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Abstract

Racial and ethnic differences in health outcomes exist in all areas of health care even when factors related to income; insurance status
and access to care are controlled. The importance of the social environment versus biological influences a person’s health status are ex-
plored in this study. Healthy People 2020 identified maternal health status to pregnancy-related health outcomes and African American
women are at greater risk for poor pregnancy outcomes including increased rates of maternal, perinatal, neonatal, and infant mortality.
Study Purpose: To understand the meaning of being and African-American woman living in poverty and their experiences with the
health care system. Research Design: Exploratory qualitative, community-based participatory action research study used oral and digital
storytelling. Participants and Setting: African American mothers residing in government subsidized housing.

Data Collection and Analysis: Focus groups, storytelling, and photovoice for data collection. Thematic analysis the focus groups’ tran-
scriptions and storyboard findings was conducted. Results: Common themes from the transcripts were “respect me...don’t stereotype me”
and “be safe.” Themes from storyboards were “love of family,” “love of community,” and “hope for the future.” Courage, family, and

community are the foundation of their lives. Limitation: Sample size does not allow generalization to larger populations.
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1. Introduction

Racial and ethnic differences in the incidence, prevalence, mortali-
ty, morbidity or survival rates of disease, otherwise known as
health disparities, exist in all areas of health care (National Insti-
tutes of Health [NIH] 2011). Although factors such as income,
insurance status and access to care certainly contribute to the is-
sue, disparities persist even when these factors are controlled for
(Owen, Gldstein, Clayton, & Segars 2013). The World Health
Organization’s Commission on Social Determinants of Health
(2008) identified the importance of the social environment versus
biological influences on a person’s health status. These influences
include education, housing, living wages, access to health care and
healthy foods, justice, and freedom from racism, sexism, and dis-
crimination (Satcher 2010).

1.1. Problem statement

Pregnancy-related health outcomes, intricately tied to maternal
health status, are addressed in the health care agenda identified in
Healthy People 2020 (United States Department of Health and
Human Services, 2012). African American women are at greater
risk for poor pregnancy outcomes including increased rates of
maternal, perinatal, neonatal, and infant mortality (Owen et al.
2013). In 2010, the infant mortality rate in the United States was
6.14/1,000 overall; but 11.46/1,000 for African Americans (Mat-
thews & MacDorman 2013). Health indicators, such as poor birth
outcomes, must be addressed in the context of the persons experi-
encing disparities (Lu & Halfon 2003).

The lives of African American women living in poverty are influ-
enced by stress, racism and distrust (Giscombé & Lobel 2005;
Schulz et al. 2006; Woods-Giscombé & Lobel 2008). African

American women often experience inequitable treatment in health
care facilities where their personhood is assaulted through the
indifference of health care providers as well as widespread institu-
tional disrespect (Israel, Farquhar, James, Schulz, & Parker 2002).
A continual climate of disrespect can negatively impact the health
status of vulnerable populations (Schulz et al. 2006). One consid-
eration when seeking solutions to these health disparities can be
found by listening to the stories of African American women as
they describe their experiences with and perceptions of the current
health care system (Banks-Wallace 2002; Hall & Powell 2011;
Lee 2015).

1.2. Aim of the study

This study was conducted to understand the meaning of being and
African-American woman living in poverty and their experiences
with the health care system

