restaurant owner

e PE teacher at the elementary school

e 4-H Club staff

» State representative

Case study #3: “Cultural considerations for social marketing”

A new refugee community has been growing in the lower region of the state.
Dr. Moore, the local health center's OB/GYN, has seen an alarming number
of cervical cancer cases in the refugee community and has found national
statistics to support what she has seen. She wants to develop a social-mar
keting campaign for the women to adhere to screening recommendations.
Dr. Moore has reached out to a local organization that works with the
refugee community and provides a number of services related to housing,
finance, and health. The director of the organization explained to Dr. Moore
that the refugee community has a low literacy rate not only in English but
in their native language too. The community has a strong patriarchal society
and believes the family is more important than self. Dr. Moore found this
information very helpful and hopes to use it for the cervical cancer screening
campaign.

1. What are the cultural factors that Dr. Moore should be aware of before
working with the refugee community?

2. How would you advise Dr. Moore in crafting her cervical cancer screen-
ing campaign?
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3. While considering the low literacy rate in English and the target popu-
lation’s native language, how can Dr. Moore share her message on the
importance of cervical cancer screenings?

Case study #4: ‘A culture of sickness”

Plato County Health Department is located a few miles from a Native
American reservation. While providing health screenings at a health fair
on the reservation, Kathy, the health department’s nurse practitioner, saw
an alarming number of patients who had high blood pressure, high glucose
levels, and BMils in the overweight and obese categories. Kathy began talk-
ing with the health fair's organizer, Rosa, to understand the unconcerned
responses given to her when she provided the results. Rosa explained that
many of the community members have accepted obesity and diabetes as a
normal part of life, believing that at some point everyone will end up with
diabetes. Because of this, Rosa wanted to host the health fair to begin chang-
ing this attitude in the community. Kathy wants to partner with Rosa to
help change this “culture of diabetes” and improve health outcomes in the
reservation.

1. Discuss how the “culture of diabetes” can affect health outcomes, health
promotion, and education activities.

2. What are some of the historical contexts Kathy should be aware of before
engaging in a partnership with Rosa?

3. What approaches should be taken to develop a health promotion pro-
gram for the community?

Case study #5: “Changing demographics”

A new manufacturing plant has opened in a rural town. Since the plant’s
opening, the town has seen an increase in its Latino/Hispanic population.
Historically, the community has consisted of residents with English as the pri-
mary language spoken. The English proficiency of the new Latino/Hispanic
population ranges from English proficient to limited English proficient (LEP).

At the local health clinic, the staff has adapted by asking the Latino/Hispanic
population to bring their own interpreters such as a child, a coworker, or a
community member. Sometimes, the front staff will tell the Latino/Hispanic
patients that they need to bring their own interpreter before beginning ser
vice without asking language preference. Recently, the clinic’'s manager has
acquired a Spanish language line, but it slows down the pace thfe clinic.
The staff has also begun to use Google translate and other Internet transla-
tion services to communicate with the patients.

1. What are some of the harmful implications than can happen with the
current language services the clinic is offering?



Cultural competency 113

2. What are some possible strategies or policies that the clinic manager
could put into action to address the language service challenges that the
clinic is now facing?

3. How can the clinic involve the Latino/Hispanic community in assisting
with improving services to this population?

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. is a set of behaviors, attitudes, and policies
that enable researchers and practitioners to work and commu-
nicate effectively with diverse populations.

Cultural competency

b. Family health history

c. Bedside manner

d. Ethics

o

2. Cultural competency will result in
a. Improved communication
b. Trust
c. Patient compliance
d. All of the above

3. Why do we need cultural competency in health?
a. To keep government funding for the hospital
b. Because it is mandated by federal law
c. Because everyone has a right to health care that addresses
unique needs
d. None of the above

4. Cultural competency does NOT include
a. Valuing diversity
b. Managing the dynamics of difference
c. Ability to conduct self-assessment
d. Narrow-mindedness

5. A physician is thought to be culturally competent if he or she

Speaks the language of the patient

Sees patients of more than one race or ethnicity

Provides an interpreter for patients

Puts aside personal biases and considers each patient as an
individual

oo op
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10.

11.

12.

. Cultural competency can occur on the level.

a. Individual

b. Structural

c. Organizational
d. All of the above

. What is culture?

a. Thoughts, actions, beliefs, and values of a group

b. Thoughts, actions, beliefs, and values of an individual
c. Where a group came from

d. Where an individual comes from

. In order to acquire cultural competence, we must make fluid

policies and practices.
a. True
b. False

. Racially and ethnically diverse populations do NOT experience

barriers to quality health care.
a. True
b. False

The CLAS standards were written to be consistent with and
support other national health policies, including the Affordable
Care Act.
a. True
b. False

Culturally competent researchers are responsible for assuring

that .

a. Appropriate theories, valid assessment tools, and research
methods are used

b. Participants receive enough money for completing surveys

c. That every participant gets better after receiving the treat-
ment being evaluated

d. All of the above

Which steps are recommended when evidence-based interven-
tions are adapted to be culturally appropriate?

a. Information gathering

b. Preliminary design and testing

c. Intervention refinement and trial

d. All of the above



6 Health literacy

Kimberly A. Kaphingst

LEARNING OBJECTIVES

» Define health literacy.

» Understand the limited health literacy perspective.

» Describe the associations between health literacy and health
outcomes.

» Describe health literacy on a national scale.

» Discuss current research on health literacy.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

=

. What are the components of health literacy?

2. What are the effects of health literacy on health-related knowl-
edge and outcomes?

3. Name and describe a health literacy assessment tool.

Introduction

In the past two decades, health literacy has received increasing attention as a
critical determinant of health. This chapter will introduce the concept of health
literacy and present data on levels of health literacy in the United States, as
well as disparities in health literacy across population subgroups. The effects
of health literacy on health-related knowledge, use of health services, and
health-related outcomes will be presented. The chapter will then describe-var
ious assessments available to measure health literacy and recommendations
for developing and evaluating written information for individuals with vary-

ing levels of health literacy. Finally, current research on health literacy and
genomics will be described as a research example.
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Definition of health literacy

More than simply health-related reading skills, health literacy is now thought
to be composed of multiple domains of communication skills. Although dif-
ferent definitions of the construct of health literacy exist, the Institute of
Medicine (IOM) described health literacy as the degree to which individuals
can obtain, process, and understand basic health information and services
needed to make appropriate health decisiorisThe Patient Protection and
Affordable Care Act of 2010, Title V, expanded this to define health literacy
as “the degree to which an individual has the capacity to obtain, communi-
cate, process, and understand basic health information and services to make
appropriate health decisions.? The IOM operationalized health literacy as
having the following components: conceptual and cultural knowledge, oral
literacy (i.e., listening and speaking skills), print literacy (i.e., reading and
writing skills), and numeracy (i.e., quantitative skills).

Levels of health literacy in the United States

In 2003, the United States Department of Education conducted a nationally
representative household assessment of more than 19,000 adults (defined as
individuals 16 years of age or older); the assessment included items designed
to measure health literacy. These data revealed that about 36% of US adults
have limited health literacy and are likely to face some difficulties with lit-
eracy tasks in the health care setting, such as reading educational brochures
and prescription labels, completing forms, speaking with health care provid-
ers, and making health care decisions. The national assessment further high-
lighted disparities in health literacy across population subgroups. White and
Asian/Pacific Islander adults had higher average health literacy than Black,
Hispanic, American Indian/Alaska Native, and multiracial adults. Older
adults (i.e., adults aged 65 years of age and older) had lower average health
literacy than younger adults. Those with higher educational attainment had
higher average health literacy than those with lower educational attainmeft.
These national data, therefore, suggest that considering limited health literacy
will be important to efforts to address health disparities in the United States.

Effects of health literacy

Research studies have shown that health literacy has wide-ranging impacts
on health-related knowledge, use of health services, and health-related out-
comes!* More specifically, prior research has shown that individuals with
limited health literacy have, on average, less health-related knowledge across a
variety of health domains, lower use of preventive health services, and poorer
self-reported health!4 In addition, older adults with limited health literacy
are more likely to die from all causes than older adults with higher health
literacy.® Previous research studies have shown that individuals with limited
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health literacy are more likely to make medication errors and less likely to
know how to manage their health problem&” In a study of 208 primary
care patients with type 2 diabetes in a medically underserved population, Fan
and colleaguefound that patients with limited health literacy had increased
unintentional nonadherence to medications compared with patients with
adequate health literacy; however, intentional medication nonadherence was
not related to health literacy in this study. Patients with limited health literacy
may have difficulty understanding medical information and may lack the self-
efficacy (i.e., confidence in one’s skills) to be actively involved in their own
health care?'° Due to the stigma that can be associated with limited health
literacy, some patients may also experience feelings of shame, thereby not
discussing their difficulties within the health care system or not seeking assis-
tance when needeéi*?

Prior research studies have also suggested that health literacy impacts
provider-patient communication.!3-*> One context in which this has been
examined is the effect of health literacy on the decision-making process (e.g.,
the process of making treatment decisions in a clinical appointmerf) In
a study of 576 primary care patients from a medically underserved popu-
lation, Seo and colleagués found that those patients with adequate health
literacy were almost twice as likely than those with limited health literacy to
prefer an active role in decision-making. The authors suggested that patients
with limited health literacy may be unaware of their options to participate in
decision-making, instead believing that their providers know the best course
of action. They recommended that providers should clearly provide contex-
tual information and available options to patients as part of decision-making
processes, as improved communication may facilitate patients’ informed
decision-making. While some patients may ultimately prefer to leave deci-
sions to their providers, they may still want to be engaged in the decision-
making process® However, research on the relationship between health
literacy and decision-making preferences is limitet1°-2°Most prior stud-
ies have been framed around disease-specific conteX%!6.20-24have largely
examined white, highly educated, and female populatior{g?.19.20.23-2fgr have
not specifically assessed patients’ preferences for how they would like to
make decisions%?4-26Therefore, examination of decision-making preferences
among medically underserved groups is particularly needed as research sug-
gests that shared decision-making interventions may provide greater benefits
for disadvantaged groups.”#7

It is critical to highlight that the effects of health literacy on individuals’
health knowledge, use of health services, and health outcomes are thought
to be based on interactions between patients’ skill levels and the demands
of health care and social systenig? Previously, patients’ skills have received
more attention in health literacy research and practice than have attributes of
health care organizations. A 2012 report from the IOM Roundtable on Health
Literacy drew new attention to the importance of examining the attributes
of a health-literate organization (i.e., an organization that makes it easier
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for people to navigate, understand, and use information and services to take
care of their health)?® Organizational attributes include having a respectful
health care environment and having quality provider-patient communication.
However, little research has compared the relative importance of patients’
health literacy skills and organizational attributes in shaping patient-reported
outcomes of care.

Prior work has suggested that patients’ interactions with health care staff
are important to their outcomesi®3! and having a respectful workforce that
avoids stigmatizing patients with limited health literacy has been identified
as a key attribute of health-literate organizations? However, little is known
about the importance of frontline staff members, such as front desk staff, as
part of a health-literate workforce. Front desk staff have been described as
the face of a health care setting, strongly informing patients’ impressions of
the organization®? These staff members have many important roles, includ-
ing helping patients to access health care, to complete medical and insurance
forms, to make appointments, and to obtain prescriptions. Some atten-
tion has been given to the importance of training staff in communication
skills.3334 However, few studies have focused specifically on training staff in
organizational attributes important to health literacy, such as the creation of
a respectful and shame-free environmeft3>3¢The findings from an ethno-
graphic research study showed the important role that receptionists play in
quality and safety of repeat prescribing of medications in general practiég,
and authors of an intervention study examined the effects of health literacy
training of office staff on their knowledge and intentions®

The quality of provider-patient communication is another attribute of
health-literate organizations suggested to affect patient outcom&s?38-40
Many aspects of provider-patient communication may be important to this
attribute of a health-literate organization. For example, patient question
asking can enhance patient satisfaction and recall of information provided
during an appointment#* Prior research has shown that interventions that
improve patients’ question asking—such as providing patients with a list of
questions that they can ask or with a training to improve their communica-
tion skills—can increase adherence to treatment recommendations and other
medical outcomeg®4>-4>Qutside of the research setting, the importance of
patient engagement and question asking has also been emphasized by health
educators and others working in the field of health literac§t4647

In a study conducted with a randomly selected statewide sample of 3,358
English-speaking adult residents of Missouri, Kaphingst and colleaguis
examined the impact of patients’ health literacy and the attributes of a health-
literate organization on two patient-reported outcomes: whether respondents
reported knowing more about their health and whether they reported making
better choices about their health following their last doctor visit. The authors
found that, in a multivariable logistic regression model controlling for self-
reported health, having a personal doctor, number of chronic conditions,
health insurance, and sociodemographic characteristics, respondents who had
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a good front desk experience were 2.63 times as likely (95% confidence inter
val [CI]: 2.12, 3.26) and those who brought questions were 1.73 times as likely
(95% CI: 1.32, 2.28) to report knowing more about their health after seeing
a doctor. In a second multivariable model controlling for the same variables,
respondents who had a good front desk experience were 1.58 times as likely
(95% ClI: 1.27, 1.96) and those who brought questions were 1.68 times as likely
(95% CI: 1.30, 2.17) to report making better choices about their health after
seeing a doctor. Patients’ health literacy skills were not associated with either
outcome. Therefore, the results of this study indicated that the attributes of
a health care organization may be more important to patient knowledge and
health behavior outcomes than patients’ health literacy skills. The authors
commented that these findings support and focused research to examine the
effects of health care system organizational attributes on patient outcomes
and to develop system-level interventions that might improve patient healf.

The findings from the study by Kaphingst and colleagues support the con-
cept that key attributes of a health-literate organization potentially impact
patient-reported outcomes of care. An important next step is to examine, how
these organizational variables affect patient care. For example, is the effect of
experiences with front desk staff on patient-reported outcomes due to spe-
cific interactions with front desk staff, frustration with the larger health care
system, or a combination? One mechanism by which interactions with front
desk staff might impact patient outcomes is suggested by the finding that hav-
ing a good front desk experience was a stronger predictor of learning from a
doctor visit than of making better choices after the visit. A possible explana-
tion for this finding is that a person’s emotional response to a negative front
desk experience might adversely affect the person’s ability or motivation to
process information in a doctor’s visit occurring just after this experiencé.

The results also highlight the importance of patient engagement in the
medical encounter through bringing questions to the visit. Although inter
ventions to encourage patient question asking (e.g., a list of questions to ask)
have not always affected patient behavior$, some studies have shown that
patient question asking can affect patient knowledge, satisfaction, adherence
to recommendations, and the quality of provider-patient interactiong344:48
Patients with limited health literacy have a complex array of communication
challenges® which could impact their interactions with providers!446.:49.50
The findings from Kaphingst and colleagues suggest that patient engage-
ment through question asking is important for patients with varying levels
of health literacy skills?® supporting a universal approach of encouraging all
patients, not just those with limited health literacy skills, to bring questions
to doctor visits.3647

Measurement of health literacy

A number of different measures of health literacy have been developed.
These measures can be divided into two types: objective measures that ask
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respondents to complete a series of health literacy tasks and subjective
measures that ask them to self-report their level of skills. No true “gold
standard” measure exists, although the Test of Functional Health Literacy in
Adults (TOFHLA) 5t is often used as suck?. Because the full version of the
TOFHLA requires 22 minutes to complete, a shorter version is often used,
the Short Test of Functional Health Literacy in Adults (S-TOFHLA). > The
S-TOFHLA is comprised of two multiple-choice reading comprehension pas-
sages* In each passage, every 5th to 7th word is deleted; patients must choose
from among four choices the word that best completes the sentence, a method
called a modified Cloze procedur& The S-TOFHLA is a timed test with a
maximum of 7 minutes to complete; scores range from 0 to 36. The results
are generally categorized into the following categories: adequate health lit-
eracy (S-TOFHLA score > 22), marginal health literacy (score 17-22), or
inadequate health literacy (score 0-16). The S-TOFHLA is primarily a test of
reading comprehension, although a numeracy (i.e., number skills) component
is available.

Another common objective health literacy measure is the Rapid Estimate
of Adult Literacy in Medicine (REALM). %57 In the full version of the
REALM, patients are asked to read aloud a list of 66 health-related words
and are scored on the number of words pronounced correctly. Shorter ver
sions of the REALM are often used, such as the Rapid Estimate of Adult
Literacy in Medicine-Revised (REALM-R). % For the REALM-R, patients
are asked to read a list of eight health-related words and are scored on the
number of words pronounced correctly. For the REALM-R, a score of 6
or less is generally considered to be limited health literacy. The REALM
and REALM-R are considered to be measures of word recognition, which is
related to reading comprehensiof? A third commonly used objective health
literacy measure is the Newest Vital Sign (NVS), a health literacy screefer.
The NVS is based upon a nutritional label that is given to participants to
view. Patients are verbally administered six questions about the label. A eor
rect score of 4 to 6 is considered adequate health literacy, 2 to 3 is considered
possible limited health literacy, and 0 to 1 is considered high likelihood of
limited health literacy> The NVS assesses numeracy skills and document
literacy skills.

However, these measures have some time and staffing limitations that
limit the feasibility of their use in fast-paced clinical settings, including the
time required for the assessments and the requirement for verbal administra-
tion by trained staff. Therefore, subjective assessments, often called Single
Iltem Literacy Screener (SILS) items, have been developed. SILS items are
self-administered brief screening questiol%.62 For example, common items
are the following: (1) “How often do you have problems learning about your
medical condition because of difficulty understanding written information?”
(2) “How confident are you filling out forms by yourself?” and (3) “How often
do you have someone (like a family member, friend, hospital/clinic worker,
or caregiver) help you read hospital materials? In a study analyzing data
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from patients in an urban academic emergency department (425 patients) and
a primary care safety net clinic (486 patients), Goodman and colleag6es
showed that two of the SILS combined with basic patient demographic infer
mation (i.e., age, gender, race) significantly improved the ability to identify
patients with inadequate health literacy compared with demographic infer
mation alone.

The choice of best health literacy measure to use depends upon factors
such as the mode of administration, educational topic, whether self-reported
skills are of interest, and time available. Because the S-TOFHLA, REALM,
and NVS require in-person administration, they are generally not appropri-
ate for use in questionnaires to be completed by telephone, online, or on
paper. SILS items can be administered across different modes of administra-
tion because these items do not require a person to administer them. Studies
focused on nutrition might use the NVS, which is based on a nutritional
label. SILS items assess self-reported skills, whereas the other measures are
based on actual literacy tasks. The time required to administer the measures
varies, with the S-TOFHLA generally requiring the most time. Pilot testing
the measures with a target audience can assist in the selection of the best
measure.

Recommendations for materials development

In order to meet the needs of patients with varying health literacy levels, a
number of recommendations have been made for the development of written
materials. The use of plain language, or strategies focused on clear and sim-
ple communication® may improve comprehension of written information.
For example, various recommendations have been made for the use of plain
language strategies in developing informed consent forr#fs® The National
Institutes of Health recommends writing consent documents at an eighth-
grade reading levef’ Other guidelines have emphasized the use of plain lan-
guage strategies such as providing graphics and images to supplement text,
presenting topics in a clear and descriptive way, and providing adequate white
space throughout the document® 68

Doak et al.%® developed a series of guidelines for the design of health-
related materials to improve their readability, describing optimal strategies
for organization, writing style, and layout of health information. These guide-
lines address the following:

1. Content (i.e., evident purpose, content about behaviors, limited scope,
summary or review included),

2. Literacy demand (i.e., reading grade level, use of active voice, use of com-
mon words, providing context first, use of headers and “road signs”),

3. Graphics (i.e., purpose shown in cover graphic, type of graphics, relevance
of illustrations, explanations for lists and tables, captions for graphics),

4. Layout and typography factors,
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5. Learning stimulation and motivation (i.e., use of interaction, behaviors
modeled, motivation addressed), and

6. Cultural appropriateness (i.e., match in logic, language, and experience to
audience; appropriate cultural images and examples).

These guidelines can assist both in the development of new materials and in
the assessment of existing written material%’*

Research example: Health literacy and genetics

The health literacy framework has been used to conduct research in a num-
ber of areas of health. A recent area of interest has been in the use of new
genetic technologies. This section will describe research on health literacy and
genetics, organized according to the IOM’s components of health literacy.
Much of the research conducted in this area has examined conceptual knowl-
edge related to geneticg These prior studies have found substantial gaps in
genetics-related knowledge in the general publi¢.For example, qualitative
research has shown that although individuals may be familiar with genetics-
related terms, they have limited understanding of the underlying concepts’®
Results from larger quantitative studies support this conclusion about gaps in
knowledge. In a telephone survey conducted with 1,009 adulfsthe authors
found that although most respondents were aware of the connection among
genes, inheritance, and disease risk, significantly fewer understood the biolog-
ical mechanisms underlying these relationships. Haga and colleagfidsund
that 300 adults from the general public had higher knowledge about inheri-
tance and causes of disease than they had biological knowledge about genes,
chromosomes, and cells. However, research on knowledge about genetics that
is conducted among medically underserved populations and patient popula-
tions with limited health literacy is still scant.

Although the question of how health literacy affects written and oral com-
munication of genetic information has received less attention than levels of
genetic knowledge in the public, a few prior studies have examined this issue.
In a study conducted with 163 posttreatment breast cancer patients, Lillie and
colleague® found that, after reading written information about a genetic test,
individuals with lower health literacy had lower recall of the information and
lower preference for active participation in decision-making about the test. In
a subsequent study, the research team found that health literacy impacted how
women interpreted visual risk information about recurrencé? In their work
on oral communication, Erby and colleagues developed a genetics-related
word recognition measure called the Rapid Estimate of Adult Literacy in
Genetics (REAL-G), based on the REALM described previously in the chap-
ter.5781 The authors found that individuals with lower REAL-G scores had
lower knowledge scores after viewing videotaped genetic counseling sessions,
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suggesting less learning from verbally presented genetic informati®nThis
research team also found that more difficult oral language during a genetic
counseling session was associated with less patient satisfactofihese prior
studies have, therefore, indicated that individuals with limited health literacy
may understand less from written and oral communication about genetic
information and may engage less in discussions with health care providers
about the information.

The increasing importance of genetic information in clinical care height-
ens the need to examine how individuals understand and communicate about
this information. On the basis of a conceptual framework of genetics-related
health literacy, Kaphingst and colleagued examined whether health lit-
eracy was related to knowledge, self-efficacy, and perceived importance of
genetics, family health history, and communication about family health his-
tory in a medically underserved populatiorf? The sample was composed of
624 patients at a primary care clinic at a large urban hospital. About half of
participants (47%) had limited health literacy as assessed by the REALM-R,;
55% had no education beyond high school, and 58% were black, 32% were
white, and 10% other race. In multivariable models, limited health literacy was
associated with lower genetic knowledge ( = 0.55; SE = 0.10, ¢ 0.0001),
lower awareness of family health history (odds ratio [OR] = 0.50; 95% CI =
0.28, 0.90, p= 0.020), greater perceived importance of genetic information
(OR =1.95; 95% CI =1.27, 3.00, p 0.0022), but lower perceived importance
of family health history information (OR =0.47; 95% CI = 0.26, 0.86, = 0.013)
and more frequent communication with a doctor about family health his-
tory (OR = 2.02; 95% CI = 1.27, 3.23, p = 0.0032). These findings highlight
the importance of considering domains of genetics-related health literacy
(e.g., knowledge, oral literacy) in developing educational strategies for genetic
information. 2

Conclusions

Research has shown health literacy to be an important determinant of indi-
viduals’ health-related knowledge, utilization of health care, and health out-
comes. This chapter summarized the state of this evidence and described
approaches to measurement of health literacy, and development and evalua-
tion of written materials. The usefulness of the health literacy framework was
presented in a case study of current research on genomics and health literacy.
This chapter has also summarized a number of areas in which additional
research is needed. In particular, research is needed to better understand the
health-literate attributes of health care organizations and how intervention
approaches can modify these attributes to improve the health of patients.
Continuing to expand this area of research is critical to moving the under
standing of health literacy and its impact on health forward.
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Activity

When creating print materials, it is important to consider the audience and how
to communicate the information most effectively. The provided checklist details
the components of four principles for developing a plain language materi&.
Consider the nutrition label (https://www.nhlbi.nih.gov/health/educational

Iwecan/eat-right/nutrition-facts.htm) 84 go through the checklist, and, using exam-
ples from the nutrition label, decide whether each principle on the checklist is
reflected. For each principle, give an example of (1) why the nutrition label met
the criteria on the checklist or did not meet the criteria on the checklist, and (2) a
recommendation of how the nutrition label could be improved to better meet
the needs of a person who may have limited reading and communication skills.

BOX 6.1 CHECKLIST FOR EASY-TO-
UNDERSTAND PRINT MATERIALS

PRINCIPLE 1: CONTENT/STYLE

* The material is interactive and allows for audience involvement.

* The material presents “how-to” information.

» Writing reflects peer language whenever appropriate to increase
personal identification and improve readability.

» Words are familiar to the reader. New words are defined clearly.

* Sentences are simple, specific, direct, and written in the active
voice.

* Each idea is clear and logically sequenced (from the reader’s
perspective).
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» There are a limited number of concepts in each piece.
» The writer uses concrete examples rather than abstract concepts.
» Text highlights and summarizes important points.

PRINCIPLE 2: LAYOUT

» The material uses advance organizers or headers.

» Headers are simple and close to text.

» Layout balances white space with words and illustrations.

» Text features both upper- and lowercase letters.

» Underlining or bold formatting—not caps—provides emphasis.

» The font selection (design, size) is easy to read. Opt for a 12-point
font or larger size.

PRINCIPLE 3: VISUALS

» Visuals are relevant to text, meaningful to the audience, and
logically located.

« lllustrations and photographs are simple and free from clutter
and distraction.

» Visuals use age-appropriate images.

« lllustrations show familiar images that reflect cultural context.

» Visuals (graphics, photos) have captions written with active
verb constructions. Each visual is illustrative and is directly
related to 1 message.

» Visual elements (e.g., photographs without background detail,
shaded line drawings, and simple line drawings), are shown to
be appropriate and conducive to information retention in pre-
testing with the audience.

* Cues (e.g., circle or arrows) highlight key information.

» The color palette is appealing to audience members during
pretesting.

PRINCIPLE 4: READABILITY

» Readability analysis has been carried out to determine reading
level.

(Adapted from Clear & Simple. National Institutes oHealth.
https://www.nih.gov/institutes-nih/nih-office-director/office
-communications-public-liaison/clear-communication/clear-simple

~
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SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. What is health literacy?
a. Ability to read brochures about health
b. Ability to read medicine bottles
c. Ability to read and understand scholarly medical journals
d. Ability to understand and use basic health information in
order to make appropriate health decisions

2. Health literacy affects a person’s ability to
a. Fill out complex forms
b. Engage in self-care and chronic disease management
c. Share personal information, such as health history
d. All of the above

3. Most Americans have health literacy.
a. Proficient
b. Intermediate
c. Basic
d. Below basic

4. Which is NOT an assessment of health literacy?

a. REALM
b. NVS

c. TOFHLA
d. NHANES

5. Health literacy depends on .
a. Solely the patient’s literacy level
b. Solely the physician’s ability to communicate
c. Both the patient and the physician
d. None of the above

6. About of adults in the United States have limited
health literacy.
a. 50%
b. 25%
c. 36%
d. 80%
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. Providing patients with a list of questions can increase adher

ence to treatment recommendations and other medical

outcomes.
a. True
b. False

. Lower health literacy is associated with all of the following

EXCEPT .

a. Low health knowledge

b. Poorer self-reported health

c. Lower rates of hospitalization

d. Less uses of preventative health services

. Which of the following is not a plain language strategy?

a. Providing graphics and images to supplement text
b. Presenting topics in a clear and descriptive way

c. Providing adequate white space throughout the document
d. Standard presentation of statistical data

Patients with limited health literacy are more likely to partici-
pate in health decision-making.

a. True

b. False



7 Evidence-based public health

Sandra C. Hayes

LEARNING OBJECTIVES

» Define evidence-based public health.

e Describe key sources and types of evidence.

e Describe public health programs or policies that are based on
strong or weak evidence.

» Describe some of the barriers to evidence-based decision-making
in public health practice.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

. What are some different types of evidence?

2. What is the purpose of using evidence-based public health
methods?

3. What types of evidence are characterized as strong in evidence-

based public health?

=

What is evidence-based public health?

Evidence-based public health (EBPH) has been defined as “the development,
implementation, and evaluation of effective programs and policies in public
health through the application of principles of scientific reasoning, includ-
ing systematic uses of data and information systems, and appropriate use of
behavioral science theory and program planning model$’EBPH is a term
used to describe the methodology that is used by public health practitioners
to evaluate the effectiveness of public health programs, practices, and poli-
cies. Evidence-based public health can also support the decision to choose a
specific course of action and determine how resources should be distributed.
EBPH has its origins in clinical epidemiology and evidence-based medi-
cine.Clinical epidemiology is the application of the principles and methods of



Evidence-based public health133

epidemiology to conduct, appraise, or apply clinical research studies focusing
on prevention, diagnosis, prognosis, and treatment of disease. Evidence-based
medicine is the intentional use of modern, best evidence in making patient
care decisions. Public health professionals began to use EBPH during the
1970s and 1980s out of the concern that expert reviews and recommendations
from expert panels frequently failed to include relevant studies and produced
suboptimal conclusions. These reports and studies did not demonstrate which
aspects of health care practices were associated with better health outcofnes.

Why is EBPH important?

EBPH is important because it can be used to make decisions based on data
that demonstrate which strategies work, that increase the likelihood of success-
ful programs and policies being implemented, that improve workforce produc-
tivity, and that lead to more efficient allocation and utilization of public and
private resources:®* Some of the primary characteristics of EBPH include the
following: (1) utilization of the best available data to make decisions, (2) imple-
mentation of a system to utilize data and information systems, (3) application of
models that often have a foundation in behavioral science theory, (4) engagement
with the community in the decision-making and assessment process, (5) inclu-
sion of the use of sound evaluation to determine whether program objectives
have been achieved, and (6) dissemination of what is learned to key stakeholders
and decision makers.EBPH is used in different ways. Practitioners use it for
program planning and internal policies, local managers use it to make decisions
about which programs to support, and senior managers within government and
health care organizations use it to set priorities and make policy and funding
decisions’ Figure 7.1 displays the process of evidence-based practice.

Find the best
De ne the evidence from the
problem literature

Critically
appraise tle
Evaluate the evidence fo
results validity and
relevance

Apply the
evidence to
practice

Figure 7.1 Process of evidence-based practice. (Adapted from Sackett, DL et,
JRSocMed.,88(11):620-624,1995; Sibbald, WJ,CritCareClin., 14389-5581998.)
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Using data and information systems systematically

The first step in the EBPH process is to define the problem. This is done using
a validated community health assessment tool. Validation involves establish-
ing that the instrument produces data that are reliable and true. The informa-
tion gathered from the needs assessment allows the public health program or
policy to be tailored and implemented in a way that increases the likelihood
of achieving the desired outcomes.

The community needs assessment, the most common tool used to identify
community health needs, is the initial interaction with the community. It cre-
ates a clear, mutual plan of action between the practitioner and community.
The community health assessment, in combination with a thorough review
of the scientific literature, can be used to identify interventions, programs,
and policies that have been effective in addressing the identified needs, avail-
able resources, and existing gaps. It also outlines the indicators that should be
tracked to determine whether and how the public health program or policy
contributed to change. Because a large amount of data is collected during
the assessment process, it is important for practitioners to know how to syn-
thesize, interpret, and evaluate the data in order to identify the best available
evidence.

Making decisions using the best available data
Peer-reviewed studies

One strategy for selecting evidence is to search for peer-reviewed studies. The
term “peer-reviewed” refers to information that has been reviewed by peer
researchers in the field before the information is published, usually in a jour
nal. Different scientific disciplines have different mechanisms for determining
which journals are legitimately peer reviewed. The basic criterion is that there
is a standardized method of peer review before a manuscript goes to publica-
tion. Typically, the journal editor will assign a manuscript to a small group
of individuals who have been recognized as experts in the relevant field. The
reviewers evaluate the manuscript submission and provide detailed criticism
of the paper along with a recommendation to reject, accept with major revi-
sions, accept with minor revisions, or accept as is. It is rare to get an “as is”
acceptance in the first round of manuscript review.

When sources of information are being sought, considerations must be
made regarding the quality of the sources, even among peer-reviewed jour
nals. It is important to understand that some peer-reviewed journals do not
hold the same weight as others in the scientific community. Small or obscure
journals may follow the rules and gain recognized peer-reviewed status but
may have a low bar for acceptance because they are desperate for submis-
sions. Therefore, an important consideration in determining the quality of the
source is the knowledge of where the paper was reviewed and published. In
addition, the potential bias of peer reviewers might be a factor in the sources
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that are available. Peer reviewers may be biased against studies that contradict
their own research or personal beliefs. Therefore, they may tend to select stud-
ies in their favored direction and may be hesitant to accept a submission that
directly contradicts something they have published.

Data collection tools

Data collection tools may be quantitative or qualitative. These tools can be
customized to depict the specific needs of a community, to create new sources
of data, and to obtain data that may already exist. Examples of data collec-
tion tools include telephone, mail, online, or face-to-face surveys that collect
self-reported data from community members. The types of questions, descrip-
tions, advantages, and disadvantages of each can be found in Table 7.1.

Sources of public health data include health data tools and statistics, data
from local public health departments (e.g., vital statistics, county health rank-
ings, and disease registries), and data from the United States Census Bureau.
These sources of data are expounded upon below.

» Health Data Tools and Statistics: This data portal was created through a
collaboration of U.S. government agencies, public health organizations,
and health sciences libraries and provides links to health statistics and
datasets as well as resources to support data collection.

« NHANES: The survey is a series of studies designed to assess the health
and nutritional status of adults and children in the United States. It is
unique in that it combines interviews and physical examinations.

* NHIS: The survey data cover a broad range of health topics and are col-
lected through personal household interviews. Survey results have been
instrumental in providing data to track health status, health care access,
and progress toward achieving national health objectives.

* Local, state, and national public health agencies: Local health depart-
ments are city, county, metropolitan, district, and tribal government
agencies. There are approximately 2800 local health departments across
the United States! Every day, local health departments work to protect
and promote health and well-being for all people in their communities.
Data obtained from local public health departments include vital statis-
tics, county health profiles, and disease registries.

» U.S. Census Bureau: Health statistics are very important in measuring
the nation’s overall health status. The Census Bureau provides accurate,
detailed, and up-to-date statistics—covering people and businesses—
relating to health in America.

Monitoring the health status of populations is a core function of all pub-
lic health agencies but is particularly important at the municipal and com-
munity levels, where population health data increasingly are used to drive
public health decision-making and community health improvement efforts.
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Unfortunately, most local health jurisdictions lack important data for devel-
oping population health profiles, such as data on chronic disease prevalence,
quality of life, functional status, and self-perceptions of health status. In addi-
tion, data on important determinants of health, including health behaviors
and access to health care services, are rarely available locally.

Data on the important determinants of health are frequently collected
in national and state surveys (e.g., the NHIS and the BRFSS) and provide
critical information to assess progress toward achieving state and national
health objectives. The surveys rarely serve local data needs, however, because
of insufficient sample size and lack of flexibility to address local health issues.

Qualitative methods

Qualitative methods can help to provide a comprehensive snapshot of a com-
munity by answering the “how” and “why” of an issue. (See Chapter 11 for
an extensive discussion of qualitative methods.) Examples of qualitative data
collection methodology include simple observation, interviews, focus groups,
photovoice, community forums, and listening sessions. This methodology
involves the verbatim creation of transcripts, the development of data-sorting
categories, and iterative sorting and synthesizing of data to develop sets of
common concepts or themes.

Quantitative methods

Quantitative methods in evidence-based public health (i.e., data in numerical
quantities) can take many forms, ranging from scientific information in peer-
reviewed journals, to data from public health surveillance systems, to evalu-
ations of individual programs or policies®'° (See Chapter 10 for a discussion
of quantitative methods.)

There are advantages and disadvantages of each data collection method.
No single source of data is best. Most often, strategies that utilize both quali-
tative and quantitative methods are needed to fully understand a problem and
its best potential solutions!! Clinicians, agency heads of health and social
services agencies, and community members can all serve as key informants or
participants in group discussions.

Applying program-planning framewaorks (that often have a
foundation in behavioral science theory)

The most successful public health interventions are supported by an evidence-
based health behavior theory. Health behavior theories are grounded in an
understanding of health behaviors and the context in which they occur.
Therefore, interventions to improve health behavior must be created and
implemented with a clear knowledge of relevant theories of behavior change
and the ability to apply them appropriately.
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The science and art of using health behavior theories reflect a combina-
tion of approaches, methods, and strategies from social and health sciences.
Collectively, this broad range of perspectives from social and behavioral sci-
ences are referred to as “social and behavioral science thed®/® Some com-
mon health behavior theories and models are included in Table 7.2.

The logic model as a planning tool

The logic model is an important planning tool in EBPH. Logic models pro-
vide a graphic way to incorporate the concepts of health behavior theories.
They visually demonstrate the association between program activities and
their intended short-term objectives and long-term goals. The logic model is
important because it summarizes key program elements, explains the ratio-
nale behind program activities, clarifies intended outcomes, and provides a
communication tool.

Engaging the community in assessment and decision-making

Community engagement has been defined over the last two decades in several
different ways!# One definition of community engagement is “the process of
working collaboratively with relevant partners who share common goals and
interests.”> It involves “building authentic partnerships, including mutual
respect and active, inclusive participation; power sharing and equity; mutual
benefit or finding the ‘win-win’ possibility” in the collaborative project.1®
The emphasis on community engagement acknowledges that communities
have important knowledge and valuable experience to add to public stake-
holder discussions. (Also, see Chapters 1 and 3 for discussions of community
engagement.)

Community-based participatory research (CBPR) is an evidence-based
public health tool that involves a partnership of researchers and commu-
nity members and a willingness to expand or reframe research questions to
increase their relevance to community members. CBPR builds long-term rela-
tionships that outlast any specific research project; these relationships form
the foundation of a sustained conversation that includes two-way communi-
cation and shared decision-making.

Conducting sound evaluations to determine programmatic success

Evaluation is used to answer questions about program effectiveness, imple-
mentation, and outcomes’ Evaluation should begin when a community
assessment is initiated and continue across the life of a program to ensure
proper implementation of the program or intervention. Formative, process,
impact, and outcome evaluation are four basic types of evaluation used to
assess success in achieving program objectives.
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Table 7.2 Common health theories and models

Theory/model Description Key constructs

Individual

Health belief For people to adopt Perceived susceptibility
model recommended physical activity Perceived severity

Stages of change
(transtheoretical
model)

Interpersonal

Social learning/
social cognitive
theory

Theory of
reasoned action

behaviors, their perceived threat
of disease (and its severity) and

benefits of action must
outweigh their perceived
barriers to action

In adopting healthy behaviors
(e.g., regular physical activity)
or eliminating unhealthy ones
(e.g., watching television),

people progress through 5 levels

related to their readiness to
change—pre-contemplation,
contemplation, preparation,
action, and maintenance. At
each stage, different
intervention strategies will help
people progress to the next
stage

Health behavioral change is the
result of reciprocal
relationships among the
environment, personal factors,
and attributes of the behavior
itself. Self-efficacy is one of the
most important characteristics
that determine behavioral
change

For behaviors that are within a
person’s control, behavioral
intentions predict actual
behavior. Intentions are
determined by two factors—
attitude toward the behavior
and beliefs regarding other
people’s support of the
behavior

Perceived benefits of action
Perceived barriers to action

Cues to action
Self-efficacy

Pre-contemplation
Contemplation
Preparation
Action
Maintenance

Self-efficacy
Reciprocal determinism
Behavioral capability
Outcome expectations
Observational learning

Attitude toward the
behavior

Outcome expectations

Value of outcome
expectations

Subjective norms

Beliefs of others

Desire to comply with
others

(Continued)
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Table 7.2 (Continued) Common health theories and modefs

Theory/model

Description

Key constructs

Theory of
planned action

Community level

Community
organization
model

Ecological
approaches

Organizational
change theory

Diffusions of
innovation
theory

People’s perceived control over
the opportunities, resources,
and skills needed to perform a
behavior affect behavioral
intentions, as do the two
factors in the theory of
reasoned action

Public health workers help
communities identify health
and social problems, and they
plan and implement strategies
to address these problems.
Active community participation
is essential

Effective interventions must
influence multiple levels
because health is shaped by
many environmental
subsystems, including family,
community, workplace, beliefs
and traditions, economics, and
the physical and social
environments

Certain processes and strategies
might increase the chances that

healthy policies and programs
will be adopted and maintained
in formal organizations

People, organizations, or
societies adopt new ideas,
products, or behaviors at
different rates, and the rate of
adoption is affected by some
predictable factors

Attitude toward the
behavior

Outcome expectations

Value of outcome
expectations

Subjective norms

Beliefs of others

Desire to comply with others

Perceived behavioral
control

Social planning
Locality development
Social action

Multiple levels of influence
Intrapersonal
Interpersonal

Institutional

Community

Public policy

Definition of problem
(awareness stage)
Initiation of action
(adoption stage)
Implementation of change
Institutionalization of
change
Relative advantage
Compatibility
Complexity
Trialability
Observability

a  The examples of individual, interpersonal, and community-level theories of models of health
behavior have been summarized from the following source: U.S. Department of Health and
Human Services, Physical Activity Evaluation Handbook, Department of Health and Human
Services, Centers for Disease Control and Prevention, Atlanta, GA, 2002, Appendix 3, p. 43.
(http://www.cdc.gov/nccdphp/dnpa/physical/handbook/pdf/handbook.pdf)
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Formative evaluation is conducted to decide whether an element of the
intervention (e.g., materials, messages) is feasible, appropriate, and meaning-
ful for the target population.'® For example, a quality improvement interven-
tion allows patients at a primary care practice to obtain laboratory results
through a secure Web portal. As part of a formative evaluation, a finding
might be that patients either were not notified when their laboratory results
became available or had difficulty logging into the portal. Formative evalu-
ations provide findings such as these to practices and program sponsors on
an ongoing basis, along with specific recommendations on how to improve
patient access. In this example, this information could be used to refine the
intervention by sending e-mail alerts to patients when new lab results are
entered?®

Process evaluation assesses whether a program is being implemented in
accordance with the established work plan, rather than the effectiveness of
that program.!® Process evaluation is important to help distinguish the causes
of poor program performance. For example, was the program a bad idea, or
was it a good idea that could not reach the standard for implementation set
by the program? In all cases, process evaluations measure whether actual pro-
gram performance was faithful to the initial plan. Such measurements might
include contrasting actual and planned performance along all or some of the
following: 20

e The locale where services or programs are provided (e.g., rural, urban).

e The number of people receiving services.

e The economic status and racial/ethnic background of people receiving
services.

e The quality of services.

e The actual events that occur while the services are delivered.

e The amount of money the project is using.

e The direct and in-kind funding for services.

e The staffing for services or programs.

e The number of activities and meetings.

e The number of training sessions conducted.

Impact evaluation assesses whether program objectives are being met
and may reflect changes in knowledge, attitudes, behavior, or other inter
mediate outcomes. Validity (the extent to which a measure accurately cap-
tures what it is intended to capture) and reliability (the likelihood that the
instrument will get the same result time after time) are important criteria
for measures used in impact evaluatioff. Impact evaluation can be critical
in assisting administrators and legislators in making policy and funding
decisions.
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Outcome evaluation provides long-term feedback on changes in health
status, morbidity, mortality, or quality of life that can be attributed to an
intervention.'! Depending on the stage of development of the program and
the purpose of the evaluation, outcome evaluations may include any or all of
the outcomes in the sequence, including the followirt:

* The changes in people’s attitudes and beliefs.

» Changes in risk or protective behaviors.

» Changes in the environment, including public and private policies, formal
and informal enforcement of regulations, and influence of social norms
and other societal forces.

* Changes in trends in morbidity and mortality.

