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Not a duty but an opportunity: exploring the lived experiences
of community health workers in Indiana through photovoice

Ryan I. Logan

Department of Anthropology, University of South Florida, Tampa, Florida, USA

ABSTRACT

Few studies have conducted photovoice projects to explore themes related to the lived experiences of community health workers
(CHWs). As a relatively unknown segment of the health care workforce in the United States, CHWs are typically members of the com-
munities they work within and fulfill unique and complementary roles through health education, health prevention, community outreach,
and advocacy. This article documents a photovoice project that assessed the strengths, challenges, impacts, and what it means to be a
CHW in Indiana. In this project, CHWs participated in the method of photovoice in two formal meetings — one to introduce the method
and another to analyze the photographs. Participants displayed photographs, interpreted these images, and co-constructed their lived
experiences. Several key themes emerged from discussion of the photographs including: participant descriptions of building individual
and character traits, conceptualizations of this position, and how participants connect disparate resources for their clients. Themes and
findings from this research can be utilized to reach out to potential employers and policy makers regarding the integration of CHWs
into the workforce. Overall, this project documents the lived experiences of CHWSs and highlights their voices as they become an

accepted member within the broader workforce.

Introduction

In this article, I detail a photovoice project that ex-
plored the lived experiences of community health workers
(CHWs) operating primarily in Indianapolis, Indiana. De-
spite being present in this state for several decades and
comprising an estimated 670-1,260 workers,! CHWs are
relatively unknown by medical professionals and the gen-
eral public. This lack of awareness complicates their in-
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tegration within the broader workforce and, thereby, fully
realizing their unique roles that can be harnessed to im-
prove the health outcomes of marginalized populations.>*
Moreover, this state-level lack of awareness also resonates
on national scale and among other high-income
countries.* In spite of this, there are an estimated 54,760
CHWs operating in the U.S. alone.! Given the diversity,
breadth, and potential for improved health outcomes, fur-
ther understanding is needed regarding the nuanced issues
encountered by CHWs at the ground level as well as am-
plifying the voices of these workers through collaborative
methods such as photovoice.

As noted by the American Public Health Association,
CHWs fulfill a wide range of unique services that can im-
prove health and social issues outside the realm of the
clinic including community outreach, health
education/prevention, and advocacy. Due to their ability
to address wide gaps in health care coverage, especially
through addressing social determinants of health, CHWs
are poised to make significant contributions to the U.S.
health care system.>¢ In spite of these unique and com-
plementary functions, CHWs remain largely on the
fringes of the health care workforce in Indiana and
throughout much of the United States.” As a result, addi-
tional studies are needed that elucidate the lived experi-
ences of this workforce — including how they
conceptualize their position, specific challenges encoun-
tered, and the impacts they make in their communities.
These lived experiences provide crucial theoretical in-
sights but also applied implications — especially in terms
of informing policy development that seeks to integrate
CHWs into the broader workforce.

Photovoice is a participatory methodology that pro-
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duces visual data regarding a particular issue or topic that
are collected, interpreted, and analyzed by participants.®’
This method is particularly compelling when used in con-
junction with CHWs due to the intimate knowledge they
possess of their communities. This method also provides
a means to reconstruct the concept of community through
participant interpretation. As a result, participants reflex-
ively address the notion of the community and thereby
demonstrate that it is not a monolithic and static construct
but rather a dynamic and contested space. Several scholars
have suggested engaging CHWs as research partners,!*!2
while others have specifically utilized photovoice to ex-
plore pertinent grassroots-level issues among these work-
ers.3"15 Photovoice served as a lens into the lives of these
workers that also enhanced the participants’ role within
the project. CHWs took photographs in response to three
prompts and, additionally, co-constructed their interpre-
tations and analyses through group discussion. In this
way, photovoice facilitates an active role for participants
during the course of the project and analysis of the find-
ings. This method also provides provided a crucial envi-
ronment in which participants interpreted their images and
elevated their voices within the project. This aspect of
photovoice was crucial given that data collection tradi-
tionally extracts data to be analyzed by the researcher,
with little additional input from participants.

I conducted this photovoice project in part as a collab-
orative effort with a small yet burgeoning CHW organi-
zation. The photovoice project served as one of the
methods I utilized in my overarching dissertation project.
Aside from gaining a deeper understanding of the lived
experiences of these participants, this project was timely
given that the state government of Indiana had recently
approved a CHW certification and had convened a work-
group of stakeholders to develop legislation regarding this
position. As a result, gaining further insights into the lived
experiences of these workers was crucial — especially as
steps are being taken to develop this position into a more
formal component of the health and social services work-
force. Aside from producing novel, participant-interpreted
findings, photovoice also functioned as a method that fos-
ters applied implications through fomenting critical con-
sciousness — especially through the dissemination of these
images to raise awareness on the part of the policy mak-
ers, medical professionals, and the public.

Background

In spite of a general lack of awareness, CHWs have
been quantitatively demonstrated to improve a variety of
health outcomes among marginalized populations.'® These
workers have also served as advocates for social justice
essentially since their inception.'? Although their usage
waxed and waned throughout the subsequent decades in
the U.S., CHWs were mentioned by name in the Patient
Protection and Affordable Care Act of 2010 (ACA). The
ACA outlined several potential roles for CHWs and also
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acknowledged them as a new member of the health care
team (that includes doctors, nurse practitioners, nurses,
and other established professions).? This national level
recognition was vital in highlighting the role and unique
contribution of the CHW model.

