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ABSTRACT 

TALK AND BACKTALK: NEGOTIATING CERVICAL CANCER SCREENING 

AMONG APPALACHIAN WOMEN IN WEST VIRGINIA 

Wendy Grube 

Julie Fairman 

Cervical cancer, once a major killer of women, still remains a quiet threat to the 

lives of discreet populations within the United States. Women living in Appalachia are 

among those most vulnerable to this disease primarily due to lack of participation in 

screening programs. Despite efforts of government subsidized programs to educate, 

enroll and provide screening facilities throughout high-risk areas, unacceptable rates of 

inadequately screened women persist. Little is known about the reasons Appalachian 

women do not seek screening. The literature identifies sociodemographic data related to 

screening, and suggests that healthcare providers play a significant role in women's 

participation in screening programs. Little attention has been directed toward culturally-

constructed attitudes and beliefs that influence a woman's decision to be screened, or 

how the interface between woman and provider affects screening behavior. 

This study utilized focused ethnography grounded in a feminist framework to 

uncover sociocultural themes influencing Appalachian women's attitudes, beliefs, and 

behaviors related to cervical cancer screening. Formal interviews with seven healthcare 

providers, 12 regularly screened women, and 10 rarely or never screened women were 
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conducted in southern West Virginia over a three month period. Additional data were 

collected from informal interviews and conversations, community observations, and 

relevant artifacts. Three central cultural themes emerged: (1) perception of role; (2) talk; 

and (3) backtalk. Women's perception of their primary social roles influenced the priority 

they placed upon their healthcare. Providers' perceptions of their role shaped their 

likelihood to value the woman as a patient, and provide sensitive and respectful care. 

Communication (talk) conveyed information and attitudes about cervical cancer and 

screening between women, and could motivate or deter screening participation. Dialogue 

between women and providers permitted the bi-directional exchange of health-related 

information, conveyed care and comfort, and allowed for the development of mutually 

constructed health goals. Without dialogue in the clinical encounter, women disengaged 

from care, and negatively influenced other women toward screening through backtalk. 

The results of this study will be useful to providers and advocacy groups in the 

creation of a gender-appropriate and culturally-congruent framework needed to address 

the existing disparity related to cervical cancer in Appalachia. 
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CHAPTER ONE 

Introduction 

The purpose of this study is to examine social and cultural factors among 

Appalachian women and their health care providers that influence women's utilization of 

cervical cancer screening services.1 In Chapter one, I give an overview of morbidity and 

mortality related to cervical cancer, and situate the focus for investigation within a region 

having disproportionately greater burden related to this disease than the national average. 

I will present a review of the most pertinent literature necessary to understand the scope 

of the problem related to lack of cervical cancer screening among Appalachian (see 

Appendix A) women. The research questions will be identified, theoretical framework for 

the study described, and supporting rationale for the research methodology established. 

Background and Rationale for the Study 

Cervical cancer morbidity and mortality 

In the year 2007, it was estimated that 11,150 new women in the United States 

would be diagnosed with cervical cancer, and 3, 670 of them are estimated to die from 

this preventable disease (National Cancer Institute [NCI], 2007). Morbidity and mortality 

from cervical cancer have declined by 75 percent over the last five decades since the 

development and extensive use of Papanicolaou (Pap) smear for cervical cancer 

screening and the development of new therapeutic approaches for premalignant disease 

(Schoenberg et.al., 2005). However, the continued physical, economic, social and 

emotional burdens of the disease remain substantial. Currently 250,000 women in the 
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United States have cervical cancer, and experience hospitalizations and treatments 

costing more than two billion dollars annually (Milenkovic et al., 2007; Brown et al., 

2001). Half of these hospitalizations affect young, vital women ages 18 to 44 

(Milenkovic et al., 2007). 

Cervical cancer remains the 13* most common cancer of women in the United 

States (NCI, 2007). Although cervical cancer is understood to be caused by specific 

oncogenic subtypes of the human papillomavirus (HPV), the development of cancer 

occurs only through persistent infection over a considerable length of time, perhaps 

decades (NCI, 2007). The occurrence of cervical cancer is considered highly preventable 

because of the slow progression from premalignancy to invasive disease (Yabroff et al., 

2005; Alliance for Cervical Cancer Prevention [ACCP], 2004).2 Unfortunately, women 

experiencing cervical cancer are asymptomatic until the disease invades the surrounding 

tissues and creates signs of its presence, such as abnormal vaginal bleeding and pelvic 

pain (NCI, 2007). Therefore, the slow disease progression provides unique opportunities 

for screening and detection of premalignant disease where the survival rate is 

approximately 100 percent with appropriate intervention (American Cancer Society 

[ACS], 2007). 

Notably, the literature indicates that 50 to 70 percent of new cases of cervical 

cancer arise in women with more than five year intervals between screenings (Blackman 

et al., 1999). Therefore, to effectively reduce the number of deaths related to this disease, 

routine and ongoing screening is necessary before symptoms indicating invasion or 

distant metastasis arise, when treatment is less successful (NCI, 2007).3 The HPV vaccine 
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offers a potential approach to reducing morbidity and mortality related to this disease as it 

confers protection against two of the most oncogenic types of HPV (HPV types 16 and 

18). When combined, these two types of HPV are believed to cause 70 percent of cervical 

cancers. However, the HPV vaccine is considered a preventive measure rather than a 

substitute for cervical cancer screening for the following reasons: (1) additional 

oncogenic HPV types have been identified for which the vaccine provides no known 

protection; (2) the degree of protection is unknown in women who have not completed 

the series of three injections; and (3) the degree of protection is unknown in women who 

have already been infected with HPV; and (4) the long-term efficacy of protection is 

currently unknown (ACS, 2007). Therefore, continued cervical cancer screening using 

Pap smears remains an essential step in early detection and timely treatment of cervical 

cancer.4 

Despite the overall national decline in cervical cancer, there remain specific 

populations in the United States with an undue burden related to this disease.5 Regional 

data from the Centers for Disease Control and Prevention (CDC) highlight the East South 

Central region of the US (Appalachian states of Alabama, Kentucky, Mississippi, and 

Tennessee) with the highest cumulative death rates (in the year 2003) related to cervical 

cancer at 3.3 per 100,000 women as compared with overall US rate of 2.5 women per 

100,000. West Virginia, not included in this region, had the overall highest cervical 

cancer death rate of four women per 100,000 (2007). 
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Cervical Cancer in Appalachia: Statistical Context 

In 1986, research by the National Cancer Institute uncovered the disparity 

between incidence and mortality rates of cervical cancer among white women living in 

Appalachia (14.9 per 100,000 women) compared to white women in general throughout 

the United States (7.8 per 100,000 women) (Freidell, 1992). The most dramatic 

disparities were found in West Virginia, where cervical cancer death rates were 51 

percent higher than the US average, leading to the formation of the West Virginia 

Comprehensive Cancer Control Coalition in 1995. West Virginia statistics from 1994-

1998 indicate approximately 50 women died each year from cervical cancer, a cancer 

with identifiable precursors, a long natural evolution to invasion, and highly effective 

treatment when initiated in early disease stages (WVCCCC, 2002). 

Attempts to understand this disparity spurred large-scale telephone surveys (West 

Virginia Behavior Risk Factor Survey Report: 2,193 women interviewed in 2005) 

designed to investigate populations in West Virginia having identified risk factors for the 

development of invasive cervical cancer, among other preventable illnesses. Although 

these surveys were limited to women with telephones, those who were home in the 

evenings to respond to questions, and relied on the questionable accuracy of self-reported 

information, researchers used information gathered to construct a sociodemographic 

statistical knowledge base that described women least likely to participate in cervical 

cancer screening through sociodemographic statistics. Data revealed economic, 

educational, and social characteristics within this region that may contribute to low 

screening rates, which include: (1) lack of adequate health care insurance (22.2 percent of 
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persons uninsured in WV compared to 18.8 percent US average); (2) high level of 

poverty (16.3 percent of persons in WV, 12.5 percent US average); (3) lack of personal 

health care provider (18.5 percent of persons in WV, 13.6 percent US average); (4) high 

percentage of persons with disabilities (23.6 percent of persons in WV, 14.3 percent US 

average); and (5) low educational attainment (75.2 percent of persons graduated high 

school in WV compared with the 80.4 percent US average) (West Virginia Health 

Statistics Center (WVHSC), 2007). 

Other surveys and reports indicate many women in West Virginia live in relative 

geographic isolation. Substandard secondary and tertiary roads and limited public 

transportation create potential barriers to reaching health care facilities (Purnell and 

Paulanka, 2003). Poverty is common in rural counties, where pockets of high malignancy 

rates are also evident (West Virginia Bureau for Public Health [WVBPH], 2003). Over 

18 percent of West Virginia residents cannot afford to pay out of pocket expenses for 

health care as compared with 13.6 percent nationally (WVHSC, 2007). Women who 

achieved higher levels of education were statistically more likely to have had Pap smears. 

Low literacy might have negatively affected screening in this state where rural residents 

have an illiteracy rate of approximately 40 percent (MOH, 2007).6 

Women in West Virginia are less likely to have had a Pap smear in the past three 

years as compared to U.S. women in general. The West Virginia Behavioral Risk Factor 

Survey Report (2007) revealed a 2.6 percent increase (from 14.8 percent to 17.4 percent) 

in women aged 18 or older without a Pap smear in the past three years (WVBCCSP, 

2006). With low screening rates, women in West Virginia are more likely to be found to 
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have regional or distant spread of disease at the time of diagnosis, rendering cure less 

probable (WVCCCC, 2002). 

Additional surveys and research studies searched for characteristics of rarely or 

never screened women as well as of their health care providers. Findings indicate that 

Appalachian women who are obese, single, unemployed, and rural are statistically less 

likely to have Pap smears (Amonkar, 2002). Providers appeared to constitute a significant 

barrier to cervical cancer screening through failure to recommend testing (Pap smears), 

not following established screening guidelines for cervical cancer, or by ethnocentric 

attitudes perpetuating pejorative cultural stereotypes of Appalachians,7 and therefore 

alienating patients (Tripp-Reimer, 1982, Hansen, 1990; Women in Government, 2006). 

The literature clearly identifies a significant healthcare disparity related to 

cervical cancer morbidity and mortality in Appalachia, and specifically in West Virginia. 

Women in this region are less likely to receive Pap smear screening, and healthcare 

providers might be less likely to encourage eligible women to engage in this preventive 

healthcare behavior. 

Knowledge gaps from statistical studies 

In reviewing statistical associations between sociodemographic data and the 

likelihood of engaging in cervical cancer screening, a variety of limitations exist. Because 

these surveys were conducted by telephone, the accuracy of the information obtained was 

unverifiable. Because of the way participants were chosen, it might not be representative 

of most Appalachian women in regard to cervical cancer screening. Also, with 

quantitative data, one can only collect information based upon previously assumed 
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determinants of screening; there is no mechanism to uncover the unexpected, recognize 

the entire human experience, or construct meaning among the variables as in qualitative 

methods of inquiry. As for the provider data, these were collected in small samples and 

also might not be representative of provider practice throughout the region. 

Current strategy to improve cervical cancer screening 

The primary goal of the West Virginia Comprehensive Cancer Control Plan is to 

increase the number of women screened for cervical cancer within the previous three 

years from 17.5 percent to at least 85 percent (MOH, 2007). The National Breast and 

Cervical Cancer Early Detection Program currently provides free or low cost screening 

facilities in all 55 counties of West Virginia, affordable follow-up care if an abnormality 

is found, extensive educational initiatives, and broad outreach programs to locate and 

enroll those never or rarely screened women (West Virginia Department of Health and 

Human Resources [WVDHHR], 2003). The past decade, statistics indicate a modest 

improvement in incidence and mortality rates; however, there remain a disproportionate 

number of women in West Virginia with a preventable disease as compared to their 

counterparts throughout the United States. Statistics from 2006 point to an increased 

incidence in invasive cervical cancer over the previous year, rising from 11.1 women per 

100,000 to 12.2/100,000, with a national average of 8.4/100,000 women (Women in 

Government, 2006). There appear to be no data at present to explain this increase. In 

West Virginia, women younger than 25 and older than 54 years are statistically less likely 

than women aged 25 to 54 to engage in cervical cancer screening (WVHSC, 2007). 
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Qualitative studies identifying barriers to screening 

Researchers became interested in the personal experiences of women in West 

Virginia regarding cervical cancer screening when quantitative data continued to indicate 

inadequate screening rates without clarification of the phenomenon, and despite the 

development of supportive screening and education programs. The interest in ascribing 

meaning to behavior encouraged qualitative investigators to interview Appalachian 

women about their attitudes and beliefs related to cervical cancer screening. Researchers 

from the West Virginia Breast and Cervical Cancer Prevention Program recruited low 

income and uninsured women from primarily urban areas (the three largest cities in West 

Virginia) via telephone to arrange focus groups (Lyttle, 2006). The participating women 

(n = 33, women aged 25 to 49 years; and n = 36 women, aged 50 to 65 years) 

demonstrated knowledge about cervical cancer and the importance of preventive 

screening, and related cost as a barrier to healthcare. But these women also discussed the 

emotional aspect of cancer, the fear and embarrassment of a gynecological exam, the 

preference for a female examiner, the need for health care providers to share clinical 

information with them, and the value of having a close friend or family member 

accompany them to the health care facility for emotional support (Lyttle, 2006). 

Schoenberg et al. (2007) directed in-depth interviews among women in a single 

county in West Virginia and in Kentucky (n = 25, aged 42 to 64 years) recruited by 

cancer control or health department staff. The median number of years since last 

screening was seven. Two women reported never having had cervical cancer screening. 

Women in this study confirmed barriers related to cost and transportation to screening 
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facilities, but also accentuated the importance of the relationship with a health care 

provider in seeking care. Many participants related concern about physician failure to 

recommend or perform screening, and nearly half of the women in this study related fear 

of provider disapproval or hostility because of their obesity or smoking, which could be 

perceived as a type of stigmatization (shame experienced in this context because of other 

poor health habits). Also among the findings was an unexplained avoidance of 

conventional health care, despite recognition of health problems that require medical 

attention. The researchers in this study did not find evidence to support their prior 

assumptions about the significance of privacy, embarrassment, refusal by male relatives 

to allow the exam, or lack of belief in Pap smears. The commonly-believed Appalachian 

characteristic fatalism* was also not found, but the researchers in this study identified the 

concept of realism, "the practice of regarding things in their true nature and dealing with 

them as they are" (Pearsall, 2003, p. 1202). In this study, women justified their lack of 

screening by relating a lack of precedent for screening among family and peers combined 

with a perceived lack of resources to attend to future care (Schoenberg, 2007). 

Knowledge gaps from qualitative studies 

Although both of these recent studies introduced vital new information from the 

viewpoint of women not engaged in cervical cancer screening, significant gaps remain in 

understanding this preventive health behavior among Appalachian women. By the nature 

of qualitative work, the samples are small and may be considerably dissimilar, explaining 

some of the inconsistencies in findings between the two studies. The diversity of life 

experiences among Appalachian women is absent from the qualitative literature, as is the 
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effect these experiences have on cervical cancer screening behaviors. For example, we do 

not know if women living in rural areas hold the same feelings and beliefs as urban 

residents. Reluctance to seek care, even when a woman knows she has a health problem, 

remains unexplored. The literature appears to indicate that a woman's relationship with 

(and perception of) a health care provider might (or might not) play a role in women's 

decision to seek out cervical cancer screening. I was unable to find studies that 

investigate the interface of patient and provider relationships and how perceptions of 

these relationships influence screening practices among Appalachian women. 

Culture as a Barrier to Preventive Health Care 

McConnel (2003, p.3) states non-participation in healthcare services "occurs 

when a culture (or subculture...) is dissonant with the treating Western medical culture". 

To understand cultural barriers an explicit definition is needed. For the purpose of this 

study, culture will be defined as "the acquired knowledge that people use to interpret 

experience and generate social behavior" (Spradley, 1979, p.5). 

Qualitative data from Leach and Schoenberg (2007) indicate that Appalachian 

women with unconventional (outside the norm established by the current healthcare 

system) healthcare beliefs and practices, and competing health, social, and economic 

concerns may not have regular contact with a women's health care provider, and may 

underuse gynecological care and preventive health services in general. 

Attitudinal and cultural characteristics such as fatalism, modesty, fear of cancer, and 

unwillingness to have a male examiner are thought to influence cervical cancer screening 

(Women in Government, 2006; Lyttle, 2006). Some investigators recognize Appalachian 
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cultural characteristics as impediments to screening, such as reliance upon self-care, 

perceived lack of control over disease or healthcare system, and the persistent use of folk 

medicine (Sortet, 1997; Helton, 1995; Hanson, 1990). 

Health care practices of people living in West Virginia may be also be influenced 

by distrust of the conventional health care system and poor communication with 

providers (MOH, 2007). The culture of medicine, with its emphasis on science, 

technology, and ritualized exams for health maintenance and disease prevention, appears 

to be inharmonious with descriptions of Appalachian health beliefs and behaviors, and 

may therefore create sociocultural dissonance within the clinical encounter and a 

foundation of mistrust. 

The Culture of Western Medicine 

The culture of medicine has been described by McConnel (2003) as a 

recognizable set of beliefs, actions and attitudes arising from the ideology of scientism, 

with an "unconditional belief in science" and the conviction of applying science widely 

across the lived experience. All health care providers are professionally socialized into an 

ethnocentric culture with its own unique language, values, beliefs and behaviors in regard 

to health and illness that may vary considerably from the general population (The 

Provider Culture, 2005; Surgeon General's Report, 2005). Recognition of this 

socialization allows me, as a researcher, to develop a unique perspective on the power 

differential between health care providers and women patients from the standpoint of 

each partner in the act of cervical cancer screening. 
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The concept of ethnocentrism is based on inflexible rules for identifying ingroups, 

to which one belongs, and outgroups, to which a distinguishable other belongs. The 

ingroup is perceived positively, as correct and dominant; the outgroup is regarded 

negatively, and felt to be inferior (Tripp-Reimer, 1982). In contemporary US society, the 

health professional is typically recognized by the public to govern the clinical interaction, 

and if a patient is not identified as a member of the dominant culture, this control appears 

heightened (Tripp-Reimer, 1982, p. 181). The healthcare provider has power over the 

patient, and may remove individuals from their nurturing environments for hospitalized 

treatment, and distrust or discourage any healing strategies or preventive measures 

unsupported by scientific evidence. The client's power option is to disengage from the 

interaction, and be pejoratively labeled as "noncompliant". 

Spector (The Provider Culture, 1979) profiles the culture of Western Medicine, 

identifying: (1) beliefs in "standard definitions of health and illness, and the omnipotence 

of technology"; (2) practices consisting of health maintenance and prevention of disease 

through preventive efforts such as immunizations, stress-reduction, annual physical 

exams and screening measures (Pap smears); (3) habits of unique language and 

documentation, as well as standardized problem-solving; (4) likes of promptness, 

neatness, organization and compliance; (5) dislikes of tardiness or disorganization; (6) 

customs, which include professional deference and strict hierarchical structure, hand 

washing, and the use of particular procedures while attending birth and death 

experiences; and (7) rituals of physical exams, surgical procedures and limitation of 

visitors within institutions (The Provider Culture, 2005). As health care providers, 
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reflexive awareness of the cultural underpinnings that provide a framework for the 

manner in which we provide services is important, and the recognition that these cultural 

values might influence relationships with our patients (and therefore their subsequent 

health practices) is critical. 

To the individual in society, the culture of medicine demands a shift in 

perspective. As folklorist Katherine Young (1997) describes so eloquently, "I experience 

myself as embodied. In the realm of medicine, the body is rendered an object. It is 

inspected, palpated, poked into, cut open. From being a locus of self, the body is 

transformed into an object of scrutiny" (p.l). Research on women's moral development 

indicates that women's "conceptions of self are rooted in a sense of connection and 

relatedness to others" (Belenky, 1997, p. 8). With the culture of medicine valuing 

objectification (disconnection) and the nature of women valuing connection, dissonance 

might arise. Also, with women experiencing poverty, low educational levels, racial 

variations, and traditionally-gendered roles, there is a heightened sense of social 

inequality and power imbalance as women negotiate healthcare with providers. 

Cultures in conflict 

Folklorist Katherine Young, in her eloquent discourse on the body in medicine, 

states "I do not so much perceive a reality as produce it" (1997, p. 47). This insight is 

fundamental to understanding sociocultural dissonance between patients of one culture 

and providers working within the realm and culture of medicine. Tripp-Reimer (1982) 

investigated health care providers' attitudes regarding general characteristics of 

Appalachian people, and concluded that non-Appalachian providers were more likely to 
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view typical behaviors as maladaptive, therefore creating a negative (ethnocentric) 

attitude toward Appalachian patients. Helton (1995) identified sociocultural dissonance 

as bidirectional between patient and provider, creating a noteworthy barrier to care 

emanating from both participants.9 As patients experience providers who exhibit 

prejudice and stereotyping, Appalachians may resist integration into mainstream culture 

and health care services in general. 

According to a broad reading of the literature, poor provider attitude, anti-

Appalachian ethnocentrism, and lack of provider recommendation contribute significant 

barriers to women engaging in cervical cancer screening. Tripp-Reimer (1982) suggests 

that Appalachian clients tend to avoid facilities that are staffed by health care 

professionals who view Appalachian cultural characteristics from a negative perspective. 

Also, in two different exploratory studies, researchers identified the beliefs and behaviors 

of healthcare providers as important factors in recommendation and implementation of 

cancer screenings among this population. Amonkar (2001) reviewed data from over 

64,000 telephone surveys conducted over a 3 year period (1995 to 1997) and theorized 

that provider recommendation influenced cervical cancer screening rates among 

Appalachian women. Fisher (1987) reviewed data from 253 patient files in an 

Appalachian university medical center and found that cervical cancer screening was 

performed by providers only "when they were requested, required, or convenient" (p. 83) 

rather than following recommended guidelines for routine screening. These findings 

related to the significant influence of provider relationships in cancer screening for 

Appalachian women, support the need for further exploration and clarification. 
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We appear to have no information in the literature on the dynamic interface 

between a provider's cultural upbringing and the adopted culture of medicine during a 

clinical encounter, or how the co-mingling of these cultural values and beliefs influence a 

provider's manner of practice. In addition, we have little information regarding factors 

that might influence the establishment of effective therapeutic relationships between 

providers and patients in Appalachia. A better understanding of the cultural interplay 

between Appalachian women and their health care providers might reveal insight into the 

lack of participation in preventive screening services necessary to reduce needless deaths from 

cervical cancer. 

Recognizing that the relationship between patient and provider is essential to 

ensure adequate utilization of cervical cancer screening services, researchers highlight the 

need for the creation of a healthcare environment that is comfortable and sensitive to the 

individual woman being served (Leach, 2007). But there remains a noticeable absence of 

research regarding the actual interface between women and providers of health care, and 

no known studies of provider perspectives during cervical cancer screening. Also 

unknown is the influence of provider gender or birth culture on women's decision to 

participate and remain in cervical cancer screening programs. 