2. Conceptual model

The nursing conceptual model Accessing Community Wisdom
provides a lens through which to view nursing, communities, and
health. In this conceptual model communities are recognized as
vibrant encapsulations of individuals, issues, accomplishments,
and needs. The values, meanings, ideals, and needs reflect the
individuals who create them (Chinn 2004). The complexity of
community settings provides nursing with opportunities to identify
broader patterns of health. Yet, to understand communities re-
quires nurses to authentically engage with communities.
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Fig. 1: Accessing Community Wisdom - A Conceptual Model (Developed
by B. Pope).
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There are three primary components of the model: respectful lis-
tening, acknowledging pattern, and community caring. Respectful
listening occurs as the nurse puts personal or professional agendas
aside in order to hear what is being said and also to recognize
what is not being said. This also includes “listening” to the com-
munity itself through observation. Communities, and the individu-
als within them, are the guardians of their own lived experiences,
choosing what to reveal and how and to whom to reveal it. The
information obtained from shared dialogue with community mem-
bers and observations within the community allows discovery of
themes and patterns. Acknowledging patterns occurs as the nurse
and community members jointly identify personal, interpersonal,
and environmental themes. A vibrant interrelatedness precludes
isolation, prevents decay, and manifests itself in the physical pat-
terns of the community (buildings, streets, businesses) and the
activities of people and groups living within the community.
Community caring is the authentic engagement with the diversity
of a community. This involves honoring the wholeness of person-
hood of each community member and the relationship of the lived
environment with all people well and sick.

Through respectfully listening to community members as they
reveal their lived experiences, nurses witness emerging communi-
ty patterns. Mutuality of meaning can guide the caring nurse to
look for meanings in relationship with individuals, families, and
communities and to honor diversity. It is the diversity in nature
that gives the web of life its richness, strength and cohesion
(Chinn 2004). The purpose of this study was to explore African
American mothers’ health care beliefs and experiences within the
current health care system.

3. Methods

3.1. Research design

This was an exploratory qualitative, community-based participa-
tory action research study using oral and digital storytelling. All
study procedures were reviewed and approved by the Institutional
Review Board at the University of North Florida.

3.2. Participants and setting

African American mothers residing in a government subsidized
housing complex were recruited by first identifying a key inform-
ant in the community. Other women were identified using the
snowball method wherein the key informant approached other
mothers in the community explaining the purpose of the study
using a script designed by the investigator. A total of five women
initially agreed to participate and to attend a meeting with the
investigator for a full explanation of the study and the opportunity
to ask questions. At the conclusion of this meeting, participants
were asked to sign a written informed consent. Two women de-
cided not to participate, leaving three participants in the study.

The first participant was an unmarried woman in her 50s. She had
two grown children (a daughter and a son), two deceased children,
and one grandchild. She had significant interactions with the
health care system because of her diabetes and thyroid issues. The

second participant was an unmarried woman in her 40s. She had
one daughter and a pre-school age granddaughter. She did not
reveal her health status. The third participant was an unmarried
woman in her 30s. She had children, but did not reveal the num-
ber, gender and ages of children or her own health status.

3.3. Data collection

The study employed the use of focus groups, storytelling, and
photovoice for data collection. Focus groups are used to bring
together individuals around a common theme to explore percep-
tions and experiences through discussion and interaction (Powers
2015). A systematic review indicated that focus group research
facilitates understanding of cultural norms and values and how
they impact interactions with the health care system through lis-
tening to the collective perspectives of individuals within the
group (Halcomb, Gholizadeh, DiGiacomo, Phillips & Davidson
2007).

Storytelling, a way of sharing experiences and interpreting their
meaning, is an integral component of the African-American oral
tradition (Banks-Wallace 2001; Cherrington et al. 2015). This
technique has been shown to be an effective means of understand-
ing personal experiences and to present a different, more personal,
perspective on such things as the aging process (Koch, Turnner,
Smith, & Hutnik 2010), adolescent sexual health (Gilliam et al.
2012), and combatting anti-vaccine misinformation (Shelby &
Ernst 2013).

Photovoice is a technique for gathering whereby participants are
given cameras with which to take pictures around the theme of the
research (Kowot et al. 2015). This community-based participatory
research method has been widely used since its development over
a decade ago. A systematic review of research utilizing photovoice
indicates the potential for enhanced appreciation of the assets and
needs of communities and the empowerment of individuals and
groups within the community (Catalani & Minkler 2010)

3.4. Procedure
The study took place over a three-week period of time.
3.4.1. Week one

A 90-minute focus group session was held in a private room at the
neighborhood community center during which participants were
asked to respond to five open-ended guiding questions (see Table
1). The entire session was audio-recorded. Participants were re-
minded of their right to withdraw from the study at any time and
encouraged to not refer to each other by name.