Disseminating what is learned to key stakeholders

Dissemination of findings is often overlooked. However, it is imperative for
practitioners to share results with stakeholders, decision makers, and com-
munity members. Dissemination may take the form of formal written reports,
oral presentations, publication in academic journals, or placement of infer
mation in newsletters or on Web sites.

Dissemination of information helps to address important questions.
For example, what is the likely disease burden that might be prevented or
reduced? Which programs and policy options are likely to result in meaning-
ful improvements in health? How will the benefits be distributed among the
affected groups? Which potential solutions are appropriate and feasible for
a specific situation, considering the fit between strategy and the community
context, political and technical feasibility, and cost and cost-effectiveness?
Public health has the potential to inform these decisions but requires the use
of evidence-based research techniques at every stage, from production of pri-
mary studies to synthesis of results across studies and then to translation of
research-tested findings into effective community action. For the health of
the public to be protected and improved, interventions that are based on the
best available scientific evidence must be created and implemented; the exist-
ing scientific evidence base must continually be improved and expanded; and
the use of the best available, science-tested programs and policies must be
promoted.??

Levels of evidence

The levels of evidence illustrate how the relative weight of available evidence
can be attributed to a particular study design. Typically, the higher a meth-
odology is ranked (Figure 7.2), the more robust it is expected to be. On one
end of the spectrum lies meta-analysis, a quantitative review synthesizing the
results of a number of similar trials to produce a result of higher statistical
power. Meta-analysis is thought to provide a high level of evidence. At the
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Systemic reviews and meta
analyss

Randomized, controlled trials
with de nitive results

Randomized, controlled trials
with nonde nitive results

Cohort studies

Case-ontrol studies

Cross-setional surveys

Casereports

Figure 7.2 Hierarchy of evidence. (Adapted from Guyatt, GH et al., JAMA,
274:1800-4, 1995.)

other end of the spectrum lie observational studies, thought to provide the
weakest level of evidence. Common evidence-based public health resources
can be found in Table 7.3.

Concerns

Although the hierarchy presented in this text is widely accepted within the sci-

entific community, some concerns exist regarding how the evidence is ranked.
Studies should be selected with ethical considerations in mind. For example, in
accordance with the hierarchy of evidence, randomized studies are considered
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Table 7.3 Common evidence-based public health resources

Resource

Description

The Cochrane Public
Health Group (CPHG)

Evidence for Policy and
Practice Information and
Coordinating Centre
(EPPI-Centre)

Guide to Community
Preventive Services
(Community Guide)

National Registry of
Evidence-Based
Programs and Practices
(NREPP)

The CPHG, formerly the Health Promotion and Public
Health (HPPH) Field, aims to work with contributors
to produce and publish Cochrane reviews of the
effects of population-level public health interventions

The EPPI-Centre is part of the Social Science Research
Unit (SSRU), Institute of Education, University of
London. The EPPI-Centre was established in 1993 to
address the need for a systematic approach to the
organization and review of evidence-based work on
social interventions

Developed by a nonfederal Community Preventive
Services Task Force (Task Force), appointed by the
Director of the Centers for Disease Control and
Prevention (CDC). This group was convened in 1996 by
the Department of Health and Human Services to
provide leadership in the evaluation of community,
population, and health care system strategies to address
a variety of public health and health promotion topics

NREPP is a searchable database of interventions for
the prevention and treatment of mental and substance
use disorders. The Substance Abuse and Mental
Health Services Administration (SAMHSA)
developed this resource to help people, agencies, and
organizations implement programs and practices in
their communities

most robust. However, it would, in many cases, be unethical to perform an RCT
to assess risk factor exposure. In this case, a cohort study would be necessary to
determine whether a participant has been exposed by chance or personal choice.
There has also been debate about where different methodologies are located
within the hierarchy. For example, the RCT has traditionally been regarded as
the most objective method of removing bias and producing comparable groups,
but the technique is often slow and expensive; it produces results that are dif-
ficult to replicate in everyday practice. The strength of a study is influenced by
how robust the study design is. Therefore, a robust observational study may
provide more compelling evidence about a treatment compared to a poorly
designed RCT. The hierarchy focuses largely on quantitative methodologies.
However, in some cases, a qualitative study design may be more appropriate.

How does EBPH practice differ from evidence-based

medical practice?

Important differences can be observed between evidence-based approaches in
medicine and those in public health. First, the type and volume of evidence
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differ. Medical studies of pharmaceuticals and procedures often rely on RCTs
including individuals, the most scientifically rigorous of epidemiologic stud-
ies. In contrast, public health interventions are usually based on data from
cross-sectional studies, quasi-experimental designs, and time-series analyses.
These studies sometimes lack a comparison group and require more caveats
when interpreting the results.

Many RCTs have been used to investigate the effectiveness of medical
treatments?® However, fewer studies have been performed on the effectiveness
of public health interventions because they are difficult to design, and often
results derive from natural experiment$2* Although EBPH has adopted
the term intervention from clinical disciplines, in public health, we seldom
have a single “intervention” but rather a program that involves multifac-
eted approaches to address an issue within a community. Large community-
based trials can be more expensive to conduct than randomized experiments
in a clinic. Population-based studies generally require a longer time period
between intervention and outcome. For example, a study on the effects of
smoking cessation on lung cancer mortality would require decades of data
collection and analysis. Contrast that with treatment of a medical condition
(e.g., an antibiotic for symptoms of pneumonia), which is likely to produce
effects in days or weeks, or even a surgical trial for cancer with endpoints
of mortality within a few years. In addition, the formal training of persons
working in public health is much more variable than that in medicine or other
clinical disciplines?

Future of EBPH

The future of EBPH rests in improving the quality of the evidence base, doing
a better job of engaging communities to assist in developing policies and pro-
grams, and increasing community involvement. Community involvement in
EBPH is most likely to be achieved through CBPR and the establishment of
CABs. In addition, there must be efforts to improve public health assessment
methodology.

Conclusions

EBPH continues to evolve. The successful implementation of EBPH prac-
tice is both a science and an art. EBPH is built on epidemiologic, behavioral,
and policy research, which shows the magnitude of a public health problem
and the interventions that are likely to be effective in addressing the prob-
lem. EBPH involves knowing which information is important to a particular
stakeholder at a particular time. Unlike solving a math problem, significant
decisions in public health must balance science and art because rational,
evidence-based decision-making often involves choosing a single alternative
from among a set of rational choices.
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BOX 7.1 EVIDENCE-BASED PUBLIC HEALTH RESOURCES

* Guide to Community Preventive Services
http://www.thecommunityguide.org/

» Healthy People 2020 Evidence-Based Resource Tool
http://healthypeople.gov/2020/implement/EBR.aspx

» Healthy People 2020 Interventions and Resources
http://www.healthypeople.gov/2020/TopicsObjectives2020/

» The Campbell Collaboration
http://www.campbellcollaboration.org/

 Clinical Practice Guidelines (AHRQ)
https://www.ahrg.gov/professionals/clinicians-providers
/guidelines-recommendations/index.html

» The Cochrane Library
http://www.thecochranelibrary.com/view/0/index.html

» Cochrane Public Health Group
http://ph.cochrane.org/finding-public-health-reviews

» Centers for Disease Control and Prevention
* National Health Interview Survey

https://www.cdc.gov/nchs/nhis/index.htm
* National Health and Nutrition Examination Survey
https://www.cdc.gov/nchs/nhanes/index.htm

» Partners in Information Access for the Public Health Workforce
https://phpartners.org/health_stats.html

* United States Census Bureau
http://www.census.gov/topics/health.html
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Activity

This activity takes about 15 minutes.

Break the class into groups of 4 to 5 members each. Each group should
examine a summary of data used to determine a service or intervention recom-
mendation relevant to the public health issue or community issue of interest.
Given existing data, participants discuss how culture, community resources,
preferences, and norms might affect the implementation of an evidence-based
intervention. Recommendations for future research should be considered.

An edited data summary from the Community Guide is provided below.

CARDIOVASCULAR DISEASE PREVENTION
AND CONTROL: SELF-MEASURED BLOOD
PRESSURE MONITORING INTERVENTIONS FOR
IMPROVED BLOOD PRESSURE CONTROL

A total of 52 studies were conducted around the world: United States
(23 studies), Europe (18 studies), Canada (6 studies), Australia (2 stud-
ies), Brazil (2 studies), and South Korea (1 study).

Randomized controlled trials (49 studies)

Nonrandomized studies (3 studies) in which self-measured blood pres-
sure interventions were compared with usual care.

Common limitations affecting this body of evidence were the loss to
follow-up, insufficient descriptions of the intervention, substantial dif-
ferences between intervention and comparison groups at baseline, and
outcomes that were not clearly defined. Only 3 studies included more
than 500 patients.

All patients who received self-measured blood pressure monitoring
interventions were trained to use blood pressure monitors provided by
the programs, and they measured their blood pressure at home. Patients’
blood pressure readings were delivered to health care providers during
medical visits as self-recorded readings (23 studies), through electronic
transmissions sent directly from blood pressure devices to central data-
bases that providers could access (15 studies), or by mail (5 studies).
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Included study populations consisted primarily of adults aged 18 to
64 years with an even distribution of men and women. Among the 40%
of included studies that reported race/ethnicity, populations primarily
identified as white/Caucasian (median proportion: 72%; 15 studies).
Two studies in which 75% or more of the patients identified as African
American showed favorable blood pressure outcomes, indicating that
self-measured blood pressure monitoring interventions when combined
with additional support can be effective in this population.

Thirty-six studies reported that all patients had uncontrolled blood
pressure at baseline. In the six studies that included patients whose blood
pressure was controlled at baseline, further improvements in blood pres-
sure were shown at follow-up, indicating that self-measured blood pres-
sure monitoring interventions also help patients adhere to treatment
when their blood pressure is under control. Four studies that targeted
populations who had both high blood pressure and diabetes had greater
improvements in blood pressure compared to overall findings, suggest-
ing effectiveness among populations with comorbidities.

(From Community Preventive Services Task Force. Cardiovascular
disease prevention and control: self-measured blood pressure monitoring
interventions for improved blood pressure control. https://www.the
communityguide.org/sites/default/files/assets/CVD-Self-Measured-Blood
-Pressure_4.pdf. Updated July 5, 2016. Accessed January 31, 2017.)

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. public health is the implementation of effective
public health programs and policies through application of
principles of scientific reasoning.

a. Evidence-based
b. Data-based

c. Hypothesis-based
d. Reasoning-based

2. Which of the following is NOT an outcome or purpose of
evidence-based public health?
a. Improves the outcome and utilization of available resources
b. Gains conclusive and indisputable answers to public health
guestions


https://www.thecommunityguide.org
https://www.thecommunityguide.org
https://www.thecommunityguide.org

Evidence-based public health

c. Allows research to connect to the actual implementation of
public health
d. Has the potential to increase knowledge about practice

. Which of the following is a type of evidence?
a. Program evaluations
b. Scientific findings in an academic journal
c. Personal experience
d. All of the above

. Community assessment tools used to identify the public health
problem should
a. Be short
b. Address the biological, physical, and social environment
c. Be validated tools
d. Include an inventory of community resources

. Evidence is NOT .
a. Subject to strict and rigorous rules
b. Pieces of information or knowledge on which a conclusion
can be based
c. Cumulative and time-sensitive
d. Relative to time and place and subject to new discoveries

. Evidence-based public health integrates
to improve the health of populations.

Science and community preference

Science and medicine

Community preference and medicine

Community preference and opinion

ooop

. A randomized controlled trial (RCT) is considered stron-
ger evidence on which to base a public health decision than

A case study
A cross-sectional study
A systematic review
All of the above

ooop

. There are no differences between evidence-based public health
and evidence-based medical practice.
a. True
b. False

151
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9. The four basic types of evaluation used over the course of
evidence-based public health practice include .
a. Formative, impact, outcome, organizational
b. Formative, process, community, outcome
c. Process, outcome, impact, policy
d. Formative, process, impact, outcome
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LEARNING OBJECTIVES

» Develop a public program or intervention.

» Develop SMART goals for programs and projects.
 Identify culturally competent evaluation approaches.
* Understand the importance of evaluation.

» Develop logic models.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

. What does SMART stand for?

. What are the components of a logic model?

. What is program evaluation?

. Why is it important to evaluate your program?

. What are some standard types of program evaluation?

O~ wWNPEF

Introduction

The field of public health contributes to the well-being of individuals, fami-
lies, and communities through the delivery of evidence-based programs and
services. Public health programs are structured activities developed for certain
populations with specific goals in mind. Program activities may cover a range
of services designed to monitor health conditions, empower people through
health education programs, advocate for policies that support the health sta-
tus of individuals and communities, or create opportunities for equitable
access to needed health services.

Effective programs are a result of an intentional procedure that engages
stakeholders in an iterative process that combines planning and evaluation tasks.
A needs assessment typically starts the process by identifying problems. The
assessment phase is followed by a design process that identifies change strategies,
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inputs needed to implement the strategies, and the articulation of intended
program outcomes that are measured using relevant evaluation methods. This
chapter will focus on the steps involved with developing effective, evidence-based
programs and ways that evaluation can be used to regularly monitor program
effectiveness and ensure that people who need the services receive them.

Program planning processes

Program planning and evaluation go together. At the beginning stage of pro-
gram planning, you will specifically describe the problem that you are trying

to address and the actions or activities that will take place to address that
problem. Once you have described your program in detail, you will select eval-
uation measures that will allow you to collect the data needed to demonstrate
the impact of your program. Although there is an order to these planning

steps, it is important to consider the connection between program implemen-
tation and evaluation from the start. We describe, in the following, the steps
involved in a full program cycle!

Engaging stakeholders

The first step of the process is to develop a plan to engage stakeholders. Not
only should stakeholders be engaged at the beginning of the process, but
space should also be reserved for their voice throughout the entire planning
and evaluation cycle. Stakeholders provide critical information from a client
perspective regarding the accessibility of programs and services, the relevance
of program activities to client needs, and cultural relevance of services and
education programs to the target population. Integrated stakeholder involve-
ment means greater buy-in and improvement of program sustainability by
providing credibility to the program.? Engaging stakeholders through the
entirety of the program planning process, including evaluation, can increase
the likelihood that the data collected are important to the community and can
be used to advocate for both sustainability of the program and the possibility
of scaling up the program (see Chapter 1 for more information).

Identifying and prioritizing problems to address

Identifying a clear problem with a specific focus is the first step toward design-
ing an effective program. The more clearly you define the issue in terms of
duration, scope, and frequency, the more detailed and relevant your program
design will be? Knowing how long a problem has persisted provides some
information about the complexity of an issue and the type of program needed
to adequately address it. Identifying the scope of the problem will help you
to focus your efforts on the populations most affected (e.g., a particular age
group, racial or ethnic group, geographic region) and will result in more

targeted, relevant program implementation. The frequency of a problem is
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another important consideration. Is the problem chronic (ongoing and per
sistent, such as obesity), episodic (an outbreak of flu at a daycare center), or
in a state of emergency (crisis)? The urgency with which services are delivered
and strategies for implementation may vary based on your frequency determi-
nation. For example, an effort to reduce uncontrolled type 2 diabetes among
African American women requires program strategies that are different from
efforts to control flu outbreaks at a preschool, and still different strategies and
activities from those that are needed to address the need for clean water after
the devastation of a hurricane.

Reviewing existing data and evidence-based approaches

Increasingly, public health is focused on the implementation of evidence-based
programs and services. Once you have identified the problems of importance
to your community and set your priority, it is important to review the litera-
ture to determine how others have addressed this problem and what inter
ventions have evidence to support their usé.For the purposes of program
planning, systematic reviews and meta-analyses that provide an overview and
synthesis of all studies on a specific topic are preferred to single studies. These
data sources have information about interventions and programs that have a
strong evaluation history (for more information, refer to Chapter 7). Once you
identify the best-known approaches to solving the issue, you can adapt your
program to the needs of your clients and community, considering the avail-
ability of resources. The Community Guide and Cochrane Database are good
sources when looking for evidence-based programs (see also the resource list
in “Where to Go for More Information” at the end of this chapter).

Visualizing your program

When you have invested time to engage stakeholders and to identify promising
program models, your excitement and momentum will likely grow. It can be
tempting to jump right into program implementation. However, it is important

to remember that program implementation is a process, one that must be care-
fully planned and monitored if you are to accomplish your goals. Before you
start to design a program, it is important to know why you are doing what you
are doing and what you hope to accomplish. Take time to describe what your
proposed program will do, the desired change to be achieved, and who will
benefit from this change. Jumping right in with implementation and leaving
too much to chance can easily lead to becoming sidetracked and losing sight
of your vision for the program.® To visualize your program, use a logic model
to map out the tasks and resources needed to accomplish your goals. Time
invested in these steps during the planning process will increase the likelihood
of quality programming and outcomes achievement. Program success—even
short-term, incremental success—will help you to promote the program to
consumers, community partners, other supporters, and decision makers.
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Specifying expected resources, activities,
and anticipated outcomes

The nuts and bolts of making your program vision a reality requires you

to clearly map out the resources needed to implement program activities in
order to achieve your anticipated outcomes. To create this program map, you
will need specific details in the following three areas: (1) the resources and
raw materials needed (e.g., funding, facilities, equipment, material resources,
and staff), (2) how these resources will be used (i.e., how these resources will
directly support program activities), and (3) what will be accomplished when
the program is completed (i.e., the results you expect to see).

Logic model development

A logic model is a tool used to systematically capture a program’s vision and
to provide a roadmap for the people responsible for implementation. Before
a logic model is prepared, it is important that the program team articulates
the mission, vision, and goals of the program. Once the overall vision of the
program is established, the details of implementation can be mapped out.
The logic model includes a comprehensive description of all program com-
ponents, including activities, responsibilities, time frames, and outcomes, but
breaks the program plan down into manageable parts.

The logic model is a series of if-then statements that illustrate how pro-
gram activities may lead to desired outcomésConsider the old adage “An
apple a day keeps the doctor away.” In this scenario, your input is the apple.
Your activity is to make sure that apples are made accessible to people in poor
health, with the desired outcome being that their health will improve. An out-
line of a logic model is included in Table 8.1.

Resources and inputs

The inputs you invest in your program will likely be a combination of existing
resources and those you still need to acquire or develop. For example, current
staff and space may be assigned to implement and accommodate program ser
vices. However, you may need to seek funding, develop community parther
ships, or recruit volunteers to ensure successful delivery of your community
change effort. Be sure to include all conceivable resources needed during this
planning phase so that the program does not fall short during implementation.

Activities

A description of program activities should include a list of tasks that will be

undertaken in order to achieve the intended outcomes. This section is thecor
nerstone of your program plan and should include substantial detail regard-
ing specific activities that will be implemented and who will be responsible
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Table 8.1 The logic model: a series of “if-then” statements

Resources/
inputs Activities Outputs Outcomes
(IF you have (IF you have (IF you can (IF you delivered the
resources/ access to accomplish these  services as planned,
inputs, resources, THEN  activities, THEN THEN there will be
THEN you you can you will have benefits for clients,
can run your  accomplish your delivered the communities, systems,
program) activities) services you or organizations)
planned)
Some examples
Staff Training No. of people Short term: people are
Money Education reached more aware of the
Research Outreach No. of people benefits of vaccination
Equipment Vaccinations served Intermediate:
Facilities Support groups No. of people communities have
vaccinated access to vaccination
No. of providers services

who established a Long term: people seek

reminder system out vaccination
boosters over the life
course

for the implementation of each task. As part of your program roadmap, it is
important to list activities in the order in which they should be implemented
and to include when each activity should begin and end to establish clear
timelines that can be measured. For example, a series of activities might
include the following: identifying medical clinic partners, identifying health
needs of participants, matching participants to appropriate clinic and sched-
uling appointments, and following up with medical clinic partners to confirm
that appointments were kept. In addition, personnel and staffing needs must
be considered. In the previous example, who is responsible for matching par
ticipants to the appropriate clinic and scheduling appointments? Who will fol-
low up to determine whether appointments were kept? Are new staff required
to do the tasks, or can existing staff be trained and reassigned?

Outputs

Outputs are measures of your process. These measures help to track progress
of program tasks involved in implementation and include indicators that sig-
nal the completion of outlined activities. Accomplishment of these milestones

is a good indicator that the program is moving forward toward outcomes and
larger program goals. For example, in a colorectal cancer screening program,
you may count the number of senior living residents who attend a screening
education session or track the number of residents who use navigation services
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to obtain screening. In another example, an awareness-raising campaign may
be used to consider the new populations reached through a health marketing
campaign. Documentation of these outputs may be found in administrative

records such as intake or attendance sheets or as indicators on a project plan-
ning calendar. These indicators can also be included in the output statements.

Outcomes

Outcomes are the changes that you expect for the stakeholders as a result of
program activities. Therefore, there should be a clear connection between the
planned activities and the expected outcoméd-or example, if you plan to
implement a community education program, you may anticipate an increase
in knowledge, behaviors, or both. Programs that increase access to services
may lead to improved health status. Typically, outcome measures are short
term and are selected based on what can realistically be achieved within a
program or fiscal year. It is important not to overpromise in this area. Be
realistic about your available resources and what research evidence says about
the time needed to create change in the chosen program area. For example,
in the colorectal screening program mentioned previously in this chapter, the
outcomes that might be measured are how many residents actually complete
colorectal cancer screening and what percentage of residents meet standards
for screening adherence. These metrics would be reviewed annually to provide
a guidepost for program progress toward long-term goals.

An example of a logic model for a nutrition-related community health pro-
gram is provided in Table 8.7.

SMART goal development

Once your logic model is complete, you will embark on the process of goal
development. In this process, you will translate program components and
ideas outlined in the logic model to concrete terms that are measurable and
results oriented. Goals provide a focal point for the change effort and should
be identified during the program-planning phase to provide clear direction
for the allocation of resources and program activities. When developing
SMART (specific, measurable, attainable, relevant/realistic, and time framed)
goals, determine (1) who or what you are collecting information about, (2) the
desired result (e.g., increase, decrease, or some other result) compared to the
status at baseline (the beginning), (3) what is intended to change, and (4) when
you expect the desired effect to be achieved (Table 8.3). Established theory
and promising practices are often used to design programs and craft appro-
priate goals. If you have not already explored relevant theories and programs,
now is the time to do so to ensure that your goals are relevant and realistic.

Once you have determined these goal components, you are ready to
develop your SMART goals. SMART goals are defined in Table 8.4, which
also includes guiding questions.
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Table 8.3 Considerations in developing SMART goafs

Desired result

Subject of data compared to Area to be Time span or period

collection beginning impacted of achievement

Participants/ -Increased -Knowledge -By the end of year 1
individuals -Decreased -Awareness

Organizations -lmproved -Behavior -By the end of year 2

-Modified

Entities/ -Adopted -Policies -July 2020

institutions -Enforced

a2 The content of the table can be interchangeable. For example, goals for participants may
include improving or modifying a behavior by July 2020.

Table 8.4 Questions that help to define SMART goals

Representation
Letter of letter Questions
S Specific -Is the goal concrete and well defined?
-Does it communicate what you would like to see
happen?

-Does the goal indicate WHAT change will occur and
WHO will benefit from the change?
M Measurable -Can we track the results of our actions as we progress
toward achieving the goal?
-How will we know change has occurred?
A Attainable -Can we get it done in the proposed time frame?
-Do we have the resources needed to achieve this goal
in a specific time frame?
-Is the goal set too high or low?
-Are there any barriers?

R Relevant -Do we have the resources to get the job done?
(goals are -Do we have what is needed to achieve this goal?
results
oriented)
T Time bound -When do you plan to start work toward this goal?

-Have we set a deadline for achieving this goal?

Writing SMART goals well takes practice to ensure that they are specific,
measurable, attainable, relevant, and time bound. When developing SMART
goals, it is a good idea to engage both program staff and stakeholders in this
process. Including a diverse set of perspectives in this process will help to
refine the goals and ensure that they are relevant to the population that is to
be served. A clearly stated goal identifies the outcome to be achieved, who
will benefit from the intervention, and a time boundary for achieving the
intended results. It is important to note that SMART goals do not include
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how the goal will be achieved. That information should be in the logic model
and connected to the intended outcomes.

Specific

The specificity of the goal statement should identify the change that is
expected as a result of the program and who or what group will experience the
change. This is a good time to review the activities and outputs included in the
logic model and to articulate a goal that can realistically and directly result
from these efforts. The second area of specificity identifies what individuals,
groups, or communities will experience or how they will benefit from changes
resulting from program activities.

Measurable

The measurements specified for each goal should be based on research evi-
dence regarding reasonable expectations for change given program activities
that will be delivered to a particular population. The specific criterion used
to measure results will depend on the type of data that will be used to dem-
onstrate success. If the goal is to enroll more people in a health program, the
measure may be “a total of 150 individuals will participate in the program by
the end of year 1" or, perhaps, “participation in the program will increase by
50% within 1 year of program implementation.” The first goal may be appro-
priate for a new program starting with no participants, whereas the second
goal may be more appropriate for an existing program that is adding new out-
reach activities to expand participation. Some goals may be measured using
a standardized scale. In that case, the goal might state, “to increase health
literacy by an average of 15% based on the Newest Vital Signs.”

Attainable

If you are embarking on the development of a new program, it is likely that
you believe that all of your goals are attainable. It is important to take a step
back and do a realistic assessment of your program (mapped out in the logic
model) to make sure that you have set a goal that can actually be achieved.
For the goal, assess whether you have enough of the necessary resources and
whether the time frames will realistically allow you to achieve your goal. Also,
consider any challenges that the program may face that would inhibit progress
toward your stated goal, and make adjustments as necessary.

Relevant

Once you have determined that a goal is attainable, you should assess the rel-
evance of your stated goal to the larger vision and purpose of your program.
Does the goal address the problem identified earlier in the planning process?
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Does the goal reflect the desired change you want to make through the pro-
gram activities? Would the stated goal realistically result from the activities

outlined in the logic model? You should also consider whether it is important

and relevant to the stakeholders.

Time bound

When setting a time frame for your goal, consider when you can reasonably
expect to see measurable results. Deadlines create focus, set priorities, and
prompt action. Ideally, if you can establish a time frame for achieving the
goal, you should state this in terms of the month and year in which it will be
achieved. Another way to specify the time frame is in terms of time elapsed
from the start of the program—for example, “within six months of the pro-
gram start” or “by the end of program year 1.” If you use general time speci-
fications during the planning phase, it is a good idea to update the time frame
with specific dates once the program begins. This level of detail will help to
drive program progress and keep it on track. Table 8.5 shows an example of a
SMART goal in development.

Copies of the logic model and SMART goals should be shared with all
stakeholders to keep them informed about program plans and to maintain
their support and buy-in.

Developing your evaluation plan

If you have followed the steps previously described, you have made it nearly
to the end of the planning cycle. You have engaged stakeholders; identified a
problem the program will address; mapped out the resources, activities, and
outputs that will result in the desired change; and articulated the SMART

Table 8.5 Example of the development of a SMART goal

SMART letter

representation  Relevant question Response
Specific What do | want to do? Improve home safety for older adults
Measurable How much and how often  In 25% of homes with older adults,
will I do it? safety equipment will be provided
Attainable How will I do it? Install grab bars in bathtubs
Realistic Can | doit? Do | have the Strong community volunteer base
resources? and local construction company
donor will provide supplies and
labor
Time framed When will | do it? Bars will be installed within 1 year

(by December 2017)

SMART goal: By December of 2017, 25% of neighborhood homes inhabited by residents
65 years or older will have bathtub grab bars.
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goals you intend to achieve. Now, it is time to put the final step in place to
systematically collect program information and evaluate the efforts so that
you and the stakeholders are able to verify the success of the program that
you have taken so much time to design and implement.

What is program evaluation?

Program evaluation is the systematic collection of information on the activi-
ties and outcomes of a program to assess effectiveness, accessibility, and qual-
ity of personal and population-based serviceésin other words, evaluation
helps us to identify what the program does well, why it works, or why health
changes are not occurring as expected. Evaluation may focus on the imple-
mentation of a program (e.g., process, activities, and outputs) or on program
outcomes (i.e., did you achieve the goals related to knowledge, awareness,
behavior, or policy changes?).

Why is program evaluation important?

Program evaluation takes a lot of work and investmentlt is an opportu-
nity for a program team to reflect on what has gone well and what could be
improved in all phases of a program, from design to service delivery, and
eventually, consumer outcomes. Through program evaluation processes, you
will be able to do the following:

*  Document what was done.

» Demonstrate effectiveness.

» ldentify gaps and clarify the type and quantity of resources required to
achieve desired outcomes.

» |dentify areas for program improvement (inclusivity of populations in
need, strategies to increase participation, efficiency of delivery, effective-
ness of communication strategies, etc.).

» Advocate for policy improvements.

e Contribute to a broader knowledge base toward theory development and
intervention effectiveness.

Taking time to evaluate the program process and outcomes provides
numerous benefits for the change effort and stakeholders. First, evaluation
data provide information about modifications that are needed or that can be
made to sustain or expand program succe¥sThe process of evaluation also
provides an opportunity for increased communication among service provid-
ers and between providers and stakeholders. In addition to identifying areas
for program improvement, compilation of evaluation data offers a chance
to highlight program successes. Finally, the combination of program imple-
mentation results and stakeholder outcomes can demonstrate need and can
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mobilize citizen and political will to take action and address the needs associ-
ated with the change effort.

Process and outcome evaluation

There are two types of evaluation approaches to consider at this stage in the
planning (process and outcome evaluation). Process evaluation is used to sys-
tematically document and track the implementation of program activities,
knowledge that is important to consider as you work to continually improve
the program. Outcome evaluation has a slightly different focus, as it centers
on the measurement of program effects such as changes in knowledge, skills,
attitudes, and behaviors as demonstrated by program participants. This type
of evaluation provides a way to find out whether the project has achieved the
desired objectives.

Process evaluation requires a data tracking system of the program activi-
ties to indicate that each task has been completed, the timing of completion
is on track, the necessary resources were acquired, the target population is
being reached, and challenges encountered along the way that either slowed
progress of these tasks or prevented them from being carried out have been
accounted for. In other words, process evaluation data can help you to deter
mine whether a program is being carried out appropriatef{: In the interest
of continually improving program design and delivery, this information will
be invaluable. Furthermore, the outputs and outcomes included in the logic
model can be dependent upon the completion of these activities. If a process
outcome is not achieved, it does not mean that stakeholder outcomes are no
longer possible or that the program will fail. However, it is important to regu-
larly review process outcome data and adjust programming accordingly to
maximize the potential for the achievement of stakeholder outcomes.

Outcome evaluation refers to the systematic process of measuring change
experienced by program participants and broader stakeholders. Data can be
collected to measure stakeholder outcomes in a number of ways. For example,
if the intended change is behavioral, you may ask participants to report their
own behaviors at the beginning and end of a program period to see whether
change has occurred. Participants may report behaviors using self-report
measures and charts, diaries, or data recording technology such as pedom-
eters, telephone applications, or other devices. Observations from a service
provider, family member, or some other observer may be paired with the self-
report to assess for consistency in reporting. Outcomes may also be obtained
through review of medical, social service, or other records.

Selecting an evaluation method

As you begin to design the evaluation, be clear about the purpose of the
evaluation and how the data will be used. What questions are you trying to



Program planning and evaluation 165

answer? Before you select an evaluation method, it is important to reflect on
a number of critical questions®

What is important to the team?
What is important to the community?
What is important to the funders?
How do you define success?

PwbdPR

Answers to these questions may be found in a variety of sources, includ-
ing in the program’s mission statement, in the goals and objectives in the
logic model, in the strategic plan, or in a grant application. Once you have
answered these questions, consider the following as well:

*  Which method will get the most useful information to key decision
makers?

*  Which method will collect information in the most cost-effective manner?

*  Which method will gather information in a reasonable and realistic way?

Remember to involve stakeholders as much as possible in the evaluation
design process (e.g., identifying goals, defining success, selecting indicators,
and designing methods) to ensure that those whose lives have the potential
to benefit from the program have a voice in the design, implementation, and
monitoring processes:*?

Examples of quantitative methods

« Demographic data

¢ Questionnaires with response scales

e Survey

* Pre/posttests

e Secondary data sources/administrative data
Examples of qualitative methods

e Open-ended questionnaires

« Diaries and journals

e Interviews (key informant)

e Focus groups

» Direct observations

Quantitative and qualitative data

There are two forms of data you may decide to collect: quantitative and
gualitative data. Quantitative data, or information, can be measured in num-
bers such as the percentage of respondents in a survey or ratings on a scale.
Qualitative data are in narrative form and may describe a range of outcomes
that include experiences, behaviors, opinions, and knowledge. Quantitative
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data can describe the change that occurred, whereas qualitative data provide
contextual information about why the change may or may not have occurred.
In many cases, a mixed-methods approach that utilizes both quantitative and
qualitative data is valuable (for more detailed descriptions of quantitative and
qualitative data see Chapters 10 and 11).

Program design and evaluation considerations

Several important questions should be asked as you engage in program design
and plan the evaluation®

* Do outcome indicators already exist in current organizational data col-
lection processes such as intake forms, community demographics, and
other sources of information?

¢ Who will conduct the evaluation? Can it be easily incorporated into exist-
ing worker tasks?

*  When and where will evaluation activities be conducted?

e How will the data be collected?

Often, evaluation falls short in the program planning and implementation
process because answers to these questions are not fully developed and-incor
porated into program activities. Evaluation is an essential, informative task
that will both sustain and improve the change effort.

Culturally competent and inclusive program design
and evaluation processes

Inclusive program and evaluation designs that respect cultural viewpoints and
experiences throughout the planning cycle are essential to the effectiveness of
public health programs. Cultural competency within these processes requires
careful consideration of a number of factorg®4

e Consider whether hypotheses take into account cultural or ethnic differ
ences across the participant group.

e Consider whether data collection methods are culturally appropriate, and
consider the cultural contexts of the respondents.

e Consider how different methods may work in various cultures.

e Consider participatory approaches to evaluation that democratize knowl-
edge by including stakeholders in all evaluation processes, from design
and implementation to data interpretation.

e Consider potential language barriers that may pose challenges to under
standing the evaluation questions. Check the wording of the questions—are
they simple and easily understood by all? Refrain from using abbreviations
or unconventional phrases.
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* The use of multiple methods within an evaluation design may improve
cultural appropriateness of the evaluation. Check to see whether ques-
tion responses can be directly compared with existing information.

Working with research partners and consultants

In an effort to build theory and compile more comprehensive knowledge on
the scope and effectiveness of public health interventions, it is increasingly
common for practitioners to partner with evaluation researchers and consul-
tants. These partnerships can face numerous challenges related to differences
in treatment approaches, service delivery, and desired outcomes. Therefore, if
you plan to collaborate with a researcher or evaluation consultant, it would be
worthwhile to address the following issues early in the collaboration proce¥s:

o Establish equal partnerships. Design an evaluation process that rep-
resents the goals of all partners, requires equitable investment, values
the knowledge domains, and benefits all collaborative partners equally.
Partnerships with researchers can increase the chances of receiving fund-
ing for evaluation efforts. However, such resources should be distributed
among the research team and the project team, and—in the case of-par
ticipatory evaluation processes—also stakeholders, for their contribu-
tions to the process.

» Develop both sustainable relationships and an exit strategy. Long-term
partnerships between programs and research teams are ideal to sustain
the feedback mechanism between evaluation and program planning.
Partners should consider the intended timeline of the collaboration
and how the relationship will affect service provision. Thus, they should
develop an exit plan if the partnership is intended to last for only a lim-
ited period of time. These discussions should include ownership of the
data, how they will be used, and long-term storage of the data, along with
publication and authorship considerations.

Making sense of evaluation data
Evaluation data analysis

Evaluation data analysis is not as complicated or sophisticated as it sounds. It
is the process of looking at the data to determine the progress of the program
goals and objectives. Did the efforts improve outcomes, did you make or miss
the targets, or is the progress about the same? Evaluation data can help you to
identify program strengths and weaknesses. You can compare data over time
to identify trends or gaps in stakeholder outcomes or program processes (see
Chapters 10 and 11). The key to good data analysis is selecting the correct
indicators and measures and matching the analyses to the data.
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Interpretation of findings

Regardless of the type of evaluation measures you use and the data collected,
it is important that the results are interpreted accurately and not inflated to
improve the reputation of the organization. To assure an accurate interpreta-
tion of the findings, a few considerations are in order: (1) data source quality
(how honest or accurate are self-reported or observational data? Was tech-
nology used appropriately?), (2) question clarity (is there information on the
reliability and validity of the questionnaire or survey used? Are they written
at the correct literacy level for the target population?), (3) possible respondent
or selection bias (only highly motivated individuals participate), and (4) con-
sistency of data over time and across respondents.

Using data to inform program design and implementation

Evaluation is an important part of the program planning and implementation
process. It is a quality improvement mechanism that can ensure that you are
delivering effective programming to the community and meeting the expecta-
tions of the stakeholders. Therefore, it is essential that evaluation data are
translated in an understandable format and shared with all stakeholders.

There are several possible forms of dissemination. The team should con-
sider town hall meetings, community forums, reports, peer-reviewed articles,
and professional and/or scientific conferences.

Writing evaluation reports

The accuracy and detail of the evaluation reports are just as important as the
accuracy with which you designed the evaluation plan and interpreted the
evaluation data. The consumers, collaborators, funders, and other interested
people will want to know how successful you were at achieving the goals and
affecting change in the community. Some may even want to replicate the pro-
gram and will be looking for a detailed account of the planning process and
outcomes. Therefore, the reports should include the following:

e Month and year baseline, follow-up data collection, or both.

e A description of the units of measurement the data represent.

e The total number of participants involved, along with the percentage
and direction of change.

e Results presented in a comparable context when possible (e.g., results com-
pared to last year, changes in the program compared to national results, etc.).
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* Charts and graphs when possible and relevant. The audience may be
more likely to pay attention to a line on a graph than what you have
included in a page-long narrative.

* Accurate results that are not inflated, even if the data indicate that no
change occurred. For all results, provide a possible explanation for the
results, given all available data.

» Explanations for a “no-change” result. Possible reasons for a “no change”
result may be that you were not using the correct indicators for the
intended outcome, environmental changes in other programs or the
larger community shifted and affected results of the program, or that no
change is actually better than recent trends of negative changes. However,
if a “no change” result is an accurate reflection on the quality of the pro-
gram, share a plan for program changes that will more likely result in the
intended outcomes over the coming year.

Conclusions

Public health programs provide valuable resources to individuals, groups,
and communities. For continued positive effects in areas of health moni-
toring, service delivery, knowledge building, and advocacy, it is important
that program designers take time to engage stakeholders in systematic prob-
lem identification, program design, monitoring, and evaluation processes.
Whether you are a program administrator, project director, service worker,
or community member, you want the programs you are involved with to be
well designed, well managed, and responsive to community need. A variety
of tools have been developed to aid these program-planning tasks. A logic
model provides a visual map of the program idea that outlines program activ-
ities and actors, resources needed for implementation, desired outcomes, and
evaluation criteria to measure program impact and success. The logic model
provides a way to communicate the program vision with the project team,
stakeholders, partners, and funders. In addition, the logic model provides
a framework that, when reviewed regularly, guides program review, modifi-
cations, and continual improvements. Once you have planned the program,
you will turn the attention to articulating program goals to guide the change
effort. Using the SMART goals framework, you will develop goals that are
specific, measureable, achievable, relevant, and time bound. This level of
detail in the goal-setting process is much more likely to lead to successful
change. If the procedures outlined in this chapter are followed, you will have
the necessary ingredients to plan, implement, and evaluate a strong commu-
nity change program.
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WHERE TO GO FOR MORE INFORMATION

e Program planning
Community Toolbox: Developing an Intervention: http://ctb
.ku.edu/en/developing-intervention
United Way Strengthening Families Toolkit: http://strength
eningfamilies.unitedway.org/evaluating_steps.cfm
W. K. Kellogg Foundation Logic Model Development Guide:
http://www.wkkf.org/resource-directory/resource/2006/02
/wk-kellogg-foundation-logic-model-development-guide
e Developing an evaluation plan
Better Evaluation: Tools for Participatory Monitoring: http://
www.betterevaluation.org/search/site/?f[0]=bundle%3Ares
ources&f[1]=im_field_approaches%3A1273
Community Toolbox: Evaluating the Initiative: http://ctb.ku.edu
/en/evaluating-initiative
Comprehensive List of Evaluation Resources: https://www.cdc
.gov/eval/resources/
Racial Equity Evaluation Tools: https://www.racialequitytools
.org/evaluate
e Evidence-based practices
Cochran Collaboration Database: http://www.cochrane.org/
Healthy People 2020: https://www.healthypeople.gov/2020
/tools-resources/Evidence-Based-Resources
Public Health Foundation: Community Guide: http://www.phf
.org/programs/communityguide/Pages/default.aspx
SAMHSA Evidence-Based Practices Web Guide: https://www
.samhsa.gov/ebp-web-guide
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Activity

Directions: Your senior living community’s health committee has decided
to focus on cancer screening this year. Discuss the cancers of interest and
their relevance to seniors in your community, as well as the existence of
and guidelines for screening. Select the focus and activities regarding the
cancer(s). Please, develop two to three SMART goals for the year, and
record them in the table below. Indicate how the goals meet SMART cri-
teria. Select at least one of the goals, and complete the logic model below.
(30 minutes)

SMART Goals

Specific Measurable Achievable Realistic Time bound
Goal 1
Goal 2

Goal 3
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Logic model
Inputs/

Objectives Activities  resources  Outputs Outcomes Indicator/data
(whatwe  (human, (products of (desired (indicators to
do to financial, activities short-, measure
achieve technology, thatleadto medium-, implementation,
objectives/ or other specified and long- progress and
goals) resources outcomes) term results) success)

needed for
activities)

1.

2.

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. A program evaluation is meant to
a. Secure funding for a program
b. Improve program effectiveness
c. ldentify new program ideas
d. Prove program success or failure

2. A needs assessment is used to identify and measure the level of
unmet need within an organization or a community.

a. True
b. False

&, evaluation tracks the progress of program activities,
whereas evaluation assesses population changes such as

health status, service access, and knowledge.
a. Formative, summative

b. Process, outcome

c. Objective, comprehensive

d. Formative, comprehensive

4. Which is a tool used to allow visualizations of the relationships
between the components and outcomes of a program?
a. Logic model
b. Strategic model
c. Improvement model
d. Standardization model
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Program planning and evaluation

. What kind of goals should you develop for programs and proj-

ects to maximize their effect?
Short-term goals
Long-term goals

SMART goals

RIGHT goals

Qo op

. Which is NOT a benefit of evaluation?

a. Increased communication

b. Increased funding

c. ldentification of methods that are effective
d. Identification of lessons learned

. Each of the following is a characteristic of SMART goals

except

a. Specific

b. Realistic

c. Tangible
d. Achievable

. Including stakeholders in your planning and evaluation pro-

cesses will strengthen your program design and outcomes.
a. True
b. False

. Logic models are .

a. Flow charts that depict program components

b. Diagrams to assist in project communication

c. Flow charts that align program resources with community
needs

d. Diagrams that create decision trees to aid program planning

Which of the following are goals used to select evaluation
method(s)?

Deliver the most useful information to key decision makers
Obtain information in the most cost-effective manner
Obtain information in a reasonable and realistic way

All of the above

Qo op
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9 Research methods

Bettina F. Drake, Danielle M. Rancilio,
and Jewel D. Stafford

LEARNING OBJECTIVES

» Define research.

Describe the steps of the research process.

Identify and explain research methodology.

Identify appropriate research methods and techniques.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. At what point in the research process should you formulate
your hypothesis?

2. What needs to be established before causality between an expo-
sure and an outcome can be proven?

3. What is bias?

Introduction

The research process can seem somewhat challenging at first, but once you
begin to understand the steps, it becomes a way of systematic thinking that
helps to answer questions and address complex problems. The overall aim of
this chapter is to enable you to have a general understanding of research. You
will learn the following:

1. Why research is important.
2. The important characteristics of research.
3. The various types of research that exist.
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The quality and strength of a research study and the corresponding results
are based on several ideas.

Past research informs new research. We are able to come up with new
research questions based on prior research findings.

Reproducibility is a sign of reliable science. If the research question is
tested over and over with the same results, we are able to have a higher
level of confidence that the results are accurate.