Addressing the Disparity Related to Cervical Cancer in West Virginia 

The past approach to reducing the health disparity related to cervical cancer in 

Appalachian women was to respond to the immediate need for more providers, better 

geographic and financial access, and the dissemination of basic education regarding the 

nature of this disease and opportunities for prevention. To achieve these goals, the West 
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Virginia Breast and Cervical Cancer Early Detection Program established educational 

and outreach efforts to encourage cervical cancer screening in a network of participating 

facilities throughout the state. Despite a decline in the incidence and mortality rates for 

cervical cancer since the program began (see Appendix B), there remains a 

disproportionate number of women in West Virginia who develops this preventable 

disease compared to their counterparts throughout the United States. In the 2006 Progress 

Report on the state of cervical cancer prevention, West Virginia experienced a higher rate 

of cervical cancer from the previous year, although it is unclear whether this is due to 

increasing rates of unscreened women, more efficient screening, or both (Women in 

Government, 2006). 

Framing the Research Questions 

The purpose of this research study was to examine social and cultural factors among 

Appalachian women and their health care providers that influence cervical cancer 

screening. 

Research questions: The research questions associated with focused ethnographic studies 

are purposefully constructed to be broad and general so as not to exclude unanticipated 

useful information. For the purpose of this study, I developed research questions that 

reflect the feminist theoretical framework as well as the design of the proposed research. 

1. What sociocultural factors do Appalachian women living in West Virginia 

identify as influencing their decision to engage in cervical cancer screening? 

2. What sociocultural factors do providers identify as influencing their provision of 

cervical cancer screening for Appalachian women living in West Virginia? 
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3. What influence do the sociocultural factors identified by the providers influence 

the decision making of Appalachian women living in West Virginia to seek 

cervical cancer screening? 

Feminist Theoretical Framework 

This study is focused on Appalachian women who have been identified in the 

literature as economically and socially less powerful than their male counterparts. 

Appalachian women exist in a paternalistic society, and they appear to be principally 

valued for their traditionally gendered roles as caregivers (Anglin, 1992; Coyne et al., 

2006). Therefore, I chose a feminist theoretical framework, as conceptualized by Harding 

(1987) to provide a foundation for this research. Fundamental to feminist epistemology is the 

belief that women and men provide "different but not equal" ways of constructing knowledge 

about a society (Harding, 1987, p. 10). Women's lives, their roles and experiences do not parallel 

those of men, but are shaped through their daily activities. Women have the ability to relate 

different stories than men, meaningful narratives that contribute to enlarged and richer 

understanding of their social life (Harding, 1991). 

There are experiences that are unique to women that merit investigation and explanation. 

The gynecological exam is merely one example in which women are expected to place 

themselves in a position of vulnerability to a healthcare provider situated within the context of a 

larger health care system in which the individual woman has little power to influence the care she 

receives.10 This power differential is magnified if the woman's race, class or culture is considered 

lower within the social hierarchy of a particular health care system. Under a feminist 

framework, the context of women's lives is prioritized, and given that the phenomenon 
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under investigation is cervical cancer screening of women, the emphasis on women's 

experiences with this aspect of healthcare is appropriate. 

A Feminist framework is appropriate to use because it is theoretically compatible 

with ethnography, allowing the women participants to be recognized as experts in their 

own experience while acknowledging these experiences as having value. This study 

creates a new body of knowledge by a woman investigator about women situated within 

their own context, giving a voice to those individuals who have been traditionally 

invisible in studies related to the provider-patient relationship in gynecological care. By 

using a feminist framework, I can explore and uncover the significance and meaning of 

power within therapeutic relationships during data analysis, and provide women with the 

agency to influence the quality of their reproductive health care (Gluck, 1991; Harding, 

1987). 

Rationale for Focused Ethnographic Methodology 

Cervical cancer remains a significant and preventable health care issue for 

specific populations of women in the United States. As cervical cancer screening is 

recognized for its inherent complexity, the limitations of quantitative descriptive studies, 

such as limited predetermined variables and inability to respond to the unexpected, have 

become more significant. Little is known about the actual reasons Appalachian women 

do not participate in cervical cancer screening, and it may be more an individual 

consideration than broader public health phenomena. The essential goal of this research is 

to discover the multifaceted and interconnected issues that influence an Appalachian 
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woman's decision to avoid, or inversely to undergo, a gynecology examination and have 

a Pap smear. 

Due to the previously identified gaps in the literature, I chose to focus on issues 

related to sociocultural factors influencing cervical cancer screening among Appalachian 

women. Ethnographic methodology, less restricted by the inflexible predetermined 

variables of a quantitative approach, is considered the most appropriate process for 

exploration and collection of rich and complex data within a society. These rich data 

therefore lead to the understanding of cultural influences and the discovery of meaning 

associated with health behaviors such as participation in cervical cancer screening 

(Speziale, 2003). 

For the purpose of this study, I am viewing culture using the theoretical concept 

of symbolic interactionism, which originated from the sociological research of Mead and 

others, and is described by Spradley (1979) in his text on ethnographic research. 

Symbolic interactionism theory is based upon three premises: (1) people respond to 

things or situations on the basis of the meaning the thing has for the person; (2) meanings 

are constructed through social interaction; and (3) people use culture (a system of 

symbols) to interpret things or experiences. Spradley (p. 7) summarizes this theory by 

stating that culture is like a "cognitive map" that helps us interpret situations and directs 

our actions.11 

The central theoretical concept in ethnographic research is the subjective world of 

the individual, or the situated context, which is the summation of one's accumulated 

experiences and establishes the milieu for the present experience (Munhall, 2007, p. 6). 
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Roper and Shapira comment that "most nursing ethnographies today focus on a distinct 

problem within a specific context among a small group of people," addressing questions 

that are prepared prior to the collection of data, and with the purpose of obtaining 

practical information that can be applied in a clinical milieu (2000, p.7). These types of 

studies have been labeled "focused ethnographies", "mini-ethnographies", 

"microethnographies" or "rapid assessment procedures (RAP)" (Roper, 200, p.7, Utarini, 

2001, p.l). 

With such a specific focus, adequate information may be obtained with less time 

in the field than traditional ethnographies (which have a more global interest), and are 

more likely to fit within time and budget constraints faced by health researchers (Muecke, 

1993). In classic ethnographies, researchers study groups of people whose life context is 

considerably different from that of the researcher. Long periods of time (often years) are 

spent in the field of inquiry, and the research questions are large-scale, such as "What is it 

like to be a member of a particular culture?" and "What are the rules guiding social 

behavior?"(Roper, 2000, p. 3). In focused ethnographies, the interest is narrowed, related 

literature reviewed, and targeted research questions identified prior to spending time 

living among the population relevant to the study. The foundational components of 

classical ethnography remain intact despite the focused inquiry, with triangulation of data 

(a term used to describe the integration of multiple methods of data collection through 

interviews, participant observation, and examination of related artifacts) enhancing 

validity of this qualitative approach (Roper, 2000). 
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The intricacy of issues that influence a woman's participation in an examination 

of intimate body space requires a research methodology grounded in a feminist 

framework that is rich in contributing data and open to unanticipated discoveries. While 

centered on a specific problem within a limited context and time period, focused 

ethnography allows a researcher to observe the complicated mesh of gendered 

perspective, class, cultural behavior, artifacts, language and paralanguage (characteristics 

associated with speech, such as tone and inflection) as well as tacit knowledge that a 

culture may never acknowledge or relate directly (Speziale, 2003). Participant 

observation used within a focused ethnography approach will situate me, the researcher, 

1 *y 

within the culture, blurring the boundaries of "emic" and "etic" , and shifting the 

investigation to a collaborative project where women assume the power to represent 

themselves genuinely, and be perceived and valued as educators in this process (Agar, 

1996). The result will be a woman-oriented and culturally validated foundation for 

understanding barriers and facilitators to cervical cancer screening that will shape a 

framework for constructing, implementing, and evaluating solutions to Appalachian 

women's under-utilization of cervical screening services. 

Significance of the Study 

Contemporary women's health care and advocacy requires understanding 

woman's lived experience, as well as recognition of disparities in health care where 

resolution necessitates mutual understanding and collaborative intervention (Breslin, 

2003). The use of ethnographic methodology permits an evolving and dynamic depiction 

of the meaning and significance of cervical cancer screening within a society believed to 
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be reluctant to engage in conventional preventive health care practices (Elnicki, 1995). 

This discovery of meaning linked to behavior is the beginning of a process directed to 

reduce sociocultural dissonance, a potentially significant barrier faced by individuals 

within the health system as they negotiate for care. The therapeutic relationship, built 

upon mutual understanding, trust and respect, is the fulcrum upon which our practice of 

nursing balances. 

This study expands the existent body and spirit of qualitative research in nursing. 

The choice of ethnographic methodology emphasizes balanced data collection from all 

information sources and senses, and the need "to recognize and value the full sensuality 

of qualitative inquiry" (Sandelowski, 2002, p. 109) rather than relying upon textual data 

from interviews to inform our conclusions. As nurses, we are grounded in the art of 

reading patient responses through immersion in their world at a particular time and place, 

and remaining acutely aware of sensory data, which is too frequently trivialized in formal 

inquiry. The use of ethnographic research speaks to nursing in a deeply intuitive manner, 

and it may be critical in rural and isolated populations where the voices of women have 

been overpowered until silent, and their distinct cultural characteristics may profoundly 

impact the meaning of health care and health seeking behaviors. Color, depth and texture 

emerge around intricate health care issues, advocacy can be enhanced, empowerment 

made possible for participants, and culturally-sensitive guidelines constructed for health 

care change. 

In this study, focused ethnography allows for the exploration of a particular aspect 

of health care decision making within the holistic milieu of a woman's life. Through the 
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use of this research method, culturally-constructed beliefs and practices that influence 

cervical cancer screening behavior among Appalachian women are explored, carefully 

analyzed in context, and given meaning. 

Experiential Context 

As appropriate to ethnography, my own experiences are relevant to this research. 

During my work as a nurse practitioner in women's health care, I witnessed a continuum 

of women's willingness to undergo pelvic examinations and Pap smears, ranging from 

absolute refusal to complete acceptance, and seemingly unrelated participation in other 

preventive health care testing. The gynecologic exam appeared to hold a different 

significance to women, often unarticulated. I became aware of the extent to which lack 

of screening created an Appalachian regional disparity in rates of cervical cancer through 

speaking with nurses in West Virginia as I conducted workshops with them on cervical 

cancer screening over the past ten years. The nurses often spoke of a multitude of 

contributing factors and frustrations, searching for solutions to improve screening and 

reduce deaths related to cervical cancer. Their concerns shaped my interest in exploring 

under-utilization of preventive cervical cancer services by Appalachian women. 

Notes 

1. The literature does not show consistent terminology in relation to cervical cancer screening, and 
the use of Pap smears. For the purpose of this paper, and to clearly represent results of cited 
research, data indicating Pap smears refer to the principle indicator of participation in cervical 
cancer screening programs, and will be considered indicative of participation in cervical cancer 
screening. 
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2. Cervical cancer, the 13 most common cancer of women in the United States, is believed to be 
caused by persistent infection from high-risk (oncogenic) subtypes of the human papillomavirus 
(HPV), which is presently the most prevalent sexually transmitted infection in the US (Association 
of Reproductive Health Professionals [ARHP], 2003). Unlike most other sexually transmitted 
organisms, HPV viruses usually trigger immune recognition and then viral clearance (or latency) 
within 1 to 2 years (ARHP, 2003; NCI, 2007). If the viral infection fails to clear, and certain 
cofactors exist, cytologic changes indicating a premalignant condition known as high grade 
squamous intraepithelial neoplasia may appear on a Pap smear (ARHP, 2003). Smoking, other 
sexually transmitted diseases, use of oral contraceptives, or host immune disorders are currently 
considered cofactors (ARHP, 2003). Progression from high grade intraepithelial disease to cancer 
appears to be slow; researchers estimate these changes may occur over approximately 15 years 
(ARHP, 2003; NCI, 2007). Data from large national surveys indicate possible risk factors for 
cervical cancer, which include: 1) initiation of sexual intercourse at an early age when the cervical 
tissue is particularly vulnerable to the HPV virus; 2) sexual exposure to high-risk HPV; 3) 
multiple sexual partners of the woman or her partner, which increases the probability of exposure 
to a high-risk HPV virus; and 4) cigarette smoking (ARHP, 2003; NCI, 2007). 

3. A significant correlation exists between incidence of cervical cancer and women who have never 
been screened, or are infrequently screened. Lack of adequate screening has been associated with 
increasing age, poverty, illiteracy, being uninsured, and living in rural communities (WVCCCC, 
2002). Studies also indicate women's survival of this cancer is related to stage of the disease 
present at the time of diagnosis. The five year survival rate for localized cervical cancer is 91.7 
percent; however, the survival rate falls to 55.9 percent for cervical cancer with regional tissue 
involvement and 16.6 percent with metastatic disease (National Cancer Institute [NCI], 2008). 
Because survival rates depend upon identification of cervical malignancy in early stages when 
there may be no noticeable symptoms, screening becomes a critical factor in the prevention of 
deaths attributable to this disease. 

4. Currently, the American Cancer Society recommends that cervical cancer screening should begin 
three years after the onset of vaginal intercourse but no later than age 21, and continue annually 
for women under 30 years old. Women 30 years and older with a three year history of negative 
Pap smears may be screened every two to three years. Screening may be stopped after a 
hysterectomy performed for benign reasons or after the age of 70 if the woman has had three or 
more recent negative tests and normal Pap smears for the last 10 years (American Cancer Society, 
2002). In the publication Healthy People 2010, the US Department of Health and Human Services 
(US DHHS) sets screening goals at 97 percent for women who have ever had a Pap test and 90 
percent for women who have had a Pap test in the preceding 3 years (US DHHS, 2000). 

5. The National Institute of Health (2005) identified patterns of high cervical mortality rates among 
African American women living in the South, Hispanic women on the Texas-Mexico border, 
white women in Appalachia, American Indians in the Northern Plains, Vietnamese American 
women, and Alaska Natives. Incidence rates of cervical cancer by state show a low of 5.9 per 
100,000 women in Connecticut to a high of 12.2 per 100,000 women in West Virginia. Mortality 
rates from cervical cancer by state range from a low of 1.3 per 100,000 women in Minnesota to a 
high of 4.1 per 100,000 women in Arizona, District of Columbia, and Mississippi (Women in 
Government, 2006). 

6. West Virginia's median household income from 2002 to 2004 was $32,589, the lowest in the 
nation (US average $44,374), with 16.3 percent of the population living in poverty. Of West 
Virginia's 55 counties, 75 percent are categorized as "rural", with little available public 
transportation. Educational attainment in West Virginia is lower than the national average, with 
75.2 percent of the population achieving graduation from high school (compared to 80.4 percent in 
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the US) and 14.8 percent completing a college degree (compared to 24.4 percent in the US). 
Health literacy, or the ability of an individual to read, understand, and use health care information 
and services, is a serious issue in West Virginia as it ranks 33rd among the US states in percentage 
of lowest literacy level, and 40 percent of rural residents are estimated to be functionally illiterate 
(Mountains of Hope [MOH], 2007). 

7. Tripp-Reimer found that non-Appalachian healthcare providers interpreted common Appalachian 
characteristics in a negative manner as compared with Appalachian providers. Non-Appalachian 
providers viewed the tendency to have large families as a failure to care about the number of 
children they have, rather than seeing large families as being important to individuals of this 
culture. They also interpreted the failure of many Appalachians to finish high school as an 
indication that Appalachians were "illiterate and untrainable" and "less intelligent than other 
people" rather than understanding this behavior in the context of parental discouragement due to 
poor experiences within the educational system. 

8. Fatalism has been defined as "the belief that all events are predetermined and therefore inevitable" 
(Pearsall and Trumble, 2003, p. 507). 

9. Sociocultural dissonance describes the dynamic tension between patient and provider from 
different cultures as they meet in a clinical context where a spectrum of outcomes may occur, 
ranging from hostility and avoidance to mutual agreement and respect (Chau, 1989; Helton, 1995). 
Factors that may reduce sociocultural dissonance include the sharing of cultural information, 
development of a respectful therapeutic alliance between provider and patient, and the 
establishment of mutually agreed upon goals. 

10. Perhaps the male digital rectal examination of the prostate could be perceived as similar to the 
gynecological exam, but this is usually performed by a same-sex provider, and does not entail 
instrumentation, visualization, specimen collection (Pap smear), followed by a bimanual 
examination of reproductive organs. 

11. In ethnographic research, the ongoing and cyclic nature of information collection and analysis 
involves the identification of cultural symbols as well as referents (the thing a symbol represents). 
As culture is considered a complex patterned system of symbols, the researcher probes for 
relationships among these symbols with the help of community participants, which can later be 
used to construct meaning through domain and thematic analysis (Spradley, 1979). 

12. In Agar's text, the term emic is used to describe a native's perspective, and the term etic refers to 
an outsider (researcher) perspective (1996, p. 20). 
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CHAPTER TWO 

Preparing the Framework for Ethnographic Data Collection 

In this chapter, I will discuss the process by which I selected a setting for this 

study, characteristics of this setting, and a brief review of the literature pertinent to 

historical and cultural aspects of the people who are native to the region. Specific 

strategies for engaging participants for formal interviews as well as the collection of 

additional ethnographic data are also presented. 

Selecting the ethnographic field 

The ethnographic field is the research setting in which the study was conducted, 

and consists of a location representing the broader culture and my specific research 

interest in cervical cancer screening (Speziale, 2003). 

Personal communications with the director of the West Virginia Breast and 

Cervical Cancer Prevention program (WVBCCSP) brought to light a county reporting 

exceptional difficulties in enrolling women into cervical cancer screening centers despite 

a disproportional amount of effort from the program staff (C. Mullins and N. Lyttle, 

personal communication, September 26, 2007). According to data collected by the West 

Virginia Breast and Cervical Cancer Program, this county reported lower than average 

penetration rates (the rate of women screened compared to the number of women in the 

county eligible for screening) (WVBCCSP, 2006). The reasons for this disparity were 

unknown. For the purpose of this study, a pseudonym (Marlow County) is used to protect 

the identity of my participants. 
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Historical background ofAppalachia 

The people ofAppalachia are predominantly white and primarily descendents of 

immigrants from Scotland, Ireland, Wales, England, Germany and France, most of whom 

settled these mountainous areas between the 17th and 19 centuries and made their living 

from mining and lumber industries (Purnell & Paulanka, 2003). Through the years they 

have lived along side and intermarried with American Indians who also inhabited this 

region. They came to these mountains for religious freedom, living space, and the ability 

to exert control over interactions with the world outside their communities (Purnell & 

Paulanka, 2003). 

Appalachian regional identity and cultural characteristics 

Within any group, there exists considerable diversity in cultural characteristics as 

well as assimilation into the mainstream American culture. Care must be taken to avoid 

an oversimplified view of any culture, however understanding general cultural 

characteristics can direct professional inquiry toward specific areas of concern. 

Previous literature beginning from the early 1900 s constructed a long-perpetuated 

mythological Appalachia, in which the region is imagined as a "land that time forgot" 

(Anglin, 1992). The inhabitants of this region were characterized as "illiterate barbarians" 

suffering from "poverty, squalor, and ill health" (Ulack, 1982, p726). This romantic 

imagery was used to legitimize intrusion by benevolent workers (mostly missionaries) 

and opportunistic outsider industrialists with an economic agenda requiring large areas of 

land and cheap labor (Anglin, 1992). Twentieth century Appalachian history was a 

battlefield on which issues of cultural power and regional identity were continuously 
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negotiated as inhabitants of this region struggled for representation against dominion 

(Anglin, 1992). 

The extensive Appalachian mountain ranges create relative geographic isolation 

where sociocultural beliefs and behaviors can create an "invisible minority" of 

individuals (Helton, 1995). Although there is considerable heterogeneity among 

inhabitants and communities within the Appalachian region, common core characteristics 

among residents create a distinct cultural group (Helton, 1995; Purnell, 2003; Coyne, 

2006). Views on a regional identity of Appalachia vary by insider or outsider status.1 

Those individuals who perceive themselves to be Appalachians related positive traits, 

such as value of family, pride, diligence, and religion, while those self-identified as 

outsiders related more negative attributes, such as poverty, isolation, poorly educated, 

hillbilly, moonshine, and poor housing (Ulack, 1982). Some Appalachians express a 

frustration with outsiders' response to their local dialect: "If you open your mouth, and 

you have a West Virginia accent or a Kentucky accent, when you open your mouth, your 

IQ immediately drops thirty points - they assume that you're stupid" (Coyne, 2006, p.3). 

Anthropologist Susan Keefe investigated attitudes, beliefs and values that 

contribute to Appalachian cultural identity (2000). Self-identified Appalachian cultural 

characteristics included being: 1) self-sufficient, resourceful, resilient under adversity, 

hard working, and rejecting mainstream ideas of status; 2) of high ethical and moral 

standards, and connected to a conservative Christian world view; 3) anchored in personal 

communities, providing support and security; and 4) dedicated to the traditional ways of 

their grandparents (Keefe, 2000). The concerns of the participants included: 1) the loss of 
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control over one's destiny through increasing dependence on technology; 2) young 

people not learning to assume responsibility early in life; 3) erosion of morals; 4) 

diminished personal interaction within communities; and 5) newcomers, who will bring 

new values, beliefs, attitudes, and behaviors opposite to theirs (Keefe, 2000). 

Additional social and cultural characteristics acknowledged by Appalachians 

include a deep sense of belonging to the land, and they speak passively of "their 

mountains" (Coyne, 2006, p. 3). Next to the land, close family attachments create the 

foundation for Appalachian life, providing a resource for economic and social support. 

Some confide a clannishness and reluctance to share family problems, which are 

considered private matters (Coyne, 2006). Most families are described as traditionally 

patriarchal, with well-defined gender roles and authoritarian parental style (The Rural and 

Appalachian Youth and Families Consortium [RAYFC], 1996). This concept is 

challenged by Coyne et al. (2006) who recognize a recent shift in family structure with 

more equal contributions from both husband and wife due to a changing economy that 

forces women into the workplace. Most sources in the literature conclude that 

Appalachian women control the domestic domain, and provide health education and 

advice to the family (Denham, 2004; Purnell, 2003). 

In the work place or in society in general, women in West Virginia face more 

obstacles than their national counterparts. They have the lowest educational levels in the 

country, and despite being more likely to own businesses , they earn less, and are less 

likely to work as professionals or managers (Institute for Women's Policy Research 

[IWPR], 2007). High school grades and IQ scores have little predictive value of 
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occupational achievement in women from low income and rural environments, where 

strong cultural norms keep the women close to family and accepting of lower importance 

in regard to their own educational or occupational goals (Wilson, 1993). They are also 

less likely to be represented politically as they are less likely to vote. Those women who 

break from traditional norms seem to do so through mentoring by strong role models, 

especially within the family unit (Egan, 1993). 