However, due to a lack of a national policy and frame-
work dedicated setting guidelines and rules regarding the
CHW model, state governments and various employing
organizations have lead the way in terms developing and
implementing this position. As a result, CHWs are utilized
at varying capacities and, often, under differing terminolo-
gies. Several states, such as Massachusetts, Minnesota and
Oregon, have well-established CHW programs.>’ Min-
nesota is particularly unique due to its extensive listing of
CHW-specific services that are reimbursable through
Medicaid.’ Due to these state-by-state variations, their uti-
lization, terminology, specific functions, and experiences
at the grassroots level varies greatly. While national recog-
nition in the form of the ACA and various state-level poli-
cies have sought to integrate CHWs, they have largely
continued to exist on the fringes of the workforce.

CHW programs faced criticism in the 1980s following
the failure of some programs to achieve their desired out-
comes. Studies reported mixed results related to the out-
comes of CHW programs and that political and financial
factors further negatively impacted them.” As a result,
these issues largely caused the downfall of this model in
addition to widespread ambivalence regarding its broader
adoption. However, public health studies have demon-
strated the quantitative impact of these workers on a va-
riety of health outcomes — particularly chronic disease
prevention and management.*!¢ Furthermore, some public
health studies have reported CHW programs to be cost-
effective.'!® Thus, despite mixed results previously ex-
perienced by CHW programs in the U.S., current public
health evidence demonstrates their potential for positive
health outcomes and cost-effectiveness.>16:18

Although photovoice is a well-established methodol-
ogy, few studies have utilized this method to explore var-
ious topics related to CHWs. Mayfield-Johnson et al.'*
conducted a photovoice project with community health
advisors (CHAS) in order to assess changes in feelings of
empowerment. Their study revealed critical insights into
several key themes explored by CHAs and provided cru-
cial data in further utilizing CHAs in the workforce. Ba-
quero et al.'* discussed the results of using CHWs to
reduce barriers to reproductive and sexual health care. The
authors also described how the photographs were used in
a community forum to discuss and validate the findings.
Finally, Mitchell et al.'> drew on photovoice to explore
HIV/AIDS in South Africa and also as a reflexive method
to create a plan of action. In these examples, photovoice
served as a versatile methodology that not only enhance
the role and voice of the participants but also yielded crit-
ical visual data.

Indiana has lagged behind other states in terms of de-
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veloping and utilizing this workforce. In spite of this,
CHWs have a long history in the state and are employed
in various capacities in both health and social service or-
ganizations. Some CHWs have as much as 30 years of ex-
perience working either as paid and/or as volunteers and
have been employed in clinics, hospitals, and/or social
service organizations. However, those that are hired are
normally paid through short-term, grant-funded positions
and thus maintain tenuous employment. This soft funding
of CHWs often results in the position ending after a short
period of time and thereby keeps them from formal inte-
gration within the broader workforce.” Additionally, there
currently are over 60 titles in use which fit underneath the
CHW umbrella within the state. This myriad of titles cre-
ates confusion over their roles and responsibilities in ad-
dition to presenting challenges for crafting policy
regarding this workforce. The plethora of titles also con-
tributes to the lack of awareness on the part of medical
professionals and the public about who are CHWs and
what, exactly, it is that they do.

However, there are crucial steps being taken at the
grassroots and government levels in Indiana. A statewide
CHW organization formed in 2015 to advocate for the de-
velopment of this workforce and has made connections
with other organizations and the state government. At the
time of the photovoice project in 2017, the governor had
convened a workgroup to develop policy regarding the
CHW model. The workgroup drafted and provided recom-
mendations for an official model as well as a set of CHW-
specific, Medicaid reimbursable services. While these are
important steps toward legitimizing these workers, the lack
of awareness regarding CHWs, fully utilizing their unique
skillset once employed, and ground level challenges persist
as lingering issues that hinder their integration. Overall, this
project served to illuminate the lived experiences of CHWs
— through their active participation in a photovoice project
—in addition to producing findings that will raise awareness
of this workforce as they gain further acceptance into health
and social services organizations.

Photovoice: method and theoretical orientation

Photovoice is a participatory methodology that pro-
duces visual data — in the form of photographs — and also
elevates the involvement of the research participants.®®!
Specifically, the participants take photographs in relation
to a prompt or theme and are involved in the production,
selection, interpretation, and analysis of the photo-
graphs.®%192% The analysis phase is particularly important
as participants explain and interpret their photographs as
well as co-construct meaning through group discussion.
As aresult of this enhanced involvement, research partic-
ipants can address issues of representation in photographs
through the inclusion of their own interpretations. Pho-
tovoice has several strengths that set it aside from other
forms of qualitative research methods. Wang and Burris
(p. 369)° describe three crucial strengths as i) empowering
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community members to record and reflect on their com-
munity’s strengths and needs, ii) fostering discussion
among the community members about topics stemming
from the photographs, and iii) as a means to reach policy
makers.

Additionally, the theoretical orientation of this method
fosters discussions that can yield empowerment, action,
and social justice regarding the topic of the project.!?
Photovoice is grounded in feminist theory, empowerment
education, and critical consciousness.®'*!%2° These theo-
retical foci are crucial in framing the method and partici-
pants toward fostering critical consciousness that can be
operationalized into action. Feminist theory provides a
framing that emphasizes the lived experience and inter-
pretation from the point of view of the participant, thereby
elevating the voice of the participant within the research.
This orientation is particularly vital as photovoice pro-
vides a lens to showcase the positionality and personal ex-
perience of the participant. Photovoice also provides an
environment that facilitates the co-construction of knowl-
edge through discussions of individual interpretations
contrasted with others’ experiences. In this way, pho-
tovoice draws on Paulo Freire’s critical consciousness
through empowerment education, in which teachers and
students co-create knowledge.'*!*?° Through photographs,
interpretations, discussions, and the co-construction of
knowledge, participants critically analyze social and
structural issues related to their experiences. In fostering
critical consciousness, participants can foment potential
for producing positive social change.'** As a result, pho-
tovoice serves as a method that collaboratively engages
participants, elevates their voice in the research, and can
foster policy change and social justice.

