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Article

Addressing Cancer Disparities
Through Community Engagement:
Improving Breast Health Among Haitian Women

Cathy D. Meade, PhD, RN, FAAN, Janelle Menard, PhD, MPH,
Claudine Thervil, MPH, and Marlene Rivera, BSN, MA

ancer is a significant part of the national

dialogue on health disparities and is a

priority for Healthy People 2010 (Smedley,

Stith, & Nelson, 2003; U.S. Department of

Health and Human Services, 2006). The
ultimate causes of cancer disparities are not well under-
stood but likely arise from a complex interplay of factors
that impede awareness about screening and limit access
to preventive and follow-up care; such factors include,
but are not limited to, low socioeconomic status, culture,
education level achieved, literacy, social injustice, and
poverty (Albano et al., 2007; Braveman & Gruskin, 2003;
Chu, Miller, & Springfield, 2007; Singh, Miller, Hankey, &
Edwards, 2003). The factors affect access to care and can-
cer survival and yield an uneven distribution of cancer
morbidity and mortality that substantially affects margin-
alized and disadvantaged populations (Brookfield, Ch-
eung, Lucci, Fleming, & Koniaris, 2009). For example, Af-
rican American women are disproportionately burdened
with poor breast and gynecologic cancer outcomes, often
as a result of late-stage diagnoses (Tammemagi, 2007).
As a result, identifying special populations that suffer a
heavy burden of cancer, determining the causes, and ap-
plying relevant interventions to eliminate the disparities
are critical (Freeman, 2004).

Immigrants living in the United States are a special
population that is impacted heavily by health dispari-
ties. International-born status has many implications for
women regarding healthcare access, including breast
and cervical cancer screening (Goel et al., 2003). For
example, immigrant women from ethnically diverse
populations tend to have lower incidence but higher
mortality from breast cancer; reasons most often cited
for this disparity are structural in nature (e.g., late pre-
sentation because of limited access to care, healthcare
navigation miscommunications, low English proficiency,
citizenship status, economic marginalization, social con-
ditions that arise from a combination of these factors)
(Andrulis & Brach, 2007; de Alba, Hubbell, McMullin,
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Purpose/Objectives: To describe processes for fostering
community engagement among Haitian women to facilitate
breast health education and outreach that are consonant
with Haitians” cultural values, literacy, and linguistic skills.

Data Sources: Existing breast cancer education and out-
reach efforts for Haitian immigrant communities were
reviewed. Local community partners were the primary
source of information and guided efforts to create a series
of health-promoting activities. The resultant partnership
continues to be linked to a larger communitywide effort to
reduce cancer disparities led by the Tampa Bay Community
Cancer Network.

Data Synthesis: A systematic framework known as the
CLEAN (Culture, Literacy, Education, Assessment, and
Networking) Look Checklist guided efforts for improved
communications.

Conclusions: Community engagement forms the foundation
for the development and adaptation of sustainable breast
education and outreach. Understanding and considering
aspects of Haitian culture are important to the provision of
competent and meaningful care.

Implications for Nursing: Nurses should expand their skills,
knowledge, and competencies to better address the chang-
ing demographics of their communities. Nurses also can play
a critical role in the development of outreach programs that
are relevant to the culture and literacy of Haitian women by
forming mutually beneficial partnerships that can decrease
health disparities in communities.

Sweningson, & Saitz, 2005; Echeverria & Carrasquillo,
2006; Seeff & McKenna, 2003). In addition, immigrant
women often experience more breast and cervical
cancer and mortality than women born in the United
States because of a lack of preventive care access in their
countries of origin (Kramer, Ivey, & Ying, 1999; Lewis,
2004) and belief systems incongruent with preventive
screening behaviors (Consedine, Magai, Spiller, Neugut,
& Conway, 2004; McMullin, De Alba, Chavez, & Hub-
bell, 2005; Suh, 2008). In general, cancer education and
outreach in Haitian communities in the United States
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has been met with difficulties because of Haitian immi-
grants’ fatalistic orientations toward cancer (Consedine,
Magai, & Neugut, 2004; David, 2001). Such orientations
are understandable given the lived realities and context
of experience that immigrant women may draw upon
for reference. A recent study that assessed colorectal
cancer knowledge, attitudes, and beliefs among Haitian
adults indicated many misperceptions about cancer;
however, focus group participants displayed a willing-
ness to follow physicians’ advice (Francois, Elysée,
Shah, & Gany, 2008).