Appalachian beliefs related to health and health care 

In a miniethnographic pilot study on Appalachian healthcare beliefs, Hansen 

(1990) interviewed five mothers felt to be representative of the community. Data from 

this work identified illness as a cultural norm in Appalachian society. The researchers 

found no general knowledge of conventional preventive health behaviors, and described 

the cultural strategies for preventing illness as avoiding exposure to cold temperatures, 

"keeping the body strong", "eating right", and "taking fluids". The authors report 

Appalachians' negative encounters with the health care system, which include 

"unacceptable side effects of prescription drugs, lack of credibility of the physician, lack 

of control over the system, and the long wait for health care" (1990, p.7). Self-care was 

the treatment of choice for conditions they perceived as minor illnesses, seeking external 

care only when a symptom did not respond to self-care, or might result in death. Small 

studies such as this serve as important precipitants for further research. However, 

significant limitations with this dated study include small sample size and limited 

opportunity for participant observation within the culture necessary to confirm or support 

interview data. 
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Participants in a large, more recent qualitative study on sociocultural factors 

influencing health in West Virginia (n = 31 women and 30 men recruited from five 

counties) acknowledged their low levels of health-related information, and poor health 

behaviors. They recognized that their health beliefs were closely related to their religious 

beliefs and practices, although they did not believe this to be an obstacle to seeking care, 

and did not describe a sense of fatalism toward health (the will of God) as previously 

interpreted by other investigators (Behringer, 2006; Coyne, 2006). Most participants did 

seek medical help when ill, but prayer provided comfort and support during the illness 

(Coyne, 2006). 

Researchers continue to identify issues related to avoidance or distrust of the 

health care system and providers among Appalachians, especially in regard to specialists 

(who might prescribe addicting medication) and foreign-born physicians (relating 

cultural differences as a barrier to developing a trusting, therapeutic relationship) (Coyne, 

2006). Rural social networks are predominantly created through face-to-face encounters 

enhancing familiarity. Familiarity may, in some circumstances, create barriers to 

accessing health care when there is a concern that confidentiality of personal health 

information may be breached by clinic staff gossip in the community (Bennett, 2000). 

There is also a fear of being "taken advantage of by 'the system'", a concept poorly 

explained in the literature, yet critical to establishing trust within the clinical milieu 

(Coyne, 2006; Behringer, 2006). 

Fear of cancer appears in the literature as a deterrent to participation in cancer 

screening examinations in Appalachia. A survey of 130 women (mean age of 53 years) 
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from seven rural Appalachian communities revealed that 35 percent of the respondents 

did not want to know if they had cancer, or were neutral about this information (Sortet, 

1997). A qualitative study examining cancer screening beliefs and attitudes related a 

response of feeling stigmatized by a diagnosis of cancer, which was thought to be a 

"death sentence" in her community (Katz, 2007, pi37). 

There is evidence that those Appalachians who migrate from rural to urban areas 

retain principle elements of their traditional culture (Purnell, 2003). Steckert (1970), in 

her critical ethnography on Appalachian health beliefs in Detroit, warns that even though 

statistics may indicate a change in health care participation, this does not translate to a 

change in belief or attitude. It might simply reflect doing what is acceptable in the new 

social environment without understanding or acceptance of medical advice. These 

findings further support the value of qualitative inquiry in ascribing meaning to health 

care-related behavior. 

To understand the meaning cervical cancer screening holds for women situated in 

a social and cultural context, detailed community observational studies are essential. 

Through active engagement within a community, vital information can be shared by 

women participants regarding Appalachian culture, views on health, sexuality, 

reproduction, and ideas about the body as it is involved in these intimate human acts. 

Exploration of power dynamics across genders, age ranges, races, religions, educational 

achievement and socioeconomic levels within this community can also contribute to 

greater understanding of the hesitancy toward disclosure of sexually related issues. 
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History and Demographics ofMarlow County 

Marlow County, formed in the mid-1800s, is situated in the southern portion of 

West Virginia. This region was part of a group of contiguous counties that separated from 

Virginia after refusing to secede from the Union government in 1863. According to 

historical documents, this area became a safe and profitable destination for freed slaves. 

There were no records indicating the use of slavery in the county, and the active mine 

industry offered opportunity for earned income outside of sharecropping.3 Coal mining 

was the principal source economic prosperity and attracted immigrants from Eastern 

Europe, adding to the population mix of black freedmen and local frontiersmen. 

Once prosperous and thriving, this county was nationally recognized in the past as 

a leader in the state economy because of its coal production. In the second half of the last 

century the coal industry steadily declined, first from the large scale mechanization of 

mining operations (workforce decline), and later through decreased demand for coal as 

outsourcing of steel production to foreign manufacturers became commonplace (industry 

decline) as the nation struggled under the burden of an energy crisis. In the 1970s, 56 

percent of jobs were in mining, as compared with 20 percent at present. As the mining 

industry collapsed, this county suffered the most severe economic collapse and the 

highest level of poverty in the state.3 Faced with declining housing and property values, 

people fled the region. 

Although employment in the coalmines continues to pay the best wages, 

completion of high school and special certification are requirements for job eligibility. At 

the present, Wal-Mart is the largest private-sector employer in the county.3 Individuals 
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from outside the county with higher levels of education and skills are usually hired to fill 

government and social service positions. Currently, only 32.4 percent of adults are 

employed, and 40 percent of residents age 16 to 64 claim a disability.3 

As of 2006, there were 23,882 residents in Marlow County (52 percent are 

female), the total inhabitants declined by 12.6 percent from the previous census in 2000. 

The estimated population density is 51 persons per square mile as compared to the state 

average of 75 persons per square mile. This county holds a diverse population4, a 

continued reflection of the extensive recruitment of labor for the burgeoning mining 

industry during the first half of the twentieth century (Sullivan, 2006). Individuals living 

here are mostly (88 percent) white, but census data report a greater concentration of 

African American residents (10.6 percent) compared to the West Virginia state average 

(3.3 percent).1 

In Marlow County, approximately one third (33 percent) of the residents live 

below the poverty line with a median household income of $19,000 annually (median 

income for West Virginia is $33,993, and $44,334 for the US). According to the 2000 

census report, the average number of persons in a household is 2.4, consistent with the 

state average. Of these households, 51 percent are held by married couples, 15 percent 

are headed by single women, and 27.3 percent are headed by unspecified individuals. 

Only 50 percent of the residents over the age of 25 have completed high school, and very 

few (5.6 percent) hold college degrees. In 2002,19.1 percent of business firms were 

reported as owned by women, significantly lower than the overall West Virginia average 

of 27.7 percent and national average of 28.2 percent (US Census Bureau, 2008). 
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Marlow County has the lowest rate of health insurance coverage in the state, with 

one out of every three residents uncovered. State-wide records indicate this region has the 

highest rate of asthma and arthritis, the third highest rate of obesity, and forth highest 

number of cigarette smokers. Environmental health hazards from mining, illicit drug use, 

mental health problems (depression) and significant poverty rates all contribute to overall 

poor health outcomes for the region.3 

Marlow County's economic situation has considerable barriers to improvement. 

The land is extremely mountainous and at risk for floods, recently experiencing two 

successive floods in 2001 through 2002 that were estimated to have damaged 85 percent 

of the area and cost $64 million in flood relief and cleanup (the same level of devastation 

experienced by New Orleans after hurricane Katrina). Also, approximately 75 percent of 

the land is owned by corporations, many of which are absentee companies that provide 

short term leases to local industry with no long-term commitment. There is no 

mechanism in place to collect and analyze information necessary to determine the most 

secure locations for new businesses or housing. Additional barriers to economic recovery 

include: (1) a dysfunctional leadership, one that does not collect appropriate community 

information, nor collaborates with county residents to establish and prioritize community 

goals; and (2) a weak educational system, with test scores below state and national 

averages, therefore producing an undereducated workforce. 

Data Collection 

Participant selection for interviews 

35 



The use of the ethnographic interview allows individuals in a society to use 

language in order to describe and categorize their experiences in their own terms, thereby 

constructing their cultural reality (Spradley, 1979). I approached participants in this 

research as those who would become my teachers and collaborators throughout the study. 

I anticipated using a stratified snowball design in order to explore issues related to 

cervical cancer screening from the perspectives of both health care providers and the 

women in the community. 

The research design was submitted and approved by the University of 

Pennsylvania Internal Review Board prior to implementation (see Appendixes C and D). 

I also received written support and permission from the Director of the West Virginia 

Breast and Cervical Cancer Screening Program (WVBCCSP) to implement my research 

design (see Appendix E). With the help of my community liaison, I chose to select 

participants in three phases, each representing a separate fieldwork experience in Marlow 

County. Recruitment flyers were prepared for providers and community women 

describing the study and eligibility requirements for each cohort of participants (see 

Appendixes G, H, and I). 

Prior to entering the field, I introduced myself as a doctoral student in nursing and 

explained my research interest to clinic administrators. After a brief discussion about my 

proposed study, I secured written permission from each clinic site supporting my research 

and allowing me to collect data in these locations (see Appendix F). 

In the first phase of data collection, my plan was to visit each BCCSP clinic site 

in the county, observing, speaking with clinic staff, and obtaining written consent (see 
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Appendix J) for recorded interviews with healthcare providers directly involved with 

cervical cancer screening at that site. My goal was to learn from a varied sample of 

providers with different educational backgrounds (such as physicians, nurse practitioners 

and physician assistants) and different clinical practice sites as diversity is essential to the 

construct a comprehensive understanding of provider perspectives. I planned to ask each 

provider to participate in an initial interview for the collection of baseline information, as 

well as a follow-up interview if needed for clarification and validation of information 

gathered during our first interaction. During these interviews, my intent was to explore 

provider knowledge, attitudes, beliefs, and styles of health care practice in relation to the 

women in the community who come to them for gynecological services. Criteria for 

selection of participating providers include: (1) being a licensed health care provider 

(Medical Doctor [MD], Doctor of Osteopathy [DO], Nurse Practitioner [NP], Certified 

Nurse Midwife [CNM], or Physician Assistant [PA]) in the state of West Virginia; (2) 

currently providing cervical cancer screening services; (3) being willing to participate in 

the proposed study. 

For the second phase of my data collection, I hoped to get referrals from the 

participating providers for at least ten women in their patient populations who have Pap 

smears on a regular (every one to three years) basis. I planned to collect demographic 

information and arrange for interviews with these women. I wanted to explore the 

relationships between specific women and specific healthcare providers to identify 

factors that influenced the women's decision to engage (or nor engage) in cervical cancer 

screening. Criteria for selection of these participants include women 18 years of age or 
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older who (1) live in the community; (2) were born and raised in an Appalachian county 

as defined by the Appalachian Regional Commission; (3) are not health care workers; (4) 

engage in cervical cancer screening every 1 to 3 years; (5) speak English; (6) are 

functionally healthy and non-pregnant, as their health condition might affect their insight 

on cancer screening; and (7) are willing to participate in the proposed study. I planned to 

interview and record each woman at least once regarding her knowledge, attitudes, 

beliefs, and experiences in regard to cervical cancer screening as well as about her 

interactions with health care providers and staff in the various clinical sites observed 

within phase one of this study. 

During my third phase of data collection, I planned to ask women who have been 

previously interviewed (in phase two) to refer me to individuals in the community who 

don't participate in regular cervical cancer screening. My intent was to interview and 

record the stories from these women regarding their knowledge, attitudes, beliefs and 

experiences (if relevant) regarding cervical cancer screening to note any significant 

difference between information from women in the two phases. The same eligibility 

requirements would be used for women in this phase as were identified in phase two, 

with the exception of screening participation. 

My goal was to reach data saturation within three months of field exposure. I 

understood that throughout each phase of my field experience, ongoing participant 

observation might lead me to undesignated or unanticipated informants who are able to 

contribute valuable information related to my research questions. I anticipated that 

interviews with additional participants (such as spouses, family members, clinic staff, and 
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community or religious leaders) might supplement the population of providers and 

women described above. 

Data collection 

Demographic data: Prior to each formal interview, demographic data were 

collected from each participant. The data for health care provider participants included: 

(1) age; (2) educational preparation and specialty; (3) years of clinical practice, and status 

of current practice (full time or part time); (4) religion; (5) residence within or outside the 

patient community; (6) region of birth and childhood upbringing (see Appendix L) The 

data for women participants included: (1) age; (2) residence (county, length of time, 

household composition); (3) region of birth and childhood upbringing; (4) number of 

years of formal schooling; (5) marriage or partner history; (6) employment outside the 

home; (7) total range of family annual income; (8) access to and use of a regular health 

care provider; (9) available health insurance; and (10) an obstetrical and gynecological 

history (see Appendix M). 

Interviews: All formal interviews were semi-structured, open-ended, and in-depth, 

lasting approximately 1 hour, and took place in a location chosen by the participant. 

Based upon my review of the literature related to this study, initial interview guides were 

constructed to facilitate discussion in each phase (Appendixes N and O). Due to the 

cyclic and ongoing analysis of my study data, the interview guides were fluid in nature, 

continuously shaped by information learned in the field to date. With permission granted 

through written informed consent (see Appendixes J and K), the formal interviews were 

digitally recorded, and transcribed for analysis by a professional transcription services as 
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well as trained transcriptionists located within the University of Pennsylvania School of 

Nursing. Information obtained from conversations with clinic staff and community 

members was recorded in my field notes. 

Artifacts. Artifacts to be collected would include (1) cervical cancer literature 

developed and distributed by the WVBCCSP; (2) related newspaper and magazine 

articles; (3) regional statistics related to screening, cervical cancer incidence and 

mortality; (4) correspondence from WVBCCSP related to clinical sites; (5) public service 

announcements and media broadcasts; and (6) community history and characteristics. All 

artifacts would be placed in a designated study archive. 

Field notes. The term field notes is used to describe experiences, observations, 

and personal insights that are recorded by a researcher in the field (Speziale and 

Carpenter, 2003). My field notes provided critical data for this study in regard to 

conversations and behaviors, interpretations, personal thoughts and feelings, and analyses 

of these experiences. This reflexive process of writing in the field helped me to clarify 

and understand observations, therefore allowing a heightened or more acute sense of 

hearing, seeing, and participating within the community. Throughout the field component 

of this study, field notes were kept in a notebook with two columns: (1) one for my 

recordings of objective data, such as conversations and observed behaviors with 

corresponding analysis for patterns and emerging concepts; (2) the other as a subjective 

reflexive record of my personal thoughts, feelings, and biases in regard to field 

experiences, which might influence the nature and findings of this study. Together, these 
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data provided a record of my role as a research instrument of observation (Roper and 

Shapira, 2000). 

Attaining access to participants 

In order to gain access to the residents of Marlow County, I sought help from a 

social worker in the county WVBCCSP program. This individual agreed to work with me 

on this study as a community liaison for the purpose of participant recruitment. Through 

her assistance, I received a list of all the healthcare practices and providers participating 

in the WVBCCSP program. Using this list, I telephoned all sites to obtain permission for 

observations and interviews with providers and staff at each location prior to my arrival 

in the county. All clinics gave written consent for participation in the study, and 

appointments were scheduled with all providers. 

There were seven BCCSP clinic sites distributed throughout the county. One 

clinic was located within a community hospital, one in the county health department 

building, three were in branches of a larger health association, and the remaining two 

were situated in a rural medical clinic and its more remote satellite office. The providers' 

educational backgrounds were greatly varied, and consisted of physicians, nurse 

practitioners, and physician assistants. Ages varied widely as did years of professional 

practice and sex. Due to the emphasis on provider-patient relationships, I felt it was 

critical to have a varied sample of clinicians in order to determine if there was a 

difference in how educational orientation and preparation influenced the therapeutic 

relationship. 
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1. For the purpose of this study, I reviewed research data primarily focused on insider perception of 
cultural characteristics. These data do not reflect a critical comparison of Appalachian cultural 
characteristics with those of other cultures. 

2. This statement is indicative of women in West Virginia in general, and not to be confused with 
statistics related to women in Marlow County, whose business ownership is lower than state and 
national averages. 

3. The reference has been omitted in order to maintain anonymity for the location. Please contact the 
author to request details regarding this citation. 

4. American Indian and Alaska Native persons comprise 0.2 percent of the population (identical to 
the overall state average), but Hispanic (0.6 percent) and Asian persons (0.1 percent) are reported 
as lower than state average (0.9 percent and 0.6 percent respectively). Persons identifying more 
than one race are estimated at 0.8 percent, similar to the state average of 0.9 percent (US Census, 
2008). 
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CHAPTER THREE 

Evolution of Data Collection 

In this chapter, I will present the natural evolution of the information-gathering 

process as it unfolded during the time this study was undertaken. 

Data Collection in the Ethnographic Field 

Entering the community 

Prior to entering the ethnographic field, I secured an apartment in the most urban 

center of the county with the help of an administrative worker from the community 

hospital. The process of finding a place to live in the field for three months proved a great 

deal more difficult than I had anticipated. The few motels in the area were completely 

booked by visiting laborers working on the construction site of a new prison. During my 

many phone calls to clinics for the purpose of obtaining consent, one of the 

administrators offered me her furnished 'mother-in-law' apartment to rent, which was 

located above her house. The relationship with this woman became extremely valuable as 

the study evolved, and she became committed to helping me with this research. She took 

on the role of my most reliable community liaison, educator, cultural interpreter, and 

chief recruiter of community women participants. She became my key informant who 

helped me become locally appropriate as well as informed. In order to protect her 

identity, I shall refer to her as Abby. 

I moved into the apartment in February 2009, with the understanding that I would 

be able to come and go throughout the next three months as needed in order to complete 

the study. The apartment was situated in a solidly middle-class neighborhood about a 
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mile north of the community hospital. "This is where the professionals live" Abby 

remarked. Well-maintained houses on neatly-kept grounds lined the street that ascended 

steadily up a mountain. 

My first day in town, Abby drove me through the surrounding area, orienting me 

to locations for groceries, gas stations, and shopping centers in relation to the nearest fast 

food sites. "The drug store is right across from the McDonald's, and the grocery store is 

next to the Wendy's. And if you turn down the road where Subway and Pizza Hut are, 

you'll get to the clinic." As we passed through the center of the city, I noticed that most 

of the buildings were deserted and deteriorating. The few sites showing activity were the 

bank, cinema, and courthouse. On this first trip, it was difficult to recognize some of the 

smaller businesses that persevered tucked in among the ruins that once made up a busy 

city. Two recent floods had destroyed the center of town, and there were no adequate 

resources to restore it. On the outskirts of town, grand old mansions in various states of 

disrepair stood on a hill overlooking the road, reminders of previous prosperity. 

I had the distinct feeling of being the other as I moved about in the community. 

Although my appearance was not strikingly different from any other woman there, I was 

noticeably disoriented, and my speech placed me as an outsider. Once I began to talk, 

people identified me as a visitor, showed polite curiosity, and were generally helpful. I 

was an unknown in a town that does not usually deal with tourists or other unfamiliar 

people. According to Abby, most of the people who live here have been born and raised 

in this town, rarely traveling outside their immediate communities. I learned to reconsider 

how I ask questions such as "Are you from around here?" as a frequent answer would be 
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"No, I'm from ", a small community less than ten miles away but considered 

uniquely different by the residents. 

Phase one 

During the first phase of my data collection, my objective was to gather 

information related to how the healthcare providers felt about their role in cervical cancer 

screening services to the women in this community. To accomplish this objective, I 

visited each of the seven clinics, recorded general observations and conversations with 

clinic staff in my field notes, and conducted formal interviews with clinicians who 

provided cervical cancer screening. Prior to arriving at the clinics, I telephoned an 

administrative liaison at each clinic (selected by the BCCSP social worker) to reinforce 

previous information related to my identity and the nature of this study. They had 

advance knowledge about this research through the BCCSP social worker as well as my 

preliminary work to establish clinic consent for participation. We arranged days for my 

visits as well as times for provider interviews. All participants involved in formal 

interviews were informed of the study purpose and gave written consent for the recorded 

interviews. All interviews were conducted during a regular workday in an office location 

chosen by the clinician to allow privacy and minimize disturbance from support staff 

during clinic operations (see Appendix D). 

Clinic A: The first clinic I entered to observe and conduct interviews was situated in the 

community hospital where Abby worked. In the past, this hospital was one of three busy 

healthcare centers, and it primarily served the local miners and their families. After the 

dissolution of the other hospitals, this center underwent a number of transformations but 
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remained "the place where poor people go" from the perspective of the county residents. 

This hospital has approximately one hundred beds, but half are dedicated to patients 

requiring long-term care. The building is a two story structure that sits on a rise of land, 

keeping it securely above flood level from the nearby creek at the base of a mountain. 

The parking lot was packed to overflowing. Staff members and patients clustered outside 

the entrance to smoke. 

Once inside the main door of the hospital, I noticed people crowded in a small 

waiting room to the side of the hallway. They sat silently as they waited to be called into 

any one of the many clinics located through doors on either side of the hall. There were 

no pictures on the walls, nothing to break up the neutral color that appeared to blend 

ceiling, walls, and floor together. As I walked down the corridor, there was a man 

holding up a young boy as he vomited on the floor; the man seemed to be looking for 

help which never came. There were no chairs in the long hallway (except for the 

occasional wheelchair) and the people stood along the walls, waiting. Staff members 

remained behind doors for the most part, but occasionally stepped out to call a name. 

The obstetrics and gynecology clinic was located at the end of the hallway. It was 

a small space, occupied by two desks for the nurses, which were cluttered with charts, 

forms, and a computer. File cases were positioned carefully against the desks to 

maximize the remaining space, which would allow only one additional chair for a patient. 

The small portions of exposed wall held pamphlets on nutrition and other health-related 

subjects primarily related to pregnancy, plus a large poster from the West Virginia Breast 

and Cervical Cancer Screening program. The message on the poster claimed "There's 

46 



strength in knowing if you're cancer free," and showed two African-American women, 

the younger with her arms around one who might be her mother. The clinic offered 

services to women on weekdays and by appointment only. It is staffed by two nurses and 

two physicians, all of whom rotated between the outpatient clinic and the inpatient 

department upstairs. The nursing supervisor of the clinic estimated that 60 percent of 

their patients came for gynecological services and 40 percent sought prenatal care. 

A woman in her twenties came in for her gynecological appointment, and was 

seated at one of the nurses' desks. A nurse quietly reviewed her history and present 

concerns, logging pertinent information into the computerized medical records. The 

woman's husband stood, leaning against the wall and reading pamphlets from the 

display; he seemed uncomfortable overhearing the explicit conversation between nurse 

and wife. While the woman signed a consent form to receive care, the nurse showed me 

where this care would be given. Two doors directly opposite the nurses' desks opened 

into spacious examination rooms complete with high-quality, technologically-advanced 

equipment. I was surprised to see the state-of-the-art electronic exam tables and the 

sophisticated colposcope. Appearing very utilitarian, there was little here in the way of 

esthetics or symbols of comfort for woman as she was shown in and asked to undress. 

During this first phase of the study, formal interviews took place with both 

physicians, and notes from conversations with the nurses and additional staff were 

recorded in my fieldnotes. Both physicians were foreign-born, and neither lived in this 

county. They both expressed concern regarding communication with patients due to their 

pronounced foreign accents when speaking English, and both relied on the nursing staff 
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to relate medical information during clinical examinations. Neither provider appeared to 

have more than a superficial familiarity with the community, and seemed more 

comfortable speaking of the technical aspects of their work. 