Materials and Methods
Study design

Photovoice served as a methodological complement
to the collaborative anthropology approach that framed
the overarching dissertation project. Collaborative anthro-
pology, as defined by Bade and Martinez,! is an approach
that emphasizes developing a long-term and committed
relationship with the community partner (e.g., partici-
pants, stakeholders) in which the needs of all parties are
expressed including that of the partner(s) and
researcher(s). In this way, the researcher(s) and partici-
pants identify the primary issues to explore in the project
and that all parties are involved in the analysis and write-
up. Like other participatory action research methodolo-
gies, collaborative anthropology strives to remove the
traditional power dynamic between researcher and partic-
ipants. A more egalitarian relationship is developed be-
tween all parties involved due to the enhanced
involvement of participants in the design, process, analy-
sis, and write-up. As a result, photovoice pairs well with
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this collaborative framework due to its theoretical foun-
dations in feminist theory and empowerment educa-
tion.9’14’19’20

In order to carry out the photovoice project, I worked
with the CHW organization’s leadership to collaboratively
develop a set of three prompts. These prompts provided
critical information regarding the meaning, impacts, and
challenges that shape the lived experience of CHWs in In-
diana. The formation of the project began in the summer
of 2017 and recruitment occurred in August and Septem-
ber. Participants attended the first photovoice meeting in
October and concluded in a final meeting in December.
The University of South Florida Institutional Review
Board (USF IRB) approved this project. Per USF IRB
guidelines, all participants signed an informed consent
document as well as a copyright release granting permis-
sion for use of their photographs.

Recruitment and sampling

Although eight CHWs were recruited for the project,
two were lost to follow-up after the initial meeting. Six
participants in total completed the project from start to
finish (Table 1). The recruited participants were from a
variety of different organizations. Thus time commitment
to the project was challenging for many and was the pri-
mary reason for the participants lost to follow-up. Those
recruited for the project were from interested participants
from the overarching dissertation project and via word-
of-mouth. CHWs who expressed interest were given a
brief explanation of photovoice, its aims, and the overar-
ching project prior to the first official meeting. Partici-
pants who were still interested were then provided with
the date and time of the first formal meeting to discuss the
photovoice project.

Due to the busy schedules of the participants, two for-
mal meetings were held at the partner organization. The
first meeting lasted an hour and a half and fully introduced
the concept of photovoice, demonstrated several different
examples of photovoice projects, discussed ethics and rep-
resentation in photography, basic photography tips, and in-
troduced the photovoice prompts. As participants utilized

Table 2. Prompts and themes.

their smartphones for the project, they were also given a
handout that detailed smartphone camera tips. Due to USF
IRB guidelines, participants were unable to take photo-
graphs that contained identifiable individuals. And, as
CHWs operate within the guidelines of the Health Insur-
ance Portability and Accountability Act (HIPAA), partici-
pants were encouraged to be creative in their photographs
in order to answer the prompts. Participants were provided
nine weeks to take photographs and I also provided my
contact information in case of any questions or concerns.
The prompts were broad and sought to capture snap-
shot of the lived experiences of CHWs (Table 2). The first
prompt asked the participants to photograph an image that
detailed what being a CHW means to them. The second
prompt asked participants to capture an image of an im-
pact they have had so far in their work. The final prompt
asked the participants to document a challenge that they
had overcome as a CHW. Participants were allowed to
take as many photographs as they wanted but to submit
only their top one or two images for each prompt for dis-

Table 1. Participant demographic characteristics.

Demographic characteristics N=6
Age
Average 47
Range 20-65
Sex
Male 2
Female 4
Race/Ethnicity
White 3
Latino/a 3

Years as community health worker

Average 5.93 years

Range 3 months-30 years
Level of education

High School Degree 2

Associate’s Degree 1

Bachelor’s Degree 3

What does being a CHW mean to you?

‘What impact have you had as a CHW?

‘What is a challenge you have overcome as a CHW?

* Educating clients * Educating clients

* Becoming extroverted

* Being present in the community

* Removing barriers to a healthier life

* Gaining a sense of self-confidence

* Advocating for clients * Aiding dying patients

* Paperwork/policies/laws

» Empowering clients and community

* Navigating the health care system

* Overcoming idealized notions of the U.S.

 Being nonjudgmental * Providing access to care

* Finding resources

* Being observant

» Navigating the large pool of resources

* Not a duty, but an opportunity

* Clients not qualifying for particular resources

CHW, community health worker.
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cussion at the final presentation. The participants then
gathered for a final meeting in which they discussed and
interpreted their images.

Analysis and documentation

The second and final meeting was held nine weeks after
the initial photovoice presentation and lasted two hours.
The first hour of the meeting included a PowerPoint pres-
entation that consisted of a compilation of the participants’
photographs with the author serving only as the discussion
facilitator. The photographs were shown first without the
accompanying title and caption in order to evoke initial re-
actions from the other participants. This served as a crucial
step in order to allow the other participants time to develop
their own interpretation(s) of each photograph. The prompt
was then included on-screen and the photographer read
their caption, elaborated on their image, and how they felt
the photograph served as a response to the prompt. Other
participants were then given a chance to respond to the pho-
tograph and share their thoughts and interpretations. This
process was repeated for each photograph and short discus-
sion generally followed.