The generalizability of the study findings needs to be understood.
Findings or conclusions from your study may be applied only to the com-
munity at large if the participants in the study are similar (in age, gender,
health status, or other factors important to the research question) to the
broader community that the results should impact.

Investigating a research question often generates new questions. Research
findings may or may not reveal what was expected, leading to more ques-
tions that need to be investigated. Additionally, research results may lead
us to ask, “Why are we seeing these results?”

The research is conducted for the betterment of society. As researchers,
we hope that our research findings can be used to help the community
that the research is based upon. On a larger scale, researchers aspire to
be able to disseminate their research to other communities and better the
world as a whole.

What is research?

Merriam-Webster’'s Collegiate Dictionary formally defines research as
“a careful or diligent search; studious inquiry or examination; or the col-
lection of information about a particular subject.”* However, in a broader
sense, research is really the process of observing and gaining new knowl-
edge about anything. For example, this process can include a person, place,
thing, event, span of time, and other observable phenomena. Researchers
gather, examine, and use the information that is collected to provide new
knowledge or ideas on a certain subject. Research is used for a wide vari-

ety of daily activities. Medical research is probably the first example that

comes to mind for most people when talking about research. However,
research is used for predicting the weather, crop production, and traffic

patterns. Even your favorite stores use research to provide the items that
you buy every day.

The scientific methodis important when preparing to do research. It
allows the researcher to investigate and examine a certain subject in a system-
atic manner and helps prevenbias and other outside influences during the
research process.
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BOX 9.1 WHAT IS BIAS?

Bias is a systematic error in the study design, data collection process, aQr
data analysis, which can change the results of a study.

The scientific method is defined by the following steps:

1. Observe and gather information.

Sample questions: What is your research subject? What do you
already know about it?

2. Define the research question.

What do you want to know about the subject?

Example question: Do stricter gun laws lower violence in inner
city communities?

3. Form a hypothesis.

A hypothesis is an educated guess using the knowledge that you
collected while observing and gathering information on the subject.
Often a hypothesis is formed using an “if-then” statement.

Example hypothesislf there are stricter gun control laws in place,
then gun violence in the inner city will lessen.

4. Perform experiment, and collect data.

This is one of the most important steps in the research process.
During this step, your hypothesis is tested. During most experiments,
a step-by-step procedure is followed. This ensures that nothing is
changed except what you are testing. These steps are then followed to
collect the data.

5. Analyze data.

This is the “number-crunching” step. During this step, the data are

organized and prepared for statistical analysis.
6. Interpret data, and draw conclusions.

Summarize your results. Do your results from the data analysis
support your prediction in your hypothesis? On the basis of your
results, you can either reject or fail to reject your hypothesis.

Example concluding question: With the stricter gun laws in place,
did inner city gun violence lessen?

7. Publish results.
Share your findings.
8. Refine and retest.

Did your results support your hypothesis? If so, that is great, and you
have supported your original hypothesis. Nonetheless, it is important to
keep in mind that if the experiment is repeated it is possible that you
will obtain different results that will lead you to reject the hypothesis.
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Did you reject your hypothesis? If so, some experiments may stop
at this point. However, in order to seek more answers, a researcher
may continue investigating the research subject. On the basis of the
outcome from the previous experiment, the researcher will form a
new hypothesis to test and begin the experiment process all over
again.

BOX 9.2 USING RESEARCH IN DAILY LIFE ACTIVITY

The research process applies to many situations in our daily lives.
Whether buying an item, searching for a school, or investigating a prob-
lem in our community, we use research to gather information and make
decisions based on the evidence we find. We will use the following case
study to examine the research process.

Jennifer’s Story:
Jennifer and John met in college. They have been dating seriously fo
approximately 4 months and are very much in love. Just before spring
break, John proposed to Jennifer, and she accepted. Jennifer wanted
to take John to her parents’ house and inform them of the good news,
Her parents, however, have never met John before and know nothing
about him. Her parents, Gloria and Henry, only know that John lives

in Columbia, MO. Henry has always been a little overprotective of his
daughter and wants to know more about John to figure out whether he
is a good man for his daughter.

Ask yourself the following questions:

=

1. If you were Henry, what steps would you take to find informa-
tion about John?

2. How could you determine whether John is a good match for
Jennifer?

3. What sources of information would you use to gather facts and
collect verifiable evidence?

4. Who would you talk to in order to obtain information about
John?

5. What might cause Henry to make an incorrect conclusion
about his daughter's marriage?

6. What are some things we can do to avoid obtaining inaccurate
information?
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The source of research questions

Careful observations and formulating questions are integral steps in the
research practice. Conducting research means that we are gathering facts and
information to answer our question. The research process begins with a ques-
tion: What would you like to know or study? Usually this question emerges
from a topic of interest or an identified concern or problem that requires
further investigation. The question has to be narrow enough to be tested in a
research study. Perhaps you have had a question about a trend or pattern that
you observed that you might want to explore further, such as breast cancer
mortality rates among African American women. Research questions may
come from the following sources:

e Community concerns

¢ Researchers

¢ Previously conducted research

e Grant funders

e Observation

e Personal experience

e Discussion with colleagues and other experts

Before generating a research question, complete the following steps:

Do some preliminary thinking and searching to narrow your topic.
Consider the outcome that interests you.

Consider the components that impact the outcome of interest.
State your hypothesis.

PR

Generating a research question is the first step to developing the answer.
The questions in the research process have to be tested. Researchers often
make predictions or educated guesses about their topic of interest. How can
we provide a scientific explanation about what will occur in our research proj-
ect? As noted in the section on the scientific method, an educated guess or
tentative answer to the research question is called a hypothesis. Formulating
a hypothesis involves making a statement, which clearly states the cause and
effect relationship between a set of variables observations. Formulating a
hypothesis occurs before the collection of data and/or the research project.

Independent and dependent variables

Variables are the observations or characteristics that will be measured in

the research process or experiment. To better understand how variables
are measured, we have to define the types of variables in the research proj-
ect. Independent variableare units of observation that are manipulated or
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changed in some way. The outcome of the change measured is called the
dependent variablé.For example, if you are studying the effectiveness of a
new training program on student levels of achievement, characteristics of the
training program would be the independent variables, and the measure of
achievement is the dependent (outcome) variable. Subsequent to collecting
and analyzing this information, the researcher will use these observations to
describe the relationship between or among the variables, draw conclusions,
and publish results of the research project. The following list includes an
example of a testable research question, a hypothesis, a dependent variable,
and an independent variable:

» Testable research question: Is tobacco smoking associated with cancer?
* Hypothesis: Tobacco smoking affects cancer.

» Dependent variable: Cancer diagnosis.

* Independent variable: Smoking status or frequency/duration of smoking.

Hypotheses must be stated in a way that can be easily measured and
that answers the original research question, provides predictions about the
research outcome, and is based on existing knowledge. Testing the hypoth-
esis involves formulating the hypothesis, data collection, and data analysis
to confirm the hypothesis. Data is the word that researchers use for infor
mation that is collected during research. Data can be numbers, words, or
symbols.

The hypothesis does not have to be “proven.” The researcher confirms
the hypothesis through observations or data collection. Observations can be
expressed as verbal descriptions (qualitative data) or statistics (quantitative
data). Scientific observation relies on accuracy and the ability to be replicated.
If the observations are tested, verifiable, and confirmed by others, they can be
considered a factual basis of scientific knowledge. The last but important step
of the scientific method involves presenting your findings. When you have
finished gathering your data, you have to form a conclusion about what you
found. This is accomplished through analysis and will help determine whether
your research confirms your original question.

Research settings

Research is conducted in a variety of settings. It can be done within a labo-
ratory, school, community health center, hospital, government agency, or
nongovernmental organization. It can be done over the telephone, on the
Internet, by mail, or in person. Where and how research is done depends
on the investigator, the population being sampled, and the question being
asked.

The type of research determines research settings, the populations being
studied, and how the data are best collected.
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What is an association?

In answering a research question, you are determining whether there is a rela-
tionship (association) between an exposure and an outcome in a population
of people. If an association is present, when someone is exposed, the disease
may occur more or less frequently. An association does not mean causation.
There are nine criteria of causality that should be considered for the associa-
tion between the exposure and outcome of your research questioAll crite-
ria do not need to be met to support a causal relationship.

The nine criteria for causality include the following?

1. Temporal relationship: The design of the study should assess an exposure
that occurs before the outcome.

2. Strength of association: A strong statistical measure of association should
exist between the exposure and outcome.

3. Dose-response relationship: This relationship is present when the disease
is more likely to occur based on a higher level/rate of exposure. For exam-
ple, people who smoke 1, 2, or 5 packs of cigarettes a day are progres-
sively more likely to be diagnosed with lung cancer.

4. Consistency: Researchers of other studies in which they assess your
research question have found similar results.

5. Consideration of alternate explanations: The association between the
exposure and outcome is not due to other factors. It is necessary to con-
sider multiple hypotheses before making conclusions about causality.

6. Experiment: The outcome can be prevented by an appropriate experi-
mental regimen.

7. Specificity: This is established when a single cause (exposure) produces
a specific effect, for example, a certain disease. Because diseases or other
outcomes have multiple factors that influence their development, it is
often unlikely to find a one-to-one, cause-effect relationship between an
exposure and an outcome.

8. Coherence: The association should align with existing research knowl-
edge. Ask, “Does this fit within what we already know about this expo-
sure and outcome?”

9. Biologic plausibility: The association agrees with what we already know
about how a disease or specific health outcome and exposure work in the
body.

In public health research studies, researchers do not determine the cause
of a disease in a given individual; instead, they determine the relationship or
association between a specific exposure and tliequency (number of people
with the disease) in a population. Because of this, researchers do not predict
with their studies the exact cause of the disease in every individual. In addi-
tion, because an association is found in the study sample does not mean it is
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true in the general population. The degree to which your study sample repre-
sents the general population is the amount of external validity your research
results will have. With good external validity, the associations found in your
study can be applied to the broader population. Internal validitis determined

by how well the study was designed to ensure that accurate measures of the
exposure and outcome variables were gathered.

How data are gathered

Data can be gathered by a researcher through a variety of routes. The sim-
plest way to collect data is through observation, which involves watching the
study subject and noting the observations (this research approach is called
ethnography). Data can also be collected through talking in person or over
a phone conversation (interview). Depending on the study, a researcher may
ask whether he or she has permission to record the verbal interview to ensure
that no answers are missed or that the data can be extracted at a later point.
Some questionnaires or surveys used to gather data are mailed or e-mailed to
research participants, but due to the indirect contact with this method, it may
pose a problem with survey response rates. With the increase in technology
capabilities, more and more research studies are using Internet-based surveys
that can be completed on a desktop, laptop, tablet, or even a cell phone.

Quantitative vs. qualitative

Two types of data exist: quantitative, which deals with numbers, and qualita-
tive, which deals with descriptions.(See Chapters 10 and 11 for more details
regarding the types of data.) Quantitative data are most often collected in the
form of a survey or through clinical records. Some examples of these data
are lengths, weights, and numbers of times that an event occurs. Sometimes,
guantitative data can measure the degree of a qualitative variable. For exam-
ple, on a scale of 1 to 5, how effective do you think gun control laws are,
1 being extremely effective and 5 being not very effective at all. Qualitative data
deal with descriptions that can be observed but not measured. These studies
involve thoughts, ideas, opinions, and various discussion topics. Sometimes
gualitative data are then used to develop a quantitative survey instrument.
Depending on your research question, you might collect just one type of data
(quantitative or qualitative) or both (mixed-methods).

Data collection methods
Surveys

Surveys can be used to ask questions in a variety of formats to obtain infor
mation. These questions might be about demographics, such as age, sex, or
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race, or they might be informational. For example, “At what age did you start
smoking?” is informational. Most surveys are composed of closed-ended
questions that have a set multiple choice response options (e.g., Yes/No,
True/False, or Likert scale options [Strongly Disagree to Strongly Agree]).
Surveys are usually a cost-effective form of research and can be adapted to
address a broad array of research questions. They can be administered face
to face, by mail, using the Internet or e-mail, or over the phone (including
texting). Some limitations of survey studies existStudies that use surveys
require special skills in sampling and proper question design in addition to
analysis to prevent bias and any confusion or misinterpretation of the ques-
tions or answers (discussed more in Chapter 10). Surveys may also give you
background information for the problem, but they may not always uncover
the true answer to the problem being investigated, and the underlying factors
or causes might not be captured.

Clinical records

Reviewing clinical records is another way to collect data. Clinical records
allow researchers to obtain detailed medical information on a population of
people. This form of data collection eliminates any errors that might occur
with participant recall of medical information and history. The downside to
reviewing clinical records is that this can often be time-consuming, access to
records may be complicated or difficult, and information may not be recorded
in a systematic way.

Focus groups or interviews

A focus group is a group of people who are asked about their perceptions,
opinions, beliefs, and attitudes towards a service, concept, or idea. This type
of data collection is used to uncover reasons or insights, to learn about atti-
tudes, and to develop interventions. For this kind of study, the interviewer fol-
lows a structured or semi-structured interview guide. The facilitator asks an
initial question and then follows discussion with probing follow-up questions,
with most of these questions being open ended.

Primary vs. secondary data
Primary data

Primary data are data that are collected for the very first time. Primary data
are the data that the researcher observes or gathers from participants for the
purpose of answering a specific research questidiable 9.1 summarizes the
advantages and disadvantages of primary data.
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Table 9.1 Advantages and disadvantages of primary data

Advantages Disadvantages
Applicable and usable for research Expensive
question Not immediately available—takes time
Accurate and reliable—can answer direct  to define problem, sampling frame,
research questions method, and analysis
Up-to-date Not as readily accessible

Secondary data

Table 9.2 Advantages and disadvantages of secondary data

Advantages Disadvantages

Inexpensive Frequently outdated (e.g., census data
Easily accessible collected every 10 years)
Immediately available Potentially unreliable
Provides essential background and help Potential lack of variables

clarifying research question Potential lack of data (i.e., no data

available or very difficult to obtain)

Secondary data are data that have already been gathered. These data are usu-
ally composed of published information available from other sources, which
can be internal or external to the organization of the research&mable 9.2
summarizes the advantages and disadvantages of secondary data.

Examples of secondary data sources:

e Census, American Community Survey

e Behavioral Risk Factor Surveillance Survey (BRFSS)

e Youth Risk Behavior Surveillance System (YRBS) CDC Fact Finder
e Surveillance, Epidemiology, and End Results (SEER) Program

»  Missouri Health Assessment

Figure 9.1 is a flow chart for describing different types of data.

How to design a study

After developing your research question and hypothesis, it is time to decide
on the type of study that will answer the research question. The first step in
designing a study is determining how big the gap is between what you cur
rently know and what you want to know. Often this is determined by collecting
information from previously conducted studies on the frequency or amount

of the disease or outcome in your population of interest. Incidence rateone
measure of disease frequency that measures the number of new cases of the
disease in a population over a period of time. This differs from prevalence
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Are you using datp
that you collected?

Yes No
primary secondary

Do the data ivolve

Do the data ivolve

numbers (i.e., thoughts, idess,

opinions, and
various discussiong?

weights, heights,
ages, BMI)?

Yes No Yes No
quantitative qualitative qualitative quantitative

Figure 9.1 Flow chart on types of data.

rate, which is used to assess the total amount of people with the disease over
a period of time. For diseases with a long duration such as diabetes or heart
disease, the prevalence of the disease may be higher than the incidence of
disease over the same period of time. The mortality rate, or the number of
people who have died from the disease, has an impact on the prevalence. As
people die, they are no longer in the pool of individuals who contribute to the
prevalence rate. These rates are important to understand how common the
disease is in your population and how often people die from the disease, which
will play a role in deciding which study design to use.

Conclusions

Research is used every day and can be seen in many different forms. The
observations and data collected during the research process allow us to
answer questions, make decisions, and may even lead to more unanswered
questions. Therefore, research is conducted in a systematic way to prevent
bias or outside influences from skewing the data and results. Data can be
quantitative or qualitative. Researchers may also use previously collected
data (secondary data) to answer new questions they might have. Data are
used to determine whether an association exists between an exposure and
an outcome, also known as the independent and dependent variables. From
the results of the data collection and analysis, a researcher will determine
whether an association exists to either reject or fail to reject his or her research
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hypothesis. Because of research, many environmental, occupational, and
medical advances have been made. With continued research, further advances
will be made in the future.
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Summary activity

You may have questions about ways to improve the activities, services, or poli-
cies at your organization.

Example 1: As a worker for a community-based organization, you observe
an increased rate of obesity among Black teens in the community high school.
Your agency decides to apply for grant funding to implement a new program
teaching adolescents about proper nutrition and physical activity. How will
you get the information (evidence) to demonstrate that obesity is a problem
in your community?

Example 2: A new smoking cessation program had been implemented at
the local community college. After a year, you would like to know whether the
program is effective. How will you go about determining this?

Example 3: During a community forum, many community members stated
that the high breast cancer rates are due to the toxic waste dump? How will
you prove or disprove their claims?
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BOX 9.3 COMMON TERMS IN RESEARCH

A population is a group of people meeting specific criteria to
which results can be generalized. The focus of your population
can be a specific age, gender, race, or other factor. It is impor
tant that your population not be too limited, as this might lead
to bias.

A sample is a smaller selection of the population. Samples repre-
sent the population, but in more manageable numbers than are
in the whole population.

Bias is a systematic favoritism in research that can happen dur
ing data collection but also during the selection process for the
population sample. Usually, bias does not happen on purpose;
it can happen by accident. To help prevent bias, researchers
often use random selection.

Random selection is the process of selecting people to partici-
pate in a study at random so that the study will not be biased.
Another way to prevent bias is to have a larger sample size.

Sample size is the number of participants involved in a study. A
sample size can be small, involving just a few people, or large
and include millions of people. The larger your sample size, the
less likely you are to have a selection bias.

Variables are measurable quantitative or qualitative values that
either change or cause the change of another variable. Two
types of variables are relevant to the process of developing a
research study.

changed by the experiment.
» The dependent variable, or outcome, is caused by or change
by another factor.

EXAMPLE: In the example of our hypothesis in the “What is
Research” section of the chapter, “If there are stricter gun control laws
in place, then gun violence in the inner city will lessen,” stricter gun laws
would be our independent variable, and inner city gun violence would
be our dependent variable.

* The independent variable, or exposure, is observed and is no

—

o
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SELF-ASSESSMENT—WHAT DID YOU LEARN?

. Research is
a. Systematic
b. Intensive
c. Designed to increase knowledge
d. All of the above

. What is the first step of research methodology?
a. Designing the research study
b. Selecting the sample
c. Collecting data
d. Formulating a research question

. You should formulate your hypothesis
a. Before you collect your data
b. After you collect your data
c. After you analyze your data
d. It does not matter when you formulate your hypothesis.

. Which is NOT a criterion for causality?
a. The relationship is consistent when replicated.
b. A dose-response relationship.
c. The exposure occurs before the outcome.
d. The relationship is the opposite of what is currently believed.

. Sample size refers to .
a. The number of participants involved in the study
b. The dosage of the medication being administered in the
study
c. The group of people who are eligible to enter the study
d. The number of people who respond to recruiting materials

. What is bias?
a. Systematic favoritism in the data collection process
b. Assigning participants randomly to two or more different
groups
c. Process of selecting people fairly to participate
d. A connection or link between the outcome and the exposure
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10 Quantitative research methods

Melody S. Goodman and Lei Zhang

LEARNING OBJECTIVES

 ldentify strengths and weaknesses of quantitative methods.
» Describe stages of questionnaire design.

 ldentify sampling methods.

* Understand usefulness of statistics in health research.

e Understand p-values and odds ratios.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. List three types of sampling that can be used to recruit partici-
pants into a study.

2. How would you design a questionnaire to evaluate a program?

3. What is an odds ratio?

Introduction

Although many people approach quantitative methods with trepidation
because of a fear of math, most of them have the basic math and critical
thinking skills to design and conduct quantitative analysis. If you can do
some basic math (add, subtract, multiple, divide, take square roots, and raise
to second and higher powers) with a calculator or with statistical software,
you have the basic skills to conduct quantitative analysis. You do not need
to know high-level statistics, as most researchers consult a biostatistician for
their advanced research. However, you do need to know enough to communi-
cate with quantitative researchers (e.g., epidemiologists and biostatisticians)
in order to understand, learn from, and use your data.

We know that most people do not like numbers, but really what have num-
bers done to you for you not to like them? Numbers are persuasive and can
create change, which is why it is important to understand them. They can be
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used for good or bad, but with some basic knowledge no one will be able to
get one past you. You need to understand the methods used to get the num-
bers before making any decisions about whether to trust them. Statistics can
be persuasive and can change how people see things. We often see many nega-
tive statistics about certain groups (e.g., black males, LGBTQ) in the media,
but it is important to know that for every negative statistic that exists there is

a positive one. The message is all about the perspective and how the numbers
are used to tell the story.

BOX 10.1 CHANGING PERSPECTIVE USING STATISTICS

Statistics can change your perspective. We often hear negative statisti¢s
about black people, but here are some positive ones.

e Four out of 5 black fathers living with their children read to
them.

e Black fathers aged 15 to 44 had the highest rates of helping
children with homework and taking them to and from activities
of any race.

e Of black fathers aged 15 to 44 who live with their children, 80%
bathe, dress, diaper, or help their child use the toilet daily—
highest of any race.

* Ninety percent of young black adults aged 25 to 29 have com-
pleted high school or its equivalent—the same as the national
average.

» Black high school graduates are three times more likely to be in
college or employed than unemployed.

=)

(From Jackson DZ. The positive numbers about young black me
Boston Globe. http://www.bostonglobe.com/opinion/2015/02/22/th
-positive-numbers-about-black-men/0TcPR1Hhn8YfOyuVoWzZxfJ

ligraphic.html?p1=Article_Graphic. Accessed: January 30, 2017,

D

~

Statistics are used in quantitative analysis, and their use is both an art and
a science. The science is based on mathematical and statistical theory, but
these only yield numbers. How one interprets those numbers in the context
of the data is an art. RosneY defines statistics as “the science whereby infer
ences are made about specific random phenomena on the basis of relatively
limited sample material,” and Ros$ defines statistics as “the art of learning
from data” and states that “it is concerned with the collection of data, their
subsequent description, and their analysis, which often lead to the drawing of
conclusions.” Most of the statistical theories we use are based on probability
(the likelihood of something happening or being the case). Although some
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rare events may occur, the likelihood of occurrence for certain events should
be based on large sample statistics.

BOX 10.2 “LUCKY GRANDMA’ EXAMPLE OF RARE EVENTS

What if someone told you, “Statistics say smoking cigarettes can Kill
you, but my grandmother smoked three packs a day since she was 20
and she died at age 103.” On the basis of probability, we know that ever
if an event is rare, it can occur.

Let's do some math. Suppose that the probability of living until
age 103 for someone who smokes three packs a day from age 20 is 1|in
10,000 and that in the US population there are 1,000,000 people who
have smoked three packs a day since age 20.

In this case, you would expect 1,000,000 x 1/10,000 = 100 people {
live until age 103 and the other 999,900 to die before age 103.

Conclusion: This was one lucky grandma, as our calculation shows
that most (99.99%) people who smoke at this rate will not live to
age 103.

=]

Some people may think that quantitative analysis happens at the end
of a research study once the data are collected, but a good quantitative
research study makes plans for the analysis before the data collection. As in
community-academic partnerships, the key to success in research is having a
good team. Study design is a key skill of epidemiologists and biostatisticians;
you will want people with these skills at the table as you begin to design your
study.

BOX 10.3 QUOTE FROM SIR RONALD A. FISHER

“To consult the statistician after an experiment is finished is often merely
to ask him to conduct a post mortem examination. He can perhaps say
what the experiment died of.”

Here are some considerations to make before you start your study:

e What measures will you use for data collection?

e Are these measures created by your research team, or have they been used
in previous studies?

e Are the measures validated? If so, in which populations?

¢ How many participants are needed for your study to have meaningful
quantitative differences?
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You should start with a pilot study to see whether any issues exist with sur
vey administration or data collection that need to be resolved. Many people
want to skip the pilot phase, and this can be detrimental to the research study.
If there is something wrong with your survey, it is best to catch any issues
after just a few surveys are administered instead of after all the data have been
collected. Once your data are collected, there is no type of quantitative or
statistical analysis that can resolve major issues related to study design, survey
administration, respondent comprehension, or other issues with survey items.
After you have collected or extracted the data for your study, quantitative
analyses are used to describe the data, test hypotheses, examine associations,
and test for statistically significant differences among subpopulations.

Quantitative analysis is based on the idea that phenomena can be quanti-
fied (i.e., measured and expressed numerically) and involves the analysis of
numerical data. Burns and Groveé describe the analysis of numerical data as
“a formal, objective, systematic process in which numerical data are utilized
to obtain information about the world.” Hypotheses are statements that we
make about the possible relations between variables or differences between
groups (e.g., Do patients treated with drug A show greater improvement
than those treated with drug B? Does drug C affect men and women differ
ently? What are the barriers to accessing mammography in a community?).
Quantitative analysis has several weaknesses and can be complemented by
gualitative research. When the methods are combined, the resulting approach is
referred to as mixed-methods research. Mixed-methods approaches are often
used in public health research. However, quantitative methods are considered
the gold standard in medically orientated research.

Although quantitative approaches are not useful in all situations, when
used appropriately, they can help examine important questions. Many peo-
ple will say that they do not like numbers. However, most of them have an
implicit awareness of scales and can understand an element of value attached
to a quantity. Quantitative methods can be used to describe characteristics,
evaluate outcomes, and test research hypotheses. It is important to have a
strong study design (e.g., survey questionnaire, recruitment, data collection,
and analysis), as statistical estimation relies on quality data collected on large
samples using structured data collection toofsAs described in Chapter 9, a
strong design follows the scientific method, aims to reduce bias through data
collection and analysis, and obtains a representative sample of the population
with results that are generalizable.

Quantitative approaches have several strengths, as they enable the exami-
nation of structures and processes that are both directly observable (e.g.,
height, weight, blood pressure, cholesterol) and not directly observable (e.g.,
beliefs, well-being, pain, satisfaction, stress, discrimination) but are well suited
for quantitative description. These approaches allow for the examination of
change over time (concepts can be measured and directly compared to a previ-
ous time point) and associations between two or more factors. A major strength
of quantitative data is that they can be used to create visual images (e.g., graphs,
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maps, figures, tables). Quantitative data also allow for a breadth of coverage in
a large population, which can be used to generalize and make predictions.

Despite several strengths of quantitative approaches, there are some weak-
nesses. Quantitative approaches are only applicable to measurable phenom-
ena. Although quantitative analysis allows for the examination of change
over time, it is often difficult to study processes or dynamic phenomena using
static snapshots at multiple time points. Quantifying factors often simplifies
and compresses the complex reality, and, in many cases, the whole may not
be equal to the sum of its parts. In other words, analysis may lack depth and
be relevant to only part of a whole. In addition, defining anything, especially
humans, in terms of numbers is risky when there is a lack of detailed narra-
tive. Descriptions of actors’ perspectives, intentions, motivations, and mean-
ings are difficult given their inherently qualitative nature. Using quantitative
methods for such factors requires extensive knowledge on the subject in order
to ask the “correct” questions.

In many situations, a mixed-methods approach is best, as it allows for com-
binations of quantitative and qualitative methods of measurement within
a single study, making it possible for a wider range of information to be
obtained. This enables the research team to use the best combination of meth-
ods to address a question (e.g., closed- and open-ended survey questions) and
obtain the information needed.

Sampling methods

Sampling consists of selecting part of a population to observe so that one may
estimate the characteristics of that entire population. A populatiois the total
collection of elements about which we make inferences. The list of the total ele-
ments is called the sampling frame. A cengisdy includes all the elements in the
population, but a sample does not. For example, in 2015, to estimate the prev-
alence of obesity among Mississippi public school (K-12) students, researchers
from the University of Southern Mississippi surveyed 5,222 students from a total
of 478,056 students enrolled in public schools. In this case, the sample consisted
of the 5,222 students, and the population included all the enrolled studehit.is
unnecessary and too costly to collect information from all the public school stu-
dents; a sample can be obtained that is representative of the population. The sam-
ple can be used to make inferences about the population from which it was drawn.
A good sample is a miniature of the population, and it can represent the
characteristics of that population. In general, a good sample should be free
of selection bias and measurement bias. Selection bias occurs when there is a
gap between the target population and the sampled population. For example,
when we study tobacco consumption in a rural county using a telephone sur
vey, the estimates from this study could be biased, as a sizable percentage of
the households do not have telephones. Measurement bias occurs when there
is a difference between the measurement and its true value. For example,-dur
ing an obesity study, the scale could erroneously add 2 pounds to the weight
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of every student if it has an incorrect setting or is not placed on a hard or even
surface. Both selection bias and measurement bias must be considered and
minimized in the design stage of the survey.

Methods of sampling

Probability samples assign a known and nonzero chance of selection for each
element in the sampling frame. The probability of selection of each com-
ponent does not have to be equal. For example, the Mississippi Pregnhancy
Risk Assessment Monitoring System (PRAMS) oversamples mothers having
very-low-birth-weight babies, as this is a small group among all mothers who
have had recent deliveries. This overrepresentation means that the mothers in
this small group have higher chances of selection than any other mothers but
provides a sufficient sample from this subpopulation to allow for inferences
about this group and comparisons to other mothers.

* A simple random sample (SRS) is the simplest form of a probability sam-
ple. In an SRS selection, each element in the population has an equal
chance of being selected. Selecting an SRS is accomplished by using a
table of random numbers, listed in appendices of many statistical text-
books; or by using statistical software, such as IBM Statistical Package
for Social Sciences (SPSS). Random number tables contain digits that
have no patterns in layout regardless of rows, columns, or diagonals.
SRS is the foundation for more complex sampling designs. However,
because of difficulty in identifying every member of the population in
very large samples, the pool of available participants becomes biased;
therefore, researchers rarely use SRS to conduct large population-based
surveys.

* A systematic samplés often used as a proxy for SRS when no list of the
population exists or when the list is in roughly random order. In sys-
tematic sampling, an element of the population is selected by beginning
with a random start, and then a sampling fraction to select every kth ele-
ment is used until the required sample size is reached. For example, in the
2013 Mississippi Worksite Survey, researchers used systematic sampling
to investigate type and size of the worksites associated with their health
policies in addition to their health promotion and education-related
activities. Researchers surveyed 600 from a total of 3,600 worksites. The
sampling fraction is k= 6 (3,600/600; use the next integer if this cannot be
fully divided). If we arbitrarily use 7 as the random start, then the work-
sites listed as numbers 7, 13, 19, 25, 31, 37, 43, and so on will be in the
sample. The advantages of the method are that it is simple to design and
easy to use. However, bias could occur if the population list has a hidden
order or has a monotonic (consistent) trend.

» The stratified sampleprocess is to divide the population into subpopula-
tions that share at least one common characteristic (e.g., males/females;



194 Public health research methods for partnerships and practice

field workers/office workers) called strata, then to select a sufficient num-
ber (sample size large enough for us to be reasonably confident that the
stratum represents the subpopulation with the characteristic) of elements
from each stratum using SRS. Stratified sampling is often used when one
or more of the strata in the population have a low incidence relative to the
other strata (e.g., used to oversample minority populations in national
surveys) and can reduce sampling error. For example, the Mississippi
PRAMS used stratified sampling.

e In a cluster sample, the population is divided into groups called clusters,
in which each element of the population can be assigned to only one
cluster. The researcher randomly selects clusters to include in the sample.
In 1-stage cluster sampling, all of the elements within selected clusters
are included in the sample. In 2-stage cluster sampling, an SRS of ele-
ments within the clusters is selected. Cluster sampling does not generate
estimates that are as good as those from random and stratified sampling
and should only be used when the population consists of natural clusters
(e.g., households on a street, schools in a town, counties within a state). For
the Youth Risk Behavior Surveillance System (YRBSS), each state, ter
ritorial, tribal, and large urban school district employs a 2-stage cluster
sample design to produce a representative sample of students in grades 9
through 12 in its jurisdiction.®

¢ Nonprobability samplingtechniques use the subjective judgment of the
research team to select participants instead of using random selection
(probability sampling).

» Convenience samplinfyolunteer) is a nonprobability recruitment
approach that can be used in exploratory research when the researcher
is interested in getting an inexpensive approximation of the truth.
This can provide an estimate of the results, without expending the
time or incurring the costs required to collect a random sample. As the
name implies, participants in the sample are selected because they
are convenient.

* Quota samplings the nonprobability equivalent of stratified sam-
pling. As with stratified sampling, the researcher identifies the
strata and their proportions as they are represented in the popula
tion. Then, convenience sampling is used to select the required
number of subjects from each stratum. This process differs from
stratified sampling process, in which the strata are filled using ran-
dom sampling.

e A purposive samplés a nonprobability sample that is selected based on
one or more traits of the population and the objective of the study. For
example, we may want to examine treatment for African American les-
bian women who have breast cancer. In order to be in our study, a woman
must have all three traits (African American, lesbian, breast cancer diag-
nosis). Even in a breast cancer treatment clinic, it may be hard to identify
patients with all three traits, and many patients would have to be screened
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in order to get a sample with a decent size. In situations like this, other
recruitment approaches may work better.

* The snowball samplingechnique is a special nonprobability method
that can be used when the desired sample characteristic is rare and
when it may be extremely difficult or cost prohibitive to locate
respondents from the target population. This sampling technique
relies on referrals from initial participants to generate additional
participants based on their membership in the target population.
Although this approach can dramatically lower search cost, it comes
at the expense of introducing bias because it reduces the likelihood
that the sample will represent a good cross section from the popu-
lation, as participants are likely to suggest members of the target
population similar to themselves.

In a complex survey, sample members do not have an equal probability
of being selected. There are many types of complex sampling schemes (e.g.,
stratification, clustering, oversampling, multistage sampling). Those discussed
in this chapter are just a few. It is important to note that when a sample is
complex, statistical estimation and analysis are also more complex. If you
decide that a complex survey design is appropriate for your project, consult a
biostatistician who can help you to design the study and conduct the analysis.
Most complex designs use weighting to ensure that the sample is adjusted to
reflect the population. It is important to use appropriate statistical techniques
that adjust for the complex survey design. Most statistical software programs
can be used to conduct this type of analysis (e.g., SUDAAN, SAS, Stata).

Despite the potential complexity of sampling designs, several reasons exist to
consider a complex sampling design for a study. Complex sample designs can be
more cost-effective and can improve the precision of estimates when compared
with an SRS. Given how tight research budgets tend to be these days, this is an
effective way to reduce the cost of a survey. In addition, complex samples can be
used to ensure sufficient representation of small subpopulation groups (e.g., racial/
ethnic minorities, LGBTQ) in the final sample and to gain access to difficulio-
access sampling frames (e.g., school children, patients). It would be hard to sam-
ple school children without first sampling schools or to sample patients without
first sampling hospitals and community health centers. These designs ensure suf-
ficient sample sizes for subgroups to make comparisons between groups by key
demographic factors (e.g., race, gender, age, education, income).

Data

BOX 10.4 QUOTE FROM W. EDWARDS DEMING

“In God we trust. All others must bring data.”
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Several methods exist for obtaining data for quantitative analysis. Data can be
obtained through primary data collection (e.g., survey, systematic observation,
experimental designs and intervention studies) or from secondary sources (e.g.,
medical records, text, previous survey). Primary data are data collected by the
research team for a specific purpose. Secondary data are pre-existing data col-
lected for some other purpose that can be used by the research team to address
their questions. Since secondary data are collected for some other primary pur
pose, analysis is limited by the variables that are available and by how they were
collected, measured, and categorized for the primary purpose.

Quantitative data can come in a variety of forms, but most will have a data
matrix composed of two components: the observation unit and variables. The
observation unit can be an individual, group (e.g., family, household, couple,
math class), institution (e.g., school, business, municipality), text (e.g., hews-
paper article, novel), or event or activity (e.g., war, strike, revolution). A vari-
able is an observable and measurable characteristic of an observation unit
that varies across different units. For example, variables for individuals may
include height, weight, or diabetes diagnosis; household may include annual
income, number of adults, number of children, or type of housing; school
variables may include size, funding amount, or graduation rate; newspaper
variables may include number of words, reads, or social media shares/likes;
and strike variables might include number of picketers, number of people
crossing a picket line, or length of strike.

A data matrix is the starting point for quantitative analysis. In the data
matrix, each observation unit occupies one row, and each variable occupies
one column. Figure 10.1 is an example of a data matrix. The first column
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Figure 10.1 Sample data matrix. ID: participant identification number; Q1: question
1 and contains text responses, Q2: question 2 and contains text responses,
Q3: questions 3 and contains text response, Q11: question 11 and contains
numeric responses, Q12: question 12 which contains numeric and missing
responses and Q13: question 13 and contains numeric responses.
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contains participants’ ID numbers, the second column corresponds with
Question 1, and the last column corresponds with Question 13. This informa-
tion may be clear for any user. However, there should always be a codebook
for a data matrix that defines the question that was asked and what the values
for each variable mean (see Box 10.5).

BOX 10.5 EXAMPLE OF A CODEBOOK

Variable Name Question Text Response Codes
Q1 What is your F=Female
gender? M=Male
Q2 Are you Hispanic Y=Yes
or Latino? N=No
Q3 What is your race? B=Black
W=White

In the data matrix in Figure 10.1, some of the variables are characters (Q1,
Q2, Q3) whereas others are numbers (ID, Q11, Q12, Q13). The “.” in Q12
indicates a missing response.

Survey methods

Survey research utilizes a structured questionnaire in which the same ques-
tions are posed to each person. Surveys can be administered in different
formats (e.g., postal mail, e-mail, Internet polls, text message, face-to-face
interviews, telephone interviews). However, some research questions are not
suited for survey research. Surveys are commonly used in public health to
understand attitudes, opinions, and beliefs concerning health-related issues.
They can also be used to examine characteristics of populations regarding
health-related topics (e.g., drug use patterns, utilization of healthcare) and to
collect information about the demographic characteristics (e.g., age, gender,
race, education, income) of a population. Survey results can be used to test
hypotheses and examine associations among factors. Surveys can be used to
ask a lot of questions efficiently and can sample large populations at a low
cost.

A major limitation of using surveys in research and evaluation is the
potential for response bias, in which respondents provide untruthful or mis-
leading responses that can often be based on social desirability. In addition,
self-reported data are fallible because they are based on the respondent’s
knowledge and recall ability. Surveys also have the potential for many other
forms of bias, including sampling, coverage, measurement, and nonresponse
bias.
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e Sampling and coverage bias occurs when some members of the intended
population are less likely to be included in the sample than others. This
can lead to a sample that is not representative of the population of
interest.

¢ Measurement bias can cause systematic errors in the data that result from
poorly measuring the concepts and/or careless data collection. For exam-
ple, the survey interviewer might ask about drug use but does not give the
proper time frame and collects utilization before the period of interest,
causing an overestimation of the utilization rate.

¢ Nonresponse bias occurs when people who respond to the survey are sys-
tematically different in a meaningful way from nonresponders. This is
often a problem with postal mail surveys in which respondents are sent
a survey in the mail and must complete it and return it via postal mail.
Suppose that you conduct such a survey in Florida and you find that
retirees are more likely to respond than those currently in the workforce.

In this case, the survey would have nonresponse bias.

When developing a study, you want to choose a design that has the potential
to limit any bias that may occur.

Questionnaire design

Six stages are necessary for a quality survey questionnaire:

Determine the aims of the questionnaire.
Select the appropriate question styles.
Design questions.

Pilot test questions.

Revise questions.

Administer the questionnaire.

ogkhwhrE

Stage 1: Determining the aims of the questionnaire

In this initial stage, you should start by writing down the purpose of the sur
vey. Identify the research questions, target population, hypotheses, and the
type of information you will need. It is important to consider how the infor
mation will be used when designing the survey. With this information in mind,
an overall questionnaire plan or outline should be developed. The research
team should write a detailed list of the information to be collected and the
concepts to be measured in the study. This list should then be translated into
measurable variables. The analysis plan should state each variable’s role in the
analysis (e.g., predictor, outcome, confounder). A predictor variable is a vari-
able that is being measured in a research study in order to observe the effect
on the outcome variable. The outcome variable is the variable of interest in a
research study. A confoundingariable is associated with both the exposure
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(predictor) and the outcome variables, which can lead to bias if not included
in the examination of the relationship between the predictor and the outcome.

A review of the literature is often necessary to determine whether there
are existing validated survey items to measure the concepts in your survey.
Validated measures should be used on surveys whenever possible. Be sure to
use items in the exact form in which they are validated. If items are changed,
or only a subset of items are used, previous validation does not necessar
ily hold. Using validated items not only saves survey development time, but
also allows for comparison to other surveys that have used the same items.
However, there are many cases in which the survey is measuring something
specific to your organization or project, or items may not have been validated
in the population that you plan to survey. In these instances, it is necessary
to develop your own survey items or to modify existing items from other
instruments.

Stage 2: Selection of appropriate question style

The type of information that you wish to collect will determine the type of
guestion style that is suitable, but questions come in two general formats:
open ended and closed ended. Open-ended questions allow respondents-to for
mulate their own answers, and close-ended questions provide respondents with
a number of alternative answers from which to choose. Responses come in
two general formats: exclusive answer (only one possible answer) and nonex-
clusive answer, which allows for more than one response to a question (e.g.,
check all that apply).

BOX 10.6 EXAMPLES OF OPEN- AND
CLOSED-ENDED QUESTIONS

¢ Open format
e What are the main sources of stress in your life?
e How many children do you have?
¢ Closed format
e What is your race?
— Answer options: black, white, Native American, Asian,
other
e How many children do you have?
— Answer options: 0, 1, 2+

Stage 3: Survey instrument and question design

Before you develop the survey instrument, it is important to determine
the mode of survey administration (e.g., face-to-face interviews, telephone
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interviews, self-completed questionnaire, computer-assisted approaches), as
some question formats are appropriate only in some instances (e.g., verbally
administered). Regardless of the mode of administration, you want your sur
vey instrument to be easy for respondents to complete.

For paper surveys, this means having ample white space and room to
write answers. This allows respondents to clearly see each question’s response
options (if applicable) and to have room to mark or write a clear and com-
plete response. For web-based surveys, you want to make sure that surveys
are easily viewed on a computer screen or mobile device and that they do not
have too many questions per screen that require participants to scroll to com-
plete. In addition to having a survey that is visually appealing to the respon-
dent, you want to ask questions that are clear and concise and that obtain the
information that you are looking to collect. Whereas respondents should be
allowed to skip any questions to which they do not want to respond, a good
survey will have the most important questions first and will not take too long
to complete. Here are some key points to remember:

e Participants are most likely to skip questions near the end of the survey
if it is too long.

« Do not start a survey with sensitive questions, or people might not want
to continue with the survey.

¢ Place the most important items in the first half of the survey to increase
response rates on the important measures even if the survey is only-par
tially completed.

e Make sure that survey directions are clear and that there is a natural flow
between questions.

« Define key and/or confusing terms.

e Keep participant recall to a minimum (ask about the recent past).

When validated questions are not available or appropriate for your sur
vey, you will have to develop your own questions. Several elements should be
avoided when developing survey questions:

¢ Leading questions that encourage or prompt the desired answer should
be avoided. When conducting a program evaluation, you may be tempted
to ask questions such as, “Did you like the program?” This is a leading
question because it leads the respondent to feel like it is prompting for a
“yes” response, which could bias respondents to be more favorable about
the program than a revised version of this question such as, “What are
your thoughts on the program?”

e Ambiguous questions should be avoided. These are questions that can
be interpreted in more than one way, or the questions are vague or gen-
eral such as, “Did you like school?” This can be an ambiguous question
because it is unclear whether this is about elementary school, high school,
or secondary education.
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Double-barreled questions involve more than one issue but only allow
for one answer (e.g., Did you find the program interesting and useful?).
What if the respondent found the program useful but not interesting or
vice versa; he or she is allowed only one answer. Double-barreled ques-
tions should be separated into two questions. In this case, the questions
would be the following: (1) “Did you find the program interesting?” and

(2) “Was the information provided during the program useful to you?”