Cities in Florida contain large and growing Haitian
communities that contribute to the rich diversity of
the region. An examination of the health profile of the
country of origin and an understanding of health beliefs,
practices, and structural constraints in the social context
of immigration are key concepts to inform thinking
about the potential gravity of a health issue and how
best to approach intervention design. The elements sug-
gest a need for an interdisciplinary team of healthcare
providers, community partners, and academic research-
ers to address social, cultural, political, clinical, and
public health aspects that combine to affect the disease
process in immigrant populations.

This article describes the process of linking national
directives to local needs through community partner-
ships and engagement using effective health education
and outreach strategies in the Haitian community in
Tampa, FL. Most women participants in the outreach
and education programs were Haitian immigrants, as
opposed to women of Haitian ethnicity born in the
Unites States. The use of a systematic model for de-
signing audience-appropriate cancer communications
is presented. The five-pronged approach illustrates the
importance of various factors that contribute to suc-
cessful interventions in community outreach programs.
The example provided in this article is specific to breast
cancer education but can be applied to other subject
matter across the spectrum of cancer care.

Bridging National Directives
to Local Efforts

National efforts to reduce cancer disparities through
the implementation of local-level programs that can
reach medically underserved, socially marginalized
communities are in development. Cancer education
outreach in the local Haitian community is part of
broad community education and outreach at Moffitt
and is integral to the Tampa Bay Community Cancer
Network (TBCCN). TBCCN is one of 25 community
network programs in the country funded by the Na-
tional Cancer Institute’s Center to Reduce Cancer
Health Disparities. All community network programs
are charged with reducing cancer disparities by part-
nering with community-based organizations, local
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health departments, faith-based groups, adult literacy
centers, and other such agencies to design, implement,
and evaluate community-based cancer education
interventions and screenings. Because Florida has a
sizeable and growing Haitian immigrant community,
outreach to the local Haitian community is a foci of
TBCCN.

Interventions aimed to reduce cancer or health dis-
parities in Haitian immigrant communities must include
an examination of the intersection of culture, literacy,
language proficiency, preferred learning modalities, and
the sociopolitical context of immigrant status. Interven-
tion design must be guided by the context of community
members’ lived realities, which is best understood by
soliciting community advice to guide health promo-
tion efforts (Meade, Menard, Martinez, & Calvo, 2007).
In addition, a participatory approach that emphasizes
community input and involvement at all phases of an
intervention provides the groundwork for sustainable
interventions and encourages community involve-
ment, engagement, and ownership of health programs,
particularly in cross-cultural contexts (Minkler, 2000;
Wallerstein & Bernstein, 1994). Therefore, interventions
must be congruent with culturally mediated definitions
of healthiness and the social realities of what puts a
community at risk.

Background, Setting,
and Intervention

The systematic model used in the current study is the
CLEAN (Culture, Literacy, Education, Assessment, and
Networking) Look Checklist (Meade et al., 2007), a use-
ful mnemonic tool that guides the inclusion of elements
critical to health education on intervention efforts. The
model is applicable at the community outreach level,
as well as to that of a clinical-encounter opportunity
for patient education. In the context of cancer educa-
tion, communications with patients and community
members alike are considerably improved when these
elements are incorporated. Table 1 shows the CLEAN
model elements and key questions when incorporating
them into health education (for an expanded discussion,
see www.moffitt.org/CCJRoot/v14n1/pdf/70.pdf). To
use the checklist, nurses should ask themselves some
of the key questions to begin the process of gaining
population insights and understanding. The steps do
not need to occur sequentially, but the order should
represent a careful deliberation on how the elements
can be applied collectively to bolster community health-
promoting efforts. Using the CLEAN model, the cur-
rent study presents several examples of program and
material adaptation to fit the sociocultural context and
linguistic and literacy needs and preferences of Haitian
immigrant and Haitian American women regarding
breast cancer education.
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Table 1. CLEAN Model Elements Applied to Health Education

Element Questions to Consider
Culture * What is the role of culture in community members’ understanding of illness causality and orientation to prevention?
* How might cultural beliefs influence community members’ health-seeking behavior for preventive care and medical
treatment?
Literacy * How does literacy level affect the ability to understand questions nurses ask during health-education encounters?
* What education medium is most appropriate for people with low literacy?
* How might language use, including low English proficiency, affect the health of community members?
Education * What types of educational communications are most effective with the population in the community?
* How can the nurse enhance the capacity for effective communication?
* What educational materials and resources are available?
* What continuing nursing education or cultural competency skills can be acquired to better serve a multicultural population?
Assessment ¢ What culturally competent health-education resources already exist?