After every participant was given a chance to speak and
share their photographs, they were asked a series of ques-
tions in order to further interpret, discuss, and summarize
the photovoice experience during the second hour. Ques-
tions included whether or not the photographs and the ac-
companying captions were similar or different from their
own experiences, which photograph(s) stood out the most,
and if they would have done anything differently in terms
of taking the photographs. One final question was posed to
the CHWs, which asked how they would like to see the
photographs used in the future. A lengthy discussion fol-
lowed in which participants answered these questions. Fol-
lowing the conclusion of the second meeting, each
participant was also took part in a 1-hour, semi-structured
interview to further elaborate on his or her lived experience
in relation to the overarching dissertation study. Several
participants were also shadowed as part of data collection
in the form of participant observation. As a point of clari-
fication, the findings detailed in this study come directly
from the photovoice project unless otherwise noted. Over-
all, participants had a total time commitment of four and
half hours (between the photovoice meetings and semi-
structured interview) and varied in the amount of time they
needed in order to capture the photographs.

Results
Thematic analysis: general themes

General and specific themes emerged through inter-
pretation, analysis, and co-construction by the participants
regarding their lived experiences. General themes were
topics shared by a variety of the participants whereas spe-
cific themes were unique among each participant. How-
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ever, these interpretations were not solely offered by each
individual participant but built upon and augmented
through discussion as well. Below, I present the general
and specific themes described by participants from the
final meeting. In the Discussion section, I parse out some
further applications and analyses from this project. Each
prompt generated several main themes detailed in the cap-
tion of the photographs and through discussion (Table 2).

First, there was discussion regarding the general roles
of the CHW position facilitated by the first prompt. Par-
ticipants collectively identified being observant, serving
as an advocate, being present in the community, and edu-
cating and empowering clients as the underlying meaning
of being a CHW. Outreach in the community was a com-
mon theme throughout and was showcased by a majority
of the photographs being taken outdoors. There was also
lively discussion during the meeting in which participants
described the importance of being nonjudgmental of
clients and their living space. Rather than see negative as-
pects, participants described needing to look for the pos-
itives in their clients’ life and home, especially as a
motivating factor that might lead them to healthier choices
and a sense of empowerment.

In terms of impact, participants identified a number of
themes including health education, improving access to
care, removing barriers to care, and navigating the health
care system. Concepts such as opening doors, removing
blindfolds, providing access were terms utilized in dis-
cussion around the impact of their work as CHWs. Navi-
gating the health care system was an additional theme that
fits within this context of improved access to care. Partic-
ipants discussed that it was not enough to just provide ac-
cess but also navigation through the complicated process
of accessing health care, health insurance, diet change,
and/or lifestyle change. Furthermore, participants empha-
sized that the end goal in this relationship to be client em-
powerment. One participant, who had received special
training in performing palliative care assistance, added
that her impact as a CHW revolved around being with pa-
tients who are dying. This was unique even among CHWs
in that she has training to advocate and serve patients who
are in the process of dying.

Lastly, the participants displayed photographs that
demonstrated a challenge they have overcome as a CHW.
Several of the shared surmounted challenges could be
grouped into personal and work-related challenges. Two of
the participants discussed how they had overcome personal
challenges including a lack of self-confidence and learning
to become extroverted. During the discussion, they noted
how overcoming these personal challenges was crucial in
order to improve their ability to advocate on behalf of their
clients and in order to effectively conduct community out-
reach. In terms of work related challenges, participants de-
scribed paperwork and operating within legal frameworks
such as HIPAA. Although noting the importance of this law
and various privacy policies, these produced challenges
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such as participants feeling as though they create a barrier
in their relationship with their clients in addition to finding
resources or advocating on behalf of clients.

Another common theme discussed was finding and
acquiring health and social resources. While noting that
Indianapolis has a large pool of resources to draw on
participants explained the challenging aspect is that
clients may or may not qualify for resources, some re-
sources may only dry up due to running out of funding,
being unaware that a particular resource exists, or that
their client does not qualify due to legal status. Finally,
the participants also discussed facing challenges in the
form of whether or not clients were included within the
health care system in addition to their own challenges of
being included within the health care workforce. Below,
I elaborate on several unique themes that emerged dur-
ing analysis.

Building individual character traits and skills

Two of the participants noted how training and work-
ing as a CHW was vital in building their own character
traits and abilities. Amanda [all names are pseudonyms],
a CHW with only four months of experience, captioned
her photograph of a turtle swimming in an aquarium as
“a challenge I have had to overcome is not hiding in my
shell and becoming more confident in myself”. Adding
to this concept of character growth, several participants
also noted how the CHW certification course was vital
in building skills and character traits crucial to the posi-
tion in addition to learning how to be observant. This no-
tion was encapsulated by one of Isabella’s captions in
which, to her, being a CHW meant someone who “must
have big ears, big eyes, and a very, very small mouth.”
Although observation skills are an important facet of
many medical professional jobs, participants asserted
that CHWs spend more time with the clients and must
listen and observe closely to truly understand the (health
and social) issues in a client’s life, identify proper re-
sources, find ways to improve health, and, ultimately,
empower clients. Participants especially noted the need
to build character skills to learn about, advocate, and re-
move barriers for clients deemed noncompliant by med-
ical professionals. Their discussion highlights the crucial
ability for CHWs to address social determinants of
health as many patients may be labeled as noncompliant
yet are unable to adhere to a treatment plan due to trans-
portation, financial burdens, time, or other structural fac-
tors. Finally, participants also utilized these new skills
and enhanced character traits to seek out resources and
advocate for their clients.