Over the next three months, I visited this clinic frequently because of the nurses' 

interest in my research as well as their willingness to talk to me about the clinic and 

women who came there for care. The nurses spoke candidly about their jobs, the 

physicians with whom they worked, and the health needs of their patients. These nurses 

also became links to other hospital staff who offered valuable insights to the attitudes, 

beliefs, and behaviors of women in the community in regard to seeking (or refusing to 

seek) reproductive healthcare services. One such individual was the nurse manager of the 

floor designated for women's healthcare-related hospitalizations; she was considered an 

expert on women and their reproductive health due to her decades of work in this 

specialty, and willingly shared her thoughts about this subject with me. 

Clinic B: The next clinic I visited was located approximately ten miles from the hospital. 

The drive to this site took me through a series of small communities connected by a 

winding, well-maintained road cutting across the mountain. Many of these communities 

consisted of twenty to thirty similar houses lined up very close to the road, a defining 

characteristic of traditional coal camps. Several of the houses were deteriorating and in 

need of considerable repair, and some simply abandoned and left to collapse. The clinic 

itself was in the center of the next town, and was conspicuous in its size and 

contemporary architecture. A one storey structure, the new clinic sprawled across an 
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immense parking lot with extensive connecting handicapped-access ramps and large 

wooden stairs leading to the entry. 

As I stepped through the front door of the clinic, I entered a spacious waiting 

room that was flooded with natural light from the large windows along the walls. 

Comfortably cushioned chairs were arranged carefully, and live plants were interspersed 

as green accents to the soft maroon colors of the furniture and carpets. On the left side of 

the room was fireplace topped by a gilded mirror and flanked by more seats. The walls 

held framed vintage photos of coal mines and historic buildings from the region. In a 

corner, a young mother played with a toddler in the designated children's area. The 

magazines had titles such as Fortune, Money, Southern Living, and Sports Illustrated. 

Wall racks held pamphlets about common health issues related to blood pressure and 

cholesterol, and I was surprised to see five different flyers on the subject of domestic 

violence among them. This waiting room was not crowded, but the individuals seated 

there appeared more affluent from their dress and grooming than those in the hospital 

setting. 

The waiting room wrapped around a central glass-paned reception office where 

three women collected information from the prospective patients, taking great care to 

maintain confidentiality. After introducing myself, one of the receptionists ushered me 

through a door leading to the clinic area and into the office of the clinic administrator, 

where the purpose of my research was reviewed. The clinic area was as thoughtfully 

decorated as the waiting room. This site had eight examination rooms, and employed two 
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physicians and two nurse practitioners, with only one of each type of provider directly 

involved in cervical cancer screening. 

The administrator was a young and enthusiastic nurse who had previously worked 

on the women's health floor at the hospital, and she eagerly provided me with 

information about the community and this clinic. Both providers (MD and NP) gave 

written consent for interviews after being fully informed regarding the nature of the 

study, and the interviews were conducted in their private office space. These interviews 

were scheduled during the clinic workday at the preference of the clinicians, and 

subsequently there were a number of interruptions, and the time we had to speak together 

was limited to less than one hour. Both providers were either present or past residents in 

this community, and could identify and articulate contextual information related to the 

lives of the women who came to the clinic for healthcare. 

Clinic C: The third clinic site I visited was located in the county health department and 

very near to clinic B. It was an older structure with the distinct appearance of a 

government building (such as a post office), situated on an ample parking lot along the 

main road. Upon entering, the waiting room was large and empty except for a few metal 

folding chairs bordering the walls, and two folding tables holding piles of used clothing 

available for community residents in need. A young woman in shorts and bedroom 

slippers rummaged through the children's clothing and selected a dress for her daughter. 

Although the general feel of the waiting room was as drab as its grey-blue color, there 

were decorations hung along a bulletin board in celebration of Valentine's Day. The 

reception area was behind glass windows with scooped-out sections at the bottom of the 
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panes allowing papers to be passed through. The reception staff members were 

professionally dressed in lab coats as they greeted me and led me through to the clinic 

area. They were polite, but not enthusiastic at my presence. In the hallway on route to the 

clinician's office, large colorful posters displayed health promotional messages, and 

tables full of health educational material flanked the walls. Among the largest of the 

posters were those from the BCCSP showing three generations of women smiling above 

the caption "You care for others.. .take care of yourself, too." I did not have the 

opportunity to observe the exam room here. 

The clinician at this site was a physician assistant, a pleasant middle-aged woman 

who agreed to be interviewed for this study in the privacy of her office. She spoke 

happily about her work and the women for whom she cared. She made it clear that she 

was an active member of the community and felt an obligation to speak with other 

women (often her friends and neighbors) frequently about the need for regular Pap 

smears, regardless of the social circumstances under which they came in contact. She 

boasted of a very small no-show rate for appointments, but she worked very hard to 

recruit and remind women of the need for preventive healthcare. About halfway through 

the recorded interview, the nurse manager of the clinic abruptly entered the office and 

proceeded to relate her feelings about cervical cancer screening at this particular site. I 

acknowledged her wealth of information, jotted down some notes, and continued 

speaking with the clinician until the interview was completed. 

Clinic D: My journey to the next clinic took me over miles of narrow roads consisting 

mostly of hairpin curves and switchbacks. With steep mountainsides to my right, deep 
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drops to my left, and no shoulders on the road, I learned to listen carefully for signs of 

approaching coal trucks as visibility around this voluptuous landscape was limited. 

Traveling through the mountains and down to the southernmost portion of the county, the 

territory became significantly more rural. Stretches of forest and fields connected small 

villages consisting largely of very modest homes and trailers. Another segment of road 

took me past one of the few remaining active coalmines, with bulldozers digging along 

the surface as well as men tunneling in the shafts below. The coal dust could be seen 

hanging in the air and settling along the plants at the roadside. 

This forth clinic was located in a long, one-storey grey building next to the 

roadside. "Free Women's Health Clinic" was announced on a large sign by the entrance. 

The waiting room was empty except for a few chairs against the wall. Simple racks on 

the walls held familiar pamphlets on various health topics, but there were none visible on 

Pap smears and cervical cancer screening. No decorations or music warmed this sober 

atmosphere. The reception area was directly across from the entrance, and the 

receptionist came to the counter as I approached. The office space could be seen over the 

reception counter, and appeared neat and organized. I was lead to a modest office space 

in a deserted hallway to interview the PA who provided the cervical cancer screening at 

this site as well as its satellite clinic. A poster from the BCCSP with the caption 

"Knowing could save your life" hung on the wall opposite the office. Despite the clinic 

signage on the building, I was informed that cervical cancer screening was infrequently 

done at this site, and the primary emphasis on care given here was family practice. 
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Clinic E: This fifth site was the satellite practice for clinic D, and was located in a 

more remote southwestern territory. Only one main road connected the two clinics, 

threaded through increasingly distant and noticeably more impoverished communities. 

Houses in need of considerable structural repair were interspersed with many mobile 

homes, some with holes cut through the roof to allow the escape of smoke from coal or 

wood-burning stoves inside. Domestic detritus cluttered porches and lawns with more 

frequency in these villages, and an assortment of litter floated at the edges of the river 

that ran parallel to the road. 

The clinic itself was a storefront property prominently situated on a corner lot as I 

came into the town. A large sign on the side of the building advertised "Free Women's 

Health Clinic" and listed an extensive number of gynecological services underneath this 

heading. The waiting room here was small and crowded with people seated along the 

walls, quietly waiting for care. The room was bright with daylight entering the large front 

windows, and held only minimal essential furniture. Behind the reception counter, I could 

see the chart racks and working spaces of the staff. This employee space was clean and 

tidy, and decorated with personal items that created a sense of warmth as opposed to the 

bare, strictly functional waiting room. The receptionist was abrupt and looked extremely 

busy as she referred me to speak with the PA regarding services at this clinic. A 

physician could be seen working on charts at a desk, and no opportunity was presented 

for me to speak with him at this time. 

The physician assistant who provided the cervical cancer screening services at 

Clinics D and E was a recent graduate who had been working as a healthcare provider for 
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less than a year. She moved here from the state capital city, and spoke of her 

disappointment in being forced to work in this community as her lack of clinical 

experience prohibited her from work in an urban setting. Although she did some 

gynecological care, this was not an area of interest to her. 

Clinic F: The next clinic visited was located in the easternmost portion of the county. The 

journey to this center was made upon a larger road with considerably heavier traffic. 

Passing through a steady flow of denser populated towns, I noticed communities busy 

with the process of reinventing themselves. New restaurants and shops could be seen 

along the road, along with visitor centers, historic displays, and buildings housing various 

professional practices. There were numerous billboard advertisements, things 

conspicuously absent in the more rural locations in which I had been traveling to reach 

the other clinics. One particularly large billboard announced "You need to know" and 

held the now-familiar logo of the West Virginia Breast and Cervical Cancer Screening 

program. Across the bottom of the advertisement ran a large pink banner that told of 

"Free Cancer Screenings" and provided a phone number to call for information about 

these services. 

This clinic was nestled in between commercial buildings in a thriving section of 

the town. Identified by its signage as a healthcare center affiliated with Clinic B, its 

presentation was easily congruent with the former clinic. It was attractive and 

contemporary building with a reasonable parking area situated on well cared-for grounds. 

The waiting room, although not as lavish as that in Clinic B, was bright, colorful, and 

tastefully decorated with artwork. The seating was comfortable, and current magazines 
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were available to occupy the time of those who wait for care. Soft music came from 

overhead loudspeakers. A large reception area was visible behind glass windows taking 

up the entire right side of the waiting room. Staff members were professionally clothed in 

scrubs and lab coats, and addressed all individuals using the respectful Miss, Misses, or 

Mister. 

During this visit, I was greeted by the clinic administrator and nursing staff. The 

community social worker who was my established liaison in the county had arranged for 

us all to meet and discuss the research purpose and future recruitment of women 

participants. The staff appeared genuinely interested and supportive of this work. They 

extended an offer to give me a brief tour of the clinic, which I gratefully accepted. The 

clinical area was equally as warm and comfortable as the waiting room. As this was the 

middle of a busy day of practice, I did not explore inside actual exam rooms. As this site 

was a facility associated with Clinic B, they shared the same healthcare providers, 

therefore eliminating the need for any additional formal interviews at this site. 

Clinic G: This healthcare center was perhaps the most different in terms of its location 

and delivery system. It was another affiliate associated with Clinic B and F, and housed 

in a recently constructed high school. Although it provided primary care services to 

students during the school day, it was open to residents of the community in the late 

afternoon and some evenings. Cervical cancer screening was a common part of the care 

here. To arrive at this location, I had to drive a few miles from the community hospital, 

and then ascend a steep mountain by way of a small secondary road. The high school was 
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a large compound of buildings on the very top of the mountain, and the health center was 

a clearly separate annex. 

This center was constructed three years ago, and had a clean, contemporary-chic 

appearance unlike the stylish hominess of its sister clinics. Sun flooded into the small but 

colorful waiting room where two teens lounge comfortably on cushioned chairs reading 

magazines. Framed artwork and live plants made the room look like an urban salon. The 

reception area was an open space behind a counter in which two women busily occupied 

themselves with charts and computer entries. I was greeted warmly by one of the 

receptionists, and escorted back to the clinic area to speak with the nurse practitioner. The 

clinic area was tastefully painted and decorated, consistent with the attention to comfort 

found in its affiliate centers. The NP who was the sole practitioner here was a pleasant 

middle-aged woman from the community who had worked as a registered nurse in the 

area for the majority of her career. Although she had been functioning as an NP for only a 

few years, she appeared passionate about the services she provided, and eagerly 

participated in a lengthy interview. 

Comments on clinics and providers: These seven clinics were located to serve residents 

in the north-central, eastern, south-central, and south-western areas of the county. A large 

portion of the western and north-western territories within this county had no healthcare 

services identified as participating in cervical cancer screening programs. These unserved 

areas were described by the social worker as extremely rural, isolated, and culturally 

different from the locations visited during this study (details regarding some of the 

differences will be described in Chapter Four). 
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Despite arrangements for provider interviews prior to fieldwork, some 

appointments had to be renegotiated when I arrived in the community due to variations in 

provider schedules. Although the interviews were conducted during a workday to 

accommodate the requests of the providers, I found it difficult to control the interruptions 

and occasional premature closure of our discussions due to unexpected demands from the 

work environment. However, most of the clinicians appeared very willing and often eager 

to share information related to the purpose of this study, and provided contact 

information for future questions or clarifications that might arise as my work progressed. 

All clinics and providers agreed to assist me in locating women who receive regular Pap 

smears for the second phase of the study. 

Due to the necessity of scheduling my visits while the clinics were actively caring 

for patients, my ability to observe examination rooms was significantly limited. These 

observations could have produced additional contextual information related to 

perceptions women might have related to a gynecological exam. Conversely, these 

observations could potentially alter my ability to accept the experiences of women from a 

relatively unbiased perspective. In my acculturation as a clinician and as a white, middle-

class women from the suburbs, my visual cues within the exam room environment might 

be significantly different than those of the women in this community. 

Phase two 

My goal for this phase of the study was to speak with women in Marlow County 

who regularly participate in cervical cancer screening, hoping for diversity in age, race, 

and socioeconomic backgrounds of participants. During my previous visits to the BCCSP 
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clinics, I had been welcomed and reassured of their cooperation in referring me to women 

within their patient population. However, during the short period of time in which I had 

to return to Philadelphia, a major television network broadcasted a special on "A Hidden 

America: Children of the Mountains", emphasizing squalid living conditions, abject 

poverty, poor nutrition, toothlessness, drug addiction, and illiteracy in Appalachian 

Kentucky. The network stated its objective as one of raising public awareness of the 

considerable problems faced by residents in a rural community. The people in Marlow 

County, West Virginia perceived this television show as an unbalanced representation, 

exploiting an impoverished region while perpetuating stereotypical notions about 

Appalachians. Upon my return to the area, I discovered that many people here were 

deeply offended. 

The first few days back in the county, I drove to each clinic on multiple occasions 

to secure a list of potential participants for this phase of the study. I gave each clinic 

recruitment flyers for the purpose of identifying suitable candidates for participation in 

the next two phases of this research (see Appendixes H and I). I was unable to 

communicate with the clinics by phone as I did not have access to a landline, and cellular 

coverage was spotty and unpredictable. I decided from previous experience that phone 

calls were not the most reliable way to get things accomplished in these communities; it 

was the face-to-face contact that established relationships and negotiated allies for this 

work. I spent the majority of my day driving throughout the county, and became 

increasingly familiar with the small towns where I would stop periodically for meals, 

shopping, and conversation. 
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My first return visit was to the clinic in the community hospital, a site where I felt 

I had established a rapport with the nurses and administrators. A new nurse sat behind the 

desk in the clinic and sharply stated "Are you going to go back and tell everyone that 

we're a bunch of toothless hillbillies?" I located one of the regular clinic nurses that I had 

spoken with on several previous occasions, and she stated that clinic hours had been 

greatly reduced as one of the physicians had just resigned. The remaining physician 

needed to focus most of his work on the acute care floor in the hospital, and the clinic 

provided services when time was available. I was invited to return periodically to see if 

any women scheduled for clinic services might be willing participants, which I did. 

However no women were recruited from this site. Most of my time here was spent 

educating the nurses about the nature of cervical cancer and the significance of screening 

at their request. They admitted limited knowledge about this health matter, and felt 

inadequate to answer the questions brought to them by patients in the clinic. I had limited 

interaction with nurses at other clinic sites. Although I offered to share educational 

material on cervical cancer and screening at each site, only the nurses in the hospital 

clinic sought this information. 

When I returned to Clinic B, where I had been so warmly welcomed on my 

previous visit, I was treated in a polite but distant manner and told that the clinic 

administrator was busy. I was informed that I may not speak informally with women in 

the waiting room about cervical cancer screening, and they could not help me with 

referrals from their patient populations because of confidentiality policies. 
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I was no more successful in Clinic C, although the nurse manager stated she 

would look through her files for suitable participants. The clinician was not in the office 

and therefore unavailable to meet with me. No referrals came from this site throughout 

the study. 

The physician assistant who worked in Clinics D and E promptly arranged for 

interviews with women from the patient database, and offered space in Clinic D for the 

interviews to be conducted. These participants had been contacted by the office staff, told 

the nature of the study, and asked if they would be willing to participate. Both women 

gave written informed consent for the recorded interviews, and disclosed information 

about their experience with cervical cancer screening enthusiastically. 

The social worker from the BCCSP program arranged for me to meet with the 

staff of Clinic F and discuss recruitment strategies. Although the staff was polite and 

offered assistance, no women were recruited from this site. The social worker whom I 

had relied upon for help spoke with me candidly about her worry that the true nature of 

my study was to find problems within the BCCSP clinics. Although I reassured her that 

this was not the case, she did not appear convinced and asked that I bring any clinic 

problems to her attention before reporting back to the state BCCSP office. 

The staff members at Clinic G were pleasant and helpful as they searched for 

appropriate patients for this study. One woman from this practice site was willing to 

participate after receiving information about the nature and purpose of the research. The 

clinic provided private space in a conference room for the recorded interview. Although 
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the woman appeared to understand the purpose of the interview and gave written consent, 

she seemed reluctant to disclose much pertinent information. 

I became progressively frustrated and alarmed about the failure of my anticipated 

approach to recruit participants for the remainder of my study. I could understand the 

community's defensive reactions to outsiders conducting any sort of investigation, but 

my confidence as a researcher was considerably diluted. I needed to remind myself that 

trust is a fragile thing and must be continuously earned. At this point, I spoke with Abby 

regarding my concerns, and asked for her advice. She provided a contact with a personal 

friend who supervised a fitness center located next to the county health department and 

associated with Clinic B. I arranged a meeting with the supervisor and informed her of 

the study and my need for community women participants. She became a key recruiter 

for participants in both remaining phases of this research. 

The fitness center was housed in a storefront building converted to accommodate 

a few treadmills, stair steppers, elliptical machines, and free weights in the small, well-

kept main room. Posters on the wall and flyers on the counter behind the reception desk 

contained information on healthy diets and physical exercise. Most of the fitness center 

members present were middle-aged or older during my multiple visits to this site. Two 

women who regularly engage in cervical cancer screening were recruited by the 

supervisor, and arrangements were made for the recorded interviews to take place in a 

private meeting room located in the building for the convenience of the participants. Both 

women gave written consent for the interview, and both appeared to respond comfortably 

to my questions during our recorded conversations. 
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Comments on phase two: As I developed relationships with Abby, nurses, social workers, 

and other individuals in the community, it became apparent from the information they 

shared with me that I needed a deeper understanding of the context of women's lives 

throughout the county. There was considerable variation in economic situation, social 

networks, available health services, and cultural perspectives among the settings in which 

these women lived. My interview guide was adapted to include a general question asking 

what it is like being a woman in that particular community. In the final phase of data 

collection, the answers to this question increased my understanding of how these women 

developed priorities for actions in their lives, including preventive healthcare behaviors. 

Phase three 

My goal for this portion of the study was originally that of interviewing women 

who rarely or never engaged in cervical cancer screening for the purpose of exploring 

factors that might account for lack of participation in this healthcare service. However, 

this goal had to be adapted to compensate for the low number of women participants 

interviewed during my second stay in the county. I now needed to continue recruitment 

of women of screened women as well as those who have been unscreened. The clinics, 

functioning as gate keepers for the protection of their patients, could not be relied upon 

for referrals. My community liaisons were now critical to the completion of this study. 

I returned to the community after a two week absence, and spoke with Abby and 

her friend, a social worker serving many remote areas of the county. I was given 

additional recommendations for recruitment of women participants, and both Abby and 

this social worker arranged interviews with women of their acquaintance who met the 
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study qualifications. One woman was a non-medical employee of the hospital, and 

arrangements were made for the interview to be conducted in her private office space. 

Three women from a local parenting group known to the social worker were recruited, 

and interviews were conducted in a private area within the community building where the 

group met for educational programs. Two more participants were recruited from the 

fitness center, and their interviews took place in the private meeting room that had been 

used previously at this site. I gave flyers describing the study and participant recruitment 

criteria, to both Abby and her friend, who distributed them in appropriate places t 

throughout the community. However, no women directly responded to the flyers; 

recruitment occurred solely through the face-to-face efforts of my community liaisons. 

Among the recruitment strategies discussed with Abby and her friend, the one I 

found most difficult to do was to introduce the study in casual conversation with people 

as I shopped or ate at diners. I learned to trust my cultural brokers as this approach not 

only explained my presence in a community, but gave the women a chance to present 

questions before being asked to participate in research being done by an outsider. During 

a brief conversation with a store clerk one afternoon, another woman in the store 

commented on my accent, asked where I was from, and wanted to know what brought me 

here. The discussion that ensued was lively and attracted another woman shopper. One of 

these women had worked for the Child Protection Agency (CPA), and began to tell me of 

her experiences dealing with unfortunate family conditions in the more remote areas of 

the county. Essentially, she said I needed to know how women lived to understand the 

choices they make in their lives, including healthcare decisions. She suggested I speak 
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with the manager of the CPA for a perspective of life outside the city, and arrangements 

were made for an interview with this individual. 

I met with the manager of the CPA in a private office inside a residence for 

children who have been removed from their homes due to severely dysfunctional family 

lives. The manager spoke candidly about the economic hardships of those people living 

in the most rural areas of the county, and the alternative attempts to make money through 

the illegal sale of prescription narcotics. Excessive alcohol consumption, domestic 

violence, selling of young girls to older men, and forced isolation of women were 

becoming more problematic in these areas, requiring intervention by this agency. He 

urged me to speak with women at the safe house for victims of domestic violence in 

town, hoping that my perspective on women's lives would be broadened by the 

experience. 

Abby and I talked about this interview uncomfortably at first, both of us not 

wanting to expose situations that could perpetuate the Appalachian stereotypes that were 

so damaging to this community and its efforts to restore economic growth through tourist 

attraction. Abby's friend, the social worker who had spent 20 years among the lives of 

the people in these rural areas, corroborated the stories from the CPA, and strongly 

encouraged me to visit the safe house. Abby telephoned the director of the safe house, 

and arrangements were made for my visit. Six women from the site volunteered to 

provide me with recorded interviews for my study with the understanding that their 

names would be kept anonymous and their location unidentified. All interviews were 

conducted in a private office, and all participants were reassured that they could conclude 
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the interview at any time if they became uncomfortable with the discussion. An 

unrecorded interview with the director of the residence was also arranged during this 

visit, and I kept detailed notes in my field journal. 

By this point in the study, I had reached data saturation from the women who 

participated in cervical cancer screening programs. All of the women I had spoken with 

had been from larger communities located in the central part of the county. After the 

previous seven interviews, I recognized the need to speak with women in more rural 

environments. After a long consultation with Abby and her friend, we decided on the 

safest rural town in which I could travel and recruit participants. This area was known for 

heavy illegal drug and alcohol use, violence, high teenage pregnancy rates, low literacy 

levels, and snake-handling religious congregations. 

To reach this small rural town, I had to drive only a few miles past the remote 

satellite branch clinic I had visited on another occasion. Houses in various states of 

disrepair outnumbered their tidier neighbors as they all clustered together along the 

roadsides. There was only one commercial building, a gas station with a convenience 

store inside, immediately visible as I drove into the town. A trailer with a florist's sign 

came into view among the homes, and I pulled into the lot hoping to strike up a 

conversation that would lead to more study participants. The owner of the small shop was 

a middle-aged woman who was open and friendly, as well as curious about my visit. I 

explained the purpose and nature of my study, and she became remarkably enthusiastic as 

she offered to help me recruit women for interviews. Over the next few days, I conducted 

and recorded interviews with four women in their homes, and spoke with a group of 
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women informally who packed into the florist shop when the owner mentioned I would 

be returning. I had made arrangements for an additional interview, but when I arrived at 

the house her boyfriend would not allow me inside. 