Do not use complex vocabulary, jargon, or acronyms without definitions

(e.g., Do you plan to attend the APHA annual meeting?). It is not clear from
the question that APHA is the American Public Health Association. You also
want to avoid long, complex questions that require definitions, use a patron-
izing tone, or ask offensive questions. For close-ended questions, ensure that
the response options are appropriate for the survey question. If you use a
paper survey that has multiple pages, be sure to number the pages and include
the participant’s ID number on each page in case the pages get separated.

Make sure that question and answer options match. Below is an example
of nonmatching question and answer options and how we could fix them:

BOX 10.7 MAKING SURE QUESTIONS
AND ANSWER OPTIONS MATCH

» Bad: Have you had pain in the last week? (1) Never, (2) Seldom,
(3) Often, (4) Very often

» Fix: How often have you had pain in the last week? (1) Never,
(2) Seldom, (3) Often, (4) Very often

A high-quality survey instrument is both valid and reliable. There are several
types of validity that are important to consider (e.g., internal, external, crite-
rion, construct).

Internal validity refers to how well an experiment is done and whether
it avoids confounding; internal validity allows for the inference about
causal relationships between variables.

External validity refers to the generalizability to a larger population or even a
different population or setting. Is what you found on the survey applicable to
the “real” world and generalizable beyond the sample of survey respondents?
Criterion validity assesses whether a measure reflects a certain set of abili-
ties and can be established in two ways: concurrent validity, comparing the
measure to an established measure (gold standard), or predictive validity,
testing the measure over a period of time.

Construct validity is the degree to which a survey tool measures what it
claims to be measuring.
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A reliable instrument will have consistent measurements of the same thing
over time. For example, a nurse uses a pain survey with a patient, and on the
basis of his response she decides to check back on him in 15 minutes and uses
the same tool to reassess his pain. If there is no change in the patient’s condi-
tion or treatment, a reliable tool will indicate the same level of pain as the
previous measurement.

Once your survey is developed, you should pilot test the survey (stage 4)
in the target population. This will allow you to identify questions that need
revision, questions that can be removed, and those that should be added
(stage 5). At this point, you should ensure that terms used in the survey are
clear to respondents or determine whether they require additional definition.
Administer the revised survey to a sample of the target population (stage 6),
analyze the resulting data, and report the results of the analysis

The success of a survey is based on the response rate. To enhance the
response rate, be sure to reduce participant burden when creating the survey
tool. If possible, offer an incentive for participation; make clear to the par
ticipants the purpose and importance of the survey and what the information
will be used for.

Analyzing survey data

In an analysis of survey data, an initial step is to examine the demographic
characteristics of the respondents. It is also important to keep track of the
nonresponders so that you can compare their characteristics to those of the
respondents. This will allow you to determine whether any nonresponse bias
exists. When it is not possible to track nonresponders, you can compare late
responders to early responders and see whether there are differences. Whereas
this is situation dependent, it has been suggested that the late responders will
be more like the nonresponders than the early respondér§he next step is to
examine the descriptive statistics for each of the survey questions. Important
questions should be summarized and reported in a meaningful way using
figures, tables, maps, or a combination where appropriate. Besides analysis
of descriptive statistics, researchers often conduct in-depth analysis and test
hypotheses related to the research questions. This will be presented in more
detail in this chapter’s section on hypothesis testing.

Graphic methods

Graphic displays provide a quick overall impression of the data, which is
sometimes difficult to obtain with numeric measures. Making a good graphic
or tabular display requires that the material be as self-contained as possible
and that it is understandable without the need for additional text. These attri-
butes require clear labeling, including the title, units, and axes on graphs or
figures. The statistical terms used in tables and figures should be well defined.
Keep in mind these important attributes of good displays.
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Bar graphs provide a pictorial representation of a frequency distribution
for either nominal or ordinal data. This is a widely used approach for display-
ing group data. However, the sense of the actual sample points in the respec-
tive groups is lost. Figure 10.2 is a bar chart for the type of health insurance
among participants in the 2012 NHANES National Youth Fitness Survey
(NNYFS). In this figure, we can see that most respondents have private insur

ance, and Medicaid is the second most common type of insurance among this
sample.
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Figure 10.2Bar chart of type of health insurance for 2012 NNYFS participants.
NNYFS:NHANESNational YouthFitnessSurvey;NHANES: NationalHealthand
Nutrition Examination Survey.

BOX 10.8 EXPLANATION OF DATA
USED TO CREATE FIGURE 10.2

The data used to create Figure 10.2 come from the National Health and
Nutrition Examination Survey (NHANES), specifically the NHANES

National Youth Fitness Survey (NNYFS) of 2012. The variable repre-
sented in the bar chart comes from the Health Insurance Questionnaire
section of NNYFS. Health insurance information was collected by
trained NHANES interviewers and was collected in the participants’
homes using a computer-assisted interview process. The “other” category
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of health insurance includes participants who did not say they were cov-
ered by private insurance, Medicaid, or a state-sponsored health plan
“other” also includes having no coverage.

(From National Health and Nutrition Examination Survey,

National Youth Fitness Survey, Centers for Disease Contrg
and Prevention, National Center for Health Statistics; 2012,

https://wwwn.cdc.gov/Nchs/Nhanes/Search/Nnyfs12.aspx

~

Histograms depict the frequency distribution of continuous data and
are the most commonly used type of graph. The pictorial image allows the
viewer to determine whether the data are symmetric or skewed, to deter
mine which values have high levels of frequency, and to examine the spread
of the data for the presence of gaps or outliers (some data values that are
far from most of the others). Figure 10.3 is a histogram of waist circum-
ference (cm) for the 2012 NNYFS participants. In this figure, we can see
that the data are skewed, with most of the observations between 50 and
70 centimeters.
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Figure 10.3 Histogram displaying the distribution of waist circumference (cm) for 2012
NNYFSparticipants. NNYFS:NHANESNational YouthFitnessSurvey; NHANES:
National Health and Nutrition Examination Survey.
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BOX 10.9 EXPLANATION OF DATA
USED TO CREATE FIGURE 10.3

The data used to create Figure 10.3 come from the National Health and
Nutrition Examination Survey (NHANES), specifically the NHANES

National Youth Fitness Survey (NNYFS) of 2012. The variable rep-
resented in the histogram comes from the body measurements sectio
of the NNYFS. The waist circumference of participants (aged 3 to
15 years) was measured by a trained health technician and measured jn
centimeters.

>

(From National Health and Nutrition Examination Survey,
National Youth Fitness Survey, Centers for Disease Contral
and Prevention, National Center for Health Statistics; 2012,
https://wwwn.cdc.gov/Nchs/Nhanes/Search/Nnyfs12.aspx})
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Figure 10.4 Two-way scatterplot of waist circumference by heart rate at warm-up
of cardiorespiratory test for 2012 NNYFS participants. BPM: beats per
minute; NNYFS: NHANES National Youth Fitness Survey; NHANES:
National Health and Nutrition Examination Survey.
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Two-way scatterplots are used to depict the relationship between two
continuous variables. Each point on the graph represents a pair of values.
Figure 10.4 is a two-way scatterplot of waist circumference by heart rate at
warm-up of the cardiorespiratory test for the 2012 NNYFS patrticipants. Each
point on the scatterplot represents each participant in the sample and their
corresponding heart rate and waist circumference. Scatterplots will display a
trend in the relationship between the two variables (if one exists) and can be
used to identify points that are potential outliers in the data. Figure 10.4 does
not show a clear relationship between heart rate and waist circumference. A
few points are potential outliers, as most of the data are clumped together,
and there are a few points with high heart rates and others with high waist
circumferences.

BOX 10.10 EXPLANATION OF DATA
USED TO CREATE FIGURE 10.4

The data used to create Figure 10.4 come from the National Health and
Nutrition Examination Survey (NHANES), specifically the NHANES
National Youth Fitness Survey (NNYFS) of 20121 The y-axis variable
in the scatterplot comes from the body measurements section of the
NNYFS. This variable, waist circumference, is the same variable used
in Figure 10.3. The variable on the x-axis, heart rate at warm-up of car
diorespiratory test, comes from the cardiorespiratory endurance section
of the NNYFS. Participants aged 6 to 11 years olgarticipated in this
examination. The warm-up heart rate was measured at the end of the
1-minute warm-up portion of an exercise test completed on a treadmill
and was presented in beats per minute (bpm). The heart rate was mea-
sured using an automated monitor. The abdomen and thorax of the
participant was connected to the monitor using four electrodes. Trained
examiners conducted the test and monitored participants.

(From National Health and Nutrition Examination Survey,
National Youth Fitness Survey, Centers for Disease Contrg
and Prevention, National Center for Health Statistics; 2012,
https://wwwn.cdc.gov/Nchs/Nhanes/Search/Nnyfs12.aspx

~

Geographic information system (GIS) maps are being used more often in
public health research because they are an excellent way to display spatial and
geographical data. Figure 10.5 is a GIS map of Suffolk County, MA, that
shows the proportion of white population by zip code with each shade repre-
senting a tertile of percentages (<33%, 33%—-66%, 67%+).
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Concentration of white p opulation by zip code
9% — 37.6%
37.7% — 66.3%
66.4% — 94.9%
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Esri, HERE DeLorme, MapmyIndia,© OpenStreetMap
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Figure 10.5White population percentage by zip code in Suffolk County, MA. The
darker gray scale indicates a higher percentage White population. The
white star on the map represents the approximate center of Boston, MA.
(From 2013 ACS 5 year estimates: United States Census Bureau. American
Community Survey 2013: Total Population by Race. http://www.social
explorer.com/tables/ACS2013_5yr/R1138287Reportld=R11382873.
Accessed April 4, 2017.)
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BOX 10.11 EXPLANATION OF DATA
USED TO CREATE FIGURE 10.5

Figure 10.5 displays a map made using ArcGIS, a geographic informa-
tion system. Within the figure, the concentration of white populations
by zip code in Suffolk County, MA, is presented in three categories, each
depicted by a varying color, from light gray to dark gray to black. The
city of Boston is represented by a white star for a reference point. The
population data come from the U.S. Census Bureau’s 2013 Americar
Community Survey 5 year estimates. On the map, there are a scale bar
and a north arrow on the lower edge, in addition to the legend in the
upper left corner, which are always included on a map.

(From United States Census Bureau. Americar

Community Survey 2013: Total Population by Race,
http://www.socialexplorer.com/tables/ACS2013_5yr
/R11382873?Reportld=R11382873. Accessed April 4, 2017

~

Hypothesis testing
Statistical significance

Following the sampling methods and data collection procedures discussed
in previous sections, we reject or fail to reject a hypothesis on the basis of
sample statistics. If we have a good reason—usually through statistical
testing—to believe the estimate from the sample differs from the measure of
that population not by chance alone, then the difference has statistical signif-
icance, or the difference is statistically significant. Many researchers drop the
word “statistically” and just refer to this difference as significantly different.

The definition of hypothesis test

A hypothesis is a statement about one or more populations. The purpose of
hypothesis testing is to aid researchers in reaching a conclusion concerning a
population by examining a sample from that population. In classical tests of
significance, two types of hypotheses are used. The null hypothesis proposes
no difference or relationship between the variables of interest. It is used for
testing, and usually denoted as K A second or alternative hypothesis contra-
dicts H, and states that there is a difference or relationship. The alternative
hypothesis is also known as the research hypothesis, often denoted gs™H

It is the conjecture or supposition that motivates the research. We set up the null
and alternative hypotheses in this way as it allows for the use of statistics to
lead to proof by contradiction.
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Rules for setting up a hypothesis testing

The null hypothesis is listed and presented before an alternative hypothesis.
However, when we construct hypotheses, we usually start with the alternative
hypothesis as it is related to the research questions. We put what we hope
or what we expect from the research in H As H, and H, should include all
possible situations, it is not difficult to set up H after H,is developed. In
addition, H, should contain the statement of equality. For example, we want
to conduct research on diabetes prevalence related to the racial disparity in
Missouri. The research question is that the prevalence of diabetes for African
American adults is different (e.g., higher or lower) from the prevalence for
white adults in Missouri. This statement should be Has it is what we expect
from the findings of the research. There are three possible situations. The
prevalence of diabetes for African American adults could be higher, lower, or
equal to prevalence for white adults. On the basis of the rules for setting up
hypotheses, we can set the null hypothesis {Has the following: the preva-
lence of diabetes for African American adults is the same as the prevalence
for white adults in Missouri. The hypothesis can be reworded as the following:

Null hypothesis F,): No significant difference exists in the prevalence of
diabetes between African American adults and white adults in Missouri.

Alternative hypothesis (H): A significant difference exists in the preva-
lence of diabetes between African American adults and white adults
in Missouri.

The alternative hypothesis includes two possible situations: the prevalence
of diabetes for African American adults is either higher or lower than the
prevalence for white adults in Missouri. This is a nondirectional test, which

is also referred to as a 2-tailed test. Sometimes, researchers prefer to conduct
a directional, or a 1-tailed test. The following example shows hypotheses in a
1-tailed test:

Null hypothesis (H): The prevalence of diabetes among African
American adults is lower or equal to the prevalence of diabetes
among white adults in Missouri.

Alternative hypothesis (H): The prevalence of diabetes among African
American adults is higher than the prevalence of diabetes among
white adults in Missouri.

Steps for hypothesis testing

Researchers often use the following steps for hypothesis testing: (1) set up the
hypothesis, (2) calculate the test statistics, (3) state the decision rule, (4) calculate
critical value of the test statistics, and (5) draw a conclusion. However, when we
use the statistical software for data analysis, we often skip steps 3 and 4.
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Level of significance

The level of significance is a probability that one rejects a true null hypothesis.
It is often denoted as .. Many researches use 0.05 as the level of significance.
This states that researchers are comfortable being incorrect in their conclu-
sions about the hypothesis 5% of the time, which means that, on average, we
draw correct conclusions 95% of the time.

P-values and statistical significance

The p-value is the probability of obtaining the observed estimate (or one that
is even more extreme) under the null hypothesis. It is the probability that the
observed difference seen in the data is caused by chance alone. Fhalue
does not provide information about the magnitude of the difference, and
it implies statistical significance but not practical relevance. Just because
something is statistically significant does not make it scientifically mean-
ingful. The practical relevance is often assessed through the evaluation of
effect size. A detailed discussion on the evaluation of effect size can be found
elsewhergl-14

We evaluate the p-valueelative to the a priori selected level of significance

. (e.g., 0.05). The level of significance is set before the data analysis begins
and should not be changed based on the results. If the p-value is less than .,
the null hypothesis is rejected, and the results are significant. It suggests that
the results of the study could not have occurred by chance alonsemething
must be going on. If the p-value is greater than ., we fail to reject the null
hypothesis, and the results are not significant. The possible reasons could
include differences due to chance, a sample size that is too small, low inci-
dence of the test result, or too much variability in the observed variable.

We technically “fail to reject” the null instead of “accept” the null hypoth-
esis. Itis argued that a null hypothesis can never be proven and, hence, cannot
be “accepted.” We can only reject or fail to reject a null hypothesis. Despite
the very real statistical difference in these terms, some people use the less for
mal terminology of “accept.” However, to accept the null hypothesis is a com-
pletely different thing than failing to reject it and often comes with a much
higher probability of error.

To evaluate hypotheses, we need to take a sample and evaluate whether
the sample is more consistent with the null hypothesis or with the alternative
hypothesis. For example, to test the null hypothesis “There is no significant
difference in the prevalence of diabetes between African American adults and
white adults in Missouri,” we use the data from the BRFS$>1¢In 2014, the
diabetes prevalence for Non-Hispanic African Americans in Missouri was
18.0% (95% CI: 13.6—22.4%); comparatively, the diabetes prevalence among
white adults in Missouri was 10.1% (95% CI: 9.1-11.0%). We conducted a
chi-square test using the BRFSS dataset and found that the p-value was less
than 0.05, so we rejected the null hypothesis and concluded that there is a
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significant difference in the prevalence of diabetes between African American
adults and white adults in Missouri.

When interval estimates are available in addition to the point estimates,
instead of running a statistical test, researchers can evaluate a null hypothesis
by just comparing the two interval estimates. If the intervals do not over
lap, researchers can reject the null hypothesis. For example, the two inter
vals for African Americans (13.6—-22.4%) and whites (9.1-11.0%) do not
overlap; hence, the null hypothesis is rejected. However, using comparison of
the intervals to evaluate a null hypothesis is conservative and may not war
rant researchers to fail to reject a null hypothesis even when the two intervals
overlap.

We use statistics to discover whether two variables are associated. If they
are, we investigate how strongly they are associated and whether chance can
explain the observed association. Statistics are primarily designed to assess
the role of chance in association, but having association cannot constitute
proof of a causal relationship. This is especially true for cross-sectional stud-
ies (measurement at one point in time) such as BRFSS.

Odds ratio

The odds ratio (OR) measures the association between an exposure and an
outcome. It gives the odds that a specific outcome will occur given a particu-
lar exposure, compared to the odds that the outcome will occur without the
exposure. It is commonly used in case-control studies. In rare diseases, the risk
of disease in the population can be estimated using the odds ratio.

Computing an odds ratio

If we denote, respectively, a and b as the number of people having and not
having the disease given a particular exposure, accandd as the number of
people having and not having the disease without the exposure, then the odds
of disease in those with risk factor is a/b, and the odds of the disease without
the risk factor is c/d (Table 10.1).

We calculate the OR using the formula below:

_ad

or=2:¢
b d bc

Table 10.1 Standard 2x2 table for exposure and disease

Disease (cases) No disease (controls)

Exposure a b
No exposure c d
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OR is also referred to as the cross-products ratio. It is the product of the main
diagonal (supports the null hypothesis of an association) divided by the prod-
uct of the off diagonal.

Interpreting odds ratios

ORs assess the risk of a particular outcome or disease if a certain factor or
exposure is present. They answer the question of how much more or less likely
it is that someone who is exposed to the factor under study will develop the
outcome as compared to someone who is not exposed. When the OR is less
than 1, then the event is less likely to happen; when the OR is greater than 1,
then the event is more likely to happen. Specifically,

e OR<1, exposure is associated with lower odds of disease/outcome/event.

¢ OR =1, exposure is not associated with disease/outcome/event.

¢ OR > 1, exposure is associated with higher odds of disease/outcome/
event.

Odds ratio example

Suppose that a researcher conducted a case-control study to investigate the
association between smoking and lung cancer. The findings were recorded in
a 2x2 table shown in Table 10.2.

On the basis of the OR formula, we calculate

oR = 3d _175x940 _ 164500 .,
bc ~ 825x60 49,500

In accordance with the calculation, a person who smokes is 3.32 times more
likely to develop lung cancer, as compared to a person who does not smoke.
In addition, we often obtain the 95% confidence interval for the OR using
statistical software. For example, we can use the SPSS crosstab procedure
to obtain its 95% CI (2.44, 4.52). The number 1 is not in the interval, so we
can conclude that smokers have significantly higher odds of developing lung
cancer.

Table 10.2 Standard 2x2 table for smoking
(exposure) and lung cancer (disease)

Smoking status Lung cancer  No lung cancer

Smoker a=175 b =825
Nonsmoker c=60 d =940
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Adjusted odds ratios

When we calculate the ORs while controlling for the covariates (other than
the risk factor), the ORs are known as adjusted odds ratios. For example, in a
study to investigate whether heavy smoking and binge drinking are associated
with school violence while controlling for students’ gender, race, and grade,
Zhang and Johnson” found the adjusted OR for carrying a weapon was 1.80
(95% CI: 1.42, 2.28) for heavy smokers and 3.01 (95% CI: 2.41, 3.76) for binge
drinkers (Table 10.3). In other words, students who are heavy smokers are
1.8 times more likely and binge drinkers are about 3 times more likely to
carry a weapon on school property. In addition, the number 1 is not in the
95% Cls so both heavy smoking and binge drinking are significantly associ-
ated with school violence.

Table 10.3 Adjusted odds ratio for violence-related behaviors on school
property by selected factors, Mississippi, 1993-2003

Carried a weapon Threatened or injured
odds ratio odds ratio
Characteristic (95% ClI) (95% CI)
Gender
Male 4.04 1.37
(3.01-5.43) (1.14-1.65)
Female 1.00 1.00
(referent) (referent)
Race
White/Non-Hispanic 1.23 0.52
(0.96-1.59) (0.42-0.64)
Black/Non-Hispanic 1.00 1.00
(referent) (referent)
Grade
9th 1.24 1.97
(0.92-1.66) (1.54-2.52)
10th 1.49 1.33
(1.09-2.06) (1.02-1.73)
11th 1.25 1.33
(0.95-1.65) (1.00-1.76)
12th 1.00 1.00
(referent) (referent)
Heavy smoking
Yes 1.8 1.9
(1.42-2.28) (1.43-2.53)
No 1.00 1.00
(referent) (referent)
Binge drinking
Yes 3.01 2.03
(2.41-3.76) (1.62-2.54)
No 1.00 1.00
(referent) (referent)

Abbreviation: ClI, confidence interval.
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BOX 10.12 EXPLANATION OF DATA
USED TO CREATE TABLE 10.3

The data used to create Table 10.3 come from the 1993—2003 Mississipp
Youth Risk Behavior Surveillance System (YRBSS). The adjusted odds
ratios were obtained from two separate binary logistic regressions. The
outcome variables a student carrying a weapon, or being threatened
or injured. The two factors of interest were heavy smoking and binge
drinking. The three covariates were students’ gender, race, and grade
level. The survey used complex sample design with weighting, and anal
ysis used SUDAAN.

(From Zhang L, Johnson WD. Violence-related behaviors on school
property among Mississippi public high school students, 1993—-2003. J $ch
Health. 2005;75(2):67-71. doi:10.1111/j.1746-1561.2005.tb00013.x.

Conclusions

Quantitative methods are used quite often in public health research because
they can be used to demonstrate a need, evaluate an intervention or program,
or propose a new point of view. Using quantitative methods, we can examine
whether two or more variables are associated. If so, how strongly are they
associated, and can this association be due to chance alone? We can also exam-
ine differences in subpopulations on the basis of demographic characteristics.
Other than in the gold-standard, double-blind, randomized controlled trial,
statistics cannot constitute proof of a causal relationship. However, such data
can provide strong evidence and can be used to create change in policies and
programs, to demonstrate a need in a community or population, or to exam-
ine differences in outcomes among subpopulations.
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Activity

You work at a local community-based organization that has a mission to
make school food options healthier. Your organization has been asked for its
official stance on diet colas.

You have 24 hours to come up with an official position, and you only have
information from the nutrition labels (provided below), which you were able to
quickly pull from the Internet. Your organization decides to do a quantitative
analysis of nutritional information, and your team is in charge of coming up with
the analysis plan. Use the information provided to answer the following questions.

1. What data elements (variables) would you pull from the nutrition labels?
How would these variables be measured? Fill in the table below.

Variables Measured

2. What would your data matrix look like?
3. What information would you compare among products?
4. What hypotheses would you test?


https://www.cdc.gov
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5. What additional information would you like to have to conduct your

analysis?

6. Based on the information you have discovered, is your organization pro

diet cola or anti diet cola? Explain.

Nutrition Labels and Ingredient Lists of Four Sodas

BRAND A COLA

BRAND A DIET COLA

Nutrition Facts

Nutrition Facts

Serving Size 1 Can (12 fl 0z)

Amount Per Serving

Serving Size 1 Can (12 fl 0z)

Amount Per Serving

Calories 150 Calories from Fat 0

% Daily Value*

Calories 0 Calories from Fat 0

% Daily Value*

Not a significant source of other
nutrients

Total Fat Og 0% Total Fat Og 0%

Cholesterol Cholesterol

Sodium 30 mg 1% Sodium 35 mg 2%

Total Carbohydrates 41g 14% Total Carbohydrates 0g 0%
Dietary Fiber Og 0% Dietary Fiber Og 0%
Sugars 41g Sugars 0g

Protein Og Protein Og

Not a significant source of other
nutrients

*Percent Daily Values are based on a
2,000-calorie diet

*Percent Daily Values are based on a
2,000-calorie diet

INGREDIENTS: Carbonated water,
high fructose corn syrup, caramel
color, sugar, phosphoric acid, caffeine
citric acid, natural flavour

INGREDIENTS: Carbonated water,
caramel color, aspartame, phosphoric
acid, potassium benzoate (preserves
freshness), caffeine, citric acid, natural
flavor, acesulfame potassium
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BRAND B COLA

BRAND B DIET COLA

Nutrition Facts

Nutrition Facts

Serving Size 1 Can (12 fl 0z)

Amount Per Serving

Serving Size 1 Can (12 fl 0z)

Amount Per Serving

Calories 140 Calories from Fat 0

% Daily Value*

Calories 0 Calories from Fat 0

% Daily Value*

Total Fat Og 0% Total Fat Og 0%
Cholesterol Cholesterol
Sodium 45 mg 2% Sodium 40 mg 2%

Total Carbohydrates 39g13%

Total Carbohydrates 0g 0%

Dietary Fiber Og 0%

Dietary Fiber Og 0%

Sugars 399

Sugars 0g

Protein Og

Not a significant source of other
nutrients

Protein Og

Not a significant source of other
nutrients

*Percent Daily Values are based on a
2,000-calorie diet

*Percent Daily Values are based on a
2,000-calorie diet

INGREDIENTS: Carbonated water,
high fructose corn syrup, caramel
color, phosphoric acid, natural flavors,
caffeine

INGREDIENTS: Carbonated water,
caramel color, aspartame, phosphoric
acid, potassium benzoate (to protect
taste), natural flavors, citric acid,
caffeine

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. Which of the following is NOT a type of sampling?

a. Snowball
b. Convenience
c. Stratified
d. Broad
2. is the probability that the observed difference is
caused by chance.
a. t-test
b. Kappa
c. P-value

d. Chisquare
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3. A mixed methods approach can lead to a stronger overall study
because

a.

b.
c.
d

A wider range of |nformat|on is obtained

More precise data points are obtained

More people are willing to participate

None of the above; mixed methods never lead to a stronger
study

4. If a p-value is less than alpha, you should

Fail to reject the null hypothesis and conclude that the

a.
results of your study are not due to chance alone
b. Fail to reject the null hypothesis and conclude that the
results of your study are due to chance alone
c. Reject the null hypothesis and conclude that the results of
your study are not due to chance alone
d. Reject the null hypothesis and conclude that the results of
your study are due to chance alone
5. Quantitative research is aimed at _ a research
hypothesis.
a. Developing
b. Testing
c. Describing
d. Explaining
6. means that each member of a population has an

equal and known chance of being selected.

a.

b.
c.
d

Quantitative data
Random sampling
Convenience sampling
Probability

7. A weakness of quantitative research is that it

a.
b.
&
d.

Has a lower credibility compared to qualitative research
Simplifies complex reality

Is difficult to make predictions

Makes analyzing larger datasets difficult and time consuming

8. What question style allows respondents to formulate their own
answers on a questionnaire?

a.

b.
ch
d

Open format

Closed format
Exclusive format
Non-exclusive format
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is the measure that gives the likelihood that an
outcome will occur given a particular exposure.
a. Frequency
b. Chisquare
c. P-value
d. Odds ratio

When determining the aim of a questionnaire, you should do
all of the following except

a. Write down the purpose of the study

b. Identify hypotheses

c. Pilot test questions

d. Identify the type of information you will need



11 Roles, functions, and examples of
gualitative research and methods
for social science research

Keon L. Gilbert and Susan Mayfield-Johnson

LEARNING OBJECTIVES

e Describe qualitative research.
» Describe how qualitative methods are used in social science
research.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. What are qualitative methods?

2. What are the characteristics of three qualitative models that
are appropriate for public health?

3. How might qualitative methods differ from quantitative methods?

Introduction

One of the greatest challenges that we have with understanding social phenom-
ena is the idea of finding “meaning.” We expend a considerable amount of
energy trying to ascertain the meaning of behavior, thoughts, ideas, and vari-
ous social interactions in social science research. We rely on different sources of
information or data to provide us with evidence about the social phenomena we
are trying to understand. However, constraints are encountered when building
this evidence base. Time, cost, social problem to be investigated, stakeholders
involved, and intended beneficiaries are all factors to consider when deciding
on the kinds of data to collect and the methods by which these data should
be collected. Two broad forms of research exist: qualitative and quantitative.
Quantitative research is often lauded as the higher-ranked form because it is
viewed as being more objective. (See Chapter 10 for a more thorough defini-
tion of quantitative research methods than is provided in this chapter.) However,
gualitative research is viewed as being more reflexive, as relying on the con-
struction of knowledge by interpreting meaning from experiences and various
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contexts. Part of this reflexive characteristic is acknowledging that researchers’
experiences and personalities can influence and bias research procésses.

Researchers such as CresweBuggest that to make claims about what
knowledge is (ontology), we must try to explain how we know what knowledge
is (epistemology), the values ascribed to knowledge (axiology), how knowledge
is described verbally and in written format (rhetoric), and the procedures or
processes used to study knowledge (methodology). Qualitative research as a
method to achieve these aims is often viewed as nontraditional but naturalis-
tic and can be conducted within a well-designed, well-informed process that
provides credible evidence for understanding social phenomeha.

What is qualitative research?

Several definitions of qualitative research exist that center around research
or the production of results that are not statistical or quantified®> These
definitions also suggest that the research procedures take place within natural
settings, contexts, or in the environment (social or physical) of those par
ticipating in the research. Qualitative research is designed to capture the
lived experiences of people through storytelling, observing their behaviors,
documenting social movements, and understanding how social interactions
and social relationships shape attitudes, thoughts, opinions, and behaviors.
This form of research also takes into account the nature of the environ-
ment and how it may shape these attitudes and behaviors within and across
different environments. Qualitative methods take broader forms such as
narratives, case studies, ethnographies, or developing theory—or frame-
works by which we can explain a social phenomenon. This differs from
guantitative research in that it provides a broader context by which we can
understand data from the voices, pictures, documents, and material culture
of participants. Quantitative research usually takes the form of experi-
ments, surveys, and other methods by which we can count or quantify a
phenomenon by the use of variables, treatments, and repeated measures.

We do not always have to select one method over the other. Qualitative
and quantitative research can be combined in what is commonly referred
to as mixed-methodsor integrated research. The idea of incorporating both
methodologies arises from the strengths and limitations of each method. One
method or research process cannot fully capture the social phenomenon being
studied, and research may be enhanced by the use of both methodologies. In
using both methods, each helps to inform the other and enhances research
findings.

These methods can be used sequentially, meaning that one method is used
to elaborate or expand the findings from the previously used method. An
illustration of this may be conducting a survey of how men access or acquire
health information. Your survey may only provide you with responses such
as 35% of men access/acquire information using the Internet, 35% access/
acquire health information from their physician, and yet another 30% access/
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acquire health information from family and friends. These results do not tell
you why they prefer these modes of access for acquiring information. You
may decide to host a focus group with men to further explore what their rea-
sons or motivations are for accessing/acquiring information in those ways and
how that information is used.

Alternatively, quantitative and qualitative methods may be used concur
rently, or at the same time, to collect data about a public health issue. The
data are then analyzed independently but used in a combined way to explain
the public health issue being investigated. You may find a large sample of
men and ask several questions about how they access or acquire health infor
mation, and you may simultaneously engage smaller groups of men in focus
groups. The focus groups allow the researcher to explore more in depth how
each type of access is used by men and to ask how that information may be
used differently, as well as the benefits and limitations of accessing informa-
tion in those ways. As the researcher, you may compare these results in your
reporting to tell a more robust story about how men access and acquire health
information and why they make those choices.

Different types of data provide an opportunity for triangulation. Researchers
can triangulate within each method and across two or more approaches. For
qualitative research, this may involve conducting participant observations
within a religious setting such as a church, synagogue, or mosque to under
stand the role these settings play in structuring the transmission of health pro-
motion information. The researcher may make several visits to these religious
settings to document or capture events, activities, speeches, sermons, and
readings that may influence health behaviors. A second method may be used,
such as interviews, to speak with individuals who attend or belong to that
church, synagogue, or mosque. This method allows the researcher to ask-par
ticipants directly how the setting structures opportunities for health promo-
tion activities to take place. Using these two qualitative methods provides a
sense of how the religious setting structures the delivery of health promotion
messages and how people may respond to those messages in their daily lives.
These two methods, combined, provide a greater sense of the influence and
role of religious settings in health promotion that cannot be achieved with a
single method. Triangulation across methods may be achieved using quan-
titative and qualitative methods sequentially or concurrently as described
previously. Given the various types of data that are collected that fit within
a qualitative research modality, it is important to consider the purpose of
collecting those data to identify the right method (quantitative vs. qualitative)
and the procedure by which the data are collected.

Qualitative data collection methods

A wide range of qualitative procedures can be used to collect qualitative
data. The type of method depends on the main questions that need to be
answered, as well as other potential constraints, which include time and cost.
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The research question should drive the selection of the method(s) employed
as a way to make the best use of resources and to avoid burdening research
participants. The next several sections will describe commonly used qualita-

tive methods and the characteristics of each.

Primary method: Interviews

With the explosion of reality TV and the focus on people’s experiences, inter
viewing has pervaded our culture. Everyone wants their “5 minutes of fame,”
but interviewing as a data collection technique in social science research
requires systematic focus and methodological procedures or steps.

What is an interview?

Interviewing is a process in which a researcher and a participant engage in
conversation focused on questions related to a research study. The most com-
mon form of an interview is the person-to-person encounter in which one
person elicits information from the other. Groups or collective formats can
also be used to obtain data, but we most commonly think of an interview as
a person-to-person discussion. The main purpose of an interview is to obtain
a special kind of information. We interview people to find out things from
them that we cannot directly observe. We cannot observe feelings, thoughts,
and intentions. We cannot observe behaviors that took place at some previ-
ous point in time. We cannot observe situations that preclude the presence of
an observer. We cannot observe past events that we cannot replicate (or don't
want to—like a massive school shooting). We cannot observe how people
have organized the world and the meaning they attach to what goes on in the
world. We have to ask people questions about those experiences and hope that
they share their viewpoint® The purpose of interviewing, then, is to allow us
to enter into the other person’s perspective.

Interview categories

Interviews can be categorized in a number of ways. The most common
way is by the amount of structure that is applied to the research design or
approach. Interviews are usually catalogued into the following design for
mats: highly structured, semistructured, or unstructured/informat:® Highly
structured interviews include specific wording and order. Wording of the
guestions is predetermined and cannot be changed. The order of the ques-
tion series is established in advance and does not deviate in format. This type
of interview is also known as an oral survey. In many qualitative studies,
highly structured interviews are usually used to obtain demographic data.
Examples of highly structured interviews include census bureau surveys and
marketing surveys. Semistructured interviews have an interview guide with
structured interview questions, but there is flexibility in how the question
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may be asked, wording of the question, order, and format. The largest part
of the interview is guided by a list of questions or issues to be explored with
specific data required from the person being interviewed; however, there is
no predetermined wording or order. Finally, unstructured or informal inter
views are more like a conversation with exploratory questions. There is not
a definitive structure or order to the questions, and the goal is usually to
learn from the interview to formulate questions for later use. Unstructured
or informal interviews are often used when the researcher does not know
enough about the phenomenon to ask relevant questions, and they are pri-
marily implemented or used in case studies, participant observations, and
ethnographic studies.

Interview questions

An interviewer can ask several types of questions to stimulate responses
from a participant.” Background or demographic questions are the first type.
Background or demographic questions are ones related to the participant’s
demography (data about the characteristics of a population). Some examples
might include age, income, education, health insurance status, etc., of the-per
son being interviewed to supply contextual history relevant to the research
study. Not all interviews require demographic information; it is relevant only

if it is needed for the research study.

Knowledge questions are usually asked to elicit a participant’s actual factual
knowledge about a situation or experience. They are most helpful in provid-
ing elements to paint or illustrate a particular circumstance. Experience and
behavior questions aim at the specifics of what a person does or did—his or
her behaviors, actions, and activities. For example, in a study of leadership
exhibited by hospital administrators, one could ask, “Tell me about a typi-
cal day at work; what is the first thing you are likely to do in the morning?”
Experience and behavior questions provide details about the circumstance.
Opinion and values questions include items related to the researcher’s interest
in a person’s beliefs or opinions, or what he or she thinks about something.
After asking the question of hospital administrators mentioned previously
in this paragraph, a researcher might ask an opinion or value question such
as, “What is your opinion regarding whether administrators should also be
leaders?”

Feeling questions tap the affective dimension of human life. In asking feel-
ing questions, the interviewer is looking for adjective responses like happy,
afraid, anxious,intimidated, confident, or other words that describe feelings
experienced by the participant. They are often worded as “How do you feel
about...?” They help to qualify emotional sensations and reactions. Finally,
sensory questions are similar to experience and behavior questions, but they
are used to elicit more specific data about what was seen, smelled, heard,
tasted, and touched. In the hypothetical study on hospital administrators
mentioned previously, a sensory question might be, “What was the best
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advice you heard from your colleagues to help you prepare for the job of
running a hospital?”

We often think that asking “why” is a great way to learn about a phe-
nomenon; however, it is not a recommended type of question. Why questions
tend to be speculative about causal relationships and can lead to dead-end
responses. Consider the following example. A researcher questions a child in
kindergarten in a physical activity study about her favorite time at school. She
says, “Recess.” The researcher asks, “Why do you like recess?” Her answer is
that she can go outside and play on the swings. You ask, “Why do you like to
go outside?” She answers, “That is where the swings are! Duh!” Instead, the
“why” question can be rephrased into one of the categories listed previously
to provide more detailed content For example, the researcher could ask an
experience or behavior question like, “Tell me about what you like to do at
recess.” The main point here is that you do not have to ask “why” to make an
open-ended question.

In addition, other types of questions are helpful in eliciting information
in interviews: hypothetical, devil's advocate, ideal positions, and interpretive.
Hypothetical questions ask what the respondent might do, or what it might be
like in a particular situation. Hypothetical questions usually begin with “what
if” or “suppose.” If 1 were conducting a study about displaced workers in a
training program, an example might be, “Suppose it was my first day in this
training program. What would it be like?”

Devil's advocate questions ask the respondent to consider an opposing view
or explanation to a situation. It requests that the person being interviewed
challenge his or her initial perspectives. The previously mentioned displaced
workers who are in a training program might be asked the devil’s advocate
guestion, “Some people would say that people who lost their jobs did some-
thing to bring about their firing. What would you tell them?”

Ideal position questions ask respondents to describe an ideal situation.
Continuing with the example of the displaced workers in a training program,
we might ask the ideal position question, “Would you describe what you
think the ideal training program would look like?” Finally, interpretive ques-
tions happen when a researcher advances tentative explanations or interpre-
tations of what the respondent has been saying, and the researcher asks for
a reaction. An example is the following: “Are you finding returning to college
as an adult a different experience from what you expected?”

Good interview questions are ones that are open ended and that yield
descriptive data, including stories about the phenomenon. The more detailed
and descriptive the data obtained are, the better. Phrases that help to set up a
good interview and yield rich data may start with the following phrases:

e Tell me about a time when...
* Give me an example of...

e Tell me more about that...
What was it like when...
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When developing interview questions, it is virtually impossible to specify
all of the questions ahead of time because they are dependent on how the par
ticipant answers the lead question. Having probes or follow-up questions can
be as simple as seeking more information or clarity about what a person has
said about who, what, when, and where. The researcher can ask the respon-
dent to provide this additional information.

Interview questions to avoid

Although some types of questions elicit rich and detailed information, some
questions should be avoided in interviewsOne type of question to avoid is
one where multiple questions are asked in one question. This is a question
that is actually several questions, and respondents cannot and do not answer
all of the questions. The following is an example of multiple questions posed
in one question that might be applied (in error) in the previous example of
displaced workers in a training program: “How do you feel about the instruc-
tors, the assignments, and the schedule of classes in the work training pro-
gram?” This type of question asks the respondent to answer too many items
at once. Instead, break down the questions and ask them one by one.

Leading questions reveal a bias or an assumption that the researcher is
making, which may not be held by the participant. These types of questions
set the respondent up to accept the researcher’s point of view. An example
might include, “What emotional problems have you had since losing your
job?” This question reflects an assumption on the part of the researcher that
someone who loses his or her job may have emotional problems. This view
or attitude may not be shared by the respondent, but the respondent may try
to answer the question using speculative causal relationships or assumptions
about the researcher’s motives.

Finally, many people who develop interviews try to avoid yes-or-no
questions. Although some people want to know about a specific phenom-
enon and ask a yes-or-no question, yes-or-no questions offer an easy way
out and can shut down the flow of information. At the very least, they slow
the exchange between the interviewer and the respondent. A researcher asks,
“Do you like the program?” This type of question requires a yes-or-no answer.
Instead, the researcher should ask, “What do you like about the program?” or
“How have you found the experience of returning to school?” The latter ques-
tions prompt the participant to explain with more detail about the experience.

Primary method: Focus groups

When people think of focus groups, most people think about advertising,
public relations, and product testing. However, there is another side to focus
groups that receives less attention. It is the one that is focused on research
to assess community needs, help design interventions, evaluate policies, pilot
test data collection instruments, or help to understand and even explain
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guantitative findings. Focus groups are a way of getting individuals together
to discuss a specific set of questions to elicit group information on a specified
topic. Several core features make focus groups distinct.

Characteristics of focus groups

Focus groups are not just a group of people getting together to talk about
a certain topic. That would be a discussion group. Focus groups have more
rigor and structure to them than discussion groups, and Krueger articulates
that focus groups have certain distinctive characteristiéne characteristic is
that focus group questions are focused, meaning that questions are carefully
sequenced so that they focus more on key topics of the study. The questions
progressively direct participants into discussing the topic in greater detail and
with more depth. In interviews, the researcher may ask the most significant
guestions first or use an informal or unstructured research design approach.
These are not strategies that are appropriate for focus groups.

Another characteristic of a focus group is that there is no push for agreement.
Focus groups are unique in that the goal is not about reaching a single solution or
negotiation. While it is a noteworthy goal to develop consensus or compro-
mise, it is not the intention of a focus group. Focus groups are conducted to
gather a range of attitudes, opinions, and experiences, and the unique percep-
tions and occurrences are valuable to the group processes.

The environment of a focus group should be comfortable, nonthreaten-
ing, and permissive. The moderator or facilitator of a focus group should be
recognized as an individual who is open to hearing all points of view and who
states that there are no right or wrong answers to the questions. Participants
may have differing opinions, and these differences are valuable to gaining
information about the focus group topic. The moderator/facilitator should
also provide a set of ground rules for the focus group discussion so that all
participants feel comfortable and respected in providing what they think and
how they feel. The focus group should be held in a place that is convenient
and comfortable to all participants.

The participants who are invited to the focus group are homogeneous in
the sense that they have something in common regarding certain factors that
are of interest to the researchers. Focus groups use a purposeful sample com-
posed of information-rich participants on a specific topic to foster a sense
of commonality that results in greater sharing of insights on a particular
phenomenon. It is this homogeneity that provides individuals comfort with
other like people and fosters thoughtful listening and responses that result in
greater sharing of insights.

Another characteristic of a focus group is that group size should be rea-
sonable. The size of a focus group can range from as few as 5 to as many as
12. The size depends on the background of the participants, the topic, and the
expertise of the moderator. The larger focus groups tend to work better with
topics that do not evoke strong emotional attachments. Smaller focus groups
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are recommended for topics that might be viewed as sensitive or personal
or when the participants have considerable experience and expertise with the
topic. The richness of a focus group comes from the details and explana-
tions of participants’ comments and having adequate time for participants to
engage in discussion.

Each focus group should have a skilled moderatdrSkillful moderators
make facilitation look easy. They are friendly and open, and they engage
participants, making them feel welcome and relaxed. They give a thorough
introduction to help individuals feel comfortable to engage in the focus group
process, and they move smoothly from one question to another. They have a
set of questions and get through all of the questions in the allotted time. They
get people to share their views freely, and they know when to ask for more
information. A focus group works well when participants build on each oth-
er's comments rather than continually responding directly to the moderator.