An opportunity, not a duty

A principal topic of discussion throughout the presen-
tation consisted of the participants describing the primary
function of their work as a CHW: as health educators,
being present within the community, and advocating for

OPEN 8ACCESS

[Qualitative Research in Medicine & Healthcare 2018; 2:7816]

their clients. Amanda described how being a CHW means
“educating the people in our community, helping clients
help themselves, and advocating for their needs.” How-
ever, the worker portion of the CHW acronym might not
adequately encapsulate the feelings of those who work in
this position. This sentiment was expressed by Mark, a
CHW with four months of experience, who answered all
three prompts by creating a collage of photographs and
writing a poem as his caption. Mark’s poem described his
collage in which he articulates that being a CHW provides
him with an opportunity rather than simply a quotidian
job (Figure 1). In extrapolating on this conception, Mark
described how he utilized this opportunity to explore
“dimly lit hallways” and to “open closed doors.” He also
outlined the possibilities of improving the health of the
community through fostering new relationships and bring-
ing hope into the lives of those most in need. Mark’s com-
ments provoked discussion among the participants about
the uncertainties that occur in outreach but also the pos-
sibilities to truly improve the lives and health of individ-
uals and communities.

Putting the puzzle together

Building off of the discussion regarding Mark’s con-
ception of the position, one participant described the im-
portance of putting together seemingly unconnected
pieces of a puzzle in order to find a solution a solution.
Isabella, a CHW with four years of experience, displayed
a photograph of a disconcerting scene she encountered
one day while on a walk (Figure 2). Her photograph dis-
plays two boots, two toothbrushes, a day planner, and a
tube of toothpaste strewn about a patch of grass. In an-
swering how this photograph illustrated a challenge she
has overcome as a CHW, she explained that an individ-
ual’s life might seem complicated and that factors related
to their lives may not seem to fit together. However, she
emphasized the need to seek solutions and find common-
alities between the different issues experienced by the
client in order to effectively connect them to appropriate
resources.

Isabella’s comments provoked discussion among the
participants who also described the how majority of their
days are a puzzle in which they also must draw on their
knowledge of the client’s situation and available resources
in order to provide effective aid. The participants, invok-
ing her photograph, explained that helping a client might
consist of a taking a variety of disparate resources and ar-
ranging them in a way to help their client. This was espe-
cially true as the participants described a wide availability
of resources but that these were siloed. They described
having to seek out various resources in their communities
and/or had learned about resources that had not previously
known about through word-of-mouth. Their discussion
highlighted the essential component of CHWs serving as
a knowledge base and resource connector for individuals
and the community.
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Providing access and jumping into the U.S. health care system

A primary concern of the participants was the com-
plexity of the U.S. health care system for their clients.
Leticia, a CHW with more than thirty years of experience,
displayed her photograph showing an individual at the

<

banks of a large body of water. She visualized the U.S.
health care system as a powerful river and pictured the
client without knowing how to swim or possessing any
tools to cross this treacherous water (Figure 3). Leticia
described her impact as “helping patients know how to

Figure 1. “Each of these doors, stairs, and halls have afforded me an opportunity...to meet a neighbor in need, in need of some-
thing, something that is always different, different but enlightening. Regardless of who is behind that door, up those stairs, or
down that hall, these doors, stairs, and halls are thresholds to new relationships, steps to stronger communities, and paths to
healthier neighbors. Being a community health worker is not a duty, it is an opportunity to open closed doors, lift people to new
heights, and brighten dimly lit halls — just like these doors, stairs, and halls have afforded me an opportunity...”.

- e e Y

Figure 2. Prompt: What is a challenge you have overcome as
a community health worker? “Many times, you may be ap-
prehensive about what you see and doubt whether or not you
have the ability to help put the puzzle pieces together.”

Figure 3. Prompt: What impact have you had as a community
health worker? “Helping patients know how to jump into the

health care system.”
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jump into the health care system.” The other participants
discussed their critical role as providing access to care and
educating clients on their options or where to go to seek
specialized help.

However, participants stressed that it was not simply
enough to provide access but to maintain support and nav-
igation. They described helping clients explore health in-
surance options (and, if trained as an ACA navigator, help
them sign up), calling clinics to schedule appointments with
clients, going with clients to doctor’s appointments, access-
ing public transportation, and providing ways to adjust diet
and exercise. These services also underscored the need to
teach and empower clients to take control once they had re-
ceived help navigating the health care system and to take
control of the next steps in their treatment plan. Leticia,
who works predominantly within the Latino community,
also emphasized specific challenges experienced by this
population — especially for those who are undocumented.
She described serving Latino immigrants in educating them
on how to use the U.S. health care system since it was much
different from the health care systems in their home coun-
tries. Other participants noted how other client populations,
including low-income and homeless, also face similar chal-
lenges in accessing and receiving care. Ultimately, partici-
pants asserted that simply providing access was not enough
and that continued support and navigation within the health
care system was crucial.

Figure 4. Prompt: What is a challenge you have overcome as
a community health worker? “Overcoming the idea that the
Land of Opportunity is for everyone.”
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Overcoming idealized notions

Following discussion of the difficulties that the most
vulnerable populations encounter was discussion of how
these issues contrast with idealized beliefs regarding the
United States. This was specifically expressed by Leticia
who described how the United States is idealized as the
“land of plenty” yet there are significant portions of its pop-
ulation that require assistance. Leticia stated that she had
to “overcome[ing] the idea that the Land of Opportunity is
for everyone” (Figure 4). Participants found this image and
description to be particularly profound yet unsurprising. As
CHWs, the participants felt a connection to this image since
they must be well aware of the available resources in their
communities in order to connect clients to them. However,
they discussed how clients from all different backgrounds
may have trouble accessing these resources or were dis-
qualified due to legal status, specific income
requirement(s), and/or their geographic residence. This dis-
cussion of resources available in Indianapolis, the state, and
in the U.S. also brought about topics relating to how the
health care system is disjointed and difficult for clients to
access. Moreover, extrapolating on how she has struggled
to overcome viewing the U.S. as the “Land of Opportu-
nity,” Leticia related a story of the immigrant experience:

I mean there’s that belief when they first arrive that
this is the land of opportunity and they’re going to
help me and then you realize “well, you’re not doc-
umented so we can’t really help you.” And when
you have kids or people that are adults that are sui-
cidal, while you can take them in for an assessment
anywhere, you can do the assessment but then
there’s no treatment because they don’t qualify. To
me that’s...it’s hard to overcome that idea...