What programs or materials exist that may be adapted or transcreated to ensure that health messages are culturally appropriate,

linguistically correct, and attuned to literacy levels and that materials are visually appealing in a new cultural context?

Networking ¢ What networking or community partnership-building activities might be helpful to engage the community and enhance

educational endeavors?

* What additional community services or resources and organizations exist that may be of particular use to the diverse

community member base?

* Who are the key stakeholders that can be helpful to community educational endeavors?

Note. Based on information from Meade et al., 2007.

Culture: Incorporation
of Social Norms and Beliefs

Understandings of health and illness are linked inextri-
cably to culture, which provides a cognitive framework
for comprehending disease and guiding health-seeking
behaviors. Illness beliefs often are patterned in ways that
reflect historical and geographic influences. Culturally
mediated illness beliefs usually are not shed upon immi-
gration to a new country, as seen in the pluralistic medi-
cal system in Haitian culture. The system is comprised
of ethnomedical and biomedical elements; for example,
cultural beliefs about illness causality include distinctions
between supernatural and natural illnesses. Supernatural
illnesses may be perceived to be caused by familial spirits
or as the manifestation of ill will sent by a jealous neighbor
or other known person through the use of a traditional
Voodoo practitioner (e.g., houngan, manbo) (Brodwin,
1996). Concepts relevant to Voodoo beliefs and practices
may be important considerations because these beliefs
can shape attitudes and compliance with treatment (Des-
rosiers & St. Fleurose, 2002). Classic ethnographic data
indicate that natural illnesses often are attributed to bodily
imbalance, particularly of hot and cold, as influenced by
humoral theory, which posits that an imbalance of bodily
constitutional humors (fluids) results in illness (Foster,
1993; Laguerre, 1981). Within this orientation, certain ill-
nesses have corresponding hot or cold remedies, such as
avoidance of foods or climates with the same properties
while ill (Laguerre, 1987; Miller, 2000).

In addition to the etiologic beliefs, a great importance
is placed on blood, including its movement and direc-
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tionality in the body, quality, quantity, and temperature
(Laguerre, 1987; Miller, 2000). Blood equilibrium in those
aspects is central to good health. Balance is maintained
through the observance of external sources, including en-
vironmental temperatures, certain foods, or emotional ex-
tremes, which could influence blood stability. In addition,
home remedies often are used for maintaining health and
for affecting cures, particularly for less serious illnesses
(Miller). Home remedies primarily consist of teas and
poultices made from medicinal plants. The authors ob-
served that the plants often are grown in women'’s yards
and cultivated for health purposes. Home remedies also
may consist of over-the-counter medicines and balms.
Importantly, using home remedies as a first resort is a
common practice in Haitian culture. Therefore, clinical
practitioners and educators should inquire about the use
of home remedies when asking what “other” medicines
Haitian women are taking (Laguerre, 1984).

Haitian women’s understanding of breast cancer is
informed by experience (e.g., personal, knowledge of
others” experiences and outcomes) and culturally medi-
ated beliefs about disease causality and course. Women's
comments and questions to the community health worker
during cancer education outreach events reflected themes
that incorporated mixed elements of ethnomedical and
biomedical models of illness causality for breast cancer.
For example, cancer most often is perceived as fatal be-
cause of cultural beliefs and structural realities. A woman
stated, “I've never seen anyone who gets surgery on her
breast come out alive.” Others said, “X-ray while hav-
ing a mammogram can cause cancer,” and, “Cancer is a
sent sickness; it is not a natural disease.” The women’s

Vol. 36, No. 6, November 2009 * Oncology Nursing Forum



Downloaded on 07-27-2024. Single-user license only. Copyright 2024 by the Oncology Nursing Society. For permission to post online, reprint, adapt, or reuse, please email pubpermissions@ons.org. ONS reserves all rights.