Patterns and trends are examined across the groups to ensure that the anal-
ysis fits the study. Identifying patterns and trends across the groups and deriv-
ing meaning from the discussion is one of the most time-consuming aspects
of focus group research. It should be systematic in that it follows a prescribed
plan in a consistent way and can be verified by others who review the process.

Developing focus group questions

When you decide that a focus group is the right approach for your research
design, you need to take a few steps in order to develop your focus group ques-
tions.’° Develop questions that address the purpose of your study. Although
this seems obvious, there are a few instances when people get caught up in
developing what would be fun and whimsical questions that do not address
the overall purpose of the study. Identify questions that will produce use-
ful and rich information. Questions should be conversational and easy-to-
understand. What we mean is that you should ask questions in a way that
encourages participants to talk to each other and use language that the par
ticipants would use. Avoid jargon or language that may only be common in a
particular field of study.

Aim for the right number of questions. Although there should not be too
many questions, too few questions will not allow for ample discussion and
depth of a subject. A good number of questions is usually around 10 to 14,
with appropriate probing questions utilized throughout the discussion, but
the number does depend on the subject, the participants, and the sensitivity
of the topic. Make sure to sequence the questions so that they set the stage
for conversation, and then focus the questions to get to the most important
topics. Finally, participation in a focus group is extremely important. The
purpose of the focus group is to have participation and dialogue from respon-
dents on a variety of questions related to a certain topic. Do not be hesitant
in including activities, techniques, or strategies in the design of questions to
get people more actively engaged in the conversation during the focus group.
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Activities may include having respondents draw a picture of an ideal situa-
tion, brainstorming topics to a question, listing factors that are important,
sorting through pictures to illustrate emotion, arranging figures in an organi-
zation design, or mapping out health resources in a communityThese types
of activities can be useful in allowing participants to stretch their imagination
and creativity while simultaneously categorizing aspects that may be critical
to analysis.

Characteristics of good focus group questions

As with interview questions, there are guidelines for developing appropriate
focus group questions? Seek to have open-ended questions that provide pow-
erful information and can get participants to talk about the phenomenon of
interest. Avoid dichotomous questions that would end in a yes-or-no response.
You want people to describe a certain situation, recall the emotions they felt,
or develop an opinion and provide detailed rationales for their decision.
Questions that instinctively have a yes-or-no answer should be avoided. In
addition, asking “why” is rarely recommended. Instead, ask about attributes
and/or influences to the question. Attributes are characteristics or features of
the topic question whereas influences are items that prompt or cause action.

Think back questions are often used in focus groups to take people back to
an experience, to have participants revisit the phenomenon, and to get them
to provide descriptive sensory attributes or firsthand encounters. Strive for
conversational questions. Ask questions in ways that encourage participants
to talk to one another and build upon each other’s stories. Also, employ ques-
tions that get participants actively involved with the dialogue. Apply some of
the previous techniques described, and include reflection, examples, choices,
ratings, drawings, or brainstorming in suitable sections of the focus groups to
maximize participatory efforts. Focus the questions so that there are a par
ticular order and sequence that make the focus group flow from one topic
to another, from general to specific, and from beginning to end—in a way
that makes sense to both moderator and participants. Be cautious of seren-
dipitous questions, questions that occur by chance or discovery in a happy or
beneficial way. Save these types of questions for the end of the focus group
discussion.

When developing your focus group question list, use different types of ques-
tions in particular areas. The opening question serves as an icebreaker to get the
group talking. This might include going around the group to ask the partici-
pants to identify their name and the city in which they live. The introductory
guestion usually focuses the conversation on the topic of choice and begins
to direct people’s attention and ideas. The transition questions allow for move-
ment between distinct sections of the focus group to get to the key questions.
Key questions are the questions that are of great importance in a focus group.
This is the information that is being sought on the focus group topic. Key
guestions are used to collect rich description, insight, and examples. To finish
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the discussion, ending questions are utilized to wrap up the dialogue, have par
ticipants make recommendations, and ensure that all participants were heard
during the discussior?

Steps in planning a focus group

Focus groups should be planned out in stagé%.The first step is to decide
whether a focus group is appropriate. Clarify the purpose of the study. Focus
groups work well for understanding how people see needs or assets in their
community. They also work well when people need to explore an idea, behav-
ior, product, or service. Focus groups are not appropriate for getting people
to come to a consensus or compromise on a particular need or topic. They are
also not suitable to teach or test knowledge or skills. If this is the purpose for
the focus group, another method should be investigated or considered.

The second step in this process is to decide whom to involve in the focus
group. Deciding whom to invite to participate in the focus group discussion
is imperative. You need to decide what types of people have the experience or
characteristics that will allow for them to provide rich and meaningful infor
mation on the study topic. As previously discussed, participants invited to a
focus group should be homogeneous and have something in common about
the topic to be examined.

After you have developed the purpose of the focus group and have decided
on a topic, the third step would be to listen and get advice from your tar
get audience. Identify a few individuals who are representative of your focus
group participants. Discuss the study with them, ask questions about the
focus group topic, question wording and language, and ask about appropri-
ate time and location. Try to ascertain how to identify and locate people with
the characteristics you are looking for in your focus group. Finally, determine
what it would take to get people to come and participate in the focus group.

The fourth step would be to put your thoughts and ideas into writing.
Develop a written plan for the design, implementation, and evaluation of the
focus group. Developing a plan compels you to arrange your concepts in a
logical order and allows others to review your plan and offer constructive
suggestions for improvement. Your written plan should include a statement
of purpose; the number of groups and participants; and a list of potential
questions, timeline, budget, and evaluation plans.

Primary method: Photovoice

Photovoice is a way for community members to take and share photographs
that express the strengths and needs of their community. It is a participa-
tory tool based on health promotion principles and the theoretical literature
for education for critical consciousness, feminist theory, and a community-
based approach to documentary photograph¥t It is designed to help raise the
consciousness of community members. Photovoice is a form of participatory
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action research, and it can be used as a qualitative research method. It is a
creative tool that allows community individuals to have a voice and express
their everyday realities through pictures to formal policy makers and leaders.

Photovoice background and conceptual framework

Defined as “a process by which people can identify, represent, and enhance
their community through a specific photographic technique}? photovoice
engages community participants in photographing their everyday health
and work realities and further emphasizes the goals of involving community
members by taking pictures, telling their stories, and informing policy mak-
ers about issues of concern at the grassroots le¥Photovoice facilitates the
possibility of perceiving the world from the viewpoint of the people who lead
lives that are different from those traditionally in control of the means for
imaging the world1! Thus, this approach to participation respects the knowl-
edge from the participants as an essential source of expertise. It confronts a
fundamental research problem in that what professionals, researchers, spe-
cialists, and outsiders think is important may completely fail to match what
the community thinks is important. Furthermore, the images produced and
the issues discussed by the participants may help stimulate policy and social
change.

The method is designed to enable people to create and discuss photographs
as a means of catalyzing community change and looking at root causes to
problems. By using cameras, community members document the reality of
their lives. By sharing and talking about their photographs, they use the
power of the visual image to communicate about their life experiences and
perceptions. As they engage in a group process of critical reflection, partici-
pants may discuss individual change, community quality of life, and policy
issues. The immediacy of the visual image creates evidence and promotes a
vivid participatory means of sharing expertise and knowledge.

Rationale for photovoice

Photovoice has three main goals: (1) to enable people to record and reflect
their community’s strengths and concerns through taking photographs;
(2) to promote critical dialogue and knowledge about important personal and
community issues through discussion of their photographs; and (3) to reach
policy makers!?12 There are a number of reasons why photovoice can be a
particularly powerful way to approach empowerment and advocacy. The
Community Toolbox at the University of Kansas shares several reasons why
one should utilize the photovoice method# For instance, the rewards of tak-
ing photographs are immediate. In our modern times, a camera, especially
a digital one, produces instant results and encourages participants to con-
tinue taking other pictures. Another reason noted is that photography can
be fun and creative. For many vulnerable people, survival is the ultimate goal
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when they live in extreme and difficult conditions. The opportunity to create

a visual element can be a powerful and fulfilling experience that can transcend
the normality of everyday existence. It can also open the door to unexplored
and hidden talents a person did not know he or she had. Also, taking pictures
of familiar scenes and people can change the way people view their social and
physical environment. When people are forced to think about how they want
to picture the scenes they are taking, participants may start to view those
landscapes differently and contemplate changes.

Basic photography is easy to learn and accessible to almost everyone.
Anyone who can see and hold a camera can take pictures. Although every
picture may not be artistically exceptional, it can still tell a story. A picture
can have meaning and be a powerful display of someone’s ideas, thoughts, or
perceptions. Photovoice utilizes these pictures to make a statement. You may
have heard that “a picture is worth a thousand words.” Being able to see what
someone else sees is more powerful than an explanation. Effective advocacy
conveys a need for change, and photos are visual illustrations that make a far
better case than words alone. In fact, images can be understood regardless
of language, culture, or other factors. It is difficult to argue about a situation
when there is a visual display to the contrary. Policy makers cannot deny the
reality of a photograph when it is starkly apparent. When faced with photos
of actual conditions, policy makers must acknowledge reality.

Photovoice methodology

The selection and use of photovoice can be applied to a variety of settings. It
is most successful as a method when one of the following conditions is pres-
ent: (1) it is used to change people’s opinions about themselves and their envi-
ronment, (2) a group’s situation needs to be highlighted (like the plight of a
neighborhood after a natural disaster), (3) a specific problem needs to be pub-
licized, (4) change is necessary and photovoice can help inform policy makers,
(5) policy makers need to be held accountable, (6) a community assessment is
needed or in progress, or (7) there is a need for documentation or data collec-
tion for an evaluation of an intervention or program1#

The photovoice methodology begins with a topic of interest and posing
questions. For the CRFT program, the topic was social capital. Two primary
questions on social capital were posed: What impacts the health of your com-
munity (social capital)? How does this reflect community needs? A photovoice
training was conducted with the CRFT Fellows to introduce participants to
the method. It also allowed for a discussion of the theoretical foundation
and purpose for the research study, addressed any questions, and provided
an opportunity for obtaining informed consent. It also included a discussion
on how to use a camera, ethics and power, ways of seeing photographs, and
personal safety. Fellows were allowed 2 weeks to collect photographs.

Each fellow selected a picture for the community photo exhibit that was
to take place at the graduation ceremony. A sample discussion group with
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the CRFT Fellows was conducted during their training sessions with pictures
they selected. This discussion group was conducted so that the meaning of the
image was contextualized within the group discussion. The SHOWED ques-
tion outline was followed -3 SHOWED represents seejappeningpur, why,
empowered, do; SHOWED questions are the following:

What do you see in this picture?

What is happening here (the problem)?

How does this problem relate to our lives?

Why do these problems exist?

How can we become empowered by our new knowledge and understand.
ing of these problems and why they exist?

What can we do to address these problems?

arwnNE

o

Each CRFT Fellow followed the SHOWED question guide outlined in a
handout to explain the reasons for taking the picture and the picture’s signifi-
cance. From SHOWED questions and group discussions, a caption to high-
light the picture’s significance was developed. At the graduation ceremony,
photovoice pictures were prominently displayed with captions for a commu-
nity photo exhibition.

Reporting qualitative findings

Most researchers and audiences are more versed in understanding quantita-
tive research than qualitative research. Qualitative research involves finding
the right structure and format to report findings in a meaningful way that
conveys the organization of the study design, the methods used to collect
the data, and the analysis and interpretation of those data. Often qualita-
tive research is criticized when compared to quantitative research because
of its smaller sample size. However, qualitative research does not have the
goal of being representative in the same way but to be reflective of a par
ticular issue or population under study. Thereby, qualitative researchers
have to be mindful of how they describe how data are collected, why the
sample that was engaged was selected, and how they help to answer the
research question under investigation. It is imperative to avoid (when neces-
sary) making quantitative statements about qualitative results. These are
not studies that should be about the accounting or numerical representation
of findings—but reporting of the collective experiences of the population
that was selected. Often, summaries of findings and quotations are used to
illustrate the main themes or concepts conveyed by research participants.
Data are also explained by providing the context and including the role of
the researcher in order to be transparent about how the data were obtained,
analyzed, and reported.



234 Public health research methods for partnerships and practice
Conclusions

Qualitative studies are uniquely powerful in their ability to tell the stories of
groups that may go unrecognized in quantitative research methods. The rich-
ness of data that emerges from qualitative research methods helps to expand
upon issues that researchers are interested in studying. Qualitative methods,
like quantitative methods, must be considered with great sincerity and should
not be treated as a second-class methodology or approach. Within the qualita-
tive research toolkit, there is a range of options, as described previously, that
can be integrated together or combined with quantitative research methods to
investigate social issues. Qualitative research is more than a mere aggregation
of anecdotes, stories, and images, but a collection of experiences, systemati-
cally collected from research participants to convey the broader meaning of a
pressing social issue or public health challenge.

Comparing qualitative and quantitative research methods

Quantitative research methods (see Chapter 10) and qualitative research
methods can complement each other nicely in mixed-methods research
approaches, or they can be best applied alone. The method—either one
type or both together—depends on the research questions to be addressed.
Table 11.1 shows various aspects of the two research methods that researchers
can use to determine which method might be more appropriate, if not both.
The table shows the following for each method: purpose, conceptual basis,
functional role, approaches, and the role of the researcher.

Table 11.1 Qualitative research vs. quantitative researéh®’

Aspect of
method Qualitative research Quantitative research
Purpose » Construct historical and » Conduct empirical observation
social contexts * Measure
» Generate/build theory « Test/verify theory
* Build concepts e Test hypothesis
» Provide meaning/
interpretation
Conceptual  + Assumes a dynamic reality * Assumes a fixed and
basis based on lived experiences measurable reality

» Assumes multiple realities
that are continually changing
based on individual
interactions and
interpretation

» Focuses on complex and
transactional issues

» Develops theory

» Focuses in a concise and
narrow way
 Tests theory

(Continued)
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Table 11.1 (Continued) Qualitative research vs. quantitative researéh'’

Aspect of
method Qualitative research Quantitative research
Functional  Provides narratives of lived ¢ Provides description of
role experiences participants that can be used
* Provides meaning for to assess experiences,
cultural and social norms attitudes, perceptions, and
» Explains social behaviors
phenomenon from « Describes, explains, and
perspective of those predicts
affected  Tests hypotheses
e Centers on people, engages ¢ Examines cause and effect
interactively ¢ Makes predictions
« Contextual
» Explores, discovers,
constructs
Approaches Words and narrative analysis Numbers and statistical analysis
* Narrative research « Experimental
« Ethnographies « Nonexperimental
» Case studies e Data analyzed through
» Data reported in the numerical comparisons and
language of the information statistical inferences
 Data collected through « Data reported through
conversations, observations, statistical analysis
or existing text < Data collected through
» Data analyzed for major counting/measuring things
themes * Deductive reasoning used to
* Inductive reasoning used to synthesize data
synthesize data » Closed-ended questions
* Open-ended questions » Specific variables examined
Researcher's < Usually immersed “in the * Operates as observer or
role field,” conducting recorder; not a participant

interviews and observing
and recording behaviors

* May change research design
as the study progresses

* May change the type of
data collected as the study
progresses

 Designs all aspects of the
study before collecting data

¢ Knows in advance what data
will be collected
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Sources:Johnson, B., Christensen, L., Educational Research: Quantitative, Qualitative, and

Mixed Approaches, Sage Publications, Thousand Oaks, CA, 2008; Lichtman, M.,

Qualitative Research in Education: A User's Guide, Sage Publications, Thousand Oaks,

CA, 2006; Minichiello, V. et al., In-depth Interviewing: Researching People, Longman

Chesbhire Pty Ltd, Hong Kong, 1990.
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SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. Qualitative research attempts to answer the of a
situation.
a. Who
b. What
c. When
d. Where

2. Which of the following is NOT a type of formal interview?
a. Structured
b. Semistructured
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c. Unstructured
d. All of the above are a form of formal interview

3. Qualitative research examines phenomena mostly through

a. Numbers

b. Sounds
c. Words
d. Statistics

4. In qualitative research, it is best to avoid
a. Leading questions
b. Open questions
c. Fixed questions
d. Complex questions

5. What is a key informant?

a. A group member who helps the researcher gain access to
relevant people/events

b. A senior level member of the organization who refuses to
allow researchers into it

c. A participant who appears to be helpful but then blows the
researcher’s cover

d. Someone who cuts keys to help the ethnographer gain
access to a building

6. The flexibility and limited structure of qualitative research

designs are advantages because

a. Theresearcher does notimpose any predetermmed formats
on the social world

b. They allow for unexpected results to emerge from the data

c. The researcher can adapt their theories and methods as the
project unfolds

d. All of the above

7. Qualitative research prefers rather than questions.
a. Multiple choice, fixed
b. Multiple choice, open-ended
c. Fixed, multiple choice
d. Open-ended, multiple choice
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8. What is a “probing question”?

10.

a.
b.

C.
d.

One that inquires about a sensitive or deeply personal issue
One that encourages the interviewee to say more about a
topic

One that asks indirectly about people’s opinions

One that moves the conversation on to another topic

. Why is it helpful to prepare an interview guide before conduct-

ing semistructured interviews?

a.

b.

C.

d.

So that the data from different interviewees will be compa-
rable and relevant to your research questions

So that you can calculate the statistical significance of the
results

In order to allow participants complete control over the
topics they discuss

To make the sample more representative

Which is an example of a qualitative research question?

a.

o

How many adults have been to the emergency room in the
past year?

Why are levels of asthma higher in one group than another?
Which drug is more efficacious?

What is the biggest indicator of obesity?



12 Research ethics

Aimee James and Anke Winter

LEARNING OBJECTIVES

» Define research ethics and bioethics.

» Compare and contrast clinical ethics versus research ethics.

* Identify examples of unethical practices in research.

* Understand ethical theories and professional ethical duties.

* Identify historical milestones in ethics.

» Understand the Belmont Report.

* Understand institutional review board (IRB) protocol review
standards.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

1. Why is it important for participants to make a free and informed
choice regarding whether to participate in a study?

2. List some vulnerable populations that are protected during sci-
entific research.

3. What is an IRB, and what is its role?

4. What are the components of the Responsible Conduct of
Research?

Introduction: What do we mean by research ethics?

You have probably heard about research ethics, but what does that really mean?
How is that different from other descriptions of ethics, or is it different at
all? When it comes down to research ethics, we are talking about norms and
standards about how researchers conduct their work—searching for knowl-
edge, truth, and accurate representations of data. However, we are also talk-
ing about issues of respect, trust, collaboration, human rights, health and



240 Public health research methods for partnership and practice

safety of research participants, social responsibility, and public accountability
for our research, results, and reporting. These issues apply to any type of
research.Bioethics, on the other hand, usually refers to biological research
or research applied to medicine. When people are talking mostly about ethics
regarding patient care, they are talking more about clinical ethics. There are
similarities amongst all of these concepts, but we are focusing on the specific
area of research ethics. Researchers follow specific rules and regulations as
part of their professional norms. Some—if not many—of these policies are
a direct result of instances in which researchers acted poorly or potentially
harmed research participants.

BOX 12.1 CASE EXAMPLE

Chris has designed a smoking cessation intervention and will conduct a
research study to evaluate the intervention at a community center. The
intervention is evidence based, meaning that it is based on best practices
supported by data, and it has been shown to work in other populations.
To advertise the study, Chris and the research assistants posted signs
around the community center and asked staff there to tell people about
the study. Pat works at the community center and is very excited to hear
about the study. Pat wants to help Chris recruit and has already identified
several people who smoke who could be approached about participat-
ing. There will be two groups in the study—an intervention group and a
delayed intervention group—so that Chris can compare the results.
Think about each person’s role: Chris, Pat, people who use the com
munity center, and people who end up participating. As you read through
the chapter, think about the kinds of research ethics concerns that apply,
to each of these groups. Think about the following questions:

« Does everybody at the center have an equal chance to
participate?

e Are there privacy concerns that should be addressed in the
recruitment and the intervention processes?

¢ What do you think of the study design?

« What are some ways to adequately protect participants?

¢ Does anyone have undue influence on participant selection and
enroliment?

Historical milestones in research ethics

Before the 20th century, no federal regulations existed that could ensure
the protection and welfare of research participants. The ethical conduct of
research was primarily subject to the individual conscience, professional codes
of conduct, and laws and customs of the society and governmeéntistorical
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events in the 20th century led to the establishment of federal rules and regula-
tions in the United States that inform our code of research conduct to date.
In the following paragraphs, we will briefly discuss some of the key historical
milestones and their relationship to current regulations and practices in the
United States. We have limited the discussion of historical milestones to those
most relevant to the content and context of this chapter.*

Nuremberg Code (1948)

During World War Il, German physicians and administrators conducted
medical experiments on thousands of concentration camp prisoners. These
torturous experiments were performed without the consent of the subjects
and often resulted in death or permanent harm. On December 9, 1946, in
Nuremberg, Germany, an American military tribunal opened criminal pro-
ceedings against 23 leading German physicians and administrators for their
willing participation in war crimes and crimes against humanity. As a direct
result of the so-called Doctors’ Trial, the Nuremberg Code was established
in 19482 The Nuremberg Code was the first international document to out-
line research principles that are centered on the research subject—as opposed
to the physician—and to focus on the protection of subjects’ human rights.
As one of the key principles, the Nuremberg Code includes a requirement
that “the voluntary consent of the human subject is absolutely necessary”
(Principle 1) as well as a right of the subject to withdraw from participa-
tion in an experiment (Principle 9) In addition to advocating voluntary par-
ticipation and informed consent, the Nuremberg Code includes principles
regarding quality standards of experiments and safeguards. Although the
Nuremberg Code did not carry the force of law, it is considered one of the
most important documents in the history of research ethics because of its
profound influence on the adoption of informed consent as a basic require-
ment of medical research.

Declaration of Helsinki (1964)

In 1964, the World Medical Association established the Declaration of
Helsinki, a statement developed for the medical and clinical research com-
munity regarding ethical principles for medical research involving human
subjects® The statement built on the principles of the Nuremberg Code and
defined rules for “research combined with clinical care” and “non-therapeutic
research.” Since its publication, the declaration has been an international
standard reference for rules of conduct of research involving human beings
and has been revised several times, most recently in 20T31e declaration

* For more extensive information, see the National Institute of Environmental Health Sciences
research ethics timeline: http://www.niehs.nih.gov/research/resources/bioethics/timeline/.
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introduced the concept of research protocols (detailed written plans of all
research procedures) and review of those protocols by an independent
committee. This concept provided the foundation for oversight of research
through the institutional review board (IRB) system in the United States and
research ethics committees in other countries.

Tuskegee syphilis study (1932-1972)

In 1932, the United States Public Health Service in collaboration with Tuskegee
Institute initiated a study called the “Tuskegee Study of Untreated Syphilis
in the Negro Male.””-° The goal of the study was to record the natural history
of syphilis. Six hundred low-income African American males from Macon
County, Alabama, were included in the study and monitored for 4gears.
Among the participants, 399 had syphilis, and 201 were free of the disease.
The men with syphilis were mostly at late stages of the disease at the start of
the study. The participants were told that they were treated for “bad blood,” a
term thought by investigators to be used by the community to describe syphi-
lis. However, available sources differ on whether local people really used this
term, and if so, what it meant and what the investigators thought it meant.
Men in the study were not told specifically that they had syphilis. The men
received free medical exams, free meals, and burial insurance for their-par
ticipation in the study. In 1972, an Associated Press article and its related
public outcry led to the appointment of an advisory panel to review the
study. Following the recommendations of the panel, the study was stopped in
1972710 Several ethical concerns were identified. First, there was no evidence
of informed consent. The men were not properly informed about the purpose
of the study, their disease status, and associated risks and benefits of-par
ticipating in the study. Men were treated for minor medical ailments but not
for their syphilis. When the study began, treatment for syphilis was question-
able, lengthy, and risky. Even after penicillin, an effective antibiotic treatment
for syphilis, became widely available, the study continued without providing
adequate treatment to the participants. Furthermore, the advisory panel con-
cluded that the potential knowledge to be gained was sparse compared to
the risks associated with study participatiorf:*° The legacy of the Tuskegee
experiment has had a substantial impact on research activities, diminishing
potential participants’ trust of researchers and their willingness to participate.

It also impacted policies for the protection of research participants.

The National Research Act (1974) and the Belmont Report (1979)

Largely due to publicity of the Tuskegee experiment, the National Research
Act of 1974 was passeél.'* The National Commission for the Protection of
Human Subjects of Biomedical Research and Behavioral Research was estab-
lished through the National Research Act. The Commission’s task was to
identify basic ethical principles for the conduct of biomedical and behavioral
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research involving human subjects and to develop guidelines for the imple-
mentation of those principles. The Belmont Report, published in 1979, sum-
marizes the basic ethical principles identified by the Commission and provides
guidelines that should assist in resolving ethical problems surrounding the
conduct of research with human subjects. Three basic principles—respect
for persons, beneficence, and justice—were established in the Belmont Report
and are the foundation of many regulations involving human subjects to date.

Federal Policy for the Protection of Human Subjects (“The Common
Rule”) (1991)

The Federal Policy for the Protection of Human Subjects, developed based
on the Belmont Report and widely referred to as “The Common Rule,” pro-
vides rules and regulations for the protection of human subjectsIn 1991,

the policy became law and was adopted by several federal agencies in the
United States. With few exceptions, it applies to most federally funded and
regulated research activities as well as research activities carried out at single
institutions and research collaborations across institutions: The Common
Rule defines key terms such agsearchhuman subject, andninimal risk and

the type of research that is subject to the regulations. It further mandates the
oversight of research activities through an IRB to ensure compliance with the
federal policy and the protection of the human research participant’s rights
and welfare. Other main elements of the Common Rule include requirements
for informed consent and for the protection of vulnerable research subjects.
As of 2017, efforts are under way to revise the Common Rule, which has
not been substantially revised since 1981. Proposed revisions aim to address
changes that have occurred in the constantly evolving research landscape over
the past decade and that could not have been addressed at the time of initia-
tion, such as analysis of biospecimens (i.e., material taken from the human
body such as human tissue and blood), use of electronic clinical information,
and real-time data from mobile device$:6

The three basic principles of the Belmont Report
andtheir translation into research practice

As noted previously, the Belmont Report established three fundamental ethi-
cal principles: respect for persons, beneficence, and justie&Ve will briefly
discuss these principles and their translation into research practice.

Respect for persons

According to the Belmont Report, respect for persons addresses at least two
ethical convictions: individuals should be treated as autonomous agents, and
persons with diminished autonomy are entitled to protectiod? In the con-

text of a research study, an autonomous person is an individual capable of
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understanding what he or she is being asked to do, can make a reasoned judg-
ment about the consequences of study participation, and can make a free
choice about whether to participate in a study’ Diminished autonomy can
occur for various reasons. For example, a person with impaired cognitive
abilities could be unable to make an informed decision. Diminished auton-
omy could also occur due to circumstances in which an individual’s ability
to make a free choice may be compromised (e.g., research conducted among
prisoners). The informed consent process is key to ensure an individual’s right
to self-determination, and should be seen as an educational process during
which the potential participant makes a free and informed choice about study
participation. 18

Key components of the process are information, comprehension, and vol-
untariness. It is important that adequate information about the purpose and
nature of the study are provided and any risks or benefits and possible alter
natives are disclosed to the potential study participant. The investigator needs
to ensure that the information is provided in a format that is understandable
to the study’s audience and under circumstances that allow the participant to
review the information, ask questions, and have time to consider participa-
tion. The informed consent statement should be written for the lay audience
at an eighth grade reading level (i.e., avoid technical terms). The participation
in a research study must be completely voluntary with a consent and decision
process free of coercion and undue influence. In addition, the participant has
to have the opportunity to withdraw from the study at any time and without
facing any negative consequences. Additional protections must be in place for
those individuals with diminished autonomy® In addition to the informed
consent process, the ethical principle of “respect for persons” entails the indi-
vidual’s right to privacy. It is, therefore, essential to implement safeguards for
the protection of participants’ privacy when conducting a research study.

Beneficence

The ethical principle of beneficence has been translated into two general rules:
(1) do not harm and (2) maximize possible benefits and minimize possible
harms?!? In the research context, this principle translates into a careful con-
sideration of the nature and scope of risks and benefits associated with the
study and a systematic risk/benefit assessment. Furthermore, the results
of the assessment should be communicated and shared with the potential
research participants. The term risk refers to the possibility that harm may
occur and that a variety of possible harmful events should be considered,
including psychological harm, physical harm, legal harm, social harm, and
economic harm (costs or excessive costs). Participation in some studies poses
the risk of physical injury—for example, through the development of adverse
reactions to medical procedures, drugs, or devices. Some studies may require
the collection of sensitive information (e.g., social security number, infor
mation on drug/alcohol use, disease history) which, in case of a breach of
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confidentiality, can possibly have negative legal, social, and economic con-
sequences. The term benefit refers to a positive outcome/value in relation to
health or welfare. Risks associated with a study can range from minimal to
significant.’? Federal regulations define minimal risk as “the probability and
magnitude of physical or psychological harm that is normally encountered in
the daily lives, or in the routine medical, dental, or psychological examination
of healthy persons.™?

When evaluating the nature and scope of risks and benefits, it is essen-
tial to consider that risks and benefits of research can affect the individual
participants, their families, and the society at large. The process of risk and
benefit assessment includes different elements: (1) the consideration of risks
and benefits at the individual participant level and (2) the consideration of
the anticipated benefit of the research for the society through the knowledge
gained as well as the loss of benefit for the society if the research is not con-
ducted?? It is possible that a research study has no or little immediate benefits
for the individual participant but holds the promise to have a beneficial effect
for the society through the knowledge gained. However, it is crucial that the
risks for the individual are reasonable and weighed against the anticipated
importance of the knowledge to be gained.

Another important aspect is the minimization of the risk that individual
subjects possibly may be exposed to by placing safeguards to reduce the chance
of harmful events occurring. Examples of ways to minimize risk include a
sound and scientifically justified rationale for the design and conduct of the
research that considers previously published data (i.e., from animal studies
and other studies involving human subjects) and alternative study designs and
procedures; incorporation of adequate safeguards into the study design such
as data safety and monitoring plans (i.e., describing appropriate collection,
management, and quality assurance of data; reporting of adverse events to
ensure participant safety) for interventional studies (e.g., clinical trials); inclu-
sion of a trained research team with sufficient experience and expertise; and
incorporating procedures to protect data confidentiality (e.g., limiting access
to data, keeping data in safe and secure locations).

Justice

In the research context, the ethical principle of justice demands that the risks and
benefits of research should be distributed fairly and equitably. It translates into
the concept of fair and equitable subject selection and inclusion in the research
study. For example, injustice occurs when the burden of research is carried only
by selected populations while everyone can benefit from the results. Participant
populations should not be selected based on their perceived social undesirability
for research studies associated with high risks, nor should populations with per
ceived social desirability be selected for beneficial research or low-risk studfes.
Injustice can also occur during the conduct of a study if study participants are
not treated fairly because of existing social, racial, sexual, or cultural biases.



246 Public health research methods for partnership and practice
Protection of vulnerable populations

Vulnerable populations require special consideration and protection in
research. Several circumstances or reasons can contribute to an individual's
vulnerability and affect their ability to make an informed decision as well as a
decision free of undue influence and coercion. For example, individuals with
“diminished autonomy” are considered vulnerable (i.e., prisoners, institution-
alized persons, children, people with cognitive impairments}.In addition, a
person can be vulnerable because of their current health status (i.e., pregnant
women, terminally ill patients). Social, educational, or economic disadvantages
are other important factors that can contribute to an individual’s vulnerability.
Frequently considered vulnerable populations include but are not limited to the
following: children, pregnant women, fetuses, prisoners, cognitively impaired
persons, traumatized or comatose patients, terminally ill patients, older
patients, employees, students, and minoritié8. Federal regulations require
that special considerations are given to the protection of particularly vulner
able subjects such as children, prisoners, pregnant women, mentally disabled
persons, or economically or educationally disadvantaged persolisSpecial
provisions exist for research involving pregnant women, human fetuses and
neonates, prisoners, and childret® The concept and definition of vulnerability

in the research context have been controversial and frequently debated over
the past decade® Determining an individual’s vulnerability simply because
of membership in a group or population has been criticized, and alternative
frameworks—for example, evaluating vulnerability based on an individual's
characteristics in the context of the research study—have been propo3ed.

Roles and responsibilities of the institutional review board

All' U.S. institutions that participate in federally funded and regulated research
have one or more IRBs to ensure the protection of human research subjects.
The IRB reviews and approves research protocols and continues to oversee
research activities once the research study is initiat€dIRBs must consist

of at least five members with various backgrounds and expertise to provide
adequate review of research projects. It is a researcher’s duty to submit his or
her research protocol for IRB review and study approval before initiation of a
research study that involves human subjects. Criteria for IRB approval include
minimization of risk, reasonable relation of risks and benefits, equitable selec-
tion of study participants, proper informed consent process and its documenta-
tion, adequate data monitoring and safeguards to protect the subject’s privacy
and maintain confidentiality, and adequate protection of vulnerable popula-
tions, if applicable. The IRB can require modifications to the research protocol

if criteria are not met. After study initiation, the IRB continues to monitor the
conduct of the research study and compliance to the study protocol. If a study
requires protocol amendments, these need to be filed and approved before any
change is implemented. Furthermore, unanticipated problems that may arise
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during the conduct of the study, such as protocol deviations and problems that
can harm subjects, must be reported to the IRB:?3

Responsible conduct of research and research misconduct

Most federal agencies define research misconduct as “fabrication, falsifi-
cation, and plagiarism” in proposing, performing, reviewing, or reporting
researcht* Fabrication means making up data or results and then reporting
them as real data. Falsification means changing data or findings in ways that
misrepresent what is actually happening in a study. Last, plagiarism involves
taking someone’s writing or ideas without giving credit or getting permission.
However, there are research activities and actions that feel “wrong,” but aren’t
necessarily “fabrication, falsification, and plagiarism” or are not outright vio-
lations of IRB standards. As part of the norms and standards of research
and researcher behavior, the term Responsible Conduct of Research is far more
encompassing and addresses a broad range of concerns.

Since the 2000s, organizations who oversee research, such as the NIH, have
talked about responsible conduct of research. The Office of Research Integrity
at the NIH works to reduce scientific misconduct by offering training and
resources for both researchers and teachers and by investigating allegations of
misconduct in federally funded research. Today, all research trainees who are
supported by a federal grant (e.g., NIH or National Science Foundation) must
demonstrate that they have received training in responsible conduct of research.
Training includes teaching learners about research misconduct policies and the
implications of a validated violation (for NIH-funded researchers, it can mean
being barred from participating in any NIH-funded research for a period of
time). For the purposes of this chapter, we will define general scientific miscon-
duct as violations of the principles of responsible conduct of research.

Training in the responsible conduct of research includes several eleméfts.
It is more than “just” an IRB concern or about making up data. Responsible
conduct addresses how we collect data, keep track of it, and accurately report
it. It continues through fair distribution of authorship (i.e., including those
who did the work—and only those who contributed to a project) and the pro-
cess of peer review by which research manuscripts are evaluated for publica-
tion and grant applications are evaluated for funding. We provide an overview
of a few of these issues here.

Human subjects research and informed consent

We are focused here on public health and community-based research.*
Informed consent, covered previously in this chapter, is an ever-present
concern in our research: When is consent truly informed and voluntary?

* Here, we leave out the concerns around animal research and many areas of basic science.
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Researchers work hard to tell participants “enough” about a study in ways
they can understand and without overwhelming them. How well do we pro-
mote benefit and reduce risk to participants and ensure that burden—and
benefits—of research are distributed fairly and equitably?

Safe laboratory and research practices

Whereas most of the chapter has focused on safety of research participants,
attention also needs to be paid to the safety of research staff and investiga-
tors. In light of terrible accidents in university labs, there is increasing discus-
sion about how to protect students and workers in labs across the country.
What about researchers in community-based studies? Investigators need to
think about where (and when) they are sending staff to collect data when
they go into the field. If research assistants are being sent into risky situations
(remember, they are often carrying gift cards and personal data, or interview-
ing people one-on-one in a closed room), are there adequate protections and
precautions in place?

Data acquisition, management, and presentation

Researchers are obligated to collect data in accurate ways, to manage their
data appropriately and safely, and to present them fairly. It goes beyond fab-
rication and falsification to also include careful attention to procedures to
maximize the validity of data. For example, this means careful organization
of data collection and storage so that surveys or samples are not mixed up or
misplaced, and that data are entered with care and accuracy.

Conflict of interest

Researchers must pay attention to personal, professional, and financial con-
flicts of interest. Sometimes, we do this through study design factors such as
blinding investigators to the condition or the hypothesis. We may use inde-
pendent observers or monitors to keep our studies aligned with requirements.
Financial conflicts of interest have been the source of much study and policy.
Researchers and clinicians must report who they receive funding or payment
from, and this may alert institutions to more carefully monitor a study with
the potential for conflicts. Physicians may have conflicts of interest when they
are leading a study and also recruiting patients for that study. Conflicts of
interest are sometimes obvious, but often they are more unconscious pro-
cesses that researchers and bodies that oversee research must be attuned to.

Collaboration

Collaboration in science is becoming more common. Researchers are encour
aged to work in teams with their colleagues or to work with community
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organizations and community members. However, doing so raises a number
of issues: what are people’s roles, who takes credit, who gets the resources and
benefits, and who makes decisions? Researchers collaborating with industry
need to pay particular attention to conflicts of interest.

Publication and authorship

Authorship is a common measure of productivity for researchers, but it is also
about disclosing the activities and results of research. Responsible conduct
in authorship means giving authors fair credit for their work. Responsible
authorship is not just about making sure the people who wrote the manu-
script are included as authors; it is also about making sure that there are not
“gift authors” who did little for the study but are given credit as a nod to their
seniority (an example would be a department chair requesting to be listed on
a manuscript written by a junior faculty member even if he or she had nothing
to do with the study or writing it up). For community-engaged research, main-
taining standards of authorship may mean including community partners as
authors, as representation of their contribution to the study and results.

Peer review processes

Most papers in scientific journals are peer reviewed. They are reviewed by other
scientists to evaluate the integrity of the study and the soundness of results and
conclusions. For peer review to work, reviewers need to be fair in their judg-
ments even if they are working on competing studies. Reviewers also need to
respect confidentiality, refrain from sharing the paper or findings with some-
one else, and avoid taking ideas from a paper for their own work. The same
applies to grant applications.

Mentor—mentee relationships

Inherently, the relationships between mentee and mentors, students and
teachers, or employees and supervisors are about power and resources. When
it comes to mentees and students participating in research or developing their
academic career, a mentor or supervisor holds a lot of power. Mentee—mentor
relationships may involve issues of conflicts of interests (in whose best inter
est is the effort?), authorship (who gets credit?), and safety (what are mentees
asked to do?).

Societal impact of research and the scientist as a responsible
member of society

This final element encourages scientists to think about the broad impact of
their research and of dissemination of research. Not only is it our responsibil-
ity to report results accurately, but it is our responsibility to help community
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members understand the research findings and how they apply to them. As
you can see, responsible conduct of research and research ethics are much
more than just IRB concerns.

Ethical and not-so-ethical practice in research

We could spend pages and pages on examples of research misconduct. Our
goal here is to provide an overview of some of the most notable cases and
provide you with resources should you want to seek more information. Some
of these examples are well publicized, but some we only learn about over time.
In other instances, we see studies differently when we look back in light of his-
torical experiences and different expectations about how research can—and
should—be conducted.

Willowbrook Home for Children

Willlowbrook was a state boarding school in Staten Island, New York, for
developmentally disabled childrert>26 It was also the site of a number of
research studies on hepatitis, starting in the 1950s. To understand the stud-
ies and the concerns, we must first understand the context. Hepatitis was a
major concern at Willowbrook for both students and staff. Hepatitis is conta-
gious, and most children became infected with the disease after coming to the
school.* At the time, physicians observed that younger children had a milder
version of the disease, and once they had been ill, they were either immune
or did not have severe reactions if reinfected. A researcher from New York
University School of Medicine, Dr. Saul Krugman, wanted to find ways to
develop immunity in children who had not yet been infected. This could pre-
vent the infections from spreading and reduce the burden of disease at the
school.

Krugman conducted two main types of studies. Researchers obtained eon
sent from the parents for their children’s participation. In the first set of
studies, some children received injections that aimed to create protective anti-
bodies. Children in the control group did not receive such injections, and the
research team observed who became ill with the disease. In the other studies,
all new children were given protective antibodies; in some of these, a subset of
children were deliberately exposed to the hepatitis virus to directly test their
immunity. In these studies, children participating in the study were housed in
a special part of the facility to prevent accidental exposure to other infections.

Over the course of the studies, important information was learned.
Researchers were among the first to determine that there are different types of

* Reports indicate that the principal investigator believed that most children became infected.
Other sources estimate that the percentage was lower.
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hepatitis (types A and B; hepatitis C was discovered later) and that they were
spread differently and had different symptoms. The antibody injections were
effective against cases of hepatitis A. Researchers also found that children
deliberately given the virus generally had milder cases. Additionally, the rate
of hepatitis at the school was reduced significantly (an 80% to 85% reduction
according to some reports), due to both vaccination and better health care of
children.

Even at the time, there were questions raised about the studie¥We can
also look back at Willowbrook in light of the concepts of respect for persons,
beneficence, justice, and fairness. In particular, questions have been raised
about whether consent was truly informed and voluntary, whether it posed
undue risk and burden on children who were doubly vulnerable due to their
mental status, and whether researchers had a duty to improve the overall sani-
tary conditions at the school that contributed to the spread of hepatitis.

Research on infectious disease: A few examples
and special considerations

Willowbrook is just one example of how difficult it is to study infectious dis-
eases and test vaccines in real-world community settings. We can look back to
the late 1800s to examine how theories of infectious disease were studied and
how our approaches have changed.

In the 1800s, yellow fever was a dreaded disease. It could enter a city and
decimate the population quickly and painfully, often killing entire families.
Yellow fever reached across the Eastern coast and along the Mississippi, hit-
ting cities like New Orleans multiple times, causing thousands of deaths each
time.29.3%

Yellow fever was thought to spread through the air. Several physicians and
researchers proposed the idea that yellow fever was spread by mosquitos, but
the idea was roundly disparaged. With the looming threat of yellow fever
across the United States in 1900, the surgeon general of the US Army moved
to establish a board for the scientific study of infectious diseases, particularly
yellow fever. The Yellow Fever Board was then established in Cuba, a country
particularly hard-hit by the disease. With a dedicated team of researchers,
the group conducted a series of studies on volunteer soldiers and on them-
selves to establish that mosquitos were indeed the vector for spreading this
dreaded disease. Several of those who became ill, including Dr. Jesse Lazear
(a researcher who exposed himself in order to test the hypothesis), died from

* In 1793, Philadelphia was the nation’s capital with a population of 45,000. In October of
that year, a yellow fever epidemic broke out, killing about 5,000 people and causing many
(estimates around 17,000-20,000) to flee the city. This raised concerns about the safety of
Philadelphia, and the city lost its bid to keep the capitol. Shortly after that, the US Capitol
moved to Washington, DC3?
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the disease. After this, mosquito eradication efforts helped curb the disease,
with a final epidemic in New Orleans in 1905. A safe and effective vaccine
was developed in the 1940sand cases are extremely rare these days. Still, no
known effective cure exists for yellow fever.

Clearly, protections for human research participants were not yet enacted
in the early 1900s when the yellow fever studies began. However, the case +ever
berates today in questions about study design, informed consent, voluntary
participation, and balance of risk and benefit. First, early study efforts were
underfunded and were not rigorously designed in a way that would convince
skeptics of the hypothesis that the researchers posé&econd, we must ques-
tion how “voluntary” and “informed” participation was for the soldiers who
participated in the yellow fever research, both because so few people believed
the mosquito theory and because the participants’ position as military per
sonnel may have limited their ability to consent without undue influence.
Third, the soldiers who participated in the study experienced little potential
benefit, although the benefit to society in the end was significant. They were,
however, paid what in today’s dollars would be large sums of moné&yOn the
other hand, in that era, how else could researchers have proven that mosquitos
transmitted the disease? How else could they have begun a programetduce
exposure? Also, would paying participants less be more or less ethical?