In pairing this story with her photovoice, Leticia pro-
vided a poignant vignette to other participants who did
not work with immigrant populations — serving as one ex-
ample of the empowerment education approach facilitated
by photovoice. Despite these crestfallen sentiments, the
participants still were motivated through their work and
reiterated their perseverance to remain cognizant of the
resources and empower clients to improve their lives.

Community health worker recommendations

A primary focus of the photovoice methodology is not
only enhancing the voice of the participants but also in-
cluding the participants’ vision for how the data should
be utilized. Following the presentation and discussion of
the photographs, the participants were asked how they
would like to see their photographs used. Mark expressed
that he would like to see the photographs utilized in any-
way possible that might help other CHWs and the position
itself gain more awareness. Leticia suggested that the pho-
tographs be used in presentations given to medical pro-
fessionals, potential employers, and policy makers. She
further suggested having “lunch and learn” sessions in
which members of the organization could showcase the
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position and use the photographs within the presentation.
She stated “we show them these photographs and tell
them from a medical perspective ‘what do you see behind
those doors, or how would you find out what happened in
this scenario?” And kind of begin to explain to them that
a CHW may have an insight that is different.” In this way,
both issues of spreading awareness and demonstrating to
employers how these workers can fit within their organi-
zation as an employee could be addressed. One of the par-
ticipants, Dean, suggested creating a CHW calendar with
these photographs. The calendar could serve as a fundrais-
ing item for the organization or could be distributed dur-
ing presentations. The participants were also interested in
having their photographs included on the organization’s
website along with a story about their photograph. In this
way, participants were keen on making an applied impact
from their participation in this project.

Discussion

Photovoice served as a method that illuminated the
lived experiences of CHWs. As other studies quantitatively
demonstrate the how these workers can impact the health
of clients,'® photovoice reveals the nuances and intimate
details at the grass-roots level. Several studies have previ-
ously utilized photovoice to explore a variety of topics with
these workers.!*!> These studies demonstrate that pho-
tovoice can be used to effectively showcase, understand,
and analyze these issues and can also be used to produce
data that fosters critical consciousness and to provoke social
change. Given that individuals who may be unaware of the
complex landscape navigated by CHWs often craft policy
regarding these workers, further understanding of their
unique experiences is vital when developing policy. This
method also provides an outlet for CHWs to illuminate per-
sonal experiences, showcase these to their peers, co-con-
struct meaning, and put their findings into action.

The themes that emerged during this project also con-
tribute to current conversations on the topic of CHWs. In
their report on the voice of CHWs, citizens’ right to
health, and power, Schaaf et al.? explore issues and chal-
lenges impacting these workers in the U.S. and abroad.??
Particularly, Schaaf et al.? explore the theme of account-
ability and assert that CHW:s are well placed to be agents
of downward accountability, that is, assuring fulfilling the
accountability of the health system to all people.? As with
CHWs throughout the world, the participants in this study
drew on their connections to their communities in order
to promote health and social wellbeing. Furthermore, par-
ticipants noted working with a variety of organizations
and stakeholders in the pursuit of improving the lives of
the clients. They note the variety of actors — including the
state and other stakeholders (community, NGOs, other or-
ganizations) — that impact the roles and utilization of
CHWs.? These authors state that understanding CHW ac-
countability to stakeholders and community is vital. Ad-
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ditionally, understanding the barriers and issues on the
ground will help employers empower their CHW employ-
ees who can then more effectively serve their communi-
ties and clients. Emergent themes from this project
highlight the downward accountability that participants
had to their communities in addition to seeking ways to
facilitate the provision of resources to their clients.

This photovoice project also provided participants
with an opportunity to explore several themes related to
their lived experiences. Policy makers, researchers, and
other stakeholders must be cognizant of the lived experi-
ences of CHWs when implementing interventions or de-
veloping policy. Since the state government of Indiana has
already begun work to integrate CHWs into the broader
workforce, the findings from this project can be used to
reach a wider audience in order to demonstrate the utility
of these workers throughout the state. The photovoice
prompts, although broadly related the successes, chal-
lenges, and impacts, provided a creative means for par-
ticipants to answer them. As a result, the participants in
this project provided unique insights to their character de-
velopment and key roles of this underutilized workforce
fulfill within their communities. The photographs and
findings from the discussions can be used in upcoming
presentations with stakeholders including policy makers
and potential employers as a means to demonstrate the re-
sponsibilities as CHW can perform if employed. Finally,
participants identified specific challenges for policy mak-
ers and stakeholders to consider including disjointed re-
sources, issues in the U.S. health care system, whether or
not clients qualify for resources, and strategies to solving
these complicated situations.