The women from this community were spirited and outspoken in their desire to 

see change in the community, especially in the healthcare system available to them. They 

spoke of poor schools, neglectful law officers, crime, drugs, poverty, and death. Ill health 

was widespread, and the nearest clinic had a physician who refused to examine women 

because of his religious faith. One woman had repeatedly asked for the advertised free 

pap smears only to be turned away after being told that service wasn't available anymore. 

They buzzed with outrage and pleaded with me to speak out to the healthcare system on 

their behalf. They say no one listens to them... the police, the schools, or even the doctor. 

Comments on phase three: Recruitment of women from the various communities was 

difficult and serendipitous without the assistance and cooperation of the clinics. Despite 

the preparation of flyers for the purpose of attracting potential participants, no interviews 

were arranged without the help of other women in the community with whom I had 

established friendships. I did not realize the significance of these relationships until we 

began having regular meetings to talk about the progress of my research. During these 

times, the women answered my never-ending questions, provided me with access to 

participants, and put my generalized findings in perspective by serving as an informal 

data analysis group. 
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CHAPTER FOUR 

Data Analysis 

In this chapter, I will present the process for data analysis used during the time I 

spent in the field collecting data as well as after all data were obtained. I chose to use an 

analytic method described by James Spradley (1979) and applied to ethnographic nursing 

research by Helen Speziale and Dona Carpenter (2003). Although there are other 

approaches to ethnographic data analysis, Spradley presents this method in a clear and 

systematic manner useful for an inexperienced ethnographer struggling to make sense of 

the extensive amount of information collected through ethnographic research. 

Iterative (Cyclic) Process of Analysis during Fieldwork 

The analysis of my data began with the process of its collection. After each day in 

the field, I reviewed all interviews, journal notes, and artifacts for the purpose of 

identifying emerging domains of information and developing additional descriptive and 

structural questions to be used in future interviews. The first few interviews of each 

group consisted principally of descriptive questions1, such as "What are the women like 

who come to this clime?" or "Tell me what it was like when you had your first Pap 

smear." According to Spradley (1979) this approach allows the participant to reveal 

information in native vocabulary, and is less likely to be influenced by the ethnographer's 

culture. I noted terms commonly used to describe specific situations, such as "doing a 

project," which was usually used to describe research. 

Categories of terms, statements, and observations were used to create domains 

that I would explore further through structural questions2, which would help me identify 
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the boundaries of each domain. For example, a woman would talk about having Pap 

smears. I would then need to ask what she included in that experience; scheduling issues, 

payment, interactions with office staff, relations with providers, the examination, and 

information exchange among other things might be incorporated within the domain of 

having a Pap smear from the perspective of the participant. I attempted to identify what 

remained unsaid as well as said, and compared what participants related verbally with 

their actual behavior whenever possible. Informational gaps and inconsistencies provided 

useful direction to my inquiries. 

Structural questions also helped me to investigate and analyze information within 

a domain. For example, in the domain having a Pap smear, it was important for me to 

understand what conditions influenced a woman to seek out this care. Structural 

questions would then include probes such as "Do you remember your first Pap smear? 

What made you decide to go for this test at that point in your life?" This type of inquiry 

helped me to establish semantic relationships (X (i.e. abnormal bleeding) is a reason for 

going to have a Pap smear) that were then used to group all the X factors and construct a 

taxonomic analysis (reasons for having a Pap smear include X, X, and X).3 Clustering 

domain information in taxonomic context gave me a framework for understanding larger 

cultural themes, which were developed after all data were analyzed. 

Domain Analysis and Taxonomies 

After my fieldwork was complete, the participant information was organized into 

three sections for analysis: (1) provider data; (2) data from women who were regularly 

screened for cervical cancer; and (3) data from women who were not regularly screened 

68 



for cervical cancer. Demographic data from these three groups were reviewed and 

compiled in tables. Digital recordings of all interviews were transcribed in a format using 

literal text in one column and blank space in a second column. As I reviewed each 

transcript, information pertinent to the research questions was identified and summarized 

in the blank space. Segments of information were then arranged into domains, and later 

organized into taxonomies. Information from each domain was compared among 

participants in each category of analysis, and then compared between the two groups of 

women (screened and unscreened). My original intention was to compare data obtained 

from regularly screened women with data collected from their matching providers; this 

could not be done as only two of the women screened regularly sought care in one of the 

clinics in the county. 

Additional data were considered after the domain and taxonomic analysis. I 

reviewed my fieldnotes, coding data in a fashion similar to that used with the transcripts, 

and triangulated these data with those of the interviews. I also re-examined the collection 

of artifacts (such as the BCCSP posters and brochures) and used information from these 

sources in my analysis. Identification of larger cultural themes emerged after final 

analysis, and will be discussed in Chapter Five. The data are presented here in the order 

they were collected. 

Provider Data 

Data in this category were obtained through formal interviews with clinicians who 

provided cervical cancer screening services through the West Virginia BCCSP program. 

Demographics from this group of participants were reviewed and compiled in a table (see 
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Appendix P, Table 1). There were seven providers interviewed: three physicians, two 

nurse practitioners, and two physician assistants. Two of the three physicians were 

foreign-born and did not reside in the community. The remaining physician was native to 

this community, as were both nurse practitioners and one physician assistant. The other 

physician assistant was native to the state, but spent her life (until recently) living in the 

capitol city. All physicians were male, and all of the nurse practitioners and physician 

assistants were female. All providers with the exception of one physician assistant were 

over 40 years of age. 

The domains identified through analysis of the transcripts are: (1) Perception of 

their role as providers; (2) Perceptions of the community and the women residents; (3) 

Perceptions of community healthcare knowledge, beliefs, and behaviors; and (4) 

Perception of other providers. Information from each interview was recorded in identified 

domains, and the contents of each domain were compared between all providers. 

Perception of their role as providers 

Both of the non-native physicians described their role as consisting of clinical 

tasks, with the addition of one physician who also perceived himself as a healthcare 

activist within the hospital administrative department. The native physician identified 

with his patients, and saw his role as both professional and social, as did the native 

physician assistant and the two nurse practitioners. They clearly saw themselves as part 

of the community, and felt their work was "not just a job" but a way to care for the 

community. One nurse practitioner spoke about the large number of foreign physicians 

(born outside the US) in the region that was unfamiliar with local culture. As a life-long 
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community member, she worked to create access for culturally sensitive and appropriate 

healthcare among the county residents. She also saw her role as an educator and 

translator of medical information, fostering understanding rather than blind compliance. 

She candidly remarked that she also challenged the cultural norm that only values women 

as caregivers. 

Perceptions of the community and women residents 

In general, the providers agreed on issues related to extreme poverty and overall 

poor health outcomes in this county. Providers with the least social engagement in the 

community had the least to say about general cultural characteristics found in the area, or 

emphasized negative attributes. One physician commuted to work from his home in 

another state, and could not identify any cultural characteristics other than describing his 

patients as "nice." "They follow your instructions" and that they were concerned about 

their healthcare. Another physician, also commuting a great distance from home to work, 

gave generalized characteristics including illiteracy, incestuous relationships, poor 

parenting (because the mothers had to work outside the home), and limited intellectual 

capacity, although he did add that his patients are grateful for care received. Speaking of 

his women patients, this physician commented: 

They are busy with earning a living and raising grandchildren because 
their daughter is a teenager and has three or four kids, and she doesn't 
work or do anything, and the grandmother is raising the kids. She doesn't 
spend that much time with the kids, and it's reflected in the next 
generation. So the kids are not getting the proper parenting or education, 
and she cannot help them with school. 
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The young physician assistant from an urban environment related no positive qualities 

among the community members, and focused on illegal drug use, sexual promiscuity and 

high teen pregnancy rates. The following is a compilation of her statements: 

People either don't care or are not educated. They don't have any concept of what 
they're doing to their bodies. Most of them are on Medicare, so they are living off the 
state, having more kids and getting more money. People here don't take responsibility for 
their lives. They make excuses for not going for healthcare. People are just lazy and they 
don't want to go. They don't try to better themselves to do anything. 

Providers who lived in the community also discussed similar community problems, but 

refrained from judgment. The physician who had spent a great deal of his life living and 

working in the community began his interview with a synopsis of the county's history, 

economy, industry and population patterns over time. He commonly used positive 

descriptors of the local residents ("friendly" and "welcoming") and emotional terms as 

he spoke of his views regarding the community and his work ("sad to see the towns 

dying," and "I love seeing patients"). This physician recognized the heterogeneity of the 

local people. 

I think it's a very friendly community. People took us in. I was used to 
being around coal mining places, coal mining camps. Living here is kind 
of like a socialist dream because there doesn't seem to be much of a class 
society here. Most people seem to be living on the same plane here. 
There's a lot of ethnicity here; Italians tend to live together, and 
Hungarians would live in a little group together. When I was practicing 
here in 1977-1982,1 had patients who came that didn't speak English and 
they had lived here for 40 years. Their daughter would come and translate 
for them. It was fascinating, and there was a lot of pride in ethnicity. 

Both nurse practitioners and the physician assistant from the county offered 

similar comments regarding the value women in the community place on being 

caregivers to others. "They are taking care of their family, or sick relatives, or children. It 
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seems like women are the last to take care of themselves." They posit that women are the 

least important in the family and the community because of this caregiver role in which it 

is tacitly understood that the needs of others have the highest priority. One nurse 

practitioner mentioned that she sees this role changing among women less than 30 years 

of age, and these younger women are beginning to take more control in their lives. The 

native physician assistant stated there are some social norms restricting role change. She 

described many women whose social life is limited by her male partner. "They don't go 

anywhere without him. He takes her everywhere, and they're not allowed to socialize in a 

normal way." Male dominance and possessiveness of his female partner was related as a 

source of some domestic violence. "If I can't have you, no one will." 

Perceptions of community healthcare knowledge, beliefs, and behaviors 

All providers expressed belief that family members were the most significant 

sources of health information. They all spoke of the mother as most influential in 

transmitting values and shaping health-related behavior among those within the family 

unit. This maternal role as information resource did not appear to be recognized as 

holding significant value to the providers, perhaps due to the perpetuation of limited or 

inaccurate knowledge among family members. The media recently played a larger role as 

a source of information about reproductive health issues, especially in regard to HPV and 

cervical cancer. There were differing statements among the providers as to the adequacy 

of knowledge women had regarding reproductive health, cervical cancer, and the 

significance of Pap smears. Three of the providers felt women had little accurate 

information about this subject. However, one provider related that she recognized 
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differing levels of knowledge among age groups, with older women being the least 

informed. A provider stated that many women in the community believe cervical cancer 

to be an inherited, genetic susceptibility, rather than a disease related to sexual contact. 

Another provider stated that some families in this area feel the subject of reproductive 

health is too private for discussion, forcing women to seek outside sources of 

information. For older women, these outside sources were friends or relatives, who may 

also have limited understanding of the matter. For young women, the internet became a 

significant repository of information. Interestingly, one physician stated that he did not 

discuss reproductive health issues with women outside the context of behavioral risks, 

such as smoking and obesity. This provider said his patients did not volunteer personal 

information, and he felt they would be embarrassed and resent his intrusion into their 

private lives unless there was a health-related problem; therefore, he left the 

communication of this subject matter to the female nurses. 

Neither of the non-native physicians could offer information about local health 

care beliefs other than community members having a general distrust and fear of being 

mistreated at the hospital center because it is recognized as a free clinic. The native 

physician claimed "Rural cultures tend to hold on to tradition more than urban cultures." 

He spoke of local cultural norms such as obesity, which influence the community's 

perception of a wider realm of normal ("If everyone is overweight in the community, you 

don't feel like you're abnormal"). As a long-standing clinician in the area, he felt that his 

patients want to be valued as a person, and want the clinician to be concerned about them 
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personally. Over the years, he found it beneficial to know details about his patients' 

families, which he believed helped him in establishing rapport. 

There was a general consensus among providers that residents of the county do 

not value preventive healthcare. "It's a cultural thing" claimed one of the physician 

assistants. The providers agreed overall that most individuals do not seek care unless they 

have significant physical symptoms. "Staying healthy" meant a well-balanced diet and 

exercise, and did not typically involve seeking healthcare services, although there 

appeared to be some community involvement of screening for diabetes, high cholesterol, 

and breast cancer. Two providers stated that social norms dictated local behavior, and if 

your friends and family did not go for cancer screening, you did not; essentially, 

engaging in cervical cancer screening is not a community norm. Paps smears were 

generally done as a routine component of prenatal care; otherwise women were unlikely 

to seek this service on their own. 

The native physician perceived that women felt Pap smears were "invasive" and 

the exam was a "private situation." However, some of the female providers recognized 

this sense of violation of privacy to be primarily a concern of older women, along with 

the preference to have a female examiner. One physician assistant related that "the whole 

experience" of going for a Pap smear was seen as uncomfortable for most women, and 

embarrassment was a significant deterrent to undergoing this examination. There were 

also issues with a partner or husband not wanting the woman to undress and be touched 

by another person; "they belong to him," this provider added. 
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According to all of the providers, the typical situations that brought a woman in 

for a Pap smear usually involved symptoms (unexplained vaginal bleeding) or a close 

family member or friend who has been diagnosed with cervical cancer or a serious pre

cancer requiring treatment. It is at that point that a woman re-assessed her risk for the 

disease and seeks care. Otherwise, there was no perceived need, and considerable 

inconvenience for the woman. The woman must interrupt her daily work, arrange 

transportation to a clinic (which might involve paying someone to drive her) and spend a 

great deal of time waiting to be seen by a provider. Another deterrent to this screening 

was the thought of a provider "finding something" that required additional care. One 

physician stated that women frequently refused to follow-up with recommended care 

after disease was discovered, but offered no insight into why. Another clinician 

mentioned a tremendous local fear of cancer, which was perceived as a "death sentence." 

And two providers stated that women wanted immediate results after being screened, and 

became frustrated with long waiting periods for Pap smear reports. 

Among the healthcare behaviors discussed during the interviews, perhaps the 

most puzzling remark was that people from the community tended to go outside the area 

for healthcare. The providers appeared to struggle with possible explanations, which 

included the perception that healthcare would be better somewhere else, and the potential 

for breached confidentiality in a small town. This seemed inconsistent with comments 

about people in the community refusing to travel outside familiar territory for follow-up 

care, or not being able to come for care initially due to the inconvenience of travel. I 

hoped for clarification of this matter in the future interviews with local women. 
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All of the native clinicians mentioned that communication was important to the 

provision of good healthcare. The two non-native physicians appeared to be self-

conscious about their foreign accents, and delegated communication to the nurses who 

seemed to translate and mediate communication between patient and provider. The 

physician assistant transplanted from an urban community spoke of communication that 

was essentially one-way, consisting of information she gave the woman. The native 

physician assistant communicated continuously with her patients about preventive 

healthcare including Pap smears, even when she saw them in a public setting. One of the 

nurse practitioners mentioned that she understood what priorities women have in their 

lives, and used this as a communicative leverage to motivate women. She spent a great 

deal of time speaking about the importance of taking care of themselves so they are able 

to care for others. Three of the female providers stated that they use talk to comfort 

women during the exam, and to relocate power and control over the exam process. "If 

something hurts, tell me and I'll stop," was echoed by two of the female providers. 

Perception of other providers 

Although this is a small domain, I allowed it to remain independent of the others 

because I believe it critically reflected sociocultural issues related to the provision of 

healthcare. It was also a topic that was clearly important to some of the providers during 

our discussions. Most of the participants felt that clinicians were largely influential as 

health educators and motivators for community members to actively engage with the 

local healthcare system. However, there was a sense of dissatisfaction among them in 

terms of establishing common goals. The physician who saw part of his role as a 
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healthcare activist voiced frustration about the local pediatrician's refusal to administer 

the HPV vaccine to young girls; this gynecologist was too frequently caring for women 

with advanced cervical cancer similar to that seen in developing countries. The native 

physician, with his strong social ties to the community, felt other providers were at least 

partially responsible for poor patient adherence to medical guidance. He related that this 

was due to their lack of value for personal connection with their patients, which he feels 

is paramount to establishing trust. And the relatively new nurse practitioner, who had 

worked as a nurse in the community for decades before this role, was concerned about the 

lack of value among other providers in regard to preventive healthcare. She worried that 

this emphasis on acute care served to reinforce the pervasive attitude among the people 

that they should be seen primarily for acute health problems, and that prevention was not 

important. This provider was also uneasy with foreign providers (born outside the US) 

who, in her opinion, did not appear to understand or value the culture of the people in the 

community. 

Data from Women Who Report Regular Cervical Cancer Screening 

Data in this category were obtained through formal interviews with women 

throughout the county who currently received regular cervical cancer screening. 

Demographics from this group of participants were reviewed and compiled in a table (see 

Appendix P, Table 2). There were 12 women who stated that they received regular Pap 

smears.5 Ages of these participants ranged from 22 to 71, with a mean age of 41.6 years, 

and at least one woman representative from each decade of life between 20 and 80 years 

of age. Almost all women in this cohort were Caucasian, with the only exception being 
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one African American. The majority of these women (n=7) indicated a current male 

partner, and two of the remaining five were widowed. Six of the women were residents in 

rural areas; for the purpose of this study, the term rural is used to describe small 

communities located outside major towns. 

All but four women in this group completed high school, and all had at least a 9th 

grade education and were literate (three of the four who had not completed high school 

lived in more rural locations), and three women reported additional education. One 

woman had a year of business school, two women obtained college degrees. Six women 

in this group received income from work outside the home, with the majority of 

employed women (n=4) living in larger towns. Entries of total household incomes ranged 

from none to over $6,000 a month, although five respondents were either unsure or 

omitted this information. Three women (ages 21, 32, and 37) reported no regular 

healthcare provider, and these same women also indicated they had no medical insurance. 

Of the three women reporting no previous obstetrical or gynecological care other than 

cervical cancer screening, two had no health insurance, and all stated they had a Pap 

smear within the past year.4 

All interviews were recorded and analyzed in the manner described above for the 

provider transcripts, and domains were created to encompass information relevant to the 

study. The following data domains were identified among this set of interviews: (1) What 

people do to stay healthy; (2) Sources of information about reproductive health and Pap 

smears; (3) Attitudes and beliefs about cervical cancer and Pap smears; (4) Personal 

experience having a Pap smear; (5) Perceived barriers to having a Pap smear; (6) 
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Perceived facilitators to having a Pap smear; and (7) Perceived changes in knowledge, 

attitudes, and behaviors related to cervical cancer screening in the community. 

What people (in the community) do to stay healthy 

When this issue was introduced in the interviews, almost all women automatically 

responded in terms of diet ("eat right" or "lose weight") and exercise, and three women 

added "take vitamins." Despite the fact that few of these women had a regular exercise 

regimen and most were significantly overweight, I was not surprised at the consistency of 

this response; weight loss and exercise were dominant themes in clinic brochures and 

posters throughout the county. I felt that they were trying for the correct answer, rather 

than accuracy. Most women were reluctant to say anything further except for adding 

"have a Pap smear" and "taking control of medical conditions" by seeing a physician 

regularly. 

Two women in this phase of the study clearly stated that preventive health 

activities are not the norm here. One woman spoke of priorities in life "Their health don't 

come first. It's the work. I got to work, I got to work, and I don't have time." Another 

woman related: 

I have got friends that have other situations like diabetes, high blood 
pressure, and they think if they do not take the measurement that they do 
not have to worry about it. "If I take it, it will be high, and I will just 
worry and it will go up. "If I have cancer", I have heard them tell me, "I 
do not want to know. I will just die and not know."When you hear cancer, 
you automatically think of death. Around here there have been people who 
have survived, but it is not celebrated in such a manner that people can see 
the hope they get by early intervention. I think that is a problem. A lot of 
people, it scares them. 
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People in the community do nothing in particular to stay healthy until a relative or 

close friend experiences a significant medical problem, after which they perceive 

themselves as vulnerable and would seek medical consultation. 

My aunt died of [cervical] cancer. I mean, she lost her hair, her mouth was 
dry. And that's when I started going. When she died, I went every six 
months. 'Cause I don't want to see myself look like that. I mean, it killed 
me when my aunt passed away from it. She got better, her hair started to 
grow back, and she was talking about eating her mashed potatoes at 
Thanksgiving, and blueberry pie. She loved blueberry pie. Then she 
passed away 'cause it snuck up on her. They didn't know she had it and 
was in the late stages of it, and they couldn't do anything about it. So, 
when she passed away, I started going every six months. 

One of the participants was an employee of the fitness center and remarked that 

most women don't begin regular exercise until they become obese and a physician 

prescribes this activity. She added that most people don't get information about the need 

for regular exercise, and she was fortunate to get good health information through her 

job. This appeared to be contradictory to my observations of the health-related brochures 

in the clinics, most of which included basic information on well-balanced diets and 

regular physical exercise. Only one woman spoke of mental health, and stated that 

employment helps mental well-being. 

Sources of information about reproductive health and Pap smears 

Eight of the women in this group of interviews stated that their mother was the 

primary source of information about reproductive health, although this information was 

limited to menstruation and personal hygiene. Sisters and friends were the most common 

sources of information on sex, although only three of the women felt comfortable 

discussing this subject with their peers. Two participants went to the internet to learn 

81 



reproductive anatomy and other related information. Four women learned about the link 

between HPV and cervical cancer from television advertisements for the HPV vaccine. 

All participants said that the local schools do not provide any information on 

reproductive health beyond menstruation, contraception, and sexually transmitted 

diseases (STDs), and this information is not offered to students until high school. HPV 

was discussed in terms of being an "STD", but never mentioned as a causative agent of 

cervical cancer. One of the younger participants related: 

They really weren't on the cancer aspect. They were more on the.. .scaring 
teens into not going down that route to getting STDs. We didn't have the 
cancer talks. We had the STD talks. I guess we're not going to catch 
cancer. I guess it's an STD we're going to catch. 

Screening for cervical cancer with Pap smears was never part of the curriculum, and most 

of the participants felt women in the community lacked adequate information about this 

screening. A few women said they read pamphlets in a clinic, or spoke with a doctor 

about Pap smears when pregnant. Another woman identified the family planning clinic as 

a trusted source of information on cervical cancer screening. 

Attitudes and beliefs about cervical cancer and Pap smears 

Participant information clustered into this domain varied noticeably. The oldest 

woman in this group of respondents said that no one among her family or peers discussed 

cervical cancer screening or other gynecological care as the subject was considered too 

private. She appeared fairly comfortable as she spoke with me about the subject, but 

perhaps that was because I am a stranger, and I assured her of complete confidentiality 

regarding our conversation. The youngest women felt more comfortable talking about 
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such issues, but only with sisters and close friends. Three women from rural areas (ages 

28, 37, and 57) claimed parental behavior was emulated while others were influenced 

more by peer practices. 