We still have these debates today when trying to establish causes of dis-
ease and when testing vaccines. Although, today, we can identify viruses and
pathogens and can study disease processes (to an extent) without intention-
ally exposing humans to them, we face ethical dilemmas along the way to
eradicating disease in humans. Think about the recent outbreaks of Ebola,
in which researchers and physicians had to balance the need to test vaccines
and yet do something in the face of a dreadful and fast-spreading epidemic.
We must grapple with and balance the urgent need to protect populations and
not wait too long, with the concern—and potential negative outcomes—of
moving along an unproven vaccine in a vulnerable population. Even now, as
the Western hemisphere faces a surge in cases of the mosquito-borne Zika
virus, we struggle with the research side of giving people accurate informa-
tion and testing vaccines and treatments for disease. The Vaccine Research
Center of the NIH initiated an investigation into a Zika vaccine in response
to the outbreak. In the face of uncertain negative effects of Zika, early phase
studies are underway to test the safety of candidate vaccines and whether
they generate appropriate immune responses. These studies are underway in
the United States and in South American countries affected by the virus. A
next step could be to intentionally expose people to the virus to see whether
the vaccine works.

* A vaccine was developed in 1936, but medical personnel later learned that it caused hepatitis.
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Conclusions

Research ethics is a complicated area, and protections for research partici-
pants have come a long way over the last several decades. The field has moved
from recommendations for practice to federally mandated oversight for insti-
tutions and individuals who receive federal funding. Institutions can be fined
millions of dollars for violations of human subjects’ protections. However,

as noted in this chapter, many gray areas still exist in research ethics, and the
discussion of research ethics and responsible conduct of research starts long
before the study is planned and continues through analysis and dissemina-
tion of findings. Community representation and participation are essential to
research studies. In addition, they can be incredibly helpful in ensuring that
researchers consider different perspectives and understandings of research and
that researchers and research studies remain relevant to and respectful of the
communities affected by the work.
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Small group discussion questions

1.

What do you think of the experiments at Willowbrook? Consider the
concepts of beneficence, respect for persons, and justice, and discuss the
pros and cons of the studies.
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2. Think back to the case of Chris's smoking cessation study. Now that
you've learned more about research ethics and responsible conduct of
research, what factors should Chris consider when planning and imple-
menting the study? Are there questions that the potential participants
should ask before agreeing to participate? Take on different roles, and
consider both the IRB and the ethical concerns in the study.

3. Conflicts of interest can cause a lot of concern. Some studies show that stud-
ies funded by the pharmaceutical industry are more likely to show that drug
treatments have benefits, but other studies are not as clear. Using Chris and
the smoking cessation study as an example, think about possible personal,
financial, and professional conflicts of interest. Come up with examples of
each and also a way that Chris or the study team could minimize these risks.

4. Describe some ways researchers may conduct research in the face of an
outbreak of disease. Vaccines and treatments take decades to move from
development through the process of safety testing and approvals before
they become available to the public. Consider just how vulnerable some-
one is who has or is at risk of having a life-threatening illness. How do we
as researchers approach informed consent, risks, and benefits in such a
case? How soon is too soon, and how late is too late for testing potentially
life-saving but unproven treatments or protocols? How can community
partnerships help with that process?

5. ltis the norm to offer a monetary payment to people who participate in
a research study. Some people view this as an incentive, others as a reim-
bursement for time and hassle, and others as compensation for invasive
or risky research practices. Sometimes, the amount is driven by the time
a participant gives to a study, but sometimes it is driven by the reality of
our budget. What is your stance on this? What is a fair amount to pay
people? What do you think should go into these decisions? When is an
amount so much that it is coercive and removes autonomy and choice?

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. The Nuremberg Code was developed in response to
a. Nazi experiments in concentration camps
b. The Tuskegee syphilis study
c. The Willowbrook hepatitis study
d. Research conducted on prisoners in jail

2. Equitable subject selection
a. Is not necessary
b. Means a researcher cannot have exclusion criteria
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c. Means a researcher cannot involve vulnerable populations
d. Takes into account the purposes of the research and the
setting it is conducted in

3. Aresearcher must get approval from which organization before
enrolling the first participant in a study?

a. IRB
b. NIH
c. CDC
d. FDA

4. The Tuskegee syphilis study led to the development of
a. The Common Rule
b. The Belmont Report
c. The NIH
d. The Nuremberg Code

5. The role of the IRB is to ensure all of the following EXCEPT

o

Participants are compensated.
b. Risks to subjects are reasonable compared with benefits.
c. Subject privacy and confidentiality are maintained.
d. Informed consent is obtained.

6. Which of these includes the three basic ethical principles of the
Belmont Report?
a. Respect for persons, respect for country, and justice
b. Respect for country, justice, and beneficence
c. Beneficence, justice, and respect for persons
d. Justice, beneficence, and equality

7. An investigator accepts authorship on a project that he or she
did not work on. This is an example of what?
a. Selection bias
b. Scientific misconduct
¢. Uninformed consent
d. Standards of practice

8. Which is NOT an example of a vulnerable population?
a. Healthy women who are pregnant
b. Prisoners
c. Terminally ill persons
d. None of the above. They are all considered vulnerable.



Research ethics 257

9. What is the process that ensures prospective participants make
a free and informed choice about whether to participate in a
study?

a.
b.
C.
d.

Plain language explanation
Verbal assent

Informed consent

Decision aid

10. Which is a duty of the IRB?

a.

b.
C.

Review the study and procedures and give the final approval
or disapproval for the study

Give the final approval or disapproval for the study

Review the study and procedures, give the final approval or
disapproval for the study, and provide review of the ongo-

ing study

Review the initial study and procedures and continue to

review the ongoing study
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LEARNING OBJECTIVES

» Define health policy and health services research.

 ldentify and develop relevant, well-framed health policy research
questions.

» Describe public use and other common data sources for health
policy research.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

. What is the relationship between health and health policy?

. When is government intervention necessary in population health?
. Name two goals of health services research.

. What are the four core areas of health services research?

A WN P

Introduction

BOX 13.1

“Appropriately configured and managed health systems provide a vehi-
cle to improve people’s lives, protecting them from the vulnerability of

sickness, generating a sense of security, and building social cohesic
within society; (policies) can ensure that all groups benefit from socio-
economic development, and they can generate the political suppor
needed to sustain them.”

Sir Michael Marmot (on behalf of the Commission
on Social Determinants of Health}.

n
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According to the World Health Organization (WHO), health is “a state of
complete physical, mental, and social well-being, not merely the absence of
disease or infirmity.”? Many people agree with this definition, in some form,
as an important goal, but then several key questions arise.

* How do we achieve this goal for individuals and populations?

*  What role should the government play in advancing this goal?

 How do we measure and monitor the extent to which this goal is being
achieved over time?

The manner in which a society defines health is an expression of the values
and the resources it is willing to bring to bear in order to optimize population
health outcomes. However, a wide range of health processes and outcomes
have been clearly linked to factors outside of the medical domairf. These
links represent complex, multilevel pathways through which the health of
individuals and populations may be shaped over the course of a single lifetime
or across many generation:’

Social determinants of health

According to some estimates, health behaviors, genes, and biology together
account for approximately 25% of population health, whereas the social
determinants of health are responsible for influencing the balance of indi-
vidual and population health® The social determinants of health are the
circumstances in which people are born, grow, live, work, and age. The funda-
mental drivers of these conditions include SES; attributes of the social, eco-
nomic, physical, and built environment&$, and cultural factors (e.g., religion,
language, and relational patterns) that may modify risk behaviors associated
with health threats?®!® A substantial body of literature points to the social
determinants of health as major contributors to health disparities or system-
atic differences in health outcomes that are closely linked to race or ethnicity,
SES, or other social disadvantage$:'?

Within the conceptual framework of the Commission on Social Deter
minants of Health, the health system is also conceptualized as a social deter
minant of health: health systems mediate differences in the consequences of
illness by facilitating access to care, quality of care, and intersectoral collabo-
ration focused on improving individual and population health? This frame-
work offers the perspective that the government is and should be very much
involved in promoting population health, not just through health policy but
through intersectoral public policies and systems. It emphasizes that every
aspect of government may potentially affect health and, therefore, the policies
of different departments and agencies within the government (e.g., health,
education, housing, social services, labor, transportation) should be collab-
orative in nature in order to meet the interdependent and complementary
challenges related to achieving population health goals.
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Role of health policy in influencing health

Federal, state, and local governments in the United States are charged with
creating the conditions in which individuals and populations can achieve good
health. The extent to which governments intervene in health care markets to
protect or promote population health varies across states, counties, and local
municipalities. When necessary, governments address these responsibilities
through the formulation, implementation, and modification of health and
other public policies, which are authoritative decisions, plans, and actions
undertaken to achieve specific health-related goals and objectives within a
society. Figure 13.1 illustrates the interdependent and cyclical relationships
among health, health policy, and health services research that are discussed
in this chapter. For example, government entities implement policies (e.g.,
levying taxes on private households and businesses) to address market fail-
ures that occur when competitive firms underproduce certain public or social
goods, such as health care, education, and public housitgThe tax proceeds
are then used to purchase the underproduced public goods: health insurance
coverage (Medicaid) for children and elderly, blind, or disabled people with
limited income and resources, or safety-net care delivered by hospitals, local
health departments, and federally qualified health centers for low-income and
other vulnerable populations who may otherwise have to forego needed health
care. Government entities at various levels may also enact policies designed to
promote or protect public health. These policies include, for example, initia-
tives to protect the environment, ensure safe food and water, control infec-
tious diseases, support maternal and child health, and license and regulate the
health insurance industry. Additionally, federal and state governments have
intensified efforts over the past decade to improve health system performance
by linking reimbursement policies for Medicare, Medicaid, and other public
programs to outcomes related to the triple aim of improving patients’ experi-
ences of care, improving population health, and reducing per capita costs of
health caret*-16

Health policy ‘ . tHea_lthrt ‘ Health
eterminarts

Physical ewironment
Behavior
Biology
Socal factors
Health savices

Health seavices research

Figure 13.1 Relationship among health policy, health, and health services research.
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Forms and categories of health policies

Health policies are delivered in four basic forms: laws (e.g., the ACA enacted
by CongressY’; rules and regulations (e.g., the final rule implementing Section
1557 of the ACA, issued by the Department of Health and Human Services,
Office for Civil Rights, that prohibits discrimination on the grounds of race,
color, national origin, sex, age, or disability in certain health programs and
activities)!8, operational decisions (e.g., Centers for Medicare and Medicaid
Services’ processes for reviewing and approving state proposals to expand
access to Medicaid®; or judicial decisions (e.g., the US Supreme Court’s
decision to make state Medicaid expansion optional under the ACAP.?
In addition, there are two major categories of health policies: allocative and
regulatory.

Allocative health policies

Allocative health policies may be distributive or redistributive! For example,
distributive health policies are those that facilitate funding for medical research,
public health promotion, health care workforce training, and construction
of health facilities?* In contrast, redistributive health policies are those that
support means-tested public benefits programs that include Medicaid, the
State Child Health Insurance Program (SCHIP), and Supplemental Security
Income (SSI). Other health-related redistributive policies include Temporary
Assistance for Needy Families (TANF), food stamps, and public housing
programs?!

Regulatory health policies

Regulatory health policies include market-entry restrictions (e.g., licensing
of health care providers); price-setting controls (e.g., limiting reimbursement
rates to Medicare and Medicaid providers), health care delivery quality con-
trols (e.g., Food and Drug Administration oversight of drugs, medical devices,
equipment); market-preserving controls (e.g., antitrust regulations intended
to ensure fair market competition and protect consumers from predatory
business practices), and social regulation (e.g., public smoking bafisiiealth
and other public policies are integral components of the social determinants
of health framework through their influence on individual and population
health and the entire health system.

Setting the policy agenda
Indicators and studies

For a problem to make it onto the policy agenda, stakeholders must be con-
vinced that some change is necessary, and it must be important and urgent
in the eyes of policy makersl?? Some problems emerge because certain
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data trends reach unacceptable levels, with an important systematic indica-
tor clearly highlighting a growing crisis that needs to be addressétFor
example, high rates of health care-related bankruptcy in the United States
were key drivers of health care reform legislation. Data demonstrating that
people living in the United States have low life expectancy and high infant
mortality rates—compared with people in other Organisation for Economic
Co-operation and Development (OECD) countries, despite much higher
health care spending in the United States (Table 13.1)—have also triggered
demands to hold US health system providers accountable for delivering high-
value health care.

These data are constantly being monitored by government and nongovern-
ment actors, such as health services researchers working in academia, think
tanks, and other agencies, and the data are flagged for review and possible
action by policy makers and bureaucrats when trends in these data warrant
further investigation.?1?2?2 Changes in specific data trends, however, do not
always signal a problem; instead, such changes may point to the need for
ongoing monitoring or more detailed analyses. For example, although the
number of emergency department (ED) visits increased by 17.4% from 1991
to 2010, the number of EDs declined 10.6% during the same period (Figure
13.2). These data do not necessarily reflect a problem; one might assume that,
despite closures, the remaining EDs are geographically accessible to patients
who most need ED services and that sufficient capacity exists to serve the
needs of those patients. However, published studies have demonstrated that
EDs are more likely to close in safety-net hospitals located in areas with high
community-level poverty, suggesting that the ED closures may influence dis-
parities in access to car&-?’ As part of quality improvement initiatives, other
types of data, such as patient safety indicatof8,may be used within indi-
vidual hospitals, hospital systems, or regions to provide early warning signals

Table 13.1 Commonly cited health indicators

Life expectancy

at birth? Infant Health care  Per capita

——  mortality  spending health care
Country Males Females rate? (% of GDP)  spending
Canada 76.7 82.0 53 9.2 $2,937
France 75.2 82.7 4.6 9.3 2,387
Germany 74.7 80.7 4.4 10.6 2,780
Japan 7.7 84.6 3.2 7.6 1,984
Sweden 77.4 82.0 3.4 8.4 2,270
United Kingdom  75.7 80.2 5.6 7.3 1,813
United States 74.1 79.5 6.9 13.1 4,540

Source: OECD Health Data 2010, Paris: Organisation for Economic Co-operation and
Development, 2003.

a Age inyears.

b Perinatal deaths per 1,000 live births.

¢ In purchasing power parity (PPP) dollars.
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Figure 13.2 Emergency department access and utilization in the United States, 1991—
2010. (From American Hospital Association Annual Survey data, National
and State Population Estimates, U.S. Census Bureau, 2010.)

regarding hospital complications and adverse events after surgeries, proce-
dures, and childbirth, before such events become problematic. Patients and
families represent another important source of data and are increasingly being
engaged both in identifying and reporting potential or real-time problems in
clinical settings and in participating in patient-centered outcomes research
initiatives. For example, the Patient-Centered Outcomes Research Institute
(PCORI), authorized by Congress as part of the ACA in 2010, funds research
that is designed to provide evidence to help people make better-informed
health care decisions based on their needs, values, and prefereffcgace its
inception, PCORI has undertaken several national research priorities, includ-
ing addressing health care disparities through patient engageméft.

Focusing events, symbols, and metaphors

Indicators, however, are not always sufficient to capture the attention of pol-
icy makers. In fact, problems are not always apparent in data trends. To get
the attention of policy makers, a focusing event, such as a crisis or disaster, or
an emerging powerful symbol may be necessary. Although focusing events are
less common in health care than in other industries, they do occur. The Ebola
“scare” at Texas Health Presbyterian Hospital in Dallas, Texas, the first US
city to grapple with the virus, prompted the development of several new poli-
cies and procedures to address infectious diseases, including the need for bet-
ter infection control, triage practices, and communication in hospitals. News
headlines in 2014 that “bad VA care may have killed more than 1,000 veterans,”
because of malpractice or lack of care from Department of Veterans Affairs
(VA) medical centers triggered a political firestorm and demands for compre-
hensive analyses of health service delivery practices within that federal health



264 Public health research methods for partnerships and practice

system?3! Under the Veterans Choice Program Authorized by Section 101 of
the Veterans Access, Choice, and Accountability Act of 2014 (Pub. L. 113—
146), the VA defined wait-time goals as “not more than 30 days from either
the date that an appointment is deemed clinically appropriate by a VA health
care provider, or if no such clinical determination has been made, the date a
Veteran prefers to be seen for hospital care or medical services.” The VA also
conducted a nationwide audit to identify any inappropriate scheduling prac-
tices used by employees regarding Veteran preferences for appointment dates,
reviewed waiting list management procedures, and took corrective action to
address issues resulting from the audit. In Figure 1323data trends show that
the percentage of appointments scheduled over 30 days at VA facilities near
Gainesville, Florida, improved from January 2015 through September 2016
but that they continue to exceed the VAs 30-day goal, reinforcing the message
from the initial focusing event: wait times at VA facilities have improved, but
some are still too long.

A powerful symbol or metaphor can be something that represents a mood,
sense of unrest, or sense of frustration or anger that has taken root among
a large (sometimes vocal but unheard) segment of society. In what is now
considered a classic research article, physician and medical historian Vanessa
Northington Gamble outlines a brief history of blacks’ encounters with the
US health care system. Among the events and social history she documents,
the Tuskegee Syphilis Study is so widely known that it overshadows the rest of
the history and acts as a metaphor for black mistrust of the health care system.
(See Chapter 12 for an extensive discussion of the Tuskegee Syphilis Study.)
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Figure 13.3 Veterans affairs appointment wait times greater than 30 days by selected
Florida facilities, 2015-2016. (From Patient access data. Veterans Health
Administration. http://www.va.gov/health/access-audit.asp.)
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As such, contemporary researchers continue to examine the study’s legacy
for its meaning and impact on health disparities experienced in the African
American community decades after the study was publicly exposed in 19734

In another example, when an unarmed black teenager, Michael Brown, was
shot and killed by a white police officer in Ferguson, Missouri, in 2014, and a
grand jury declined to charge the officer with murder, the hands-up sign became
a national symbol of protest against racial profiling and systemic problems in
law enforcement. As several similar crises occurred across the nation, the dif-
ferential treatment of minorities in the criminal justice system gained traction
as a policy matter, along with calls for more comprehensive data collection and
reporting of factors related to disparities in the criminal justice system.

Feedback

Another way to identify and bring attention to particular problems or issues is
through feedback about existing programs. This feedback comes in the form of
systematic monitoring and reporting, evaluation studies (e.g., cross-sectional
or longitudinal analyses of access to care/utilization, quality, or cost data),
operational experience of bureaucrats and decision makers or, more com-
monly, complaints from individuals or groups to government agencies, legisla-
tors, and others. For example, errors in implementation of specific programs
or policies, failure to meet stated goals and objectives, unfeasible program or
policy costs, or unanticipated consequences may all provide feedback that a
change in direction is needed. Continually scanning the environment for such
scenarios and tracking related data are important activities because policy
makers and other government actors not only take the temperature when poli-
cies are initially developed and implemented, but they also check for changes in
public mood over time. Health services researchers therefore play an important
role in gathering, cataloging, and correlating facts related to health problems
and issues and in predicting which policy solutions are most feasible.
Ultimately, problems fade from view. This may occur, for example, when
the growth rate of a problem levels off (possibly in response to an effective
policy solution) or because people adapt, become desensitized, or lose inter
est in the problem. For example, prior to 1990, uninsured women, including
disproportionate numbers of racial or ethnic minorities, were less likely than
insured women to receive breast and cervical cancer screenings as recom-
mended. To address disparities in access to breast and cervical cancer screen-
ings, Congress passed the Breast and Cervical Cancer Mortality Prevention
Act of 1990, which directed the CDC to establish the National Breast and
Cervical Cancer Early Detection Program (NBCCEDP). The program pro-
vided low-income, uninsured, and underserved women access to timely breast
and cervical cancer screening and diagnostic services. Overall, mammography
screening rates improved for women 40 years and older (Figure 18)4cervical
cancer screening rates for women 18 years and older also improved but later
declined among some groups (Figure 13%. Improvements in screening rates
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Figure 13.4 Percent of United States women aged 40 years and older who had mam-
mogram within the past 2 years by race or ethinicity, 1990-2013 (selected
years). (From CDC/NCHS, National Health Interview Survey, Health,
United States, 2015.)
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Figure 13.5 Percent of United States women aged 18 years and older who had pap
smear within the past 3 years by race or ethnicity, 1987-2013 (selected
years). (From CDC/NCHS, National Health Interview Survey, Health,
United States, 2015.)
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Table 13.2 Female cancer incidence and death rafes

Breast cancer Cervical cancer
Racial/ethnic group Incidence Death Incidence Death
All 127.8 255 8.7 2.6
African American/Black 118.3 33.8 11.4 4.9
Asian/Pacific Islander 89.0 12.6 8.0 2.4
Hispanic/Latino 89.3 16.1 13.8 3.3
American Indian/Alaska Native 69.8 16.1 6.6 4
White 132.5 25.0 8.5 2.3

Source: National Cancer Institute, Cancer Health Disparities: Table 2. Female Breast
Cancer Incidence and Death Rates and Table 3. Cervical Cancer Incidence and
Death Rates.
a  Statistics are for 2000—2004 and are age adjusted to the 2000 US standard million
population and represent the number of new cases of invasive cancer (1) and deaths
(2) per year per 100,000 women.

notwithstanding, many uninsured women who were screened and diagnosed
with cancer were still unable to afford treatment. Feedback regarding the ben-
efits and limitations of the program caused Congress to enact the Breast and
Cervical Cancer Prevention and Treatment Act of 2000, which enabled states
to offer women access to treatment through their state Medicaid programs if
they were diagnosed with cancer in the NBCCEDP. As shown in Table 132,
however, disparities in cancer incidence and death rates persist. Death rates
for breast and cervical cancers are highest among African American/Black
women, despite their comparatively lower incidence of the disease, highlight-
ing the need for continued focus in this area. Health services researchers, how-
ever, continue to monitor the environment for emerging health problems and
focus attention on new issues through the publication of and dissemination
of sound, empirical evidence.

Health services research

From 2000 to 2002, a series of groundbreaking reports by the IO®3"sparked
national debate and led to increased demands for accountability related to
alarming problems concerning quality of care and disparities in care in the
US health system. In response, Congress directed the Agency for Healthcare
Research and Quality (AHRQ) to report annually?®3° on these issues, specifi-
cally highlighting how health care quality and disparities have changed over
time and where the need to improve health care quality and reduce disparities
is greatest. The National Healthcare Quality and Disparities Report® which
measure trends in effectiveness of care, patient safety, timeliness of care,
patient centeredness, and efficiency of care are key reminders of the need for
comprehensive health services research.

Health services research is a “multidisciplinary field of scientific inves-
tigation that studies how social factors, financing systems, organizational
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structures and processes, health technologies, and personal behaviors affect
access to health care, the quality and cost of health care, and ultimately, our
health and well-being.” The main goals of the field are to identify the most
effective ways to organize, manage, finance, and deliver high-value health
care; to reduce medical errors; and to improve patient safety.

Core areas of health services research

The four core areas of health services research include access to care, quality of
care, cost of care, and the evaluation of a service or technology. Effective access
to care is a prerequisite to achieving high-value health care or delivering qual-
ity of care that produces the best health outcomes at the lowest costs of care.
Access-to-care measures typically include structural measures (e.g., having
health insurance coverage or a usual source of care provider), patient assess-
ments (e.g., self-reported access to care or delays in gaining access to needed
services), and utilization (e.g., primary care visits, receipt of needed servic¢és).
In addition to examining these three major aspects of health services research,
various types of evaluations of health services or technologies (e.g., cost-benefit,
cost-effectiveness, comparative effective analyses) are increasingly used to inform
health care decision-making. The goals of such analyses are to identify and pro-
vide evidence that will lead to the best allocation of limited health care resources.

Conceptualizing health services utilization

The social determinants of health framework referenced previously in the
chapter represents one model that may be used to explain the fundamental rela-
tionships among health, health policy, and health services delivery; to define
health-related problems and issues that exist within populations; and to inform
the development of possible solutions that emerge as key targets for interven-
tion. Other frameworks (e.g., Andersen Behavioral Model of Health Services
Use/344the Outcome Model of Quality, or the Donabedian modef>#¢as well

as ecological, social-ecological, and biopsychosocial modéts) are also used
by health services researchers to better examine the pathways that exist among
health, health policy, and health services delivery. The Andersen modet!

for example, which is widely used in health services research, encompasses
individual-level (predisposing, enabling, and need) as well as community-level
(environmental and health system) characteristics to present a multilevel per
spective of health behavior, utilization, and outcomes. A major strength of
using conceptual models in health policy and health services research is that
such frameworks not only clarify the problem or issue being examined but
also help to predict which solutions, or interventions, may be most effective in
addressing the problem, facilitating systematic measurement, and monitoring
the solutions being implemented. Conceptual models also enable timely rec-
ognition of and response to changes in the environment (intended and unin-
tended) that are associated with health and other public policies.
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Defining research questions

Before initiating new investigations, health services researchers must first iden-
tify a subject area of interest and define a significant problem to be examined
within that area. A health services researcher who is interested in childhood
asthma, for example, may first investigate the overall scope and magnitude of
childhood asthma and, then, as part of the problem definition, consider the
following questions:

e Who is affected by the problem?

e How are they affected?

e Why is the problem significant?

e Why does it demand immediate attention?

The next step is to examine existing literature, reports, and other avail-
able resources to gain a preliminary understanding of what other researchers
interested in childhood asthma have already discovered. This process should
include an examination of the research design, quality, and intervention
features of studies that have already been conducted and an honest assess-
ment of the new research contributions that are needed. Some new areas of
research might be the following:

e Is there a specific area that has not yet been investigated?
e Would the field benefit from replicating a previous research question?

The next step is to focus the potential research question by asking a series
of open-ended “how” and “why” questions. Examples include the following:

e Why are rates of childhood asthma higher in areas with high rates of
population-level violent crime?

e How do practice-level variations in management of childhood asthma
impact specific health outcomes (e.g., ED visits and hospitalizations)?

After the research question has been defined, it should be evaluated in
accordance with criteria related to relevance and feasibility.

e Is the research question novel?

e Isitinteresting?

e Does it address a gap in the literature or extend the literature, or does the
research question simply retread old ground?

e Is this the right time for this question to be answered?

The research question should be narrow, focused, and measurable. In addi-
tion, the research question should be one that is feasible to address given the
available data and proposed methodology and in light of time and resource
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constraints. In the end, it is crucially important to be sure that the research
question passes the “so what” test. If the research question is answered, what
difference will it make to the population it is intended to help? An important
health services research question will not only define and measure facts about
issues related to health services delivery, but it will also make a new and sig-
nificant contribution to the field.

Data

Two types of data—qualitative or quantitative—may be used to conduct health
services research. (See Chapters 10 and 11 for more extensive discussions of
these types of data.) Qualitative data are traditionally descriptive in nature
and captured in oral or written language or pictures (e.g., interviews, focus
groups, ethnographies, content analysis of public records, media products, and
published studies)?® For example, a systematic review of peer-reviewed studies
evaluating interventions to improve access to care for African American men is
a type of qualitative research. An analysis of patients’ comments—also quali
tative research—regarding their experiences of care within a health system
is considered critically important in the quality improvement field of health
services research.

Most published health services research studies, however, use quantitative
datasets. Quantitative data focus on the numerical measurement and analy-
ses of relationships between variables. In health services research, the quan-
titative methods are generally used to examine the relationship between or
among individuals or populations in the processes of care, morbidity, and
mortality for numerous health conditions. Quantitative data used to conduct
health services research are widely available from various private and public
sources. Private data used commonly in health services research, for exam-
ple, include proprietary hospital or health insurance administrative datasets.
Many public datasets are available free of charge and may be downloaded
from the Internet; other datasets are available for a fee. Many of these public
datasets also have nonpublic confidential variables, such as geocodes, to facil-
itate the merging of more than one dataset. Nonpublic confidential variables
may be available to health services researchers with permission under strict
user guidelines.

BOX 13.2 PUBLIC USE AND OTHER COMMON DATA
SOURCES FOR HEALTH SERVICES RESEARCH

e American Hospital Association Annual Survey: https://www
.ahadataviewer.com/book-cd-products/AHA-Survey

» Behavioral Risk Factor Surveillance System (BRFSS): www
.cdc.gov/brfss
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California Health Interview Survey (CHIS): http://healthpolicy
.ucla.edu/chis

California Office of Statewide Health Planning and Development
(CA OSHPD): http://www.oshpd.ca.gov

Centers for Disease Control and Prevention (CDC) National
Center for Health Statistics FastStats: http://www.cdc.gov/nchs
[fastats

Centers for Medicare and Medicaid Services Research, Statistics,
Data & Systems: https://www.cms.gov/Research-Statisti€¥ata
-and-Systems/Research-Statistics-Data-and-Systems.html
Commonwealth Fund Health System Data Center: http://data
center.commonwealthfund.org

Dialysis Facility Compare (DFC): https://data.medicare.gov
/data/dialysis-facility-compare

End-Stage Renal Disease Clinical Performance Measures Project
(ESRD CPMP)

Health Plan Employer Data and Information Set (HEDIS):
http://www.ncga.org/publications-products/data-and-reports
Healthcare Cost and Utilization Project (HCUP): http://www
.ahrg.gov/research/data/hcup

HIV Research Network (HIVRN): https://cds.johnshopkins
.edu/hivrn

HIV/AIDS Surveillance System: http://mww.cdc.gov/hiv/statistics
[surveillance

Medical Expenditure Panel Survey (MEPS): https://meps.ahrq
.gov/mepsweb

Medicare Current Beneficiary Survey (MCBS): https://www.cms
.gov/Research-Statistics-Data-and-Systems/Research/MCBS
Minimum Data Set (MDS): https://www.cms.gov/Research
-Statistics-Data-and-Systems/Files-for-Order/Identifiable Data
Files/LongTermCareMinimumDataSetMDS.html

National Ambulatory Medical Care Survey (NAMCS)/National
Hospital Ambulatory Medical Care Survey (NHAMCS): http://
www.cdc.gov/nchs/ahcd

National CAHPS Benchmarking Database (NCBD): http://mww
.ahrg.gov/cahps/cahps-database

National Healthcare Safety Network (NHSN): http://www.cdc
.gov/nhsn

National Health and Nutrition Examination Survey (NHANES):
http://www.cdc.gov/nchs/nhanes/about_nhandgm

National Health Interview Survey (NHIS): https://www.cdc
.gov/nchs/nhis

271



272 Public health research methods for partnerships and practice

¢ National Home and Hospice Care Survey (NHHCS): http://
www.cdc.gov/nchs/nhhcs

« National Hospital Discharge Survey (NHDS): http://www.cdc
.gov/nchs/nhds

¢ National Household Survey of Drug Abuse (NHSDA): http://
www.samhsa.gov/data/population-data-nsduh

e National Immunization Survey (NIS): http://www.cdc.gov
/vaccines/imz-managers/nis

« National Study of Long-Term Care Providers (NSLTCP): http://
www.cdc.gov/nchs/nsltcp

« National TB Surveillance System (NTBSS): http://www.cdc.gov
/tb/statistics

« National Vital Statistics System, Mortality (NVSS-M): http://
www.cdc.gov/nchs/nvss/deaths.htm

* National Vital Statistics System—L.inked Birth and Infant Death
Data (NVSS-I): http://www.cdc.gov/nchs/nvss/linked-birthhtm

* Organisation for Economic Co-operation and Development
(OECD) Health Statistics: http://www.oecd.org/els/health
-systems/health-data.htm

e Outcome and Assessment Information Set (OASIS): https://
www.cms.gov/Medicare/Quality-Initiatives-Patient-Assessment
-Instruments/OASIS

e Sources for Data on Social Determinants of Health: http://
www.cdc.gov/socialdeterminants/data/index.htm

» Substance Abuse and Mental Health Services Administration
(SAMHSA) data collection: http://www.samhsa.gov/data

» Surveillance, Epidemiology, and End Results Program (SEER):
http://seer.cancer.gov

e United States Renal Data System (USRDS): https://www
.usrds.org

Although health services researchers are usually able to find datasets that
are well suited to answer many of their research questions, other questions are
harder to address because of data limitations. In a special issue of the journal
Health Services Research published in 2010, one author noted, “perhaps more
than any other infrastructure component, data define the possibilities and the
limits of health services research?® In other words, the feasibility of conduct-
ing health services research depends largely on the availability of appropriate
data, yet several challenges to utilizing such data exist. In order to support
the increasing demand for health services research in the era of health reform,
challenges related to data stewardship, privacy and confidentiality, data
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quality, data linkages, and the need to address measurement issues related to
disparities, patient safety, chronic illnesses, value-based purchasing, and other
emerging policies must be addrességl.

Conclusions

In the United States, federal, state, and local policies impact conditions of the
social, economic, and physical environments that influence the health of
individuals and populations. These policies include those that directly target
access to care, quality of care, and value within the health system. Through its
critical role in informing the formulation, implementation, and modification

of health policies, health services research will continue to drive efforts aimed
at improving individual and population health outcomes, which, in turn, can
positively impact the overall social and economic performance of the nation,
particularly in comparison with the performance of other highly developed
societies.
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Activity

Think about a contemporary health-related problem or issue of interest to
you. Briefly review recently published studies, government or nongovern-
ment reports and issue briefs, and news sources for more information about
the identified problem or issue. Are there existing data trends relevant to this
problem or issue that may be cause for concern? Are there focusing events,
emerging crises, or symbols that may point to the urgency of the potential
problem? Write a preliminary definition of the problem. As a health services
researcher, what data sources and variables would you examine in order to
evaluate and monitor this potential problem or issue?
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Example: Opioid overdose deaths
Published studies

» Birnbaum et al.: “Societal Costs of Prescription Opioid Abuse, Dependence,
and Misuse in the United States®™

* Oderda et al.: “Economic Burden of Prescription Opioid Misuse and
Abuse: A Systematic Review??

Government reports

* CDC: “Increases in Drug and Opioid Overdose Deaths—United States,
2000-2014%
* National Institute on Drug Abuse: “Overdose Death Rate&"

News sources

« KHN Morning Briefing: “Responding to the Opioid Epidemic, The
Surgeon General Reaches Out to Prescribef8”

* Washington Post: “The Nation’s Opioid Crisis Garners Attention at
Party Conventions™®

Focusing events, emergency crises, and symbols

» Celebrity deaths: Prince, Heath Ledger
* News headline: “Drug Overdose, On the Rise, Cropping Up as Campaign
Issue,” with graphic “Drug Deaths Eclipse Traffic Fatalities in the U.S.”

Problem definition

e From 2000 to 2014, nearly half a million people died from drug overdoses,
and more people died from drug overdoses in 2014 than in any previously
recorded year® These deaths are increasing among men and women, all
races, and adults of nearly all ages. More than 6 out of 10 drug overdose
deaths involve an opioid®® The number of opioid-associated overdose
deaths (including those due to heroin and prescription opioid pain reliev-
ers such as oxycodone, hydrocodone, methadone, as well as fentanyl)
has nearly quadrupled since 1999. Prescription opioid pain relievers
are a driving factor in the 15-year increase in opioid overdose deaths,
which highlight the importance of safely managing prescribed opioid
medications®

» Several federal- and state-level policies have been suggested as possible
solutions to address the prescription opioid epidemic, including the fol-
lowing: changes in opioid prescribing to reduce exposure to opioids,
prevent abuse, and stop addiction; expanded access to evidence-based
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substance abuse treatment for people already struggling with opioid
addiction; expanded access and use of naloxone—an antidote to reverse
opioid overdose; federal or state prescription drug monitoring programs
and databases; and improved detection of the trends of illegal opioid use
by working with state and local public health agencies, medical examiners
and coroners, and law enforcemerf

Example Research Question: Is a statewide prescription drug monitoring
program effective in decreasing the overall number of opioid prescrip-
tions in the state?

Potential data sources

Multiple cause-of-death mortality data from the National Vital Statistics
System (http://www.cdc.gov/nchs/nvss/mortality _public_use_data.htm)
Opioid overdose data (http://www.cdc.gov/drugoverdose/data/index.html)
State-level health information exchange data

State-level hospital discharge data

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. Which of these is NOT a goal for health services?
a. Patient safety
b. Efficiency
c. Patient accumulation
d. Timeliness

2. Whom should health policy research involve?
a. Academic researchers alone
b. Policy makers alone
c. Academic researchers and policy makers together
d. Academic researchers first, followed by approval by policy
makers

3. Health policy research is
a. Method driven
b. Number driven
c. Problem driven
d. Money driven

4. When is government intervention necessary in health policy?
a. After market failure
b. To protection of rights
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c. To improve performance of programs
d. All of the above

5. Health policy refers to .

a. Decisions, plans, and actions that are undertaken to achieve
specific health care goals within a society.

b. The examination of the uses, costs, and outcomes of health
services for populations.

c. The examination of how disease, injury, and risk factors
impact health at the population level.

d. The leadership, management, and administration of public
health systems.

6. The four core areas of health services research include access,
cost, evaluation of impact, and which of the following?
a. Public health
b. Quality
c. Technology assessment
d. Efficacy



14 Developing a grant proposal

Jewel D. Stafford

LEARNING OBJECTIVES

e Understand grant guidelines and requirements.

e Understand the power of collaboration for grant writing.
e Develop specific aims.

e Understand components of a good grant proposal.

« Define a project, and develop a research plan.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

=

. What components are needed to apply for a grant?
2. Why is it important to think about the time frame of the grant?

Introduction
What is a grant proposal?

A grant proposal is a well-developed plan designed to address a specific prob-
lem or need! For example, you may want to implement a training program to
enhance the knowledge of community residents. Although you have a great
idea, you may need additional human and financial resources to ensure that
the program is successful. A great way to obtain this level of support for your
program, research idea, or intervention is to write and submit a grant pro-
posal. The grant proposal can be utilized to convince grant funders to support
your research idea or program. Grant funders allocate funding with priority
for well-written proposals that have the potential to generate high-quality
outcomes. Researchers and community organizations can work together to
develop a proposal to seek funding for a specific idea, community program,
research project, or intervention.
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The scientific investigation, or research process, can begin with grant fund-
ing, which at first can seem like a daunting task. The challenge lies in ensuring
that the grant proposal ideas are aligned with the mission of the grant funder.
Many federal government agencies and nonprofit organizations have specific
funding priorities and designated grant funding for health programs, research
ideas, training programs, and/or community initiatives.

Developing a grant proposal is an opportunity to select a specific fund-
ing opportunity with a targeted focus to support and advance your research
agenda, examine a specific health problem, enhance community capacity to
address challenges, and/or to evaluate the effectiveness of existing programs,
services, and policies. Accomplishing this task will require considerable effort
and collaboration, but receiving grant funding can be quite rewarding. Grants
can provide much-needed funding for health promotion activities, thereby
building community capacity and collaborations that solve complex health
problems.

The grant proposal describes the tasks, activities, and approaches to
accomplish research or program objectivesin other words, the proposal is
a detailed work plan that outlines how you will operationalize your ideas,
test your research hypothesis, evaluate the effectiveness of the program, and
answer your overall research question. The purpose of the proposal is to per
suade the grant funder and reviewers that the intended (proposed) work plan
can be achieved. Thus, it is important to select the most appropriate, valid
methodology to obtain answers to your research question. Throughout the
chapter, the following terms will be used to distinguish between a general pro-
posal and a research grant proposal:

» Proposal: a strategic plan that is designed to address a specific problem
and convince reviewers and potential collaborators to participate in the
research activities, tasks, or initiatives.

e Grant proposal: a comprehensive request for funding to support research
activities, projects, and/or programs. The application has multiple compo-
nents and specific criteria, and it is submitted to a local, state, or national
agency?

First things first: Why are you looking for a grant?

Local, state, and federal grant agencies can provide funding to conduct research,
improve community conditions, address social justice challenges, and increase
access to health, education, and social initiatives. Examples of grant-funded
projects include but are not limited to the following:

» Developing a community-based intervention to reduce sexually transmit-
ted infections among young adults 18 to 25.

» Examining the effectiveness of therapeutic models among homeless
veterans.



282 Public health research methods for partnerships and practice

¢ Increasing access to health care among rural residents.

e Training community health workers on research methods.

e Building community capacity through the development of a community
coalition.

« Determining effective protocols of cancer treatment in African American
breast cancer patients.

Developing a grant proposal may also be in response to a request for pro-
posal (RFP) or Request for Application (RFA) issued by the funder. A grant
funding agency may issue RFPs to elicit and fund specific research projects
to further its organizational mission whereas the RFA is a general announce-
ment regarding funding opportunities and research areas. Although both
provide guidelines and parameters, the RFP is a contract mechanism that
describes the scope of work for the funding agency.

Grant proposals can vary depending on the funding agency, the purpose
of the research project, and the expertise of the personnel who will undertake
the research activity, project, or program. However, each research proposal
must address the following:

e What are you proposing to accomplish through the grant?

« Why have you selected your proposed method, approach, or research
project?

e How will you accomplish your goal?

Grant writing can be challenging at first, but answering these questions
helps the grant reviewers, funders, and potential collaborators to understand
the utility of the research proposal. Granting agencies want to fund research
endeavors that will expand or contribute to the knowledge of the field, explore
new ideas and paradigms, or establish best practices. Research investigators
answering all three of the aforementioned questions can highlight the sig-
nificance, impact, and uniqueness of the research project. In addition, each
grant should be viewed as a building block to other potential grant opportu-
nities. Why? Each project or research idea, specifically those ideas that involve
community-university collaborations, should be framed with sustainability in
mind. Therefore, each grant opportunity can serve as an incremental step to
additional funding, research, and publication opportunities.

The grant cycle (Figure 14.1) is a helpful visual that shows the essential
sequence of activities that takes place during the grant proposal process. Each
of the components in the grant cycle has multiple steps to assist the research
team with the planning and implementation process.

So you want to write a grant...

Grant writing is a collaborative, strategic process that begins with an idea.
The process may appear straightforward, but it requires time and preparation.
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Figure 14.1 The grant cycle. (From Grant process overview, National Institutes of Health
Web site, https://grants.nih.gov/grants/grants_process.htm, updated February
25, 2016, accessed December 15, 2016.)

The steps to writing a successful grant require a well-developed research
idea, planning your intended research activities, aligning your research pro-
posal within the objectives of the funding agency, and collecting relevant
information that will meet grant application requirements® Research propos-
als should address an identified need and area of interest and should clearly
articulate the focus of the grant. The topic of interest in your grant applica-
tion will help you to determine the type of grant you are looking for. Are
you looking to conduct research, engage partners, build community capacity,
develop a manuscript, host a conference, or conduct a health intervention?
Grant funding agencies provide specific information on the types of grants
they can fund and how they fit in with their overall mission.

Grant funding sources

A variety of grant funding sources exist for community-based health proj-
ects. Funding agencies have specific mechanisms to fund training, basic and
applied research, pilot projects, and conferencé3 he most common sources
of funding fall within the following categories:

¢ Federal agencies: The governmental agencies that provide grant oppor
tunities vary by department. HHS, for example, can support research
and nonresearch funding for large agencies such as the NIH, the CDC,
and the Health Resources and Services Administration (HRSA). Each
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of these agencies has reserved funding and specific eligibility criteria for
public health professionals, researchers, and nonprofit organizations.

¢ Foundations: Foundations support projects, initiatives, and studies for indi-
viduals, nonprofit organizations, and various initiatives. They usually provide
funding for those projects that are not typically covered by federal organiza-
tions. Some examples of such foundations are the Robert Wood Johnson
Foundation, the Bill & Melinda Gates Foundation, and the W.K. Kellogg
Foundation. Foundations are great sources of funding for small pilot proj-
ects, conferences, trainings, and innovative collaborations between academic
and community-based partnerships. In 2014, the Foundation Center’s direc-
tory included approximately 87,000 foundations with funding opportuni-
ties® Additional funding sources may include professional societies such
as the American Diabetes Association or the American Cancer Society.