At the end of the session, the investigator hosted a luncheon at a
restaurant of the participants choosing, a local church-based soul
food restaurant and ate in a private dining area. The group en-
gaged in general conversation and was discouraged from discuss-
ing any information or experiences from the previous focus group.
During the luncheon, each participant received a gift bag with a
Vivitar digital camera, 4 batteries, and one memory card with
instructions for its use (see Table 2). The participants were en-
couraged to open the cameras and insert memory cards and batter-
ies. Test pictures were taken and shared with one another from the
camera photo viewer. After all cameras were tested the instruc-
tions were reviewed and any questions from the participants were
answered.

3.4.2. Week two

A second 90-minute audio-recorded focus group meeting was held
in a private room at the community center. Participants were asked
to discuss the experience of taking pictures and the meaning of the
pictures as they created their personal storyboard. For this session
there were no questions prepared to guide the discussion. The only
instructions were to use the craft materials present to help them
tell their story. During the group meeting time was given for any
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sharing of new insights into their perceptions on health care ser-
vices and experiences. Art supplies (scissors, acrylic paints, con-
struction paper, glue, glitter, and markers) were available as well
as blank white 3’ x 4’ poster boards for the creation of the story-
boards. The completed storyboards were stored in a locked metal
cabinet at the neighborhood community center.

3.4.3. Week three

In the third and final 90-minute meeting, participants gathered in a
private room at the neighborhood community center — this session
was not audiotaped. The study’s research assistant conducted an
open discussion with one question — What does the board say
about your perceptions on health care? Participants also discussed
the group process. The group reflected on the various topics dis-
cussed during the two focus group sessions and reevaluated their
experiences through their photos and the creation of individual
storyboards representing their hopes and dreams. After the open
discussion the P/l came into the meeting and studied the story-
boards, considered potential themes present in each participant’s
storyboard. The P/I then presented the results from the previously
completed thematic analysis of the two focus groups transcription
and discussed those findings in relation to the storyboards.

4. Results

The audiotapes from all meetings were transcribed verbatim; au-
diotapes and transcriptions were kept confidential and maintained
by the assignment of pseudo names. Data were kept in a secure,
locked location and destroyed after study completion.

Data were analyzed using thematic analysis methodology to un-
derstand the identified themes in the context of the participants’
life experiences. Data from the transcripts and storyboards were
reviewed for themes, clusters of themes, emerging patterns and the
development of an overarching statement. The findings were
shared with the participants during week three for verification and
clarification.

4.1. Focus groups

The discussions during the focus groups centered primarily on the
participants interaction within the health care system and on fe-
male health issues and staying healthy for themselves and for their
daughters, granddaughters, and nieces. Common themes from the
transcripts were “respect me...don’t stereotype me” and “be safe”.

4.1.1. Respect me don’t stereotype me

The women reported receiving “good care” overall, but agreed
that going to clinic appointments was “like being ignored or talked
down to.” Advice they would give nurses and other health care
providers: “be kind and do your job” In describing an incident in
the clinic, one woman said, “I have heard doctors ... they talk
about people ...this lady had been pregnant for the 10" time and
they were in there just talking about her so bad. | thought every-
thing was supposed to be confidential.”

The women also described several perceived disparities in the care
they received. One woman said, “What I don’t like about it was
the time that | was explaining it to the doctor, he tells me - he just
stereotypes me.” Another stated, “We black women, we go some-
where and they get the help before you.” When asked to clarify,
she responded “They don’t give you proper right treatment like
they do the white women. They be racist.”

4.1.2. Be safe

These women identified several health issues as being important
for black women, including hypertension, diabetes, and HIV. On a
more general note, one woman said, “I also think we run ourselves
in the ground so much to where we just ignore the facts about our
health with black women.” Advice they would give to other black

women includes “talk to your mother and your doctor about fe-
male problems,” “keep up with female hygiene,” and “practice
safe sex.” And, finally, “sometimes people cry for help and we
don't know what they're crying for so it's best for us to listen.”