My mother would always go and get her screenings done and stuff 
because she had cancer in her family. She would always get her Pap 
smears and it was common knowledge. She talked about making her 
appointments and things like that so I [had] seen her do those things. I 
knew it was something I needed to do when I got older. So, I guess it's 
like everything else, what you see in front of you is what you do. I'm just 
saying that if you were brought up not to go to the doctor, [you] are not 
going to trust those doctors. Why do I need an exam? [My] parents never 
had an exam and they're still living. 
Most of my younger friends and family, they all just go [for Pap smears]. 
We just do it. Matter of fact, we plan for two or three to go at a time. We 
make one appointment, and then afterwards we're fine. It's kind of fun 
because you've got your family members with you, and so we just make a 
day of it once a year. 

In this community, Paps were associated with pregnancy and sexual activity. One 

woman remarked: 

Cervical cancer.. .1 think a lot of people may think it is something like a 
venereal disease. Something to that affect. People are becoming more 
aware of it. It still has a different connotation. They [women] do not want 
anybody to know. If my doctor finds out I have this, [then] my mom is 
going to know. Or, if I've done this, what is the community going to 
think? People worry about what other people think, a lot of times to the 
extreme that they do not want to take care of themselves to deal with it. A 
lot of times people in this area are backward and funny. Some talk about 
people knowing their business, and that is a lot of business for them to 
know. 

This woman went on to say that she traveled outside the county for Pap smears in order 

to ensure confidentiality. I was surprised to find that most women in this category of 

participants traveled far for gynecological care, however only one other woman claimed 
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to be worried about privacy; the other women mentioned that they established a good 

relationship with an outside provider, motivating them to drive long distances for 

continued care. 

Views on cancer were divergent, with no discernable pattern across age, race, 

education, or geographic location. One woman revealed her concern about the nature of 

cancer: "to me, cancer is terminal regardless if it's caught in time." Another woman 

mentioned "There's no cure for it. I think sometimes, if they would have just left my 

brother alone and not operated on him, his cancer wouldn't have spread so fast. He was 

never sick with his cancer." Another woman felt that cervical cancer was perceived by 

many women in the community as less dangerous than other cancers because the usual 

treatment is "just surgery." 

Cervical cancer.. .1 think, okay, she might be able to get rid of it. So when 
she's going for surgery, pretty much. I'm thinking they're going to do 
surgery, and she's going to be fine. I just thought they were going to cut it 
all out and sew her back up and send her home. Then a couple of months 
later we're burying her. 

Many women voiced the opinion that people in the community would rather not know if 

they have cancer ("If you leave it alone, it'll be okay.") and therefore avoid screening. 

Most of the women interviewed in this category were relatively well-informed 

about the procedure of collecting a Pap smear, and they were all aware that it is a 

screening test for cervical cancer. However, one woman thought that the doctor was 

"cutting off a piece of the cervix" to send to the lab, and only one appeared to understand 

the spectrum of HPV-related cervical disease that could potentially result in cancer. 

Personal experience having a Pap smear 
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I asked each participant to talk about her personal experience with gynecological 

examinations and Pap smears. Three women reported having their first Pap smear during 

a pregnancy, two had their first Pap smear at a family planning clinic, and two others 

began screening because of a close family member with cervical cancer. Only one 

woman stated she had symptoms (heavy vaginal bleeding) which resulted in her first 

gynecological exam and Pap smear. Eight of the eleven women reported feelings of 

shame, embarrassment, or fear associated with having a Pap smear. One woman 

described the experience: 

After you get older, you dread it more. I feel I dread it more. Even though 
we get used to it, and after I get in the room to be examined it's okay, but 
it's just that initial fear all over again. I think it's just degrading to be in a 
room half naked in front [of] a stranger. 

Another woman commented "It was always embarrassing. I would just lay there and look 

up at the ceiling. I've always dreaded it. Oh my goodness, I still do! It never gets any 

better." One woman said the exam was "like an assault." Two women wished they could 

have covered their eyes or head. A few of the younger women related initial discomfort 

with the procedure, but their perception of the experience improved as they aged. Even 

those women who reported continued emotional or physical discomfort with the 

procedure stated that it was important for them to maintain regular screening. One 

woman remarked: 

A lot of people in my family have died from cancer, not just cervical 
cancer. There's cancer everywhere. So, cancer's a scare in my family. And 
when my aunt actually died from it, I [said] no, I can't. And then I had my 
daughter, and I want to see her graduate, and I want to see her get married. 
I want to see my grandbabies. So, I do get checked regularly. 
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Each woman was also asked for specific information related to her past 

experiences with cervical cancer screening, such as identifying what made an experience 

uncomfortable or more comfortable for her. All of the women reported that the provider 

was critical to their degree of comfort during the exam. Three women stated a female 

provider would make them more comfortable, but the majority of the women did not 

have a preference in regard to the sex of the provider. Most interviewed women (nine) 

stated that someone talking to them increased their level of comfort. At times, this might 

be the nurse assisting the physician. However, most women specifically mentioned the 

importance of clear and informative conversation with the actual provider. "It's the 

communication. If you have communication with the provider and you feel like you can 

talk to them, then you feel like you can go back. It kind of sets your mind at ease." 

Another woman commented: 

I think it helped [with] him explaining what he was going to do. "This is 
what's going to happen." I think he had a better bedside manner, and took 
more of a vested interest in me. I could relate better to him. He sits there 
and he does not rush in and out. He is in no hurry, and that makes you feel 
more comfortable to ask him [questions] so that you are not wasting his 
time. If you are part of your treatment in anything, that makes it more real 
and you are apt to ask questions, and tell them things that need to be told. 

Another woman voiced a similar feeling: 

I look for someone that's going to sit down and talk to me about my 
concerns. And if there is something going on with me, to explain it well 
enough to where I can understand it, and what measures I need to take to 
get over the problem at that time. You know, just someone overall to take 
time out and talk to me about concerns. Not someone who's going to come 
in and be out of the room in five minutes. So time means a lot to me. 
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A "good provider" was described by most women as one who takes time with the 

patient, respects her need for modesty during an exam, listens to her, relates personal 

health information clearly, and shows concern for the patient as an individual. One 

woman said a good provider "lets me see him better as a person" as this humanized the 

doctor-patient relationship for her, making her more likely to feel as if she were truly 

participating in her own healthcare. 

Perceived barriers to having a Pap smear 

Although most of the women discussed personal barriers in their individual 

experiences, I asked them what they considered the most common circumstances that 

would prevent women in the community from participating in cervical cancer screening 

care. Four of the women related fear of finding disease (especially cancer) as a significant 

barrier. Four women reported shame or embarrassment as reasons women would avoid 

such an exam. Other significant barriers included lack of knowledge about the disease, 

screening, and available resources in the community for free Pap smears. Two women 

felt denial of personal risk prevented women from going for screening, and the oldest 

woman spoke of greater priorities (taking care of the family) in the lives of local women, 

which would take precedence over care for one's self. Cost and transportation issues were 

mentioned by only two of the women, and one said a male provider would be seen as 

undesirable to community women for such an exam. One woman told me of an 

acquaintance who she thought had a drug problem and perhaps would not go for 

screening because of it. 
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With the drug problem and stuff, maybe they're afraid to go. I know that 
drugs are really bad around here. I have this friend, well, she's not really a 
friend, but I know her. She looks really sick, and I tell her all the time she 
needs to go to the doctor, but she won't go. I'm afraid it's something like 
that. I really don't know, but I just thought that maybe if they were [using 
illegal drugs] they would be afraid of blood work and [the provider] would 
be like "Well, you're taking this, so where did you get it?" 

Only one woman spoke of her difficulty with a foreign-born physician: 

He was speaking foreign, you know, he had an accent and I couldn't 
understand what he was saying. I do not know exactly, [but] all he told me 
was my ovaries were indiscreet. I do not know what that means to this 
day. You do not want to say I'm sorry, I can't understand you. I did not go 
back. 

Perceived facilitators to having a Pap smear 

Almost all women related that personal stories from others heightened awareness 

of cervical cancer, and created a sense of vulnerability to this disease. These stories could 

come from family members, close friends, or any person who could relate to them on an 

intimate level. One woman related: 

I would say, if you have not been through it, you would not understand it, 
or if you had not had a friend that's been through it. But I know what 
you're talking about, the abnormal [Pap smears], because I know people 
that the doctor went in and froze [referring to cryosurgery]. 

Another woman told more about her beloved aunt who had died from cancer: 

But when she started losing her hair, and her mouth.. .her mouth was so 
dry. We kept buying her popsicles. You know? The red, white and blue 
popsicles? She loved those popsicles. But it just kept getting worse and 
worse. I mean, her poor little lips, just bleeding because they were so dry. 
And then she goes home to die. I mean, there might be hope for 
somebody. I'm not saying everybody's going to die from it. If you can 
catch it early... 
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There was also general consensus that a trusted healthcare provider could positively 

influence women to overcome emotional barriers and have a Pap smear. 

I liked him, and it kept me coming back because I felt comfortable with 
him. I felt at ease, even though you get a little uncomfortable at first. We 
trust him. If he says we need to do something, we try to do it. You know, 
he didn't tell me "this is what you have to do." He gave me a few options, 
and I said "Well, okay, this is the one I'm going to do" and that it was 
right for me. It's the communication. If you have communication with the 
provider and you feel that you can talk to them, then you feel like you can 
go back. And you know, it kind of sets your mind at ease. 

Perceived changes in knowledge, attitudes, and behaviors related to cervical cancer 

screening in the community 

Most of the participants in this cluster of interviews sensed a change among 

women in regard to cervical cancer and screening. More information was available on the 

subject of HPV and cervical cancer through television, internet, newspapers, and 

magazines. Family planning centers were educating women on the significance of Pap 

smears and had begun to establish screening as a normal preventive health practice 

among the young women who came for contraception, and this practice persisted after the 

need for contraception no longer existed. Mothers were beginning to talk to their 

daughters about reproductive health issues beyond menstruation. It was generally felt that 

older women continued to avoid screening due to limited knowledge about cervical 

disease, embarrassment related to the physical examination, and concerns about privacy. 

However, younger women felt more comfortable talking about sexual activity and having 

gynecological exams. 

Data from Women Who Were Not Regularly Screened For Cervical Cancer 
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Data in this category were obtained through formal interviews with women 

throughout the county who did not engage in regular cervical cancer screening (every one 

to three years, depending on age). Demographics from this group of participants were 

reviewed and compiled in a table (see Appendix P, Table 3). There were 10 women who 

stated that they did not receive regular Pap smears at the present time. Ages of these 

participants ranged from 26 to 62 years old, with a mean age of 42.6 years. Half of the 

women in this group of participants were between 32 and 39 years of age, and there is at 

least one woman in each decade within the age span noted. Most participants were 

Caucasian, except for one African American and one American Indian. Most of the 

women (n=7) stated they had a male partner, and six women lived in a town rather than a 

smaller rural community. All participants but one graduated from high school, and none 

were employed outside the home. Household size ranged from one to five, and incomes 

varied greatly from none (n=2) to $1,429 per month. 

Only three of the women in this cohort reported having a regular healthcare 

provider, and these same women all reported having healthcare insurance. Among the 

majority of women claiming no regular provider, only one had healthcare insurance. All 

of the women in this cluster of interviews received healthcare during at least one 

pregnancy, and one stated she had been diagnosed with a gynecological cancer (ovarian). 

Most women approximated the date of their last Pap smear, and four stated they had one 

in the past year.6 Only one woman could not remember the date of her last Pap smear, and 

one woman stated her last screening had been over a decade ago. The woman who was 
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diagnosed with a gynecological cancer has not been screened for cervical cancer since 

2000. 

The women in this group of interviews had more difficulty in speaking about 

cervical cancer screening than those women in the first group. Most of them spoke 

hesitantly and offered brief statements. I feel this is consistent with their limited 

experience with screening as well as their social isolation (making them less likely to 

have information from other women) as compared with the participants in the first cohort. 

However, most women in this group talked about their social environment at great length 

and with remarkable passion. Key words and phrases were repeated for emphasis by 

many participants. Most of the interviews were shorter than those conducted with the 

women in the first group. All interviews were transcribed and coded in the manner 

described above for the first group of community women. The same domains were found 

in this set of women who did not receive regular cervical cancer screening, with the 

addition of an eighth domain: Perception of women's lives in their community7. 

Perception of women's lives in their community. 

I feel it is important to begin with this additional domain as it establishes context 

for content in the subsequent analysis. This was the domain in which these participants 

shared the most information, often speaking with considerable insight and candor. 

All of the women described life in their respective communities as one of 

boredom and isolation. "There's just nothing here now. You can't go to the mall. There's 

no skating rink. It just seems like you're so far away from everything. I wish there was 

more stuff, more activities for kids around here. I've been here eight years [and] I don't 
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have any friends." However, some women in very close-knit communities spoke about a 

type of self-imposed isolation to preserve privacy. 

Where I live, it's a lot of family. Somebody lives here, and their mom and 
dad live here. That's how it is all throughout the hollow, and everybody 
knows everybody's business. I guess that's another reason why I try to 
stay by myself. There's a couple of people that live in that area [that] if 
you tell them one thing, then everyone up there knows. No, I'll just keep 
my mouth shut. 

Most participants in this cohort related stories (some from their personal 

experiences) about unstable family lives in the community, and spoke of parental neglect 

and domestic violence as common occurrences. This narrative content was rarely 

mentioned in the group of regularly screened women, and might reflect environmental 

situations of greater urgency (and higher priority) than preventive healthcare practices. 

Women in this group also commented that neighborhood children are allowed to "do 

what they want" without parental direction or supervision. 

She just turned 12, and she had boys coming in and staying out with her 
and she was 11 years old. And the mother more or less condoned it. The 
little girl more or less didn't like, didn't want it. I think she's been telling 
some of her friends, and the friends have been telling their parents that the 
mom makes her do it. She wants her to be popular. They want their kids to 
be well-known and well-liked in school. They just let them do what they 
want. 

Participants all agreed that young women have no opportunities for social activities, and 

frequently engage in early sexual intercourse as young teens. 

When I was in school, I didn't think about sex and stuff when I was 12 
years old. I didn't like boys until I was probably 14 years old. But now it's 
just getting younger and younger. I have a 12 year old daughter, and 
there's a couple of girls at her school right now that are pregnant. One is 
13 and I think the other is maybe 13 going on 14. Their parents let them 
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date boys in high school. They're like 11, 12, 13 years old and they're 
going with 18,19 year olds. 

Drug use among young people (from teens to those in their 30s) was widespread. 

I got people, my in-laws, right now their little girl is a grade ahead of my 
little girl. They don't come to [any] of her games. They don't give her 
money to eat. [It's] just sad, because they get a check for her every month. 
They get an SSI check, the mother and father both get the full amount 
because they say they don't live in the house together. They probably get 
$1,800 a month, and it don't last probably two or three days. They just 
waste it on alcohol and drugs. 

I have seen it where they'll give up their kids for the party life. The crack, 
the marijuana, the pills. Here you can get oxys, you can get xanax. You 
can get them anywhere. The doctors will prescribe them, and a lot of 
women do that and leave their kids unattended and get them taken away. 
And sometimes they don't even want them back. 

The schools were frequently described as unresponsive to the distress of the young 

women, reportedly neglecting to acknowledge outward signs indicating their need for 

help. One woman remarked: 

I had no self-esteem. I always felt like everyone was staring at me. All I 
wanted to do was cry. I would have to get on the school bus every 
morning, and everybody would be seeing me cry, and would be wondering 
"What's wrong with her today?" I definitely don't think my teachers even 
knew what I was going through. Today, as an adult, [I wonder] why didn't 
someone pick up on what I was going through? Why couldn't they see that 
I needed help? 

The schools are also described as overlooking violent behavior among young men 

because "they are bad news" and it's easier to simply pass them through the educational 

system despite their inability to read or write. 

She's got a son that's giving her trouble, won't go to school. He's 16 years 
old, and he don't know how to read that good. The school system [will] 
pass you on. When [a child] gets to the twelfth grade and it can barely 
scribble its name, or can read a sentence out of a first grade book, you 
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know that's just sad. And school has the awfulest reputation of kids 
getting raped, right in the hallways, jerked into the bathrooms. They beat 
kids almost to death. 

Most participants described a lack of self-esteem among women they knew. 

Female roles here are described as "traditional" in which women remain in the home and 

tend to domestic affairs. 

My mother, she never worked. She was always there when we got off the 
school bus. She was always there to see us off to school. She never had to 
work, you know. She always had our meals cooked for us, made us do our 
homework, just like every mother would do. So, that's pretty much how 
I've been, you know? I just always tried to be there for my kids as much 
as I could be. My husband, he always thought a woman's place was in the 
home. When I would mention getting a job, [he'd say] "Oh, you can't go 
to work. Then what would we do with the kids?" [We] have no one living 
next to us to watch our kids, and not wanting to trust just anyone to watch 
the kids. So that always made me have to put that aside and be there for 
my kids. Always be around them to make sure I'm there to do what needs 
to be done. 

It is socially expected that the needs of others should come before their own, and 

women should sacrifice any professional career aspirations to stay at home and care for 

her family. One woman related, "I've lived putting everything else above myself. I'm 

always last. It's like everything else comes before me, and I'm always last." Their only 

role models are their mothers, and frequently these women spoke of seeing no other path 

in life. There are few jobs available for women in this area, as most employment 

opportunities involve hard labor in coal mines or lumber yards. "Fast food restaurants are 

about the only jobs you can find around here." 

There was a general consensus among this group of participants that young girls 

are raised to be dependent upon a man. Many women in these communities married early 
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to escape chaotic households. One woman spoke of factors influencing her own decision 

to marry. "If she would have been better to me growing up, as a mother, then maybe I 

would not have done that so quickly. I felt like maybe I did it.. .to get away from 

her."According to a number of participants, young women frequently searched for 

someone more mature to provide for them, and it was currently common to see young 

teen-aged girls with older men. In the households, men made most of the decisions as 

power is perceived to be associated with the one who earns money. One woman said 

"Around here, a lot of women don't work and the man is the main breadwinner. 'I'm 

paying the bills, you do as I say'." According to most participants in this cohort, women 

accept a subservient role to men, and are afraid of speaking up against their male partner. 

One woman stated "I did a lot of things to please people, you know? In order for me to be 

happy, [I was] keeping other people happy." Another woman candidly remarked about 

the consequences of challenging this domestic power dynamic, and said "You have to be 

careful standing up to these men, though, as they'll destroy your things or hurt you worse 

than before you complained." 

One woman attempted to describe examples of how women in the community and 

the domestic work they perform are not valued by their male partners. 

If I go out, I sit and I watch people. And that can be nosey, but it's to 
learn. And you see how that family acts [as compared] to the next family. 
See, if they pull up in a Cadillac, that man might open the door for his 
wife. Then, over here, a poor family pulls up, and he just gets out, slams 
the door, and gets on about his business. You know what I'm saying? He's 
got all the worries of the world on him. So the woman will just sit there; or 
she'll get out.. .she's got to get the kids and all that. Why couldn't he 
come around the car and life something heavy [for her]? I've seen women 
come out with their grocery carts full, and the man sits in the car waiting 
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for her to unload everything. They don't value them or the work that they 
do. 

Many of the participants related that the lack of respect and value for women was 

an underlying reason for high rates of domestic abuse. Most women in this cohort stated 

that domestic violence is accepted as a social norm in their communities. A few 

participants expressed the opinion that some women were resigned to a life of violence in 

order to maintain a source of economic support. Often a woman will allow the Child 

Protection Agency to remove her children because she chose to stay with an abusive 

partner. One woman spoke of her perception of a woman's role in the family, and how 

this perception limited her options for dealing with an abusive relationship. 

I was married to my husband for 13 years, and because of domestic 
violence, I had to leave our home. It got to where he was doing it in front 
of my children.. .to where it got my children taken away from me. I have 
family that lives around here [but] I've always had the tendency to keep 
going back, knowing that he was abusive. I just thought that everybody 
had to go through what I went through. I thought it was just a normal way 
of life. That's just the way women had to be. 

Without that partner, she has no income and cannot imagine an alternative path of 

survival. And if she does manage to leave an abusive relationship, community social 

norms label her as being "bad" despite awareness of her victimization. Even if a woman 

managed to escape the abusive environment, the socially accepted authority of the male 

partner appeared to sanction his power to locate and return the woman to the household. 

When I was pregnant, I got pushed down the steps, got beat every day, 
choked, got my teeth knocked out. He did a lot of things to me. I tried to 
get away from him, went to to live with my sister. He found me and 
brought me back down here. I could not go to the store by myself. When 
he took off for work to go cut timber and pine, I had to stay home. I 
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wasn't allowed to call on my family. He started drinking again, doing his 
drugs.. .and if I tried to tell him to quit, he'd throw me up against a wall. 

One of the youngest participants spoke of the informal economy of the community -

selling prescription drugs on the street. "It's a trap," she said. "There are no jobs and 

there's nothing to do. So most of the time they [young people] end up doing something 

illegal, so you end up in jail. It's like a trap. They trap you here and they keep you here." 

The general attitude expressed by the participants in this cohort was one of 

hopelessness and resignation. A woman stated "I'm never going to get out of this. Life is 

never going to get any better. I am just going to sit back and just live through this." 

What people (in the community) do to stay healthy 

All of these women denied any investment in preventive health measures, which 

one woman considered a luxury. Most participants had little to say in this domain other 

than the isolation they experience creates apathy about health. Another woman felt that 

leaving an abusive relationship with her domestic partner was an act of preventive health. 

Most women clearly stated that they have never sought healthcare unless their physical 

symptoms were severe enough to interfere with their daily work. Lack of health insurance 

was the most common reason women gave for this behavior. 

If I feel bad, I don't go to the doctor because of having no insurance. You 
have to let it ride its course, and if it happens to get bad enough, maybe 
[you] go to the ER and get a big bill for it. It's like "I've put off going so 
long" that your always afraid of what they might tell you. 

I won't go because I don't have the insurance. I've called the doctor and 
they [said] "If you just agree to pay one dollar a month we'll take you." I 
just don't want to rack up the bills and have to pay on them the rest of my 
life and never get them paid off. 
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One woman said she had "doctor phobia" and avoided care even when pregnant. 

I guess I just get nervous so I do not go. I had a very uneventful 
pregnancy. Really, I have not had a need to seek a lot of medical care. I 
used every excuse in the book to get out of those doctor visits when I was 
pregnant. But now to say that I had a bad experience in the past, I have 
not. I just avoid it like the plague. I was just born like that. 

She preferred self-care, using the internet as a resource for diagnosing and treating her 

symptoms, and then using medication prescribed to others to manage her own care. 

Another woman related that many in her community seek help from folk healers (yarb 

doctors) and use both herbs and pharmaceutical drugs for self-care. 

Sources of information about reproductive health and Pap smears 

This group of participants relied primarily upon friends and media sources for 

their information related to reproductive health. None of the women received information 

on this subject from their mothers, and most reported that the schools gave little or no 

information to young girls about preventive reproductive health other than birth control. 

One woman said she obtained limited information from the family planning center; this 

information was limited to contraception, screening for sexually transmissible infections, 

plus the purpose and process of collecting a Pap smear. Many women in this group 

learned about HPV, cervical cancer, and pap smears from the media, with television 

playing a significant role. One woman remarked "When I went to have exams, they never 

really talked to you about, you know, what's going on or anything like that. Now you 

hear more. You watch commercials and find out." 
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Attitudes and beliefs about cervical cancer and Pap smears 

Participants felt that little was known about cervical cancer in the community, and 

they did not hear personal stories from women diagnosed with the disease. Only one 

woman spoke of someone close to her (mother) who was diagnosed with cervical cancer. 