Selecting the appropriate grant funding opportunity means that it fits
within the scope of your project ideas and is aligned with your research inter
ests. The focus of the grant may be too broad or too specific; there may be a
need to tailor your original ideas to fit the requirements of the grant applica-
tion. The goal of the grant proposal is to clearly articulate the unique qualities
of the project idea, how your research team can complete the project activities,
and organizationalinstitutional support that can provide the infrastructure
to carry out the tasks and activities of the grant. If applicants have questions
regarding their proposed ideas, it is a good idea to contact the program offi-
cer prior to the grant writing process. The program officer can provide key
and insightful information about the funding agency’s priorities, deadlines,
upcoming webinars, and information sessions and whether the grant idea is
aligned with the agency’s funding opportunity. This step will save time and
effort spent writing a grant that is later considered ineligible because it does
not meet the funder’s criteria.

After potential applicants develop their research idea and generate a hypoth-
esis, they should identify the appropriate team members who can best support,
advance, and provide expertise to carry out the research ideas. Selecting experi-
enced researchers and collaborators can provide a diverse range of knowledge
and skills, including identifying the most appropriate type of interventions,
activities, and projects that can address and examine the research question. Grant
funding agencies underwrite a variety of activities to support their mission and
goals. Listed below are examples of the types of grants that organizations offer.

Types of grants

e Research grants: This type of grant provides funding for systematic sci-
entific inquiry with a targeted research project, including, but not limited
to, clinical trials and basic, observational, and pilot research studiég he
grant funding provides support for the personnel, equipment, and addi-
tional resources needed to carry out the research project.
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» Conference/Seminar grants: Grant funding is allocated to provide sup-
port for conferences, workshops, and seminars.

* Planning grants: This type of grant provides funding to help organiza-
tions engage in collaborative planning activities.

e Training grants: Grant funding is allocated to provide research training
and educational support for undergraduate, graduate, and/or doctoral
students.

Finding the appropriate grant

Finding an appropriate grant is one of the key steps to ensuring that your
project will have an opportunity to be reviewed and funded. As you embark
on the journey of locating and applying to the grant funding agency, you
should consider some questions. For example, are your research idea and
expertise aligned with the mission, structure, and vision of the granting orga-
nization? What are the eligibility requirements? Does the grant organization
have specific priorities? For example, the NIH is a large research organization,
composed of 27 institutes and centers, of which 24 provide grant-funding
opportunities. Each of the institutes has a specialized mission and priority
area designed to provide funding to approximately 2,500 academic institutions
each year.

With increased competition among prospective grantees to receive fund-
ing, it is imperative for grantees to search for and identify which granting
organization is best suited for their research projects and endeavors. As
you look for funding opportunities, be sure to investigate the Web site,
and familiarize yourself with funding priorities, application details, eligi-
bility requirements, and budgetary restrictions. Many organizations use
their Web sites to release helpful tips in the form of frequently asked ques-
tions; they also might include webinars and meetings that detail best prac-
tices about their grant process. Researching the Web sites is a great way
to stay updated on information about future funding opportunities, help-
ful tips for the grant process, templates, or examples of previously funded
opportunities.

Searching grant databases or joining professional listservs to receive alerts
about grant notifications is helpful. Professional organizations and collabo-
rations with colleagues are also beneficial, as they will also provide relevant
information regarding upcoming funding opportunities. Examples of grant
databases include the following:

» Foundation Center. An online database that provides funding opportu-
nities from foundations in the United States. (http://www.foundation
-search.com)

* Grants.gov: An online database that provides information on federal
granting organizations. (http://www.grants.gov/)


http://www.foundation-search.com
http://www.foundation-search.com
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¢ New York Foundation for the Arts (NYFA): An online database that pro-
vides grant information on a variety of fields and disciplines. (https://
www.nyfa.org/)

Outline your plan of action

Once you have located the grant opportunity, begin early and read the grant
instructions carefully. The RFP contains all the application guidelines, so use
this as your roadmap. This will help you to develop timelines and respond to
each of the required components of the grant opportunity. To this end, dis-
seminate the grant RFP or opportunity to the proposed research team. Doing
so can provide a collaborative approach to the development of the proposal.
During this review of guidelines, you can also delegate the tasks to the mem-
bers of the team with the relevant expertise.

Each grant has an assigned principal investigator (Pl)/project director
(PD) who will provide administrative oversight for the budget, timelines,
planning, implementation, evaluation, and dissemination activities proposed.
The PI's oversight extends to the data collection, analysis, and management
procedures, and the Pl ensures that ethical research protocols are followed.
The PI also provides direction for the grant reporting activities to funders
and departments within the organization to ensure the grant regulations and
requirements are met. The co-principal investigator (co-Pl) assists the Pl in
his or her role of “scientific, fiscal and administrative oversight” if the grant
receives funding? Each co-investigator collaborates with and assists the PI
with conceptualization, development, and implementation of grant activities.
The co-investigator is considered a part of the senior administrative team (key
personnel) and designates a percentage of his or her time on the grant. The
project manager/study coordinator assists with management and coordination
of the grant activities under the supervision of the PI, including the hiring,
training, and supervising of research staff. Additional responsibilities include
coordinating the administrative logistics, monitoring project activities, pro-
viding technical assistance and regular correspondence, and maintaining
consistent communication with grant team members. The research assistants
provide support to the research team related to the assessment, development,
and evaluation phases of the project. Responsibilities may include developing
questionnaires, data collection, management, and analysis. Depending on the
grant activities, several others may be included in the list of personnel (e.g.,
senior data analyst, health professionals, clinicians, CABs, community liai-
son, or student assistants).

Read the RFP, embrace the power of partnerships, and ask the following
the questions:

* Does our research team have the expertise to accomplish the proposed
tasks and activities?


https://www.nyfa.org
https://www.nyfa.org
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*  What will I need to fulfill the grant requirements (e.g., human resources,
financial resources, community partnerships)?

*  Who will need to come aboard? What community stakeholders should
be involved?

*  Where will the activities take place?

*  Why is this an important issue, topic, or concern for our region?

*  How will this move the field forward, advance science, and benefit the
community?

Develop the timeline

Developing a grant proposal may take approximately 30 to 90 days, producing
a proposal that may be 15 to 100 pages in length, depending on the grant
application process. This can be an intensive task, so ensure that each of the
research team members has agreed to their roles and responsibilities. If you
are collaborating with organizations and agencies and letters of support or
MOUs are required for the application, this information needs to be devel-
oped and set in place in accordance with the grant guidelines.

The timeline can be accomplished in a variety of ways. You can use the
grant application deadlines as your guideposts for the timelines, work with your
university/institutional grant office to help you establish grant timelines, or col-
laboratively set dates with your community organization and grant collaborators.

Contact the program staff

Grant organizations have program officials, staff, or officers to help appli-
cants with the technical, programmatic, and structural components of the
grant application process. Grant applicants should contact the program offi-
cer to ensure that their proposed goals are aligned with those of the RFP
and the larger mission of the agency. Program officers can provide vital
grant guideline information that will ensure a successful grant proposal.
For example, they can emphasize what will receive funding and outline the
types of projects that will not receive consideration. Some program officers
provide guidance on the budget, specifically which budget items will not be
allowed. For instance, some granting agencies may not fund refreshments or
travel expenses. Depending on the type of project you are proposing, this may
require you to secure and locate in-kind (contributed goods or services that
are not charged to the budget of the grant) services or supplemental funding to
ensure those expenses are covered even if not through the gfant.

Submit a letter of intent (when applicable)

Some funding agencies require a letter of intent (LOI) from prospective
grantees to determine and prepare for the number of grant applicants. The
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LOIl is designed to (1) provide a formal introduction to the proposed idea;
(2) discussthe goal and specific objectives of the grant; (3) describe the
research methods, team, and anticipated outcomes; and (4) describe how the
organization’s mission aligns with the funder’s mission.

Grant proposal components

Grant proposals should be tailored to meet the requirements of the specific
agencies, but there is key information that should be in each grant applica-
tion. Each proposal should have a title page, abstract, the background and
significance, the research design and methodology, specific aims of the proj-
ect, the evaluation plan, SMART goals and objectives, budget and budget
narrative, project narrative, and timeline.

Title page

The title page summarizes and provides highlights of the grant proposal.
It includes the name of the PI and institutional and organizational affilia-
tions. It also has official signatures. The title of the proposal should reflect
the overall purpose and function of the proposed project. Some titles are
used to illustrate the relationship between variables, whereas other titles
relate directly to the RFP and the agency’s mission. The following is an
example of a title that might relate directly to an RFP: Community Alliance
for Research Empowering Social Change (CARES), a community-based
research training to address and examine suburban health disparities in
Long Island, NY.

Abstract

The abstract is a summary of the proposed project, including background
information, the research question, methodology, procedures, and activities
that the research team will undertake to answer the research question. Grant
funding agencies note their preferences for the length of an abstract, which
can range from 250 to 500 words or can be a specified number of characters
or lines.

Background and significance

The background and significance provide the introduction, purpose, and
rationale for your proposed project. The section states why your project is
innovative and how it will contribute to the body of scientific knowledge.
This section highlights the importance of the literature review, as it details
how your unique research project will address existing gaps, improve health
outcomes, and/or advance the field of knowledge.
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Research design and methodology

The research design and methodology section describes the procedures, exper
iments, and approach you will utilize to get results for the grant (e.g., host 15
meetings, conduct 3 focus groups, interview 17 participants, and collect 150
surveys). This is a key component of any proposal and can make or break a
proposal during the review process. It is important to clearly state what you
plan to do and how you plan to do it. Using a rigorous study design and data
collection tools are vital for success.

Specific aims

The specific aims are the objectives of your research proposal and are based
on your research hypothesis and methodology. The hypothesis and the spe-
cific aims are essential sections of the grant. The specific aims provide the
objectives, whereas the hypothesis offers predictions about the independent
and dependent variables, provides an answer to the research question, and is
grounded in the literature. A solid hypothesis for the research study should
lead the grant reviewers to specific aims. The specific aims provide the action
steps for the grant and demonstrate that you and your research team have the
capacity to accomplish your goals. Reviewers will link your specific aims with
the research design and methods. Thus, in the section on specific aims, you
will discuss what you are planning to accomplish during the grant period and
how you will address each of your aims—the approaches that you will use.
The page on specific aims usually contains an introductory paragraph that
grabs the attention of reviewers by describing the goal, identifying an existing
gap in knowledge, and describing how the research proposal will address a
need and present the solution for the gap.

BOX 14.1 EXAMPLE OF SPECIFIC AIM

Racial disparities persist among African American and Latino adults
in the areas of teen pregnancy, obesity, and education. Traditional
research approaches and community-level interventions aimed at
addressing health disparities have often neglected the complex rela
tionships among race, class, and public health that lead to behaviora
risk factors that disproportionately impact communities of color. In
our region, there are limited positive youth development programs to
address these issues. Therefore, a new paradigm that includes these
communities as fully engaged research partners to identify, explore
and address their identified needs will prove beneficial to reducing
health disparitie$ through community outreach and information
dissemination.
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The focus of our program is to empower African American ado-
lescents to make healthy decisions regarding their health, behaviorg
and relationships. We propose to develop and implement interventions
designed for African American youth in order to create a comprehen-
sive and sustainable program to serve the needs of the adolescent popp-
lation. We name this program the St. Louis Healthy Adolescent Pee
Education (SHAPE) program.

We intend to achieve the following aims for the program:

Aim 1: Develop new and enhance existing academic-community
partnerships that inform and guide community engagement strate-
gies and outreach efforts. We will develop a community advisory
board (CAB) with diverse membership of teens and commu-
nity members to guide and inform community engagement, out-
reach, and dissemination efforts through region-specific and
culturally appropriate plain language strategies.

Aim 2: Identify community health priorities and develop an action plan
to address the priority areas using a community-driven approach.
We will identify and address community health needs through a
series of four mini-summits on adolescent health, forums designed
to elucidate top areas of concern. We will also develop strategies
to address social and behavioral risk factors that contribute to
health disparities for teens in the region.

Aim 3: Educate stakeholders (community and academic) on CBPR
approaches to address health disparities. We will educate and
train community members on the role of CBPR in addressing
community needs; we will also train academic researchers on
CBPR, community engagement, and developing and sustain-
ing academic-community partnerships through eight weekly
sessions and three experiential workshops.

The proposed project is significant because it will be developed
through a unique consortium of academic and community stakehold-
ers to provide the necessary infrastructure for CBPR to reduce dispari-
ties within minority and underserved communities in St. Louis and to
empower communities to participate in the research process as equal
partners. Our approach is innovative because it will develop multiple
pilot project proposals through partnerships to develop positive region-
specific youth development interventions.
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Evaluation plan

A comprehensive evaluation plan will allow funders to observe a clear blue-
print explaining how you define success and how you will evaluate the effective
ness of the program or project. In this section, you will describe how they
will evaluate the impact of the project. This includes a plan to measure the
research project results and the expected outcome or achievement at the end
of the grant-funding period. Engaging your stakeholders and receiving buy-in
to develop your evaluation plan will prove beneficial to your grant proposal.
It will demonstrate the collaborative process that will occur throughout the
grant-funding period among the research team members.

The evaluation plan should be aligned with the grant proposal’s specific
aims and provide a clear set of measurable objective$hese objectives are
often referred to as SMART objectives, as indicated in the following list:

e Specific (and strategic): Grant objectives that answer the question “Who?”
or “What?”

e Measurable: Grant objectives that can be measured and that answer the
guestion “How?”

e Attainable: Grant objectives that are realistic and can be achieved in a
specific amount of time.

e Relevant/realistic (results oriented): Grant objectives that include the
expected result within the availability of resources, knowledge, and time.

e Time framed: Goals that have a clearly defined time frame that includes
a target or deadline date.

Grant applicants can provide SMART goals and objectives in their evaluation
plan (Table 14.1). (See Chapter 8 for more information about SMART goals.)

The evaluation plan should detail how the research team will monitor and
track activities, conduct the research protocols, perform data collection and
analysis, and utilize other potential sources of data. The rationale for the
selection of evaluation metrics should be clearly identified, as the evaluation
metrics will be used at the end of the proposed project or program to demon-
strate the effectiveness of the program and whether success has been achieved.

Table 14.1 Development of SMART goals

Change/
Who/what desired effect In what By when
Participants Increased Knowledge  One year
Organizations  Decreased Awareness By year 2
Entities Improved Behavior November 2017
Institutions Modified Policies

Adopted

Enforced
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In this section, you want to explicitly detail the data collection methods and
provide examples of evaluation tools, including surveys.

A conceptual model that graphically shows the integration of the project
and the key measures of the evaluation will allow the funders to visualize
your anticipated outcome. A logic model can provide a great visual picture
that shows the grant activities, short-term and long-term goals, as well as
the resources. It is a comprehensive description of the proposed research or
program components set in a series of if-then statements. For example, if you
have staff, then you can conduct the 8-week training for 20 participants and
enhance their knowledge. To ensure that the project team can provide a visual
representation of the evaluation plan, many grant funders request grant
applicants to submit a logic model (see, for example, Table 14.2). Both forma-
tive and summative evaluation approaches for the overall grant can be used
to assess the impact of the research project, and these evaluation approaches
can be emphasized in the evaluation plan and illustrated in the logic model.
(See Chapter 8 for more details about logic models.)

Project budget and budget narrative

The budget lists and details the costs associated with research activities. These
items may include personnel (salaries and benefits), travel/mileage, meeting
space, and equipment. The budget narrative gives a brief (i.e., less than a para-
graph) rationale for each line item in the budget. The guidelines for the line items
usually specify the resources the funding agency is willing to cover, so it is imper
ative to read the application thoroughly to ensure that you are including only
budget items that the grant will cover. For example, some grants will not cover
travel or refreshments. Therefore, when writing the proposal, consider how those
gaps will be addressed. Additional considerations to include are the salaries and
benefits of the personnel. It is important to include the increasing cost of infla-
tion for the salaries and benefits. Direct costs in a budget may include

e Equipment.

e Supplies.

e Meetings.

e Printing and copying.

Project narrative

The project narrative is composed of all of the other components of the grant
application required by the funding agency. It describes the proposed activi-
ties for the grant and is usually divided into subsections to provide a detailed,
well-developed research plan that includes the research goals, hypothesis,
methods, anticipated outcomes, evaluation plan, and ethical treatment for
human subjects (if applicable). The grant should discuss previous studies and
existing data on the topic to establish a baseline of the scientific knowledge
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on the subject. In this section, the grant writer defines the project through a
well-defined incremental approach. The research goals and objectives of the
grant should be stated explicitly. The goals are broad and provide a statement
of what the grant, project, or program will accomplish® In the logic model
example, the goal is to develop community-engaged research through engage-
ment, training, and collaborative research projects that explore and address
community health concerns. The objectives are specific, measurable, concrete
statements about how you will achieve your goals. If you are using descriptive
statistics, providing training, or conducting focus groups, the rationale for
the approach should be clearly defined. The description of the research goals
should be innovative, evidenced based, and grounded in the literature. When
writing this section, demonstrate competence, expertise, and previous experi-
ence with the research topic. Identify evidence-based approaches, know the
experts, and cite their work.

The project narrative is a great opportunity to define and describe what
makes this project unique and why it should receive funding. The narrative
includes the inductive or deductive approaches to the research project with
descriptions of the hypothesis, methodology, anticipated outcomes, and how
success will be define#. For example, what instruments or tools will be used
in the data collection process? What software will be used for the data analy-
sis? In addition, what is the sustainability plan? As previously mentioned, the
grant is a stepping stone for accomplishing a larger vision that may be used to
support other grant submissions or research activities or to address a major
community need. Therefore, it is imperative for grant funders to see the sus-
tainability plan, which ensures a return on their investment.

The grant must clearly identify the human subjects’ protocols during the
research project and the ethical considerations during the research process.
These include the recruitment plan, informed consent procedures, data col-
lection processes, as well as the plan to keep the data confidential. Grant
writers should include information about the procedures for consulting
with the IRB and how the applicant organization will adhere to responsible
research conduct. Consulting with the IRB usually does not occur prior to
the grant submission, but it is always a good idea to provide the IRB applica-
tion status, especially if an application was submitted and is currently pend-
ing approval.

The human and financial resources that are necessary to carry out the proj-
ect activities will be described in the project narrative as well. The project team,
setting, and institutional resources utilized to ensure the success of the program
are discussed to justify the approaches and to demonstrate that there is a well-
developed strategy to operate the research grant activities. The contributions
of collaborators and consultants—including their roles, skills, knowledge, and
expertise—are also discussed as part of the project team.

The project narrative describes the feasibility of the research plan and the
work that is to be completed in the amount of time allotted by the grant
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2016

Activity Apr| May| Jnn | Jdy | Aug | Sept| Oct | Nov | Dec
Organize Comnunity Advisory
Board (CAB) X
Schedule CABneetings X X X X
Meetkey communty leades X X
Meet with social serice X
Scheduleprograms (ongoing) X X X X X X X X
Evaluateprogram X

Figure 14.2 Sample grant timeline. ARCH indicates Aligning Research for Community
Health; CAB, community advisory board; IRB, institutional review
board; SHAPE, St. Louis Healthy Adolescent Peer Education.

funders. Some approximate guidelines for grant timelines to achieve specific
outcomes are:

* One-year grants: plan and develop.
» Two-year grants: plan, develop, and implement.
» Five-year grants: assess, plan, develop, implement, evaluate, and disseminate.

Timeline

The timeline describes the activities, scope of work, and tasks that will be
accomplished within the grant period. Examples of tasks and activities
described in the timeline can include, but are not limited to, IRB approval,
data collection, focus groups, training, recruitment, interventions, dissemina-
tion, data analysis, and grant reporting. The examples in Figure 14.2 illustrate
three ways to demonstrate grant timelines.

Conclusions

Grant proposals may vary, but if the project can demonstrate relevance, inno-
vation, contribution to the existing body of knowledge, and a compelling
argument for your research with goals that align with the mission of the grant
funder, you are headed in the right directiori! In this chapter, we have identi-

fied and discussed the essential elements to developing a proposal. These are
guidelines; it is always recommended to read the grant funding application
for more explicit details on how to submit a successful grant. Developing a
strong proposal takes time, patience, and collaboration, so remember to start
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early, read the directions, and seek advice from experienced mentors who can
offer feedback and suggestions for your proposal drafts prior to submission.
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Activity 1: Analyze an abstract

Read the following abstract, and use it to answer the questions that appear afterward.

Introduction: African American seniors between the ages of 65 and 70
experience a disproportionate rate of diabetes. The purpose of this study was
to translate the diabetes program curriculum to be age and culturally specific
for African American seniors in the St. Louis region.

Methods: The research team conducted focus groups and interviews to discuss
community members’ perspectives of risk and protective factors that enceur
aged or were barriers to healthy behaviors. In total, 31 community members,
aged 65 to 68 years old, participated in 4 focus groups and 10 individual inter
views. Participants self-identified as educators, guardians, or retired residents.
Researchers analyzed transcripts based on inductive methods of grounded theory.

Results: Data analysis showed that translation of the diabetes informa-
tion was based on the lessons that incorporated cultural strategies for healthy
behaviors such as faith and spirituality; improving knowledge and access to
healthy foods; having interactive, hands-on learning activities for healthy life-
styles in the diabetes lesson plans; and using a group format to deliver the
diabetes program lessons.
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Table 14.3 Putting it all together: Developing a grant idea

What is the community need?

What is the overall goal of the program that you would like to see funded?

Objectives Time frame Personnel Activity Evaluation method
1.
2.

Project team:

Budget
%o Personnel:
%o Equipment:
(y .
00 Supplies
%0 Travel

%0 Other (in-kind resources, consultant fees, contracts, etc.)

Anticipated results (i.e., the intended outcomes):

Conclusions: This culturally sensitive, equitable approach to the training pro-
gram engaged community members to identify strategies inherent to their cul-
ture and environment, which could be effectively adapted by other communities.

Activity 1 Questions:

e What problem is this research study trying to address?

*  What approach did they use to solve their problem?

« After using this approach, what did they uncover?

* What lessons did they learn after completing their study?

Activity 2: Develop a grant pitch

As a community-based organization, you notice an increased rate of obe-
sity among black and Hispanic populations. Your agency decides to apply for
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grant funding to implement a new program teaching community members
about nutrition and physical activity. The granting agency has convened a
special review panel to hear your research idea on a specific health problem in
your region. On the basis of your identified project idea to address the health
problem, please answer the following questions to form a 2-minute pitch that

1. Demonstrates that you have identified the public health problem for your
community.

2. Demonstrates that you have the capacity to use the grant money available
to build sustainable community health projects in the region.

Developing your pitch will require you to think about and develop the framework
for your grant idea. Review and complete Table 14.3 to demonstrate that your
organization has an innovative, comprehensive grant idea that includes the public
health problem/community need and the capacity to carry out the activities.

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. When grants are being reviewed by the funding agency, all of
the following criteria are considered EXCEPT
a. Innovation
b. Investigator qualifications
c. Availability of funds
d. Significance

2. The grant should discuss previous studies and existing data on
the topic to establish a baseline of the scientific knowledge on
the subject.

a. True
b. False

3. When considering applying for a grant, all of the following are
important to consider EXCEPT .
a. Where the activities outlined in the grant will take place
b. Who you will need to work on the project
c. How the work will benefit the field
d. All of the above are important to consider.

4. Which is NOT a component of a grant application?
a. List of academic journals to submit papers to
b. Specific aims
c. Letters of support
d. Budget



Developing a grant proposal

5. A request for proposal (RFP) is a more general funding
announcement than a request for application (RFA).
a. True
b. False

6. What are the specific aims?

a. A detailed list of the costs associated with completing the
research activities

b. A description of the activities, scope of work, and tasks
that will be accomplished within the grant period

c. A summary of the proposed project, including background
information, the research question, methodology, proce-
dures, and activities the research team will undertake to
answer the research question

d. The objectives of the research proposal that are based on
the research hypothesis and methodology

7. The primary responsibility of the principal investigator (PI) is

a. To manage hiring, training, and supervising of research staff

b. To provide administrative oversight for the budget, time-
lines, planning, implementation, evaluation, and dissemi-
nation activities proposed

c. To provide evaluation support such as developing question-
naires, data collection, management, and analysis

d. To coordinate the administrative logistics, to monitor proj-
ect activities, and to provide technical assistance and regu-
lar correspondence

8. One main question that a research proposal must address is the

following: .

a. Who inspired you to choose the research question or create
the proposed project?

b. What journals do you think would be interested in publish-
ing your results?

c. Why have you selected the proposed method, approach, or
research project?

d. Which project in the literature is your proposal most simi-
lar to?

299
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9. The purpose of the evaluation plan section of a grant is

a. To evaluate how previous research addressed the problem

b. To detail the procedures, experiments, and approach you
will utilize to get results for the grant

c. To describe how you will measure the research project results
and the expected outcome/achievement at the end of the grant

d. To list the objectives of your research proposal based on
your research hypothesis and methodology

10. The length of the grant determines whether the timeline should
include information on how to assess, plan, develop, imple-
ment, evaluate, and disseminate results.

a. True
b. False



15 Changing health outcomes through
community-driven processes

Implications for practice and research

Keon L. Gilbert, Stephanie M. McClure,
and Mary Shaw-Ridley

LEARNING OBJECTIVES

e Describe history and principles of community organizing.

e Describe community organizing resources useful for public
health initiatives.

e Identify and develop relevant, well-framed community orga-
nizing strategies.

SELF-ASSESSMENT—WHAT DO YOU KNOW?

[N

. What is community organizing?

2. What are the characteristics of two community organizing
models appropriate for public health?

3. What is the primary purpose of a community advisory board?

4. What are the attributes of an action plan for organizing the

community?

Introduction

The practice of community organizing around social, political, or economic
issues is not a new concept. Formally aggregating civic groups, concerned
community members, social and health service agencies, and policy makers to
address chronic conditions entered the field of public health in the late 1980s
and the early 199042 The change resulted from a perception that many public
health interventions were not as effective as they could be because they had not
fully engaged the populations they intended to serve. Moreover, community
members working together is part of a longer tradition of place-referenced,
cultural, affinity, or religious groups working separately and in partnership to
identify and solve problems affecting them. These groups’ interest in working
with researchers, though not novel, has been a particular focus within the field
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of public health for some time3# The importance and necessity of working with
community groups in various iterations has become a widely accepted value in
public health research. This value stipulates that partnering with communities
and community-based organizations, in particular helps to develop for interven-
tions that are a better fit with community contexts and are, thus, more likely to be
effective in improving a community’s health outcomes.

Community organizing and development efforts can focus outwardly or
inwardly on changing social systems, rules, norms, and laws or on changing
the social acceptability of certain behaviors.Rothman has identified three
models or approaches to community development: locality development,
social planning, and social action. Rothman’s locality development places
an emphasis on building community capacity by empowering the commu-
nity to become the expert§.For example, individuals living with HIV or liv-
ing in urban areas with high rates of HIV could be trained as community
experts on planning and implementing a comprehensive needs assessment
(CNA) that includes the voices of the affected community. The social plan-
ning model is heavily data driven (efforts are made to obtain multiple view-
points on community issues, current status, and needs across many issues)
and involves coordination of services. The community serves as a source of
data and provides suggestions for how services should be coordinated or can
be better coordinated to meet community needsAn example of the social
planning model is a gap analysis that utilizes multiple sources of client-level
data, including satisfaction surveys completed by persons living with and oth-
erwise affected by cancer who receive health services through an integrated
care system. Satisfaction surveys, focus groups, and face-to-face interviews
can provide researchers and practitioners with important information on
acceptability, availability, and utilization of services to improve coordination,
collaboration, and promotion of linkages within a community. These data are
utilized along with epidemiological data that can help characterize conditions
of interest on a population level. The combination of community-derived and
epidemiological data provides a more complete picture of community health
status than either data source alone, which can facilitate not only more effec-
tive intervention, but better policy development.

Grassroots organizing is fundamental to the social action model, which
takes a bottom-up approach to community organizing. The Black Lives
Matter movement is grassroots activism that originated in the African-
American community to campaign against persistent racism and violence in
communities of color® Citizen engagement is seen as an integral first step in
building community capacity and formalizing interorganizational networks
such as community coalitions.

These three community development and organizing models provide
important guidance in crafting functional and effective partnerships between
researchers and community groups. They can enhance practices and efforts
to coordinate services within communities, facilitate strategies to build and
to sustain citizen participation, establish new social networks and improve
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existing ones, change community norms, and enact community empower
ment using community assets and strengths.

With an emphasis on broad and direct interaction with communities,
these community development approaches tackle issues that are less robustly
addressed by traditional community health approaches, such as a partner
ship between institutions or organizations with shared interests. Traditional
efforts tended to focus on smaller, at-risk populations that have been histori-
cally neglected in the plans and priorities of single organizations or research-
ers at universities. The kinds of community organizing and partnerships
needed to address setting-specific health concerns, like urban and rural health
disparities, present unique challenges. Urban and rural contexts can benefit
from health promotion activities with their rich array of social and human
resources, ranging from networks of community organizations and founda-
tions to formal and informal service providers, which become key resources
for interorganizational health promotion efforts. However, if organizations
who share health promotion interests and goals are primarily interested in
retaining their autonomy, the potential benefit of their combined resources
may not be realized.

Structuring community engagement processes

Enhancing relationships between academics and communities through struc-
tured engagement activities should be a major goal of community-based
research enterprises and opportunities. Academic researchers and academic
institutions who prefer to engage with communities using community-
organizing approaches can utilize a variety of structured engagement activi-
ties. These include community coalitions, natural helper models, and CABs.
Although each structure, individually, has its strengths and limitations, they
can all be effective means by which communities initiate and facilitate identifi-
cation of relevant issues, identify potential partners, and build mutually ben-
eficial relationships with those partners. The long-term goal is to strengthen
communities to reach their ability to initiate and facilitate activities to identify
the issues they determine are relevant, to identify potential partners, and to
work in partnership to address those issues.

Community coalitions

One highly regarded approach to community-driven health promotion pro-
cesses is community health coalitions. Coalitions can be effective in health pro-
motion for several reasons. As we begin to consider multifaceted approaches
to health promotion and disease prevention, coalitions represent vehicles for
carrying out those multifaceted approaches over the long term. Coalitions
may also offer the best chance at progress toward redress of substantive and
somewhat intractable public health issues such as tobacco, alcohol, and drug
abuse; teenage pregnhancy; and violence. For example, tobacco coalitions
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fought for indoor smoking bans. Community coalitions often follow an
action set model and fulfill planning, coordinating, and advocacy functions
by addressing key elements of a socioecological perspective, including work-
ing across multiple domains and changing communities through normative
and system changes.

Being part of a coalition enables organizations to become involved in new
and broader issues without having the sole responsibility for managing or
developing those issues. Coalitions can generate widespread public support
for issues, actions, or unmet needs by increasing the “critical mass” behind a
community effort, and thereby helping to achieve objectives beyond the scope
of any one organization. As a direct result, sustainable capacity can be estab-
lished to address community issues over the long term, such as coalitions that
have focused on infant mortality. Entering into collaborative arrangements
can mobilize more talents, resources, and options for influencing an issue
than any single organization could and can minimize duplication of effort
and services among organizations with similar objectives. Interorganizational
collaboration can provide an avenue to recruit participants from diverse
constituencies and take advantage of new resources in changing situations
because they are flexible?>

Natural helper models

Within any given community, there is a cadre of individuals who provide
informal assistance—tangible aid, emotional support, or informal advice.
These individuals may work unobtrusively to ensure those in need are not
stigmatized. They may attend meetings within and outside their community
to be in the know and to voice the perspectives of their community. Such
individuals have been called natural helpe¥sby public health researchers and
practitioners, and have been recruited to serve as “lay health advisors” in a
number of successful public health interventions. In many African American
communities, natural helpers include church members, barbers, and beauti-
cians; health promotion interventions have been developed that leverage the
community connections and influence of these individuals. In Latino com-
munities, persons filling the role of lay health advisors are often referred to
as promotores. Because of their knowledge of and connections within their
communities, the use of promotores is frequently built into efforts to improve
adherence to health recommendations, increase appropriate rates of service
utilization, enhance client and health provider communication, or improve
access to services. There is a continuum of approaches and models that may
be used when enlisting natural helpers or a lay health advisor—from student
and adult volunteers to paid project employees in health care or community
settings!® One example is the use of Youth Ambassadors as an integral part
of the several efforts in Los Angeles to affect obesity thetgjncluding the
South LA (Los Angeles) Healthy Eating Active Communitie$>1® work to
transform corner stores into locations that feature healthy food options. Some
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of the most recent examples of paid lay health advisors involve health naviga-
tors, who work within health care settings to enroll eligible persons in insur
ance plans* These health navigators played a significant role in the increased
number of Americans with health insurance, whether obtained through the
private market or through participation in Medicaid.4

Community advisory board

Although community input is essential to much of the work of public health,
continuous pursuit of perspectives and insights on a population scale does not
lend itself to timely and effective problem-solving. Putting together a CAB is
one way of assuring community participation and retaining the ability to be
relatively nimble and responsive to issues as they arise. CABs can be particu-
larly beneficial to research efforts, as a well-chosen advisory board can help
build or strengthen researcher-community relationships and collaborations.
The structure of these boards can range from short-term, project-specific advi-
sory boards to long-term boards that provide advice and guidance to a larger
program of research or intervention. Quin® proposes five functions of CABs:

» Act as a liaison between researchers and community.

* Represent community concerns and culture to researchers.

* Assistin the development of study materials.

» Advocate for the rights of research study participants.

» Consult with potential study participants to provide recommendations
about research study enrollment.

In addition, CABs can serve to protect the interests of the community in
light of the power imbalance that characterizes many academic-community
partnerships. Many communities of color have been taken advantage of by
researchers and academic research institutions, both public and privéte.
Advisory boards have emerged as one means by which more equitable rela-
tionships between communities and academic institutions may be fostered.

Building capacity for community change

Whether community collaboration is sought by one of the three means sug-
gested above, or a combination of them, it is nearly always the case that time
and effort must be devoted to capacity building in order for communities to
benefit from academic-community partnerships in a substantive and sus-
tained way. Jackson et af.suggest that because community capacity tends
to coalesce within existing organizations, a geographic approach to this asset
may be useful. Mapping the geography of community capacity can be use-
ful in assessing the potential for successful interorganizational collaboration:
“Capacity is linked to the ability of a community to include and deal with a
variety of conflicting factions that coexist within the same geographic are&.”
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Being able to galvanize those factions in service to a shared goal is important
to conducting research and enacting programs that have potential to benefit
a broad swath of the community. Natural helpers and CABs provide rep-
resentation at the grassroots and leadership levels, respectively, and help to
ensure that interventions draw upon existing community assets, and meet the
needs of the community, while remaining culturally sensitive and appropri-
ate. Recognition of community assets and commitment to asset-based, com-
munity capacity building is of central importance, particularly for poor and
minority communities, often viewed as being deficit riddeA’ Paulo Freire has
established a well-used model of critical consciousness that emphasizes com-
munity assets and meeting people and organizations at their level, by taking
into consideration their cultural, social, and political environments to engage

in meaningful dialogue and to build partnerships. This is a critical step in the
needs assessment procé8§s® Kretzman and McKnight?2* furthered the com-
munity asset approach, embodying Freire’s work, to help move our under
standing of the concept of functional communities. Functional communities
are defined by possession of or access to material resources that serve as
building blocks for assets, which can be mobilized and used to address the
issues and concerns in order to foster change.

Participation and membership in organizations

The communitarian approach dominates the discourse of social capital and
public health, which largely focuses on participation in activities, civic partici-
pation, and trust in others?24 At the core of the communitarian approach
to social capital is the construct of participation. Participation, in many
ways, is the driving force behind social capital in public health. Participation
involves building trusting relationships within one’s neighborhood, commu-
nity, church, synagogue, voluntary association, civic group, or parent-teacher
association (PTA). Colemari® suggested that participating in voluntary asso-
ciations engages participants in processes that form social ties or strengthen
their existing social ties. These ties provide the contexts for social support
to operate, and for social networks to be formed or strengthened. There are
several definitions of participation that will be discussed. The powerful role
of participation has largely been discussed within the context of social capi-
tal in public health.26-2*However, social capital involves an understanding of
an individual's ability to participate or be active, which, in itself, can be an
indicator of an individual's state of health. Participatory action, which under
girds community-driven processes, connects individuals and groups to others
in either homogeneous or heterogeneous social networks, and, by virtue of
their participation, may provide them access to social support.

Citizen participation is characterized by a strong participant base and by
diverse networks that enable different interests to take collective action. When
individuals understand that benefits override costs associated with participa-
tion, they become involved. The documented role of participation in health
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promotion is evidence of the necessity for citizen involvement in defining and
resolving needs8 Citizen involvement activities may not always be based upon
a well-defined group identity, such as a religious-based group, or a group that
is bound by a geographic barrier, such as a neighborhood. These activities
may include voting, signing a petition, or attending a local school board, a
city council meeting, or a range of other activities that help to provide a sense
of community and social cohesior!32

The World Health Organization (WHO) Ottawa Charter for Health
Promotion defines participation as a means of collective action illustrated by
the “collective efforts by communities which are directed towards increasing
community control over the determinants of health, and thereby improving
health.”33 The Ottawa Charter further emphasizes:

Health promotion works through concrete and effective community
action in setting priorities, making decisions, planning strategies and
implementing them to achieve better health. At the heart of this pro-
cess is the empowerment of communities—their ownership and control
of their own endeavors and destinies. Community development draws on
existing human and material resources in the community to enhance self-
help and social support, and to develop flexible systems for strengthening
public participation in and direction of health matters. This requires full
and continuous access to information, learning opportunities for health,
as well as funding supporg?

The Ottawa Charter helped to establish a global focus on participation, from
which health promotion initiatives will focus on a continuum of efforts that will
empower individuals, organizations, and communities as a whole. Participation
within empowered communities creates an opportunity for individuals and
organizations to provide social support for health to address conflict within
communities and to continue to gain influence and control of the social deter
minants of health3® Public health’s emphasis on a communitarian approach
to social capital reflects the Ottawa Charter’s focus on participation, as well as
on community development efforts to engage communities in the process of
improving health status. The Harlem Children’s Zone Initiative is an example of
the communitarian approach to improve the health and well-being of children
and their families affected by high levels of school absenteeism due to asththa.

Empowered individuals seek greater power and authority to affect change
within their neighborhoods and communities. Their organized action leads
to building sources of social capital that can be used to address future com-
munity issues. Baum and Ziersch state that participation can range from
consultation to structural participation, where lay persons are the main driv-
ing forces. This form of structural participation in civil society is crucial to
concepts and measures embodied in social capital-or policy makers and
researchers, a concern exists regarding the extent of institutional support
(e.g., state, nation) that is essential to maintain a civil society—a concern that
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is, perhaps, germane to the growing body of literature on links between social
capital and policy36:37

Like all of the mechanisms discussed, participation occurs within a commu-
nity’s particular social, political, and economic context, which may promote
or dissuade participation. It is critical to be able to examine what people par
ticipate in, the depth of their involvement, the frequency of their involvement,
and the geographical location (within or outside of one’s neighborhood), or
whether participation occurs in another community of identity. The benefits,
values, opportunities, and stressors involved in participatory action are to
be accounted for in measuring participation. The Ottawa Charter helped to
develop an agenda for health promotion, the goal of which was to restore and
enhance extrafamilial social relations and community capacity. This approach
embodies and operationalizes participation, empowerment, and collective
action, and is central to health promotion practice® Social capital embraces
all the social, collective, economic, and cultural resources to which a commu-
nity has access. This reflects a community’s potential for cooperative action to
address local problems and to provide support for its members.

Lomas® states that the way we organize our society, the extent to which we
encourage interaction, and the degree to which we trust each other are probably
the most important determinants of health. Social capital is seen as an impor
tant facilitator of community self-help and is an outcome of community devel-
opment, as it aids communities to work more easily to solve collective health
and social problems#4° The Putnam model of social capital incorporates the
existence of community networks, civic engagement, local identity, and a sense
of solidarity and equity with other community members, along with trust,
reciprocal help, and support. Putnam, therefore, promotes community engage-
ment as the primary mechanism for building better-educated, healthier, more
politically involved communities, thereby producing a more democratic society.

Building community and organizational capacity

Organizations can avoid the risk of organizational mortality by forming
interorganizational networks to remain innovative and aware of the changing
sociopolitical climate and the changes in health status of community resi-
dents#142 Community health partnerships are seen as one strategy to engage
communities, using community members and organizations as an asset
to provide solutions for health problems. The linkage between community
capacity and health builds upon the recognition that the social, political, and
physical environment, along with economic forces and social relationships,
has an impact on health status. Therefore, improving health requires chang-
ing the broader community in which health disparities exist. One means of
addressing health disparities is to enhance the organizational capacity of a
community to address the factors contributing to poor health status.

Crisp, Swerissen, and Duckett identified four approaches to building
capacity: a top-down organizational approach, a bottom-up organizational
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approach, a partnerships approach, and a community-organizing approach.
A top-down organizational approach is established by executives and lead-
ers of an organization, and they make decisions unilaterally that are then
communicated to subordinates. This approach is unlike a bottom-up orga-
nizational approach that seeks input from all levels within an organization
to ensure that the decisions or changes address some of their needs and
concerns, and are feasible. The partnership approach seeks to, according to
Crisp and colleague$? “strengthen the relationships between existing organi-
zations,” whereas a community-organizing approach builds upon individual
community members’ formation of new organizations or joining with existing
organizations. The authors describe providing resources (i.e., financial, other
resources, or a combination) to organizations with the goal of enhancing
the ability of organizations to identify, analyze, and address their needs with
their own resources. This approach recognizes that communities have existing
assets, in the form of individuals, networks, and organizations.

Green, Daniel, and Novick* suggest that partnerships, which might
include universities, voluntary agencies, local government, civic groups, and
others, are necessary for health promotion and disease prevention programs
as well as research for several reasons:

* No one group has the resources, access, or sufficient trust to intervene on
a broad array of social determinants of health in the community.

» “Shared commitment and planning to ensure the resources, mandate,
reach and credibility contribute to sustainability.”

» Partnerships help to avoid the narrow perspective that only one group
would bring to research or program development.

» Partnerships can help to generate greater public awareness and support
as well as create critical mass for action.

» Partnerships provide the breadth necessary to develop an ecological
approach to health disparities*

Organizations that reflect an enhanced sense of capacity should have an
infrastructure that enables them to be responsive to the existing and emerg-
ing health issues of their community. Organizational capacity can be char
acterized and developed in several ways. First, organizations need a strong
and transformative leadership base with the skills, relationships, and vision
that can motivate individuals and organizations into a collective force for
changel?4> Second, organizations need defined roles and formalized pro-
cesses with clear guidelines for collaborative wofk'64” Third, organizations
need a well-designed system of communication that promotes information
sharing and problem discussion and resolutioh?°464849Fourth, organiza-
tions need human and financial capital to perform collaborative work®:4°
Fifth, organizations need to be adaptive in the sense that continuous learning
occurs, using multiple sources of data to remain relevant to the changing con-
textual conditions of communities?6:4
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Conclusions

The process of engaging communities should involve working together to
create a context in which communities and academics work in full partner
ship. There is a range of tools that each can employ to ensure equitable
engagement in the effort to collect, analyze, and use data appropriately to
meet the needs of communities. This includes planning and executing inter
ventions that address changes at multiple levels of communities’ social ecol-
ogy. A critical need exists to build sustainable relationships that may extend
beyond a specific project so that these relationships become the foundation
of efforts to address the fundamental causes of health concerns in a given
community. However, health concerns can be prevented by building both
the capacity of the community and the organizations that academics part-
ner with in order to extend a community’s ability to address issues over the
long term.

One of the issues that requires greater attention is the evaluation of
academic-community partnerships. The coalition literature provides some
examples, and there is an emerging emphasis on measuring the effective-
ness of partnership approaches as well. The goal in this chapter was to
describe the processes by which communities can begin to better initiate
and guide relationships with academics in order to engage in research
endeavors that improve health outcomes. There is no shortage of social,
economic, and health issues to address, but there is not always a clear path
to knowing how to identify the necessary resources to address those issues.
Partnership approaches are one option, not only with academic institu-
tions, but also partnerships with local and state governments, the pri-
vate sector, and health care institutions. The examples provided here are
largely focused on academic-community partnerships, but the principles,
functions, and processes described can be applied to a range of potential
partnership approaches that allow communities to initiate and guide these
relationships.