The women believed that more information for teenagers about
preventing sexually transmitted diseases should be easily available
and in a “real talk” format. As one participant stated, “we want to
know - we want our children’s lives to be happy and better.” An-
other woman advises: “Your body is your body and nobody
should touch it — it belongs to you; a woman’s body is different
than a man’s. That’s your gold mine.” They advocated safe sex to
protect against pregnancy “because you love that person that don’t
mean get pregnant. Ain’t no need to get pregnant. It ain’t going to
hold them.” They also urged vetting sexual partners in order to be
as safe as possible “that’s why these people getting these disease
[HIV] because their partner not telling them who they’re sleeping
with.”

4.1.3. Storyboards

The storyboards were a composite of pictures, painted images,
glitter, fabric, and anything else that was available. These items
created the visual expression of who the woman was at that point
in time. Each participant shared her feelings about what the story-
board meant to her. Themes common to all storyboards were “love
of family,” “love of community,” and “hope for the future”. Even
though there had been struggles and pain, lost children, lost moth-
ers, and broken families the all the storyboards reflected hopeful-
ness and joy, and the importance of family and community.

The participants’ storyboards captured their ongoing struggles and
joys. Comments written (such as “new day”) revealed a search for
happiness from nature and the fragrance from roses. Struggles
over loosing children, mothers, grandmothers, and other family
members were reflected in one simple thought. Shared with the
group, “the trees are dying, you know the leaves on the tree are
dying and they come back so | feel like I can too with a new life.
And then that road with the sun again.,,, I'm not perfect and I'm
not going to claim that, but I'm trying. I'm trying to get there; |
guess is what I'm saying. It's real.” Courage, family, and commu-
nity are the foundation of their lives.

4.1.4. Discussion

The analysis of the focus group transcriptions yielded the over-
arching theme, "don't stereotype me." But what was even more
interesting was the analysis of the photovoice storyboards; this
overarching theme was "love of family, relationships, and com-
munity.” The participants validated both overarching themes dur-
ing the final meeting. This meeting was not part of the focus group
schedule and therefore was not audio recorded and transcribed.
From the focus group transcriptions, participants were very con-
cerned that nurses and doctors did not "give us respect and infor-
mation to stay healthy." Another stated, "I want my daughter to be
protected against [sexually transmitted] diseases.” There was a
dichotomy between their definition of themselves and the way that
medical professionals defined them. Yet, from the storyboards
there was a sense of hope and the future dreams for their families
and themselves.

The women in the study demonstrated an ability to incorporate the
strengths of family and social bonds and identified public and
health policies designed to provide their families with education,
health care, and economic opportunities in neighborhoods that
often fail to support healthful lifestyles. The patterns that emerged
highlighted the meanings the women attributed to their story-
boards and in the intersection of the women's inner lives and their
environmental influences. In their self-reflections, they sought the
right words and pictures to tell their stories. The small sample size
does not allow results to be generalized to larger groups. These
results suggest that low-income women have an inner strength or
resiliency, and when given the tools, can be their own agents of
change. Future direction for similar qualitative studies could build
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upon this study by exploring the empowering aspects of their lived
experiences.

5. Limitations

Limitations to the study include: sample size and inability to gen-
eralize finding to a larger population. Also it should be noted that
documentation of findings could be further validated by audio
recording all meetings and discussions.

Table 1: Guiding Questions for Focus Group Session 1

Questions

1) What advice would you give to your niece or daughter about going to
the doctor for female problems?

2) Tell us about any home remedies you think work.

3) If you could talk to a group of doctors what would you tell them?

4) If you give nurses some advice what would it be?

5) If you could make a TV ad about women's health what would you
say?

Table 2: Instructions for Digital Camera Use

1) Over the next week, take pictures of locations, buildings, gardens,
parks, streets, etc. that will help you further explain what you were
trying to say during the focus group.

2) Please do not include any pictures that may identify people. Pictures
can be taken of crowds where there is no jeopardy of identifying
someone. (An example would be blurred faces, the back of the
head, etc.)

3) Please select 10 images that best explain your story of health care.
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