Legitimacy of community health workers
in the workforce

In Indiana, where CHWs continue to operate on the
fringes of the health care workforce, educating stakeholders
is crucial for enhancing their integration within the formal
the health care environment. Medical citizenship is a theo-
retical lens that describes the belongingness of a group or
individual(s) within a health care system.”?* This also in-
cludes conceptions of who is deemed deserving of care, in-
cluding those who have access to health resources.?>>%
This is a useful framework to assess not only the inclusion
and/or exclusion of CHWs within the health care system
but also the communities they serve as well. Nading?* em-
ployed medical citizenship in his research with brigadistas,
a term for CHWs in Nicaragua. He argues that brigadistas
are at once professionals that instruct community members
in ideal, healthy behaviors while at the same time serve as
caring advocates for their communities. In exploring this
duality of belonging, Nading (pp. 97-98)** asserts that
brigadistas must “balance two contradictory forms of med-
ical citizenship, one disciplinary and bureaucratic, the other
compassionate and flexible.”

This is true of CHWs in Indiana as they navigate be-
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tween citizenship within their communities and the profes-
sional workforce. Leticia’s photographs (Figures 3 and 4)
and vignette specifically highlighted the lack of inclusion
faced by her clients within the U.S. health care system. In
the semi-structured interviews, participants noted how the
communities they work within — especially immigrant
communities — were restricted from medical care and thus
deemed undeserving and without medical citizenship. Ad-
ditionally, for CHWs themselves, lacking medical citizen-
ship within the professional community could stymie the
provision of care and resources provided by these workers.

Other scholars have described how CHWs encounter
this tension within their work environment.?”* These schol-
ars describe how these workers are in a position in which
they must advocate not only for their community but for
their job as well.”® Moreover, as CHWs are typically
members of their communities, they face the same struc-
tural issues as their clients.?>?72 Sabo et al.*® argue that the
same structural inequality that hinders the individuals in
their community from upward social mobility also impedes
professional mobility for these workers. In this way, CHWs
are only partly belonging within the health care workforce
and share many of the same structural vulnerabilities as
their community members. Additionally, several partici-
pants described in the semi-structured interviews as being
seen with suspicion and apprehension by medical profes-
sionals thereby underscoring their lack of medical citizen-
ship within this workforce. This highlights the precarity of
the dual medical citizenship navigated by CHWs in Indiana
—much as described by Nading.*

Although there has been ostensible federal support for
the inclusion of CHWs, the position itself is typically ex-
cluded as an additional member of the health care team. '
In spite of this, other scholars have noted the potential for
CHWs to be included as a distinct member of the health
care team.>!¢ Acquiring formal inclusion within the work-
force is especially important as CHWs in Indiana are
funded through soft-money and their positions wax and
wane depending on grant funding. This photovoice proj-
ect was vital in demonstrating the nuances of the roles ful-
filled by CHWs and showcasing their lived experience.

Community health worker belongingness
and client deservingness within the nation-state

Leticia’s photograph (Figure 4) showcases how she
now views popular conceptions regarding the United States
in a more nuanced manner. This is true to of how her
clients, who are mostly Latino immigrants, have to recon-
cile with the fact that opportunity and health services may
be relatively cut off from them. While the CHWs in this
sample served a diverse range of racial and ethnic back-
grounds, understanding the relationship of these workers
to the nation-state is a crucial finding of this study. This
lack of belongingness was seen in Leticia’s photograph
about the United States, which left her and her broader
community feeling excluded from the health care system.
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Leticia’s comments and discussion relating to Latino health
reiterated the difficulties of both documented and undocu-
mented immigrants in the U.S. health care system — espe-
cially as scholars have argued that immigration itself be
viewed as a social determinant of health.?** The concept
of health-related deservingness is useful and can be de-
scribed as the moral, economic, and political sentiments
that mandate whether or not a population is worthy of
care.”? Language barriers, legal status, financial barriers,
and political sentiments have and continue to mark immi-
grant populations as undeserving of care. These concepts
can also be applied to other minority groups, low-income,
and/or homeless populations who also faced politicized no-
tions about their deservingness of health resources. Leti-
cia’s photograph and the resulting discussion again invoke
the vulnerabilities faced by the communities served by
CHW:s in this project yet also the potential for advocacy
and health education as a means to circumvent these issues.

Increasing access to resource and health services

Several of the emergent themes from this project, in-
cluding putting the puzzle pieces together and providing
access to care and jumping into the U.S. health care system,
demonstrate how participants navigate the complex econ-
omy of resources within Indiana in order to provide access
to health and social services. Participants described em-
powering their clients and communities as a key part of
their work. As members of their respective communities,
these workers have an intimate knowledge of the structural
barriers and health disparities of their clients. CHWs con-
nect their clients to resources, educate clients on a variety
of topics, and advocate and empower clients to take control
of their health. Participants in this project also noted the va-
riety of resources available yet lack of awareness or edu-
cation on part of the client hindered their usage. Participants
also noted how they served to advocate for their clients as
well as empower them to overcome social determinants of
health. Addressing the social determinants of health is a
vital step toward breaking down health disparities and lead-
ing toward improved health equity. Finally, steps to inte-
grate these workers must include establishing permanent
positions in the workforce rather than continuing to employ
them through soft-money. This will serve as a means to in-
crease the amount of stable CHW jobs.

Community health workers’ understandings
of their position

Another unique insight from this project relates to how
the participants described their own conception of the po-
sition and how undergoing the certification course im-
pacted their personal character. Mark’s notion of
conceptualizing the CHW position as an opportunity
rather than a duty underscores his deep and personal im-
petus behind his reasoning for participating in this job.
Other participants described how the certification course
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pushed them to further develop their own personal char-
acter traits. This was noted through character traits iden-
tified in the course as being extroverted and possessing a
willingness to advocate for clients and the community.
This part of their lived experience is essential to highlight
as it inserts the voice of the CHW into the literature and
discussion regarding the development and direction of
their position. Previous scholarship has documented the
potential for this position to lose its unique contributions
by becoming over-medicalized, narrowly defining the
roles of the position, and/or not including CHWs in dis-
cussions regarding its development.!? Thus, as legislators
and stakeholders continue to write policy and approve cer-
tification, understanding how these workers view their po-
sition and how, in turn, the position shapes their personal
characteristics is vital in retaining the essence of the work
when developing policy.