A few of the participants stated they perceived all cancers to be inherited. "My oldest 

sister, she probably hasn't had a Pap smear in ten years. I [said] 'You ought to have it 

done because cancer runs in our family'." One woman in a very rural area said that 

people in the community do not talk about reproductive health issues, and the general 

opinion is that the subject is "nasty." Two women claimed that young women don't 

consider themselves vulnerable because cancer is a "disease that affects old people." 

Other community women saw cervical cancer as less serious than other cancers because 

it can be treated with surgery, and they did not believe it to be life-threatening. 

The collection of Pap smears was generally associated with routine pregnancy 

care among the women in this cohort. Participants related stories of otherwise avoiding 

Paps because they were afraid to find out if they had cancer. One woman shared her 

feelings about cervical cancer: 

Pap smears...the first thing you think [is] cancer. Dying. There's no cure 
for cancer. They don't want to go through the chemo because [of] losing 
your hair. For the most part, I think women are afraid and don't want to 
deal with it. [They] think they're healthy enough, that they should be 
waking up and taking care of their kids, taking care of the husband, taking 
care of mom and dad. They think that everything's okay. If you go to the 
doctor, that's going to mess up your plans. And here, if you don't get out 
anyway, and you're sitting at home, you're going to be thinking about 
"Oh, I'm going to die." It's all really depressing anyway, then with that 
added on top. They just don't want to destroy their hopes for the future. 
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One participant shared her excuse for not engaging in screening: "In my case, I make sure 

that I do not have the time." She relates that people in the community don't care about 

this screening "They may even have transportation, but they will not show up. It just 

takes too much time and effort." 

Personal experience having a Pap smear 

The participant responses varied widely in this domain. One half of the 

participants had their first Pap smear (and often their only Pap smears) during pregnancy. 

One woman had her first Pap smear at a Family Planning clinic, and another woman 

experienced her first Pap smear as part of a military entrance physical examination. Most 

women spoke of experiencing fear of the exam or findings, embarrassment, and 

vulnerability while having this procedure. Only one of the participants said the exam was 

not as bad as she anticipated. 

One woman spoke of going for screening after experiencing unexplained vaginal 

bleeding; it had been 10 years since her last Pap smear. 

I had some bleeding and I thought well, I hadn't had a Pap in ten years. 
I'm just going to get checked. So I went down there and they [did] the Pap 
and I got a letter in the mail saying I had to come back in. They said I had 
precancer cells and I needed to have a canalization thing done. I went back 
to the same doctor and he confused me. He [said] "You just don't know 
how close to having cancer you were." 

She was subsequently treated with a hysterectomy. She never returned for critical follow-

up Pap smears because she did not have medical insurance. When I asked her how she 

felt about her diagnosis, she replied "It didn't bother me. I just didn't think it was that 

serious." 
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Another woman had a "bad experience" with a previous gynecological exam and 

never returned. "Oh, my Lord! I was so scared. I really was. Just being exposed, your 

body being exposed to a stranger, and not being used to that. And being uncomfortable, 

and taking all your clothes off. And just not knowing what to expect." One woman spoke 

of her first exams, which were in a family planning clinic. She thought they were 

uncomfortable, but not painful. However, she went on to say that most of her friends 

would not go for needed contraception because of having to endure the exam and Pap 

smear. The participant whose first Pap smear was during an exam for the military service 

said it was such a frightening experience that the persistent memory kept her from 

seeking this type of care again. She added "I don't know about the other ones, but that 

first one stays with you forever. They talk about the first kiss. I'm like, no.. .first Pap." 

Another woman spoke of her experience at the community hospital: 

I don't know any of these doctors, and I don't want anybody looking at 
me. Then it was a little foreign doctor I could hardly understand, and I 
hate that. I hate to get a doctor that you can't understand. And then when I 
went back to get the results, it was a different doctor. I [said] no, I'm not 
going to do this. 

There was significant consensus among these participants regarding conditions 

that made the experience of having a Pap smear acceptable. The majority of the women 

felt having a female provider would minimize their discomfort, and they preferred to see 

the same provider at every visit. Many of the women reported that they would like the 

instrument (speculum) to be warm, and that someone would talk to them during the 

procedure. The act of conversation itself was viewed as giving comfort during the 

procedure. It was interesting that all women linked a good exam with having a good 
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provider, one who was empathetic, sensitive, compassionate, gentle, discreet, and willing 

to communicate. "Just to explain what they're going to be doing before they ever get 

started. To let them know how they may feel at the time, even going into the room, what 

they're going to be looking for". 

These women wanted to be recognized as a person, and not "just a job." They 

wanted information about the exam (preferably beforehand), their bodies, and also about 

the personal life of the provider, and they wanted truthfulness in order to establish trust. 

Just be gentle to what their plight may be, and work around it. Or work 
with them so they can get information, get the help, the tools they need to 
strive and keep themselves healthy. Get to know the woman. Make her 
aware of the good and the bad. Don't leave anything out just to please the 
moment. Just be truthful. Let them know if you can't help them. Don't 
give up on them because we come looking at the doctor pretty much for 
answers. So, don't give up on them if it's something you can't do. Refer 
them. Don't just let them get up and walk out that door. 

One woman felt that a provider sharing personal life stories showed caring for the patient. 

Surprisingly, only two women spoke of competency as a highly valued characteristic of a 

good provider; they had been "misdiagnosed" by a provider, therefore losing trust in the 

entire healthcare system. 

Perceived barriers to having a Pap smear 

Many of the participants stated that lack of healthcare insurance was a barrier, 

despite the known availability of supposedly free clinics. They spoke of incurring bills 

amounting to hundreds of dollars after attending what they thought was a free screening 

program. Some women spoke of embarrassment and fear keeping them from seeking 

screening. One woman related: 
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I've put off going so long, and you're always afraid of what they might 
tell you. Any bad news. My mother's mother died at the young age of 39, 
of cancer of the uterus. That's the age I am now. And that's another reason 
why I don't go to the doctor. When I found out that she died at the early 
age of 39,1 was afraid of going and hearing those words. 

One woman candidly stated that no one in their family or close friends went for cervical 

cancer screening, and they had no encouragement to seek this type of care. Actually, 

some reported a spouse as a barrier: one woman (resident of the shelter) was not allowed 

out of her house, and another woman was not permitted by her male partner to "show it" 

(expose her genitals) to a doctor. One participant said that women are afraid to go to the 

doctor because he'll say "it's all in their heads, and give them a nerve pill." 

Perceived facilitators to having a Pap smear 

The predominant factor urging a woman (in this cohort) to seek cervical cancer 

screening was a sign or symptom of illness, such as abnormal vaginal bleeding. The next 

most commonly reported factor was the need for birth control, as family planning 

services provided Pap smear screening for all patients. One woman thought that more 

attention to cervical cancer and Pap smears in the media would educate and motivate 

women to seek care. Another woman related that a good provider is important to keep 

women coming back for continued screening. "Knowledge is power" one woman said. 

You have to know what you need and tell your doctor what you want done." 

Perceived changes in knowledge, attitudes, and behaviors related to cervical cancer 

screening in the community 

Although a few women in this cohort mentioned television as a recent source of 

HPV and cervical cancer related information in their communities, only one woman 
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spoke of behavioral change. She felt women are more likely to talk to each other and 

their daughters about reproductive health issues, and the previously-held notion that 

contraception makes a girl more likely to have sex is disappearing. The remaining 

participants were unable to identify any distinct alteration in attitudes or behaviors 

regarding screening practices. This appeared to be consistent with their individual stories 

of social isolation and avoidance of such subjects in common conversation. 

The women in this category wanted to speak of changing social dynamics in their 

communities. Two consecutive floods within one year devastated many homes and 

properties, forcing friends and family to leave the area. Many women worried about the 

rise in illicit drug use and domestic violence, especially among young people. One 

participant told of her rebellion against a family tradition of abuse: 

They all beat up their wives.. .even his mommy and real grandmother. She 
got abused by her boyfriend. He still does it to this day. But she sticks 
with it. I guess she likes getting beat up. Me, I fought back now. I shot 
him. I stabbed him. I didn't go to jail thought because they (police) knew 
his record. They knew I was trying to get away from him. But I shot and 
stabbed him to get out of there. Now see, when I started fighting back, 
that's basically when he let me go. 

Women in the most remote region of the county spoke of their distress in attempting to 

get police response and protection from crime and harm, and claimed that the law doesn't 

come "unless someone says there's been a killing." I was unable to discover the accuracy 

of this claim. They reported mounting frustration as they tried to work with school 

officials over issues related to establishing extramural activities for the children, 

promoting literacy, preventing truancy, and controlling violent behavior of students. They 

were concerned over increasingly early sexual activity among girls (11 and 12 year olds) 
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and rising rates of teen-aged pregnancies. These social concerns were significantly more 

urgent and immediate to these women than screening for a cancer of which they had 

limited knowledge and exposure. 

Contextual Comments from Nurses, Social Workers, and Clinic Administrators 

During informal interviews and ongoing conversations with clinic nurses, 

administrators, and social workers, information was obtained that could provide 

additional insight. 

The nurses 

An older and experienced nurse at the hospital shared her perspective on 

community women and their reluctance to seek cervical cancer screening. She related 

that local newspapers extensively covered cervical cancer and free screening clinics, but 

most women only trust the limited information they receive from friends and family. She 

admitted that most women she knows did not seek preventive healthcare, and consulted 

providers only when they appeared to be "at death's door." Women perceived their 

primary role to be that of caretaker, and valued stoicism when confronted by symptoms 

of disease unless their ability to perform their role was jeopardized by debilitating illness. 

She reiterated the common notion that male partners restrict a woman's ability to have 

gynecological exams, especially if performed by a male provider. She felt that men 

considered such exams fraught with sexual overtones, and they did not consider it 

appropriate for their women to expose such private body parts to others. Interestingly, 

this finding was rare among the women participants interviewed in this study, and might 

signify a reluctance of the participants to share such information with me, or reflect the 
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nurse's experience with a specific group of women during her work in the clinic. This 

nurse also stated that women experienced great shame and embarrassment in relation to 

their female bodies, and this was heightened during a gynecological exam. She said 

postmenopausal women generally felt they were "done with that part of the body" and 

did not usually seek screening. 

As I spoke with additional nurses in the hospital OB/GYN clinic, the same stories 

were heard. The only additional information found was in regard to the role church 

congregations played in cervical cancer screening in the various communities. For the 

most part, the local churches were supportive and helpful, and often arranged for female 

providers to speak with members about breast and cervical cancer screening. They also 

allowed female providers to deliver free cancer screenings through the BCCSP on their 

premises. However, in the most remote areas of the county, "snake-handling" churches 

are part of the social fabric, and appeared to be a deterrent to healthcare. These churches 

discouraged their members from seeking healthcare for any ailment including snake bites 

incurred during a worship service. Health was considered God-given, and illness was 

punishment for sin. Screening for cancer would therefore serve no purpose. 

The clinic administrator 

The person with whom I spent the most time in Clinic B was the clinic 

administrator and a previous OB/GYN nurse. She could not provide any additional 

information related to Pap smear behavior among community women other than the 

widely held fear of cancer, and the common belief that "Once they open them up and the 

air hits them (cancers), it's all over. They're going to die." However, she spoke openly 
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about life in very rural areas of the county. She grew up in a hollow, which is a small 

community located on either side of a single dead-ending road leading between 

mountains. She described these communities as being extremely isolated from 

neighboring communities, and there was a great deal of interdependency among the 

residents and distrust of outsiders. Families tended to be large (5-13 children) and first 

cousins were often raised as siblings. Children were frequently raised by grandparents, 

uncles, or aunts, and might not know who their parents are. Families remained in these 

settlements from generation to generation, and many had idiomatic linguistic expressions 

unique to their community. This administrator had no concept of life outside the hollow 

until she was forced to leave it to attend public school. She believed her world ended 

where the road from the hollow met the highway. However rural her home community 

was, she regarded the snake-handling region even more remote and exotic. She repeated 

information related by the nursing supervisor, and added that the women in that area do 

not seek care, and preferred to have home births accompanied by a local woman. A 

designated person in the community came into homes and cared for the sick and elderly. I 

was unable to verify this information as common practice in the county. 

The social workers 

During the course of this study, two social workers spoke with me informally 

about cervical cancer screening in the county. The first was my original community 

liaison, connecting to the BCCSP network of clinics. She revealed no new information, 

and spoke hesitantly about her concern over the purpose of my research (which she felt 

was to expose problems within the BSSCP clinics under her supervision). The second 
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was Abby's friend, who revealed much about the nature of women's lives in the most 

rural territories of the county. She also had little new information, but validated that 

women in the rural parts of the county simply did not think about cervical cancer 

screening; caring for themselves was not a priority for most women. Women in these 

communities worried continuously about money and struggled to raise families. Some 

women did not have support from their male partners, or examples from their mothers to 

encourage them to seek this care. Abbey believed that the concept of health held by local 

people consisted of absence of serious illness. They did not believe that education about 

preventive health changed behavior. The only effective catalyst for change within these 

insular communities would be a trusted insider who is committed to a particular issue, 

such as cervical cancer screening. Women in these communities were suspicious of 

attending the free clinics partially because of a fear of hidden costs or disbelief that the 

care offered was actually free. Going to the doctor in this region meant paying out hard-

earned money, which they can ill afford. 

Women in this county assign great value to acts of service for others. Abby's 

friend deftly quotes Winston Churchill "You make a living by what you get. You make a 

life by what you give." According to Abby's friend, if a woman goes for cervical cancer 

screening, she frequently does it out of social pressure, to please someone else, another 

act of service (and a compelling motivation). She also claimed that women here would 

tell me what they think I want to hear during interviews, hoping to avoid sounding 

uninformed or ignorant. They might give the impression that they understand more about 

the disease and screening process than they actually do. Actually, she stated, people 
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around the area do not talk about the subject of reproductive health in a social setting; it's 

too private. 

Around here, talking about those parts of the body is a very difficult 
subject. You know, even now with patients, you go into patient rooms and 
you talk if women may perhaps have been diagnosed with uterine cancer. 
It's just.. .you don't.. .they don't.. .talk about it. It's very uncomfortable to 
talk about it. It would be interesting to know if that is because in this area 
women oftentimes if they're married or in relationships, that's owned. 
You don't talk about those things. 

"You don't go spread your legs and get the exams. I'm not going to go and put my legs in 

stirrups and let some man look at me." Their genitals have been declared "off limits" by 

their male partners, the social worker stated, and they belong to the man. Although I had 

heard similar comments from participants before, the women never spoke of their own 

beliefs regarding ownership of their genitals. 

As in many of the other interviews with community women, Abby's friend spoke 

of the snake-handling churches and their perspective on health and healing. She, like the 

rest, reported that "health and illness, this is God-given." She also echoes the words of 

other women participants who stated that members of this church simply do not believe 

in seeking healthcare; if you become ill, it is divine retribution for sin, and God is the 

only one who can take it away. "You get what you get, and you accept what you have, 

and you go on." 

This social worker spoke of the powerlessness women experience when they do 

seek healthcare in the communities. "Healthcare providers.. .always come out on the top 

of the power situation" she explained. "They have a different kind of knowledge than the 

community people do. They've got the ability to control the situation. You have to come 
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and see them. You're coming into their territory, and they're speaking a specific language 

that's different and not always understandable." She also related a sense of distrust of 

providers who are from outside of the community, but made no comment regarding trust 

of providers who leave and then return to the area. 

I think there are barriers among healthcare providers. Most of the 
providers are from out of the area. They are not part of this community, 
okay? And I think that in itself says a lot. I think when you come in and 
you live in a community, you participate in the community, you mingle in 
the community, you're a part of the community. People begin to trust you. 
I don't think that happens here. Most of the physicians do not live here. 
And many of them are foreigners, they are not Americans. And you know 
I think there is some barrier to that. 

She spoke of how women in the community feel vulnerable and intimidated when 

going for Pap smears, but communication can help make a woman feel respected, and 

therefore more comfortable. Her insight was consistent with information gathered from 

women interviewed throughout the study. According to the social worker, the woman 

often wonders if she can ask questions of a medical authority. "Can I really do this? Do I 

have the right to do this?" The personal connection is important and verbal reassurance 

critical. 

Abby's friend brought forward suggestions for helping women in the county with 

cervical cancer screening. She asked for educational outreach in the small communities, 

the hollows, and the churches. She felt women needed to be together to talk, and care 

should be delivered to the people in their respective territories. "Power," she said, "It puts 

power back with them. You're on their ground. Go to the communities. Develop 

relationships with these people. You talk to them." 
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Data from Informal Interviews among Women in a Remote Community 

I had the opportunity to speak informally with a group of women in one of the 

most remote areas of the county. I had come to visit the woman who owned a flower shop 

in an attempt to recruit participants for formal interviews. As the woman and I spoke, 

additional women began to come into the trailer, wanting to join in what had been a 

casual conversation. These women wanted to talk, and I needed to listen. They spoke of 

healthcare as a luxury, and one only went if the need was undeniable. 

The women identified television advertisements for the HPV vaccine as their only 

source of education on the subject of cervical cancer and Pap smears. Most of these 

women rarely had a Pap smear in the past, and they admitted to going outside the county 

(and even outside the state into Virginia) to have this screening. The local clinic (Clinic 

G) used to provide family planning services but that closed recently. Now they had no 

access to contraception or free cervical cancer screening. One young woman told of 

losing her birth control prescription because she couldn't afford to pay for a Pap smear 

that her new provider considered a necessary prerequisite. Another woman had an 

abnormal Pap smear and treatment, but couldn't afford to have the required follow-up 

Pap smear every four months. 

These women reported they were also afraid to go see a doctor. They felt that they 

were "picked on" by providers because of smoking and obesity, and some even remarked 

that the providers refused to care for them if they didn't change their general health 

behaviors. They were hurt by "hateful" doctors that treated them in a condescending 

manner. They were afraid of a doctor "prying around into their business" if they were 
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victims of domestic violence, as the consequences could pull families apart. These 

women universally felt that doctors treat women's complaints differently than those of 

men, that they trivialize women's symptoms and "don't take us seriously." To them, a 

good provider (and therefore a good exam) was one who explains, one who talks to them 

about their exam and health choices, one who cares about them. 

These women described a unique barrier to cervical cancer screening in their 

community. The only doctor was male and a Muslim, and refused to examine women. 

The female physician assistant would come on occasion, but rarely did Pap smears. The 

clinic (Clinic G) repeatedly told women in the community that they did not provide free 

Pap smears, even though the social worker insisted that this clinic was a participant in the 

BCCSP program. One woman was told by this clinic that only the Pap was free, and there 

would be a charge for the visit. This clinic does not accept Medicare or Medicaid, and 

would only see people with private health insurance (or cash). 

While we were speaking, one of the women drove to the clinic and asked for a 

free Pap smear (I told her they were available there). She returned to the trailer and said 

she was told no such service existed any longer. On my way out of town, I stopped in the 

clinic and asked for the same free Pap. I was also told that this was not available. After I 

responded that I knew for certain that the clinic participated in the BCCSP program, the 

receptionist said I would have to return on another day to fill out paperwork to determine 

my eligibility. She did not know when the employee would be available to help me with 

that form. 
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There were few reported means to obtain cash in this community, where most of 

the jobs involved digging coal out of the earth. Women were reported as being forced to 

participate in the informal economy of selling sex and drugs, which they did to survive. 

As a previous participant said, they were trapped, with no money or transportation to 

escape. Domestic violence was commonplace in this small community, and the women 

complained that the police would not respond unless they would report a shooting and 

probable death. Men were reported as demanding and controlling in regard to women, 

and have been seen to beat women in public. One woman related that a local church 

offered self-defense classes for women; I discovered that they were classes for carrying a 

concealed weapon. The women estimated that 98 percent of adults in the area owned 

guns. 

Analysis of Artifacts 

The most pertinent of my collected artifacts were posters and pamphlets related to 

HPV and cervical cancer screening exams. The most affluent clinics had publications 

with the highest literacy levels, which have limited usefulness in the more rural areas 

where the reading level/literacy rate is much lower. However, a few pamphlets created by 

West Virginia and the West Virginia Breast and Cervical Cancer Program presented basic 

information in a clear format, and appeared to be culturally sensitive for the community. 

One pamphlet reads "You have spent a lot of time caring for others.. .now it's time to 

take care of yourself." The drawing on the front shows what appears to be a nurse with 

her arm around an elderly woman. My concern with this material is that it seems to 

reinforce local belief that cervical cancer is a disease affecting older women. The only 
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brochures with depictions of younger women were those with the highest literacy level. 

However, the information contained within the BCCSP materials is accurate, and clearly 

directs the reader to a phone number through which she can apply for a free or low cost 

screening. 

The BCCSP posters were placed in all the clinics I visited, although occasionally 

in hallways where they were not publically visible by women in the waiting room. The 

images showed women of all ages, often surrounded by family members. The designer 

was aware of common reasons women did not engage in screening. One poster related 

"You may think not knowing is better. But the sooner you find out you have cancer, the 

better the chance of saving your life. Because you might not have symptoms, it is 

important that you get screened for breast and cervical cancer." Another poster states 

"Your choice can affect everyone in your life. Your choice not to get screened for cancer 

could change their lives forever - and end yours." The BCCSP logo is a red rose with the 

words "You're worth it" underneath. The authors know about the caregiver role, but 

claiming "the sooner you find out you have cancer" could create a barrier for those 

women who see cancer as a death sentence. 

Final Analysis 

After the domain and taxonomic analyses were completed, these results were shared with 

another qualitative nurse researcher for the purpose of identifying significant cultural 

themes. Three predominant cultural themes emerged: (1) Perception of role; (2) Talk; and 

(3) Backtalk. These cultural themes will be presented and discussed in Chapter Five. 

Notes 
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1. Descriptive questions allow the ethnographer to collect a great deal of information in the language 
used by the participants. Spradley (1979) suggests that expansive descriptive questions are more 
likely to result in extensive replies. Grand Tour (generalized) and Mini Tour (detailed) questions 
are categories within the realm of descriptive questions. 

2. Structural questions help the researcher discover how the participant organizes cultural knowledge 
by probing native-language explanation, verification, exploration of context, and cultural 
perspective (Spradley, 1979). 

3. Descriptive questions allow domains to be discovered, and structural questions verify the domains. 
Taxonomic analysis helps to establish relationships between concepts included within the domain 
(Spradley, 1979). 

4. This inconsistency in answers might be due to a belief that the question related to a visit related to 
a gynecologic problem rather than preventive healthcare. 

5. One woman included in this group of participants received regular Pap smears until her 
hysterectomy for benign disease, after which she was no longer a candidate for cervical cancer 
screening. She does continue to have annual gynecological exams, and was therefore considered 
appropriate for this category of participants. 

6. These women were residents of the shelter for victims of domestic violence. As residents, 
arrangements for gynecological care are made for them. 