BOX 15.1 TOOLS AND RESOURCES

* Bolder Advocacy: http://www.bolderadvocacy.org/tools-for-effec
tive-advocacy/evaluating-advocacy/advocacy-capacity-tool

» Social Planning and Research Council of British Columbia:
http://www.sparc.bc.ca/community-capacity-building-tool

e Society for Public Health Education (SOPHE) Annual
Advocacy Summit and Resolutions:
* http://www.sophe.org/AdvocacySummit.cfm
* http://www.sophe.org/Resolutions.cfm
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Group discussion activity

Working with a community group or agency interested in refining its approach,
building some evidence to demonstrate its effectiveness, and strengthening its
capacity, develop a list of questions to learn more about the agency’s mis-
sion, goals, daily activities, programs, resources, challenges, and membership.
These questions can include items that might allow the group to summarize
the issues the agency works on and how their activities help to meet their
mission, achieve their goals, and address the key issues they are working on.
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Next, the group should identify leaders and members within the group and
those who benefit from their services. In addition, discuss the stakeholders—
identify groups the agency has worked with and groups that they might like
to work with. This information can be used to better understand the internal
mechanisms of the organization or group, to understand their impact, and to
plan for future activities or to strengthen their interorganizational networks.

SELF-ASSESSMENT—WHAT DID YOU LEARN?

1. Which of the following statements is FALSE about good

negotiators?

a. They understand how to build key relationships.

b. They identify what people need.

c. They give people what they need and know how to get what
they want in return.

d. They find an approach that works for them and apply it to
all situations.

2. Which of the following is a critical requirement for a strong
coalition?
a. An agreed-upon decision-making process
b. Effective communication
c. Respect
d. All of the above

3. is self-perceived personal power.
a. Self-esteem
b. Empowerment
c. Spirit
d. Health

4. A good leader .
a. Tries to keep all of the power for himself or herself.
b. Shuns the media.
c. Is able to work with many different people.
d. Focuses only on the actions of his or her organization.

5. A goal of community organizing is to
a. Change outdated and ineffective policies.
b. Build a personal power base.
c. Provide an opportunity for privileged people to build their
power.
d. Challenge people to act on behalf of their interests only.
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. Community organizing is

a. A process by which people come together to talk about
matters connected to their health.

b. A group of people who seek to amend errors in their
community.

c. A process to develop a sense of well-being in others.

d. A process by which people organize themselves to take
charge of their situation and to develop a sense of com-
munity together.

. What is the recommended order for developing your action

plan?

a. Create a timeline of events, identify your issue, approach
stakeholders, and delegate responsibilities.

b. Delegate responsibilities, approach stakeholders, create a
timeline of events, and identify your issue.

c. Identify your issue, approach stakeholders, delegate respon-
sibilities, and create a timeline of events.

d. Approach stakeholders, identify your issue, create a time-
line of events, and delegate responsibilities.

.What is the primary purpose of a community advisory

committee?

a. Provide input and feedback on projects.

b. Oversee the budget.

c. Establish new partnerships for the organization.
d. Draft the organization’s strategic plan.

. Which is NOT a top reason why people fail to volunteer to

solve community problems?

They are not being paid a wage.

There is a lack of ownership of the problem.
They feel that they lack the relevant skills.

They feel that they lack the relevant knowledge.

Qo op

The four approaches to building capacity include a top-
down organizational approach, a bottom-up organizational

approach, a partnerships approach, and an advocacy approach.
a. True

b. False
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CRFT program implementation
and evaluation

Melody S. Goodman and Vetta Sanders Thompson

Community-based participatory research (CBPR) is based on equitable
community-academic partnerships with combined resources, knowledge,
and skills. CBPR has been effective in engaging diverse, sometimes forgot-
ten communities in the research enterprise by fostering collaborations among
community health stakeholders and by enhancing community capacity for
research and evaluatiort? Inherent in the principles of CBPR is a commit-
ment to community training and co-learning? Training community members
has the potential to increase capacity for full engagement and power-sharing
in CBPR partnerships*®% CRFT is an evidence-based model for increasing
community capacity and enhancing the infrastructure for CBPR.

This book is designed to aid CRFT program adaptation, implementa-
tion, and evaluation in communities, populations, or settings other than the
sites of the initial CRFT initiatives. The purpose of the CRFT program is to
train community health stakeholders (e.g., community health educators, com-
munity health workers, patient navigators, health department staff, nurses,
social workers, community members) to collaborate on community-engaged
research to address health disparities. The program goal is to increase the role
of minority and medically underserved populations in the research enterprise
by enhancing capacity for community-engaged research. The objectives of the
program are to:

e Increase research capacity among community health stakeholders.

e Promote partnerships between community members and researchers.

e Enhance community members’ understanding of how to use research to
improve health outcomes in their communities.

e Train community members to be critical consumers of research.

Program implementation

We encourage purposeful selection of a diverse group of community health
stakeholders for each cohort of the training program. Diversity among par

ticipants has been noted by program participants as a key attribute. For each
of the review criteria (e.g., interest, research experience, and community
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involvement), applicants are rated using a categorical scale (limited, meets,
exceeds). We are not looking for applicants who exceed in every category;
if they have already demonstrated excellence in all the categories, training is
not needed. We are looking for applicants who exceed in some areas but are
limited in others. This allows them to give to the program and to gain from it.

During the week before the first training session, we host an orientation
session for the applicants who were selected. At the orientation session, fel-
lows are given the course syllabus and materials needed to participate in the
program. We discuss the purpose of the program and what is expected of the
fellows. The orientation session concludes with a CRFT alumni panel. Panel
members discuss their experience in the CRFT program and how they have
used the program information subsequent to their participation. At the end
of the orientation, if interested in participation, fellows sign the CRFT par
ticipant agreement. The agreement asks fellows to show passion, dedication,
and commitment to learning; to make every effort to attend all sessions with
no more than two absences; and to complete all homework assignments. It
also asks fellows to make a commitment to the program evaluation by com-
pleting all assessments and evaluations.

Faculty are essential to the successful implementation of the program.
Faculty are hand selected by the program director based on their topical
expertise and experience with community-engaged research. Credentials are
not what matters here. More important is the ability to explain complex topics
to a lay audience and create a friendly and welcoming learning environment.
Fellows are encouraged to ask questions during lectures, and it is often neces-
sary for faculty to provide additional examples to clarify a topic. Faculty must
be flexible in teaching styles and open to bidirectional learning. Program fac-
ulty include traditional faculty who span academic ranks (lecturers, assistant
professor, associate professor, and professor) in addition to librarians, lead-
ers of community-based organizations, and community health workers. We
developed eight best practices for CRFT program implementatioh’

1. Establish and use a community advisory board (CAB) for program adap-
tation and implementation. CAB members help to recruit participants,
review applications for the program, and review pilot project proposals.

2. Tailor recruitment efforts for the population of interest. CRFT focuses
on addressing racial health disparities and recruits minority and medi-
cally underserved populations most impacted.

3. Remove barriers to application and participation. We create résumé and
reference letter templates, provide technical assistance during the applica-
tion process, host information sessions for potential applicants, provide
meals for evening sessions, provide parking validation or public transpor
tation passes, and provide all the supplies necessary for participation.

4. Recruit a diverse, multidisciplinary faculty with demographics similar to
the participants. Faculty are selected because of their expertise and expe-
rience with community-engaged research.
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5. Provide training in multiple formats (e.g., large lectures, discussion, small
group activities) to cater to the diverse learning styles of the participants.

6. Incorporate community-based homework assignments to enhance learn-
ing, allowing fellows to take what they learn in the classroom and apply it
in their community.

7. Celebrate the accomplishment of fellows completing the program through
a certificate ceremony and reception. This allows fellows to share this
accomplishment with family, coworkers, and friends. It also introduces
fellows to the community as key resources. Fellows demonstrate some of
what they learn in the course by presenting their photovoice homework
(or an activity/product suggested by the CAB) at the reception.

8. Conduct follow-up evaluation interviews shortly after the certificate cer
emony to gain the best insights on the program and areas for improve-
ment, thereby minimizing the amount of participant recall time between
program completion and the interview.

On the website, we provide several documents and forms to assist with pro-
gram implementation and evaluation. These include the CRFT application,
application review template with criteria and scoring, participant agreement,
ground rules, sample agenda, sign-in sheet, sample request for proposals,
proposal review template, sample certificate of completion, evaluation docu-
ments (baseline assessment, final assessment, session evaluation template,
mid-training evaluation, exit interview questions and consent form, faculty
evaluation), and homework assignments. These documents serve as templates
and should be reviewed by CABs and modified as needed.

Homework assignments supplement the interactive didactic training ses-
sions and small breakout group experiential workshops that take place on
site. Homework assignments are designed to help participants gain a more
in-depth understanding of the topics in the curriculum and allow fellows
to gain skills that can be used in completing community needs assessments.
All homework assignments require fellows to go into their communities and
collect data or to use existing resources; fellows have approximately 2 weeks
to complete each assignment. We have developed, piloted, and refined four
structured assignments (windshield survey, grocery store audit, community
park audit, and photovoice) and created two new assignments (review of news
article and reading a scientific article) that complement the 15-week training.
Each assignment has a structured template that allows fellows to complete
assignments easily in the field and to easily compare and analyze data col-
lected. In essence, each homework assignment is a mini-research project that
requires structured data collection (using an evidence-based tool) and synthe-
sis of information to draw conclusions and increase understanding of com-
munity health.

The “Windshield Survey” assignment requires fellows to drive or walk
slowly through a neighborhood and catalog types and conditions of resi-
dences, green spaces, residents, commercial areas, and community institutions.
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This systematic, objective observation of the resources, infrastructure, and
physical, social, and economic characteristics of a community is used to
assess general community needs with respect to health, allowing the fellow to
draw conclusions on the strengths, weaknesses, opportunities, and threats in
a particular community.28°

The “Grocery Store Audit” involves fellows recording the prices, quantity,
and quality of goods and services at two grocery stores of their choice. If
participants decide on a “big box” store, they are required to go to another
store in the same chain but in a different community. Similarly, those who
choose “mom and pop” stores visit a similar store in another community.
This assignment allows fellows to compare grocery stores and to investigate
potential disparities on the basis of the location or socioeconomic status of
the stores’ surrounding neighborhood-12

The “Community Park Audit” is similar to the grocery store audit but,
instead, requires fellows to visit two parks in different areas and to record
gualitative and quantitative details on park access, activity areas, quality, and
safety’®-16 The assignment allows fellows to compare recreational facilities
and green space in two different neighborhoods. Completing this assignment
after the grocery store audit drives home the fact that “place” is a major con-
tributor to health, and disparities in the social determinants of health (e.g.,
access to healthy food options or safe spaces for physical activity) can lead to
differences in health outcomes.

Photovoice, discussed at greater length in Chapter 11, is a group analysis
method combining photography with grassroots social action and is com-
monly used in the fields of community development, public health, and edu-
cation. Photovoice is often used with marginalized groups to provide insight
into how they conceptualize their circumstances and their hopes for the
future.1’-2°In the assignment involving photovoice, participants are asked to
express their points of view by photographing scenes that highlight research
themes. Common research themes may include community concerns, com-
munity assets, or health barriers and facilitatorst

In the “Photovoice” homework, fellows are asked to take a photo in their
community that represents social capital (CRFT-STL Cohorts | and I1) or the
Black Lives Matter movement (CRFT-STL Cohort Ill) to demonstrate the
potential community resources available to address health disparities. They
reflect on their photo’s subject and ways in which it might be used to bring
about policy change?? These photographs are collaboratively interpreted in
focus groups. Narratives around the images can be developed that explain
how the photos highlight a particular research theme. These narratives are
used to better understand the community and help to plan health or social
programs that address community needs.

The individual assignment culminates in a group discussion during the
small breakout groups of the “Qualitative Methods” session. This is the one
time that breakout group membership is not selected at random. Each group
becomes a focus group composed of members whose photos are on a similar
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topic (e.g., religion, health, and education), based on the review of CRFT pro-
gram staff. Trained focus group facilitators (including some CRFT alumni)
lead the group discussion. Each fellow is given the opportunity to present and
discuss his or her photo in the focus group. After each photo is discussed, the
group chooses a single photo to discuss in depth for the full cohort. These
discussions also allow the fellows to experience participating in a focus group.

At the completion of the program, the “Photovoice” homework assign-
ments are displayed for attendees of the certificate ceremony and reception to
spark discussion about the training program and community issues identified
by fellows. As a form of community health stakeholder consultation, photo-
voice is used to attempt to bring the perspectives of those real-world, lived
experiences into the policy-making proce$$.26

New Assignments. The two new assignments are designed to assist fellows
in applying their new skills to understand research information. The areas of
focus are the social determinants of health and quantitative data. The “Social
Determinants of Health” assignment was included because of the strong
health equity focus of CRFT. The “Social Determinants of Health” assign-
ment asks fellows to read and reflect on a news article that addresses some
aspect of health disparities or inequity. Fellows then identify one or more
determinants of health mentioned in the article and then state the effects of
these determinants and how they differ by race, gender, or income. Fellows
are expected to be able to state the data methods, sources cited, and study
limitations; they are also expected to be able to note the experts and stake-
holders cited or quoted, as well as their roles in the research or issue. The final
questions require fellows to discuss their reactions and position with respect
to potential actions, policy recommendations, or both.

The “Quantitative Data” assignment focuses on reading and interpret-
ing scientific findings in academic journals. Reviewing and interpreting the
scientific literature that includes quantitative data are key components of
evidence-based public health (EBPH). It was felt that this curriculum compo-
nent should be represented among the homework assignments. Fellows read
a journal article and answer items that ask about study design, including how
and when data were collected, the outcome variable, and how the variable
was measured. Fellows are asked to interpret a statistic from the results and
to report findings from a study table. It is believed that the opportunity to
engage with the scientific literature will boost the fellows’ confidence during
collaborations.

Program evaluation

We conducted a comprehensive (formative and summative), mixed-methods
(qualitative and quantitative) evaluation of each cohort of the CRFT program.
Methodological details and results of the evaluation are presented in detail else-
where’?” Over time, we have worked to reduce the participant’s burden related
to evaluation but maintain that a comprehensive evaluation is necessary for any
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new implementation of the program. Participants take a baseline assessment
before the first training session and a final assessment after the last training
session. Initially, assessments consisted of 30 or more open-ended questions
about program content. Questions were graded using a standardized rubric
and scored as essentially correct (2 points), partially correct (1 point), or incor
rect (O points). We have replaced these questions with 10 multiple-choice ques-
tions, worth 1 point each, that assess research literacy. Each question requires
knowledge of multiple topics taught during the training program and requires
synthesis of information provided. We piloted these questions and conducted
cognitive interviews with fellows to revise and refine the items. We also ask
20 multiple choice research knowledge items; each item covers a single topic.

In addition, participants complete a training evaluation halfway through the
program, and evaluation questions are included on the final assessment. These
evaluation questions ask fellows about their satisfaction with program logistics
and how they are using the information learned in the program. Although these
guantitative metrics provide key data, participants also complete follow-up evalu-
ation interviews after the certificate ceremony. These semistructured one-on-one
interviews provide important insight and context for quantitative results.

In the follow-up evaluation interviews, fellows are asked about several top-
ics related to program implementation: how they found out about the pro-
gram; what they liked and did not like; their thoughts on the CRFT project
team and faculty; the most useful information they learned in the training;
how they use the training information and resources; whether they have
shared the information with others; the barriers and facilitating factors for
program completion; how to improve program logistics; their thoughts on the
homework assignments, class size, and material covered; and whether they
were interested in follow-up courses.

CRFT faculty members complete a short web-based evaluation survey
after facilitating a CRFT session. Faculty are asked to rate the engagement of
fellows in their session, the faculty’s overall experience teaching the session,
whether they would teach for the program in the future, whether they learned
anything from fellows during the session, changes that need to be made to the
program, and whether they would be willing to collaborate with fellows on a
CBPR pilot project. One faculty member for CRFT-STL Cohort Il stated,
“The fellows had wonderful questions.... | hope the fellows are this engaged
with other lectures. | received several extremely relevant questions following
the lecture. It was clear they were transitioning the lessons of the lecture into
their medical care.” Another CRFT faculty member discussed learning from
fellows: “The fellows suggested new ways that researchers benefit from work-
ing collaboratively with communities. The fellows have a more comprehensive
view of issues that provides perspective on intervention strategies.”

After each session, fellows complete a 10-question session evaluation
that consists of six closed-ended questions with Likert response options and
four open-ended questions. In the closed-ended questions, fellows are asked
whether learning objectives are met, whether the information learned in the
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session was helpful, whether concepts presented were understood, whether
the facilitator was organized, whether the facilitator was knowledgeable about
the subject, and the rating of the session overall. In the open-ended questions,
fellows are asked for the three most important things learned during the ses-
sion, what the fellows liked and did not like about the session, and additional
comments and suggestions about the training session.

Evaluation metrics

We measure program commitment and engagement using attendance and
homework completion rates. Based on data from the sign-in sheets, atten-
dance rates are calculated as the percentage of cohort fellows present for each
training session. We calculate homework completion rates as the percent of
fellows completing an assignment. We measure increase in knowledge through
change in baseline and final assessment scores for the program overall and for
each session using pre- and posttest scores. We measure program satisfaction
from the overall rating on the session evaluations. Outcomes of these evalua-
tions are published and discussed in the literatufe.”2728

Overall, we have seen high levels of commitment and engagement in the
CRFT program, statistically significant increases in research knowledge, and
high levels of satisfaction reported by fellows in their evaluations. A CRFT-
STL Cohort | fellow said, “I just liked the fact that it enhanced my knowledge,
and it made me better equipped to do some of my own research and not be
deathly afraid to pick up a journal article and read it.” Another fellow stated,

Actually, | liked every session of the training honestly, because every
session was a lot of stuff | wasn't actually familiar with at all, as far
as from a research perspective. | did data collection for research, but |
never understood the foundation of how to collect the data, what type of
data it was, so | learned a lot from just coming to every session.... | was
just learning something new every day and [was] able to apply what I've
learned in a more practical sense. Maybe, [l will] look at things from a
more analytical perspective.

Pilot projects and other program outcomes

Development and implementation of CBPR pilot projects are key compo-
nents of partnership development and extend the experiential learning of
fellows to a research study. We developed an request for proposals (RFP)
with broad categories (e.g., cancer disparities, social determinants of health,
community heath, obesity, health of black women and girls) that allowed fel-
lows to develop projects of interest to them. In its truest form, CBPR starts
with an idea of importance to the community. As such, CBPR pilot projects
must be an idea developed by fellows; once they have the topic, the CRFT
project team assists fellows in identifying a faculty member with the necessary
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content and/or methodological expertise. Fellows are responsible for building
a research team consisting of a principal investigator, a co-principal investiga-
tor, co-investigators, a CRFT faculty collaborator, and community partners
or a community-based organization with the skills and resources to conduct
the proposed project.

The RFP outlines what is required in a 10-page proposal, including the
abstract (500 words), specific aims (1 page), background/significance (2 pages),
research plan (3 pages), evaluation plan (2 pages), and budget and budget nar
rative (2 pages). The background/significance section has to define the target
population, community problem to be addressed, and service area need. It
also has to place the proposal in the context of previous work done in the area
and provide a rationale for why the proposed project is needed in the com-
munity or target population. The research plan states the problems and objec-
tives, describes the research project scope and activities, and provides sample
research materials (e.g., questionnaire, interview guide), a detailed description
of community resources and collaborators (including letters of support), the
timeline of activities, and conceptual maps. The evaluation plan has to include
a logic model, a plan to measure the project results, the key impact of the
project, and expected outcomes. The experience of writing a collaborative pro-
posal and having it reviewed was new to some fellows and routine for others.

Two CBPR pilot projects were funded as part of the CARES program: the
Truth Be Told project and the Brentwood Community Healthcare Assessment
(BCHA). 2° Two CARES fellows from the BCHA team presented a poster on
the study at the 2011 American Public Health Association Annual Meeting
and Exposition.2° In addition, several fellows were on the planning committee
for the convening of the Think Tank for African American Progress—Long
Island and became board members of the Long Island Think Tank for Black
Progress, Inc., a community-based organization that was developed as a result
of the convening332

The CRFT CAB and CRFT faculty evaluate pilot project proposals. At
least three people review each proposal, and funding decisions are based on
scores for each of the following criteria:

» Potential for the project to address and improve health outcomes in the
region (e.g., St. Louis Metropolitan Area).

» Demonstrated collaboration among CRFT Fellows.

» Demonstrated community-academic partnership (collaboration among
CRFT Fellows and faculty).

e Quality of research approach, demonstrated use of research methods,
and knowledge obtained in the CRFT program.

» Evidence of a strategic plan that engages community members, promotes
academic-community collaboration, develops -culturally appropriate
approaches to meet the needs of diverse communities, and evaluates the
project’s impact on the specified population.

» A cost-effective, detailed budget and budget narrative.
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 Demonstrated plans to expand and sustain funding sources beyond the
anticipated CRFT seed grant and/or to promote broader community-
based public health efforts.

e Significance of the problem addressed.

e Approach proposed to address specified problem.

The CRFT CAB selected two CBPR pilot projects from Cohort | to fund.
The Healthy Body, Healthy Spirit project was a collaboration among four
Cohort | fellows, a CRFT faculty member, and a church in North St. Louis,
MO. The second project was The New Face of Homelessness, a study of the
needs and concerns of homeless women 45 to 64 years of age. The New Face
of Homelessness was a collaboration among four fellows, a CRFT faculty
member, a shelter for homeless women in St. Louis that is now closed, and
two residents of the shelter. This work received local media attention, includ-
ing a cover story in theSt. Louis Post-Dispatch, the regional daily, and two
articles in the St. Louis American, a weekly newspaper focused on African
American news with a local readership of over 200,000.

In addition, two other project teams submitted proposals, and, although
not funded by the CRFT program, both projects subsequently found fund-
ing through other mechanisms (e.g., foundation, universityd There were no
pilot projects for Cohort Il because of limited funding. The GrassROOTS
community foundation funded one project from Cohort Ill: Mental Health
Literacy Among Unemployed African American Mothers, a collaboration
among four Cohort Il fellows, a CRFT faculty member, and a local com-
munity agency in St. Louis County, MO. Teams from The New Face of
Homelessness and the Mental Health Literacy projects presented posters
at the annual conference of the Institute for Public Health at Washington
University in St. Louis.

On the basis of the discussion in the research ethics session, fellows who
completed the Cohort | training decided to form a patient research advisory
board (PRAB). The PRAB began meeting in July 2013 and elected to develop
a planning committee consisting of 10 fellows to lead PRAB organizational
development. The PRAB planning committee meets monthly, and the full
PRAB meets quarterly. In its initial year, the PRAB planning committee
worked to develop a mission, vision, goals, and objectives. They also devel-
oped a PRAB participant agreement, a process, and criteria to review patient-
centered, community-engaged, and community-based projects and proposals.
Eight Cohort Il fellows joined the PRAB at its first general body meeting on
September 30, 2014. The PRAB currently has 20 active members and started
reviewing proposals in March 2015. The PRAB is involved in the develop-
ment of several grant proposals with faculty at Washington University and
serves as the CAB for programs affiliated with a local health department.
CRFT faculty and staff serve as technical advisors to the PRAB. The PRAB
is one example of how fellows translate increased knowledge and skills into
action and research partnership development.
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Several CRFT alumni serve on other CABs for programs and projects
throughout Washington University (e.g., Occupational Therapy, Brown School
of Social Work, CRFT CAB, Institute for Clinical and Translational Sciences,
Institute for Public Health, Program to Eliminate Cancer Disparities), for
national and state organizations (e.g., government, community-based organi-
zations, foundations), and local St. Louis organizations (e.g., health depart-
ment, community-based organizations, school-based health centers, advocacy
and support groups, community health centers, hospitals, faith-based organiza-
tions, other universities). CRFT alumni have served as community representa-
tives on grant review panels for Washington University (Institute for Public
Health and Institute for Clinical and Translational Sciences) and a statewide
health foundation.

Conclusions

CRFT provides a core curriculum and can be adapted to address particular
health issues (e.g., cancer disparities or obesity) or issues relevant te cer
tain populations (e.g., black women and girls) by adding additional sessions
and by adapting examples, activities, and RFPs to focus on key issues or
populations. The program has been implemented in urban (St. Louis, MO;
Jackson, MS), suburban (Long Island, NY), and rural (Hattiesburg, MS)
settings by academic institutions and a health department. Although this
book is adapted from and designed for the CRFT program, other training
programs focused on research literacy for lay audiences will find this a use-
ful resource. We are committed to continued adaptation and evaluation of
this curriculum for different ages and to health and social issues related to
health. Thus, we ask others interested in or committed to CBPR to join us
in this effort.

As scholars and researchers engaged in CBPR, we sought to share our
efforts to facilitate CBPR as a component of the struggle for health equity. We
encourage community-academic partnerships and collaborations to review
this curriculum, to adapt it to the needs of their communities, and to use it
to facilitate stronger partnerships. We believe that the more communities can
embrace the knowledge that research provides and the more that they engage
fully and productively in it, the more likely we are to attain health equity.
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Appendix: Self-assessment answer key

Chapter 1: Community-based participatory research
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Chapter 4: Introduction to epidemiology
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Chapter 6: Health literacy
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Chapter 7: Evidence-based public health
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Chapter 11: Roles, functions, and examples of qualitative
research and methods for social science research
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Chapter 12: Research ethics
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Chapter 13: Health services and health policy research
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Chapter 14: Developing a grant proposal
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Chapter 15: Changing health outcomes through community-
driven processes: Implications for practice and research

Boo~oubdwNpek
T L OO QYO T Ao



Index

A

Action research, 4
Adjusted odds ratios, 213
Affordable Care Act (ACA),
40, 261
Agency for Healthcare Research
and Quality (AHRQ), 267
Allocative health policies, 261
Alternative hypothesis, 208, 209
Ambiguous questions, 200
Analytic epidemiology, 77
Andersen Behavioral Model of
Health Services Use, 268
Association, definition of,
180-181

B

BCHA, see Brentwood
Community Healthcare
Assessment (BCHA)

Behavioral Risk Factor
Surveillance System
(BRFSS), 66, 138

Behavioral science theory,
138-139

Behavior questions, 224

Belmont Report (1979),
242-243

Bias

conscious and unconscious,
101

definition of, 176

measurement, 192, 198

nonresponse, 198

revelation, 226

sampling and coverage, 198

selection, 192

Bill & Melinda Gates
Foundation, 284

Bioethics, 240

Biological gradient, 83

Black Lives Matter movement,
302, 319

Breast and Cervical Cancer
Mortality Prevention Act
of 1990, 265

Breast and Cervical Cancer
Prevention and Treatment
Act of 2000, 267

Brentwood Community
Healthcare Assessment
(BCHA), 323

BRFSS, see Behavioral Risk
Factor Surveillance
System (BRFSS)

C

CAB, see Community advisory
board (CAB)

CARES program, 323

Case-control study design, 81

CBPR, see Community-based
participatory research
(CBPR)

Centers for Disease Control and
Prevention (CDC), 26

Chronic stress, 34

CLAS, see Culturally and
Linguistically Appropriate
Services in Health and
Health Care (CLAS)

Clinical epidemiology, definition
of, 132

Close-ended questions, 199

Cluster sample, 194
CNA, see Comprehensive needs
assessment (CNA)
Cohort study design, 80-81
“The Common Rule,” 243
Community advisory board
(CAB), 65, 305, 317
Community Alliance for
Research Empowering
Social Change (CARES),
288
Community-based patrticipatory
research (CBPR), 1-22
action research, 4
activity (group discussion),
17-18
activity (group problem
solving and planning),
18-19
agenda template, 20
basis of, 316
benefits, 6-7
community engagement, 2
cultural competency and, 96
definitions of community, 3—4
EBPH and, 139
example, 13-15
history, 4-5
implementation, 6-15
key principles, 6
learning objectives, 1
neighborhood, 3
outcomes, 12
partnership development, 7-9
process, 9-13
radical action research, 4
self-assessment, 1, 20-22
traditional action research, 4



334

Community-driven processes,

Index

changing health outcomes
through, 301-315

Black Lives Matter
movement, 302

building capacity for
community change,
305-306

building community and
organizational capacity,
308-309

community advisory board,
305

community coalitions,
303-304

comprehensive needs
assessment, 302

grassroots organizing, 302

group discussion activity,
313-314

learning objectives, 301

natural helper models,
304-305

participation and
membership in
organizations, 306—308

self-assessment, 301,
314-315

structuring community
engagement processes,
303-305

tools and resources, 310

Community health and

community-based
prevention, 50-72

activity (develop and evaluate
a community health
grant), 69-70

analysis of existing datasets,
57, 63-64

avoiding difficult areas, 67

community analysis methods,
52-64

community meetings, 55,
60-61

community strengths, 66—67

definition of community, 51

engaging community
members in the process,
65-66

fortified dietary intervention,
65

general public interviews,
52-59

group interviews, 54, 59
identifying the health
problems to target, 66
identifying the history of a
community, 66
interpretation of records and
transcripts, 55, 61
key informant interviews,
52,53
learning objectives, 50
observation, 54, 59-60
PEST analysis, 56, 62
photovoice, 57, 63
public health matters, 50
self-assessment, 50, 71-72
survey, 58, 64
SWOT analysis, 56, 61-62
using community analysis
data, 64-65
Community Networks Program
(CNP), 13
Comprehensive needs assessment
(CNA), 302
Concurrent validity, 201
Conference/Seminar grants, 285
Confounding variable, 198
Construct validity, 201
Convenience sampling, 194
CRFT program implementation
and evaluation, 316—327
Black Lives Matter
movement, 319
CARES program, 323
community advisory board,
317
evaluation metrics, 322
faculty, 317
“Grocery Store Audit,” 319
Likert response options, 321
new assignments, 320
patient research advisory
board, 324
“Photovoice” homework, 319
pilot projects and other
program outcomes,
322-325
program evaluation, 320-322
program implementation,
316-320

Cross-products ratio, see Odds

ratio (OR)

Cross-sectional study design,

81-82

Cultural competency, 91-114

action plan template,
108-113

activity, 107-108

CLAS standards, 101-104

community resources, 111

conscious and unconscious
bias, 101

consequences of culturally
incompetent interventions,
101

critical race theory, 100

cultural competence, 94-96

cultural humility, 104

culture in broader context,
92-93

definition of culture, 91

diversity and culture, 93-94

ever-changing culture, 93

health disparities, 99

learning objectives, 91

need for culturally competent
research and practice,
96-99

planning table, 109

practice standards related
to cultural competence,
101-104

race, ethnicity, and
nationality, 92

resources, 107

self-assessment, 91, 113-114

social determinants of health
and critical race theory,
99-100

who should practice cultural
competency, 96

Culturally and Linguistically

Appropriate Services in
Health and Health Care
(CLAS), 94, 101-104

Culture of Health Prize, 40

request for proposals, 322, 323 Daily life activity, using research

“Windshield Survey”
assignment, 318
Criterion validity, 201
Critical race theory (CRT), 100

in, 177

DASH trial, see Dietary

Approaches to Stop
Hypertension (DASH) trial



Data

acquisition, research ethics
and, 248

collection tools, 135-138

definition of, 179

health services research,
270-273

matrix, 196

primary, 182, 196

qualitative, 165-166

quantitative, 165-166, 196

types, 184

Data collection methods

(qualitative research),
222-233
focus groups, 226-230
interviews, 223-226
photovoice, 230-233

Declaration of Helsinki (1964),

241-242

Department of Veterans Affairs

(VA) medical centers, 263

Dependent variables, 179, 184
Descriptive epidemiology, 77
Devil's advocate questions, 225
Dietary Approaches to Stop

Hypertension (DASH)
trial, 79

Disparities Elimination

Advisory Committee
(DEAC), 13

Diversity, culture and, 93
Doctors’ Trial, 241

Donabedian model, 268
Dose-response relationship, 83
Double-barreled questions, 201

E

EBPH, see Evidence-based public

health (EBPH)

Emergency department (ED)

visits, 262

Epidemiology, clinical, 132
Epidemiology, introduction to,

73-90
activity, 88
analytic epidemiology, 77
basic epidemiologic measures,
83-86
basic epidemiologic
reasoning, 76-77
biological gradient, 83
biological plausibility, 83

case-control study design, 81

cohort study design, 80-81

consistency upon
repeatability, 83

cross-sectional study design,
81-82

definition of epidemiology,
74-76

descriptive epidemiology, 77

determinants, 75-76

distribution, 75

dose-response relationship, 83

epidemiology triangle, 76

experimental study design,
78-79

federally qualified health
center, 74

frequency, 74-75

incidence, 80

learning objectives, 73

loss to follow-up, 81

observational studies,
determining causality in,
82-83

observational study design,
79-82

odds ratio, 85, 86

population, 74

quasi-experimental study
design, 80

rates in epidemiology, 84—-85

relative risk, 80, 85, 86

self-assessment, 73, 88—90

strength of association, 82

study design, 77-82

study validity, range of, 82

temporality, 82

Ethics, see Research ethics
Ethnic health disparities, see

Health disparities

Evaluation, see Program

planning and evaluation

Evidence-based public health

(EBPH), 132-152

activity, 149-150

clinical epidemiology,
definition of, 132-133

common health theories and
models, 140-141

community engagement in
assessment and decision-
making, 139

concerns, 144-145

data collection tools, 135-138

Index 335

decision-making using best
available data, 134-138
definition, 132-133
disseminating of findings to
key stakeholders, 143
evaluation types, 139
evidence-based medical
practice and, 145-146
formative evaluation, 142
future of, 146
impact evaluation, 142
importance, 133
learning objectives, 132
levels of evidence, 143-144
logic model as planning tool,
139
outcome evaluation, 143
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defining health disparities, 25
health behaviors, social
context, and social norms,
34-37
health equity, towards
achieving, 37-41
learning objectives, 23
prioritizing health, 24-25
race/ethnicity, socioeconomic
status, and health
disparities, 31-33
racial/ethnic disparities
in population health
indicators, 25-29
self-assessment, 23, 47-49
social connectedness, 39
social determinants of
health (roots of health
inequities), 29-30
stress and coping, 33-34
Health equity, definition of, 37
Health literacy, 115-131
activity, 128-129
definition, 116
effects, 116-119
learning objectives, 115
levels in the United States, 116
measurement, 119-121
modified Cloze procedure,
120
provider-patient
communication, 118
recommendations for
materials development,
121-122
research example (health
literacy and genetics),
122-123

self-assessment, 115, 130-131
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activity, 276
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services utilization,
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defining research questions,
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262
example (opioid overdose
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health policies, 261
health services research,
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learning objectives, 258
metaphor, 264
policy agenda, setting of,
261-267
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270-272
regulatory health policies,
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role of health policy in
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260-267
self-assessment, 258,
278-279
social determinants of health,
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Healthy People 2020, 40
Heckler Report, 99
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HHS Office of Minority Health,
94
Human subjects research,
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Hypothesis, definition of, 178,
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Key informant interviews,
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265
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National Health and Nutrition
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National Institutes of Health
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definition of health, 25
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funding priorities of, 41

grants, 285

Office of Research Integrity,
247

National Research Act (1974),
242-243
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304-305

New Deal era, 32
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Arts (NYFA), 286
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NHANES National Youth
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203-206
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(NHIS)
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Nonresponse bias, 198

Null hypothesis, 208, 209

Nuremberg Code (1948), 241

NVS, see Newest Vital Sign
(NVS)
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Foundation for the Arts
(NYFA)
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community analysis using,
54, 59-60
unit, 196
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Odds ratio (OR), 85, 123,
211-213
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example, 212
interpretation, 212
OECD countries, see
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Economic Co-operation
and Development (OECD)
countries
Office of Minority Health
(OMH), 94
Open-ended questions, 199, 225
Opening question, 229
Opinion questions, 224
OR, see Odds ratio (OR)
Organisation for Economic
Co-operation and
Development (OECD)
countries, 262
Ottawa Charter, 307
Outcome evaluation, 143
Outcome Model of Quality, 268
Outcome variable, 198
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(PTA), 306

Patient-Centered Outcomes
Research Institute
(PCORI), 263
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Patient Protection and Affordable
Care Act of 2010, 116
Patient research advisory board
(PRAB), 324
Peer-reviewed studies, 134-135
PEST (political, economic,
social, and technological)
analysis, 56, 62
Photovoice, 57, 63, 230-233
background and conceptual
framework, 231
methodology, 232-233
rationale, 231-232
Plagiarism, 247
Planning grants, 285
PolicyLink, 39
PRAB, see Patient research
advisory board (PRAB)
Predictive validity, 201
Predictor variable, 198
Pregnancy Risk Assessment
Monitoring System
(PRAMS), 193
Prevention, see Community
health and community-
based prevention
Primary data, 182, 196
Probability samples, 193
Process evaluation, 142
Program for the Elimination
of Cancer Disparities
(PECaD), 13
Program planning and
evaluation, 153-173
activity, 171-172
engaging stakeholders, 154
evaluation data, 167-168
evaluation method, selection
of, 164-166
evaluation plan, development
of, 162-164
evaluation reports, writing of,
168-169
expected resources, activities,
and outcomes, 156
identifying and prioritizing
problems to address,
154-155
“if-then” statements, 157
interpretation of findings, 168
learning objectives, 153
logic model, example of, 159
outcomes, 158
outputs, 157-158
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process and outcome
evaluation, 164
program design and
evaluation considerations,
166-167
program evaluation, 163
program planning processes,
154-158
quantitative and qualitative
data, 165-166
research partners and
consultants, 167
resources and inputs, 156-157
reviewing existing data, 155
self-assessment, 153, 172-173
SMART goal development,
158-162
visualizing your program, 155
Provider-patient communication,
118
PTA, see Parent-teacher
association (PTA)
Purposive sample, 194

Q

Qualitative data, 165-166
Qualitative research and methods
for social science research,
220-238
comparing qualitative and
quantitative research
methods, 234
data collection methods,
222-233
definition of qualitative
research, 221-222
focus groups, 226-230
interviews, 223-226
knowledge, claims about, 221
learning objectives, 220
photovoice, 230-233
reporting qualitative findings,
233
self-assessment, 220, 236-238
triangulation, 222
Quantitative data, 165-166, 196
Quantitative research methods,
188-219
activity, 215-217
alternative hypothesis, 208, 209
analyzing survey data, 202
census study, 192
cluster sample, 194

convenience sampling, 194
data, 195-197
graphic methods, 202-208
hypotheses, definition of, 191
hypothesis testing, 208-211
learning objectives, 188
measurement bias, 192, 198
mixed-methods research, 191
nonresponse bias, 198
null hypothesis, 208, 209
observation unit, 196
odds ratio, 211-213
probability samples, 193
purposive sample, 194
questionnaire design,
198-202
quota sampling, 194
rare events, example of, 190
sampling and coverage bias,
198
sampling frame, 192
sampling methods, 192-195
selection bias, 192
self-assessment, 188,
217-219
simple random sample, 193
snowball sampling, 195
statistical significance, 208
statistics, definition of, 189
stratified sample, 193-194
survey methods, 197-198
systematic sample, 193
Quasi-experimental study design,
80
Questionnaire design, 198-202
aims, 198-199
ambiguous questions, 200
close-ended questions, 199
confounding variable, 198
double-barreled questions,
201
leading questions, 200
open-ended questions, 199
outcome variable, 198
predictor variable, 198
question style, 199
survey instrument, 199-202
validity, 201
Questions
ambiguous, 200
behavior, 224
close-ended, 199
devil's advocate, 225
double-barreled, 201
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hypothetical, 225
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interpretive, 225
key, 229
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leading, 200, 226
open-ended, 199, 225
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sensory 224
values, 224
Quota sampling, 194
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Racial/ethnic health disparities,
see Health disparities
Radical action research, 4
Randomized controlled trial
(RCT), 78, 86
Rapid Estimate of Adult Literacy
in Genetics (REAL-G),
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Rapid Estimate of Adult Literacy
in Medicine (REALM),
120
Rapid Estimate of Adult Literacy
in Medicine-Revised
(REALM-R), 120
Rare events, example of, 190
Regulatory health policies, 261
Relative risk (RR), 80, 85, 86
Request for Application (RFA),
282
Request for proposal (RFP),
282, 322
Research ethics, 239-257
Belmont Report (1979),
242-245
beneficence, 244-245
bioethics, 240
case example, 240

cases of research misconduct,

250-252
collaboration, 248-249
conflict of interest, 248
data acquisition,

management, and

presentation, 248
Declaration of Helsinki

(1964), 241-242
description, 239
Doctors’ Trial, 241

Federal Policy for the
Protection of Human
Subjects (1991), 243

historical milestones, 240-243

human subjects research and

informed consent, 247—-248

institutional review board,
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of, 246-247
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249

National Research Act (1974),

242-243
Nuremberg Code (1948), 241
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protection of vulnerable
populations, 246
publication and authorship,
249
respect for persons, 243-244
responsible conduct of
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misconduct, 247-250
safe laboratory and research
practices, 248

self-assessment, 239, 255-257

small group discussion
questions, 254-255

societal impact of research,
249-250

Tuskegee syphilis study
(1932-1972), 242

Research grants, 284
Research methods, 174-187
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bias, definition of, 176

clinical records, 182

daily life activity, using
research in, 177

data collection methods,
181-182

data gathering, 181

definition of association,
180-181

definition of research,
175-177
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hypothesis, 178
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variables, 178-179, 184
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182-183
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research settings, 179
scientific method, 176-177
self-assessment, 174, 187
source of research questions,
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study design, 183-184
surveys, 181-182
terminology, 186
RFA, see Request for Application
(RFA)
RFP, see Request for proposal
(RFP)
Robert Wood Johnson
Foundation, 39, 284
RR, see Relative risk (RR)
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Sampling and coverage bias,
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SCHIP, see State Child Health
Insurance Program
(SCHIP)
Scientific method, 176-177
Secondary data, 183, 196
Selection bias, 192
Self-assessment answer key,
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participatory research,
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community-driven processes,
changing health outcomes
through, 332
community health and
community-based
prevention, 328-329
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epidemiology, introduction
to, 329
evidence-based public health,
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grant proposal, development
of, 332
health disparities, 328
health literacy, 329-330
health services and health
policy research, 331
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research, 331
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methods, 330-331
research ethics, 331
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Self-assessment questions
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participatory research,
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community-driven processes,
changing health outcomes
through, 314-315
community health and
community-based
prevention, 71-72
cultural competency,
113-114
epidemiology, introduction
to, 88-90
evidence-based public health,
150-152
grant proposal, development
of, 298-300
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health services and health
policy research, 278-279
program planning and
evaluation, 172-173
qualitative research and
methods for social science
research, 236-238
quantitative research
methods, 217-219
research ethics, 255-257
research methods, 187
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Servicemen’s Readjustment Act
of 1944, 32
SES, see Socioeconomic status
(SES)
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Single Item Literacy Screener
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SMART (specific, measurable,
attainable, relevant/
realistic, and time framed)
goals, 158-162, 288, 291

Snowball sampling, 195

Social determinants of health,
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critical race theory and,
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drivers of, 259

health disparities and, 99

Social science research, see
Qualitative research and
methods for social science
research

Socioeconomic status (SES), 25

SRS, see Simple random sample
(SRS)

SSI, see Supplemental Security
Income (SSI)

State Child Health Insurance
Program (SCHIP), 261

Statistical Package for Social
Sciences (SPSS), 193

Statistical significance, 208

Statistics, definition of, 189

S-TOFHLA, see Short Test
of Functional Health
Literacy in Adults
(S-TOFHLA)

Stratified sample, 193-194

Structural racism, 31

Supplemental Security Income
(SSl), 261

SWOT (strengths, weaknesses,
opportunities, and threats)
analysis, 56, 61-62

Systematic sample, 193
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Families (TANF), 261

Test of Functional Health
Literacy in Adults
(TOFHLA), 120
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Traditional action research, 4

Training grants, 285
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of Health and Human
Services (HHS), 37
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Department of Veterans
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Washington University School of
Medicine (WUSM), 13
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World Health Organization
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definition of health, 24,
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Youth Risk Behavior Surveillance
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