Community health workers as natural researchers

This project also highlighted the roles that CHWSs can
play in conducting projects with academic researchers. As
noted in the literature, these workers have the potential to
contribute to studies and research carried out in conjunc-
tion with health researchers.!®!? Pérez and Martinez!?
label CHWs as natural researchers due to their close con-
nection with their community and their ability to suggest
solutions to address community issues. These close con-
nections offered by CHWs have the potential to be col-
laborators on health programs and can enhance the
effectiveness of these programs. Pérez and Martinez (p.
11)!? argue that these workers “can observe and relay
community realities to outsiders — placing them in a po-
sition to influence policy that affect public health.” The
participants in this project demonstrated their close con-
nection to their communities in addition to their knowl-
edge related to the health issues, social determinants of
health, and resources available. As a result, these workers
have the potential to dramatically affect health programs,
policy, and research. Additionally, the governor’s work-
group in Indiana has included “evaluation and research
skills” as a core competency of CHWs, which asserts their
ability to aid in research projects. This further strengthens
their potential role in research and policy development.

Implications for potential employers
and integration of community health workers

There are several implications that arise from this proj-
ect in documenting the lived experiences of CHWs. As
public health scholarship has quantitatively demonstrated
positive health outcomes utilizing CHW interventions as
well as cost-effectiveness,'®!® these workers may have sig-
nificant impacts on the health care landscape of the U.S.
Leticia, Mark, and Isabella specifically demonstrated their
roles as connectors between health/social services and their
clients as well as their extensive outreach (Figures 1-3). By
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taking into account their lived experiences, public health
programs can better tailor health interventions and outreach
initiatives. In addition, learning about the specific issues
that CHWs encounter on the ground and how they have
successfully navigated these challenges will better inform
these programs. However, it is crucial to note that these
workers should not be seen as a single solution to attaining
health equity. Colvin and Swartz? assert that CHWSs should
be supported internally but should not shoulder the burden
of fixing a broken health system. Instead, CHWs can im-
prove access to care, reduce cost and readmission, and im-
prove health equity for their clients.?” Overarching systemic
change must come from elsewhere, with CHWs as support-
ing actors.

Limitations and future research

There are several limitations to this research project.
While the sample size was small (n=6), it touched on
some prevalent issues related to the lived experiences of
CHWs in Indiana. Although the original sample size was
eight individuals, two participants were lost to follow-
up after the initial meeting due to time constraints.
Wang?® recommends between 7-10 participants for a pho-
tovoice project. Due to the small sample size, data was
augmented through the use of semi-structured interviews
and participant observation to further elaborate on the
themes discussed in the photovoice project. Aside from
the small sample, recruitment was also difficult. CHWs
work within the same legal boundaries as medical pro-
fessionals and thus taking photographs may have posed
too great a difficulty for some. Also, the time constraints
of the participants made it difficult to meet more than
twice. Additional meetings would have allowed for a
deeper analysis of the photographs and experiences of
the participants.

Moreover, additional prompts may help fill in gaps re-
garding negative experiences encountered by CHWs. Al-
though the majority in this study described positive
experiences, larger sample sizes and at least one prompt
about negative, challenges, or criticisms may help parse
out additional nuances regarding the lived experiences of
CHWs. Another limitation included that, at the time of the
publication, the organization was still developing presen-
tations and materials from the findings of this research.
Given the organization’s small staff and busy work sched-
ules, implementing the findings through the recommen-
dations remains to be seen.

A final limitation (and consideration for future re-
search) should assess the power dynamics between CHWs
and their clients. The U.S. health care system and by ex-
tension, CHWs, are impacted by neoliberalism and its im-
pact on health and individual responsibility. While these
workers seek to empower their clients through an empha-
sis on eventual self-sufficiency, these workers also at-
tempt to manipulate and change the system to the benefit
of their clients through participation in advocacy. An ex-
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ploration of the power dynamics between CHWs and
clients was not specifically explored throughout the con-
text of this project but future studies should further assess
this relationship and the impact of the neoliberalism on
the CHW model.

Future research should arrange a photovoice project
with CHWs tackling a particular health issue. These future
studies might examine the health impact of CHW inter-
ventions aiming to reduce Alc levels, enhance nutrition,
or an exercise program with a particular population. These
studies could also conduct a joint CHW/client photovoice
project to fully explore relevant issues related to these pro-
grams. Lastly, future studies should consider recruiting
CHWSs who all work in the same agency as a means to im-
prove loss-to-follow up as they will be centrally located
and could more easily attend meetings and continue the
project to completion.

Conclusions

This project explored the nuances of the lives and work
of CHWs in Indiana through the method of photovoice.
Specifically, their photographs served as a lens to explore
how participants conceptualized their work, the challenges
they have overcome, and the impact they have had on their
communities. This method and, specifically, its participa-
tory approach and theoretical framing, serves as a mecha-
nism to elevate the voice of the participants the project and
foster critical consciousness. Through the sharing of pho-
tographs and interpretations, participants co-constructed
their lived experiences as CHWs. As a community them-
selves, participants found meaning not only in the lived ex-
periences but also through offering suggestions for how
these findings can potentially improve their communities
and professional livelihoods. Ultimately, the participants
and their findings offer not only insight into their lived ex-
periences and unique contributions to the health care land-
scape but also data that can generate social change.
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