questions and comments revealed perceptions that
breast cancer could be caused by previous injury to the
breast (physical trauma); the result of a past transgres-
sion, manifesting as some form of moral retribution; or
a condition “sent” upon them by someone intending to
do harm through supernatural means. The beliefs were
addressed openly but sensitively by the Haitian clini-
cians who took part in the intervention programs and
were aware of the influence of culture on etiologic beliefs.
The expressed beliefs also were consonant with find-
ings from researchers working with Haitian immigrant
communities elsewhere in the United States (Consedine,
Magai, & Neugut, 2004; Consedine, Magai, Spiller, et al.,
2004; David et al., 2005). In addition, overall time spent
in the United States interacted with greater breast cancer
screening usage, particularly among Haitians (Brown,
Consedine, & Magai, 2006). The results have implications
for health-promoting behaviors and suggest a need to ex-
pand outreach strategies to Haitian women, particularly
recent immigrants, who represent a vulnerable group at
risk for breast cancer.

Many women generally do not distinguish one form of
cancer from another, or cancer by site, which is a critical
point for outreach and education given the success rates
of treatment for cervical cancer with early detection and
improved survival for breast cancer with early detection
and treatment. To illustrate, questions such as, “Can a
person get breast cancer in the leg?” and, “Is cancer con-
tagious?” were asked of the community outreach worker
when delivering education sessions. The examples
demonstrate a need for educators to be aware of cultural
beliefs as well as how people understand cancer as a
disease in general. Educators should operate from this
worldview to open effective health communications.

Literacy and Education:
Meeting Community-Directed Needs

Attention to cross-cultural literacy in the context
of health is critical for creating acceptable, relevant
materials that resonate with the intended population
(Ramirez, 2003; Simon, 2006). For many immigrant
communities, literacy and language are closely linked
and may contribute to newcomers’ social isolation
(Zanchetta & Poureslami, 2006). Language needs in
the Haitian immigrant community present somewhat
unique challenges for health educators seeking to cre-
ate relevant education materials. First, the education
levels of Haitian immigrants may vary widely. The
2003 estimated literacy rate in Haiti (i.e., the percentage
who can read and write) is 53% for the total population
and slightly less for women (U.S. Central Intelligence
Agency, 2007). French is the language of the govern-
ment and education system in Haiti; however, Haitian
Creole (Kreyol) is spoken by everyone. Spoken and
written French fluency generally is reserved for those
with more education, and knowledge of and ability to
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speak French is an important indicator of social status
(Zéphir, 1997). Creole is largely a spoken language and
far fewer people read in Creole than speak it. In addi-
tion, access to formal education in the United States
for disenfranchised immigrants and access to English
language courses given outside of the demands of
work hours, family obligations, and transportation to
course sites is problematic. Together, the factors give
rise to a situation in which printed materials, even
when provided in Creole, may be unusable.

As a result, the authors worked with Haitian commu-
nity partners to create a breast self-examination shower
card with monthly reminders and combined pictorial
and written instructions in Haitian Creole on how to
perform a self-examination (to view the Haitian Creole
shower card, see Appendix A in the online version of this
article at http:/ /ons.metapress.com/content/0190-535X).
The material is used with oral education provided by a
bilingual outreach educator to explain specific points and
information about screening guidelines. The educational
tool is disseminated at health events, mobile mammogra-
phy screenings, and yearly festivals, such as the annual
Haitian Heritage Celebration. The community partners
have expressed a desire for more audiovisual cancer com-
munications in Creole. The modality could help solve the
written language dilemma. Future project plans include
the development of a Creole language breast and cervical
health DVD to benefit local Haitian women.

Assessment:
Meeting Community Health Needs

For educational interventions to affect cancer dispari-
ties beyond knowledge and informational needs, access
to preventive care and follow-up services is essential.
The broader health needs of the community and where
they locate cancer-related health concerns also should
be recognized. Partners described other chronic disease
concerns of the community, primarily high blood pres-
sure and diabetes, as well as a general lack of awareness
about resources available for medically underserved
people, regardless of ability to pay or immigration sta-
tus. As a result, the authors incorporated other health
information and screenings (e.g., blood sugar, cholesterol,
blood pressure) into cancer education events to meet
community-defined needs. The authors also provided in-
formation about local Federally Qualified Health Centers’
state-specific programs for families and children, local
resources for literacy and English proficiency instruction,
and how to access those services.

Additional assessment included identifying comple-
mentary ways to promote cancer education awareness
and conduct effective educational outreach for breast and
cervical cancer. In recognition of the high degree of reli-
giousness in primarily Christian denominations observed
in the Haitian community, the authors proposed adapting
and implementing the Witness Project®, a faith-based
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breast and cervical cancer education program originally
developed for African American women (Erwin, Spatz,
& Turturro, 1992), with the Haitian women in our com-
munity. The evidence-based program focuses on the
delivery of culturally appropriate breast-cancer educa-
tion messages in ways that are consonant with learning
preferences, cultural norms, and communication styles
in acceptable venues, including church-based facilities
and community centers. The messages are designed to
influence women's participation in early detection prac-
tices and screenings, including breast self-examinations,
clinical breast examinations, mammography as indicated,
and Pap testing (Erwin et al., 2003).

While taking care not to impose the culturally salient
intervention model for African American women onto
a different ethnic group, the possibility of adapting and
implementing the program in a Haitian faith-based set-
ting was explored with members of a Haitian women’s
church organization. Women from the group noted that
health programs were welcomed and needed to ben-
efit local women, even though cancer was a topic that
elicited many disparate beliefs about disease causality
and incited fear. The women’s church group worked
diligently with the outreach team to deliver a success-
ful program customized to the language and linguistic
needs of Haitian women. Program information was
announced after church services and through key com-
munity contacts using word of mouth as well as e-mail
announcements. The social networks of the community
partners were critical to ensure that the information
reached women in the community in a timely way.

In the traditional format of a Witness Project® pro-
gram, breast cancer survivors served as role models who
told their stories about their experience (i.e., witnessed)
and promoted early detection. Initially, several African
American women involved in the existing Witness
Project® shared their cancer journey with the aid of a
Creole translator. The women were regarded highly for
sharing their stories. Next, the program was enhanced
by using Haitian healthcare professionals. Knowing that
doctors and nurses are respected highly and regarded
as trusted spokespersons in the Haitian community, the
authors asked local Haitian clinicians to become part of
the program. The clinicians provided critical support
for addressing clinical questions from participants and
reiterating important health education points. For ex-
ample, a physician worked with the community’s high
religiosity by stating that going to church does not grant
immunity from disease and women must take care of
their health the same way that they do their souls.

Networking: Creating Linkages
and Navigating Through Systems

Collaborations formed after a period of time spent
establishing rapport and developing relationships with
community stakeholders. Community members were
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enthusiastic about having breast and cervical cancer
outreach efforts personalized to the specific needs of
local Haitian immigrant women and learning of critical
linkages to services such as screening mammography.
In addition, the authors linked cancer education and
awareness efforts with the accessibility of mammogra-
phy for women aged 40 years or older whose income
qualified and facilitated referrals for younger women
who had a family history of breast cancer. Meeting
the critical access need was a significant element that
contributed to the ongoing success of outreach in the
Haitian community because most Haitian women
served are under- or uninsured. Women with abnormal
mammograms are navigated to care within the authors’
cancer center; as a result, the authors are able to connect
the current and subsequent outreach education efforts
with focused screening and navigation.

Results

From the program’s inception in 2005, thousands
of people have been outreached with culturally ap-
propriate cancer education and information through
community outreach efforts. In addition, hundreds
of women have received mammograms. The cancer
center’s partnership with the Haitian community has
grown, and TBCCN and the cancer center’s outreach
program have fueled additional development of cancer
educational materials in Creole; cosponsored an annual
cultural, educational, and health fair event; and lever-
aged funding from other sources for cancer education
for the Haitian community. The authors have used the
CLEAN checklist to create a plain language Creole
shower card and adapt a program that matches the
high religiosity of the community. As stated by Meade
and Calvo (2001), effective community partnerships for
health education and outreach include a framework
based on a network of partners with common goals;
communication processes based on trust; and bilingual,
bicultural, and culturally competent staff. The approach
situates cultural competence and proficiency in close
alignment with community-centered nursing care
(Engebretson, Mahoney, & Carlson, 2008).

Discussion and Conclusions

When developing cancer outreach programs, one
must layer additional levels of understanding and sen-
sitivity to the social, cultural, and political conditions
of community members” home countries; language
and literacy needs; basic healthcare access obstacles;
cultural significance of gender and age roles; culturally
mediated etiologic perceptions of disease; and illness
experiences, religiosity, and the sociopolitical nature of
immigration situations. All of the factors affect health
communication, education, and general health status.
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Partnerships with community-based organizations, par-
ticipation from community gatekeepers (e.g., respected
physicians), and support from clergy are key elements to
outreach success for a marginalized community. Nurses
should become engaged in their community and include
community members in the process—from planning to
implementation to evaluation—to ensure program ef-
fectiveness and sustainability.

Implications for Nursing

Nurses are in an ideal position to combine their skills,
knowledge, and resources to affect the health and well-
being of diverse community members, to establish
relationships with key community members, and to
promote trust and commitment within the community.
This nursing position, with a sincere demonstration of
respect for cultural beliefs that influence health behaviors
of community members, is crucial to achieving positive
outcomes. Working within the cultural belief frame-
works and incorporating those beliefs into educational
messages is critical. In addition, the nurse as a health
educator facilitates the development of effective strate-
gies in consideration of literacy levels and cultural norms
that support community members in acting on cancer
prevention messages (Miller, 2000). Therefore, nurses
should be engaged with community leaders and become
immersed in their communities to gain an understanding
of the health beliefs, backgrounds, and language needs
of the groups that they are trying to reach with their
interventions. Keeping an open and inquiring attitude

will increase the possibilities of gaining new understand-
ing of the groups served. Nurses also should examine the
utility of the components of the CLEAN Model Checklist
for enhancing their educational encounters and com-
munications. In this manner, cancer outreach programs
can better echo the realities of people’s everyday lives,
reduce cancer health disparities, and contribute to im-
proved health and well-being.
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Examine tete-w pou kont ou

Chak fwa wap examine tete-w
itilize men-m fason sa yo

L& w ekzamine tete w fé yon dokte

li ede w konnen tefe w. oubyen yon

L& gen yon chanjman enfimyé ekzamine

wap ka {Ji vit wé sa. lete w. Si ou gen
&

Nenpdt 40 ou plis ke so fe
ou wé yon bagay ki yon mamogram
pa nomal oubyen yon chak ane
chanjman se pou w di

dokié w sa

Examine tete-w pou kont ou

F& tou le twa fason [(efop) sa yo pou w tcheke fefe w.
Pi bon & pou w fé sa se yon semén apré ou fi n
gen rég ou. Si ou pa fdme ankd icheke fefe w
nan men m dat la chak mwa.

Mete men w sou senti w, gode tefe w, apre sa r‘

leve de men w an ¢, gade yo anks, mete
men w déyé t&t ou epi ekzamine tete w.
L& wap gade, gade: '
* Si pa gen chanjman nan grosé fefe w epi |
jan tete w parét. Men sonje li nomal pou
Lék fi gen yon tefe ki pi gro pase lét.
* Si pa gen pli ak fi frou sou tefe w.
* Si pa gen ekoulman, mak ki rouj, anfle,
ou kote kap dekale bo pwent fete w.

Manyen tefe w pou wé si pa gen kote ki di,
si pa gen boul nan tete w oubyen si pa gen
anyen ki pa nomal.
* Pese ftete w pou w wé si pa
gen chanjman.
® lillize pwent 3 dwét mifan yo pou w
manyen fete w epi ekzamine fou de.
* Manyen bo anba bra ak bo kou w
tou paske se la lymph nod (ganglion)
Yo ye.

® Kouche sou do epi mete yon zorye anba
zepdl goch ou.

® Fé men m jan ou te f& ak « & ou nan
douch ». tcheke tete w ak men dwat ou. (\

* Chanije zorye a nan bd dwat e f& -
mem m jan.

Si ou gen kesyon sou kanse, sou tretman cubyen sou Moffitt Cancer Center
Rele non 1-888-Moffitt (1-888-663-3488) ou 813-745-6927
www.MoffittCancerCenter.org

Appendix A. Breast Self-Examination Shower Card in Haitian Creole
Note. Image courtesy of H. Lee Moffitt Cancer Center and Research Institute, Inc. Used with permission.
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