7. This new data domain was prominent during this phase of the study, most likely because of the 
evolution of my inquiry. I learned the importance of exploring this area through interacting with 
the participants in phase two as well as consulting my key informant. 
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CHAPTER FIVE 

Findings and Discussion 

In this chapter, I will identify the central cultural themes framed by feminist 

theory and relevant to the research questions. I will also discuss limitations of the study 

and recommendations future research. 

Central Cultural Themes 

Feminist theory acknowledges that the diverse voices of women provide 

important sources of information about the human experience. It also recognizes 

patriarchal dominance in what we know (from male voices speaking of male issues) and 

how we know this (from male researchers). Feminist-based research brings to the 

forefront experiences that are unique to women with the hope for greater understanding 

of how women achieve power and agency to control and manage their lives (Harding, 

1991). To accomplish this end, feminist scholars seek to know women's lives and the 

relational social context through which they assign behavior. Using a feminist theoretical 

framework for this study greatly influenced the situations I chose to explore while 

interviewing participants as well as my perspective on identifying central cultural themes. 

In this focused ethnographic study cultural influences on cervical cancer 

screening were examined among women and healthcare providers in southern West 

Virginia. During my time in the field, I collected a total of 40 formal and informal 

interviews. I was fortunate to speak with all BCCSP providers within the county. I 

recognize that my access to the women in the area was limited, as was the amount of 

information women were willing to reveal during our brief encounters. Also, the women 

116 



in this study were self-selected; only those who wanted to tell their stories came forward 

for interviews. Establishing trust within the community was a continuous challenge, 

especially after the television special that served to reinforce Appalachian stereotypes 

through showcasing situations of poverty, drug abuse, and incest. However, the fact that I 

returned to the field repeatedly throughout the study helped reinforce trust and enhance 

the development of relationships between the women and me. I cannot say that data 

saturation had been absolutely achieved, or that this possibility exists. Upon completion 

of my time in the field, I examined my aggregate data for cultural themes. In the process 

of constructing the domain analysis and taxonomic relationships of the data, three 

predominant cultural themes emerged: (1) Perception of role; (2) Talk; and (3) Backtalk. 

Perception of Role 

Feminist theory recognizes the power differential in the socially constructed daily 

activities of men and women, and how this difference creates variation in what a person 

can know. Philosopher Sandra Harding suggests research should begin from the context 

of women's lives if we are to identify women's knowledge (Harding, 1991). Historian 

Bettina Aptheker (Harding, 1991, p. 129) spoke of learning from women through the 

perspective of women's daily lives. 

The point is to suggest a way of knowing from the meanings women give 
to their labors. The search for dailiness is a method of work that allows us 
to take the patterns women create and the meanings women invent and 
learn from them. If we map what we learn, connecting one meaning or 
invention to another, we begin to lay out a different way of seeing reality. 

This study uses the voices of women to contextualize the voices of healthcare 

providers rather than using providers' voices to contextualize those of women. The 

117 



subject of interest in this study was not the different ways of knowing between men and 

women, but between woman and healthcare provider situated in the geographic context 

of rural Appalachia. The perception and prioritization of roles in the daily lives of 

participants became a significant area to explore during the interviews, and subsequently 

emerged as a dominant cultural theme. Although this concept of role perception was not 

explicitly stated in the interviews, I concluded it was significant in the combined context 

of implicit conversation and observed behavior (for example the women's words and 

behaviors oriented toward caring for their families). Also, from my personal standpoint as 

a clinician, I felt this was an important factor to understand in creating a healthcare 

delivery environment that is fundamentally women-oriented. 

Professionals 

According to the Oxford English Dictionary (2003, p. 1248) role is defined as "a 

person's.. .characteristic or expected function." In retrospect, it would have been useful to 

know how the participating women defined the concept of role. An individual's expected 

function is usually culturally constructed, be it through socially or professionally 

established norms. In the case of role perception among the providers interviewed, there 

appeared to be two separate groups: one group of three providers (all non-native to the 

region) who described their roles entirely through professional activities, and the other 

group of four providers who described intertwined professional and social roles. The 

former group distanced themselves from the community at large, and spoke of their roles 

as providing the technical aspects of their clinical practice (performing a pelvic exam and 

obtaining a Pap smear) and giving (or controlling the flow of) health-related information. 
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The latter group acknowledged the technical and educational aspects of their role, but 

described themselves foremost as residents of the community with a social obligation of 

improving healthcare outcomes among their friends and neighbors. They saw a successful 

professional role as encompassing both healthcare and social realms. One physician 

challenged medical students to examine "what part of [medicine] fascinates you 

more...people or pathology?" He stated: 

Disease processes to me are just an excuse to get together and talk to 
somebody. I just go to the office every day and see people that I've seen 
for years and years and years. They're my friends; that's who I see. To 
me, the office is a social event for me to go to. Maybe people recognize 
that I enjoy seeing them. 

The manner in which a provider perceived her or his professional role influenced a 

woman's view regarding the significance of the screening as well as the likelihood of her 

continuing in this preventive healthcare practice. Some women stated their provider never 

gave them much information about the procedure, and others spoke of being treated with 

disrespect or unconcern as reasons for avoidance of further care. Other women spoke of 

the bond they developed with providers as so strong that they traveled great distances to 

remain in the care of these clinicians. 

Caregivers 

Despite the diversity in role perception among the women in the county, there was 

one universally acknowledged element of caregiver. However, priorities related to 

caregiving seemed to vary with age, family responsibility, and remoteness or place of 

residence. I found a relationship (non-causal) between a woman's age and cervical cancer 

screening behavior. Young women without children appeared less likely to view 
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themselves primarily as caregivers, and usually participated in cervical cancer screening 

to become eligible for contraceptive prescriptions. One woman shared her personal 

experience. 

My first Pap smear, which I think was [at] 16, and some of the girls, my 
cousins, decided that we were going to go to the health clinic. It was in 
town, and we did it because we wanted to get on birth control pill. We did 
it without our parents knowing it, and we had to have a Pap smear before 
we got birth control. It was something we did. I don't know how we heard 
about stuff like that when you're in high school, but we were like "Let's 
do that." So, we did it and we were nervous, and we weren't really sure 
but everything was okay and it worked out fine and we got what we came 
for, and we were done until the next exam when we needed to come back 
for more stuff. 

Never married young women appeared interested in establishing themselves as 

"popular" among their peers and desirable as mates to ensure their economic survival. 

Younger women were also less likely to experience a peer with cervical cancer, and less 

likely to describe themselves as vulnerable to a condition commonly believed to be "a 

disease of old people." These women underwent Pap smear screening primarily as a 

requirement for contraception services. They were less likely to prioritize a caregiving 

role, and tended to trivialize the significance of cervical cancer ("I'm thinking they're 

going to do surgery, and she's going to be fine"). The young woman whose mother had 

cervical cancer was an exception to this pattern. After receiving a hysterectomy for what 

was probably non-invasive cancer (no chemotherapy or radiation was added to her 

treatment), the mother made sure her daughter had annual Pap smears. However, I 

believe this was more the result of the mother's insistence (caregiving) than the 

daughter's perception of need. 
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Women who had male partners or children in the household were more likely to 

describe and prioritize caregiving; they attended to their own needs and professional 

aspirations after they cared for others. A social worker commented "They're busy 

women. In my opinion I think women in this area are busy taking care of children, 

relationships, job, whatever. I just don't think they see themselves as a priority and their 

healthcare as a priority." Women living in more remote communities seemed to accept 

the role of caregiver as exclusive, and this role appeared more likely to be socially 

sanctioned through modeling their mothers' behavior, and strictly reinforced (even 

coerced) by a male partner. 

My mother, she never worked. She was always there when we got off the 
school bus. She was always there to see us off to school. She never had to 
work, you know. She always had our meals cooked for us, made us do our 
homework, just like every mother would do. So, that's pretty much how 
I've been, you know? I just always tried to be there for my kids as much 
as I could be. My husband, he always thought a woman's place was in the 
home. When I would mention getting a job, [he'd say] "Oh, you can't go 
to work. Then what would we do with the kids?" [We] have no one living 
next to us to watch our kids, and not wanting to trust just anyone to watch 
the kids. So that always made me have to put that aside and be there for 
my kids. Always be around them to make sure I'm there to do what needs 
to be done. 

As some women aged, volunteer work in churches and the community seemed to 

take the place of caring for family members. 

Caregiving appeared to play a significant part in a woman's decision to participate 

in cervical cancer screening in this community. Women became more knowledgeable 

about cervical cancer and aware of their personal vulnerability to this disease after they 

experienced or helped care for a family member or trusted friend diagnosed with this 

121 



condition. They observed firsthand the suffering of these other women, and recognized 

that their role as caregiver would be compromised if they too would develop this cancer. 

One woman spoke of her feelings after she had watched her aunt die from cervical 

cancer. "When my aunt actually died from it, and I was close to it, I was like no, I can't. 

And then I had my daughter, and I want to see her graduate, and I want to see her get 

married, and I want to see my grandbabies. So I do get checked regularly." I observed 

and heard two possible components that shaped the caregiver role: first from the disease 

and the devastation of its consequences, and secondly from the inability to perform her 

social role. For many participants, this duality motivated them to seek screening. 

Caregiving also functioned as a deterrent to screening. Many women said the 

daily activities of caring for family and running a household left little time for thinking of 

their own needs ("It just takes too much time and effort"). One woman admitted "In my 

case, I make sure that I do not have the time." For the women who felt a Pap smear 

would bring into awareness an existing asymptomatic cancer with no possible cure, 

avoidance of this discovery would preserve role function temporarily. 

The residents of the shelter for abused women experienced changes in their 

caregiver functions. Most of these women no longer had their children with them at this 

center, and they in turn became those who are cared for. The few women whose children 

remained with them appeared in a less authoritative position in relation to power within 

the family unit. The policies of the administrative authorities, like their parents before, 

established the structure of their daily lives. Regardless of a woman's view on the value 
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of cervical cancer screening, arrangements were made for this preventive healthcare visit 

during their stay in the shelter, and the women went for care. 

Talk 

The women (and native providers) in this study used the term talk when the oral 

communication held important content or a significant purpose. This was not to be 

confused with the term chat, which was generally associated with casual social banter. 

The term talk, with its context of important or purposeful communication, was used 

commonly and consistently among the participants. I chose to use it as a rubric for 

categorizing related narrative content to identify a central cultural theme. 

"Communication is a way of doing "power" (Minister, 1991). Psychologist Carol 

Gilligan (1993, p. xvi) reminds us that this power is contextual "To have a voice is to be 

human. To have something to say is to be a person. But speaking depends on listening 

and being heard; it is an intensely relational act." From the viewpoint of some 

contemporary feminist scholars such as Mary Belenky, identity evolves within the 

exchange of language. According to Russian philosopher Mikhail Bakhtin, the self exists 

through dialogue "in a tensile relationship with all that is other" (Clark, 1990, p. 266). In 

Bakhtin's concept of dialogue, meaning is individually interpreted by both speaker and 

listener. It is not about a universal truth, but multiple truths relative to person and context. 

The contrasting concept is monologue, which is a single authoritative voice. This 

depiction of multiple truths (from multiple voices) is fundamental to feminist theory as it 

attempts to rebut the masculine authoritative monologue. Dialogue connects people, 

creating a linguistic landscape in which self-identification evolves. It is a mutual 
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performance of words and emotions, revealing what is said and what is unsaid (but 

assumed) through intonation. To Bakhtin, "How we act [in dialogue with another 

person] reveals who we are" as we perceive ourselves through the eyes of another person 

(Clark, 1990, p. 206). "I get my identity from you, and you get your identity from me" 

(Clark, 1990, p. 266) and the more opportunities to engage in dialogue, the more one's 

identity can develop. 

I believe both women and providers in this study used talk to determine how their 

identity was viewed through the eyes of the other. Also, the nature (monologue versus 

dialogue) and content of talk helped to shape the interpretation of meaning by both 

speaker and listener in the clinical and social worlds. 

Women spoke of doctors who dismiss both them and their health concerns when 

they "say it's all in their [women's] heads and give them a nerve pill," and the doctor 

who shows respect for women when he "gets you the right information and respects that 

you make the right decisions for yourself." Some spoke about preferring a woman 

provider because they felt she could empathize with the woman's role as a female patient 

having a pelvic exam"[be]cause a man don't know."Both providers and the women 

interviewed throughout the study spoke of talk and how they perceived it to be a 

significant component of cervical cancer screening in their community. Talk was used to 

transmit and receive important information, to motivate or deter women from seeking 

cervical cancer screening, to provide comfort during an exam, and to demonstrate caring 

by providers. 
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All of the clinicians related the significance of communication among family and 

friends as a catalyst for women who came to the clinic for a Pap smear, whether or not 

they experienced symptoms of illness. Providers unanimously agreed that family 

members were the most trusted sources of information about health-related issues and 

behaviors. Three of the providers (two physicians and one physician assistant, all non-

native to the community) described the importance of unidirectional communication 

(monologue) during a clinic visit, with information disseminating from them to their 

patients. The physician assistant said "I give them my opinion, and whether they listen or 

not I don't know." They viewed themselves as authoritarian sources of information 

related to health and illness and were gatekeepers of specific laboratory or examination 

results. I see this type of talk as a mechanism that firmly anchored these providers outside 

of the community and in rigidly hierarchical positions of power where the experiences of 

their women patients were not valued. 

The remaining four providers used talk as a verb, indicating how they 

demonstrated personal interest in a patient, established trust in the therapeutic 

relationship, and provided encouragement for women to continue having Pap smears. The 

physician said: 

Patients need to have a feeling that the person they are seeing sees 
them as a person, values them as a person, is concerned about them 
personally. I always make a point to talk to them about their kids. If 
they're in high school, I know most of the mascots so I can relate to them. 
[The] Marshall students...I always make a point to try to connect with 
them. "Where are you from?" I'll try to connect with something that I 
know about where they're from. I'll say "what's your major?" and we'll 
talk about this and that. It takes 30,40, 50 seconds to connect. I find that a 
lot of patients that I see here develop intense loyalties to me. 
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One nurse practitioner related: 

I make it a habit if they tell me they have young kids; I write their names 
in the social history. [I] always talk to them beforehand, putting them at 
ease, asking them about maybe a personal thing. And most of the women I 
see I do know. I've seen them throughout the years, and they continue to 
come back. So, I think that helps.. .the personal relationship we have. 

These four providers also discussed the importance of relating relevant health 

information to patients, but they appeared to rely on bi-directional communication 

{dialogue) between provider and patient. This group of providers seemed to value 

information from their patients regarding beliefs, fears, barriers, and facilitators to 

cervical cancer screening as well as the context of a woman's personal life through which 

she would establish behavioral priorities including engagement in preventive healthcare 

practices. A clinic nurse remarked: "A lot of it is just hearing other people say how their 

experience was." 

In the communities where preventive health behaviors are not the social norm and 

reproductive health issues are not commonly discussed, the women participants describe 

talk among close family members and friends as a critical motivator for having a Pap 

smear. The participants used the term talk primarily when they spoke of conveying 

subjects of importance (as compared with conversation, which appeared a more casual 

exchange). The word communication was mentioned by a few women in regard to bi

directional information sharing with a healthcare provider. These women seemed to place 

the greatest value on hearing personal experiences from women who had been diagnosed 

with abnormal Pap smears, those who had struggled through various therapies, or from 
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those who had eventually died from this disease. In response to my probes about factors 

that influence a woman to be screened, one nurse practitioner said: 

I think it's the other women who have experienced cervical cancer or 
experienced breast cancer, and they share that. "If only I had had a Pap 
smear two years ago and had found out, I wouldn't be having this 
trouble." I have a distant cousin who is probably 36, maybe not even that 
old, and she is fighting cervical cancer. It has metastasized. She had an 
abnormal Pap with her last child and never went back [for follow-up care]. 
Now she's going through chemo and she's had radiation, and that's in my 
own family, and there's nothing special about us. A lot of it is cultural. I 
think you know women like that, if they can share their stories in their 
churches. 

After listening to women throughout the county, I believe that the validity of the 

information from providers regarding cervical cancer was less significant to them than 

the personal connection to another woman who shared her own experience. Talk among 

friends and family also helped locate the best providers (and avoid the worst) for 

gynecological exams. One woman told me "All five of us, we all go to him, and my 

mother. They tried other doctors, too, and finally they just went to the one we all liked." 

Although younger and middle aged women looked to the various media resources 

(television and internet) for information on HPV and cervical cancer, this did not appear 

to diminish the influence of personal anecdotes (both disaster narratives and success 

stories) as motivators to change their screening behavior. Perhaps the combination of 

personal stories and media information further reinforced a woman's attitude about 

screening. However, information on cervical cancer screening provided through family 

planning agencies did seem likely to establish screening as a normal healthcare practice, 

and some of the women remained in screening programs after they no longer needed 
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contraception. One woman commented: "It's just a conscientious thing that I've always 

done. Even after I got off the birth control, I still do the exams." 

Talk also had a negative impact on screening behavior among the participants. 

General impressions among community women related to gynecological exams deter 

women from seeking this care. One woman exclaims "I know that some do not go. They 

have heard horror stories and they are not going to go through that." Indiscreet talk 

among clinic staff related to a patient's personal health information appeared to be a 

significant concern for women, discouraging them to seek care or forcing them to travel 

outside the community where privacy would not be compromised. One woman spoke of 

her feelings about this issue of confidentiality. She worried about a possible HPV 

infection becoming public knowledge, "...if my doctor finds I have had this [HPV], and 

my mom is going to know, or if I have done this [had sexual intercourse and became 

infected with HPV], what is the community going to think? People worry about what 

other people think, a lot of times to the extreme that they do not want to take care of 

themselves." 

Talk was also a mechanism that perpetuated myths about the nature of cervical 

cancer, such as the common view that it is a disease of elderly women, and that it is 

inherited genetically rather than associated with a sexually transmissible virus. These 

myths altered women's perception of risk and therefore influenced the likelihood of 

screening behaviors. Other myths that influenced screening behaviors included the notion 

that surgery would cause a cancer to spread uncontrollably ("Once they open them up and 

the air hits them (cancers), it's all over. They're going to die."), and that cervical cancer 
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was a death sentence, regardless of the stage in which it was identified ("To me, cancer is 

terminal regardless if it's caught in time."). There did not appear to be a trusted source of 

factual information (even the internet had inconsistent and often erroneous material) on 

the subject of cervical cancer and HPV-related disease other than occasionally in clinic 

settings, and therefore the myths remain unchallenged. And the belief of some religious 

organizations that cervical cancer was a punishment for sin could not be construed as a 

motivating factor for such a disease to be discovered. One social worker stated: 

Religion may play into whether they go [for cervical cancer screening], 
whether they're allowed to go, whether they believe they should go. 
Several years ago, one of the parishioners in this church got bit by a snake 
[in the church] and they died. There was a big to-do about that. And of 
course, the church looked at it as she sinned. She did something wrong. 
But she didn't go. She didn't seek out healthcare. God gives us, and God 
takes us away. 

Most providers and all women interviewed spoke of talk as a mechanism used to 

provide comfort during a gynecological exam. This comfort might be in the form of 

advance preparation for the experience a woman would undergo related to speculum 

insertion or collection of a Pap smear. One provider said: 

We try to talk to them. Especially if it's their first exam, I explain to them, 
show them the speculum, and tell them exactly what we're going to do. 
We'll tell you everything we're going to do. [We'll] tell them how to 
breathe and relax, make it a little less uncomfortable. I always stress that 
it's not painful, but it can be a little uncomfortable. So we try to do those 
things to put them at ease. And even during the exam, I talk to them lots of 
times, and tell "Now, take some deep breaths. Breathe through your 
mouth." Or just talk to them in general to help them relax a bit. 
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The knowledge of what will happen during an exam offers a woman the potential to ask 

questions and share in the experience, rather than becoming an objectified body on which 

unknown medical acts are performed. 

The women participants spoke of talk (specifically non-medical jargon) as 

comfort during the exam, helping them to relax in a frequently intimidating situation. 

Just talk to a woman. Don't send the nurse. The doctor! Comfort me, and 
let me know that it's going to be okay. If you have to do something extra, 
or maybe there's a new procedure, tell me first. Some people [say] "I just 
want the doctor to be firm and stern." But if they can come in and be 
light...It's a serious situation, but put a little light on it. It's not the words, 
the medical words, easing you so you can relax. Just ease the worries. 

I think everybody wants a provider they can feel comfortable with. They'll 
just talk to you, and they'll talk about anything, not just what's going on 
[with the exam]. The fact that they know, they care, about what's 
happening in your life, not just what's going on with your body right then. 
I think that's why I connected with my doctor so good, and the fact that 
he's been my doctor for 14 years. 

For women, talk at this point appears to represent the recognition of the self as a person; 

it is viewed as a symbol of respect for the patient. One woman pleaded to a hypothetical 

provider "Understand there's a person laying on the table! It's not just a job you're 

doing." Talk also reassured a woman when normal exam findings were shared by the 

provider. If an abnormality was found, women said that talk could provide the 

information she needs to truly understand the nature of her health problem and encourage 

appropriate follow-up care. A woman gave advice for providers in general: "Just be 

gentle to what it is their plight may be. Work with them so they can get information, get 

the help, the tools they need to strive and keep themselves healthy. Make her aware of the 

good and the bad. Don't leave anything out just to please the moment. Just be truthful." 
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Life was difficult for many of the women I interviewed in this study, and time 

was perceived by most as a valuable commodity. A provider taking time to sit and talk 

represented a personal investment in caring about the patient as a woman, and the sharing 

of medical knowledge from provider to patient became a symbolic sharing of power. 

The gynecologist I have now, he is very friendly and nice. He talks to you. 
He explains things to you. He asks you questions. He acts like he wants to 
help you. You are not just subject number 37, you are a person. If you feel 
like you are involved in your healthcare personally, you are more apt to 
take better care of yourself. 

The theme of talk within the context of this work is complex, murky, and difficult 

to examine. Talk as a noun, described a process through which information is exchanged 

and contextual meaning derived. Talk between woman and provider established an 

environment of shared power during a clinical encounter, and helped to create mutual 

goals. But talk was also used as a verb, an action with an intended purpose based upon 

mutually assumed meaning. Women talked to share personal stories and form social 

connections. Providers talked women through the discomfort of a pelvic exam, and also 

talked down to them when demonstrating power and authority in the clinic. As talk is 

clearly important in understanding cervical cancer screening behavior, a deeper analysis 

of this phenomenon would be a significant next step for this research. 

Backtalk 

The term backtalk has been used to describe a manner in which Appalachians 

challenge existing constructs of domination. According to Appalachian scholar Mary 

Anglin (1992, p. I l l ) "It is an off-kilter, often contradictory discourse which foregrounds 

questions of power and authority." West Virginia Poet Laureate Irene McKinney 
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backtalked the literary world by boldly stating "I'm a hillbilly, a woman, and a poet, and 

I understood early on that nobody was going to listen to anything I had to say anyway, so 

I might as well just say what I want to" (Ballard, 2003, p.l). In this study, the community 

women used both language and actions to confront and defy healthcare providers that 

were unperceptive of or unresponsive to their needs. Backtalking the healthcare system 

has a long tradition in Appalachian states, as evidenced in a New York Times article 

(2006) which highlighted patient non-adherence to medical recommendations (quoted 

from a diabetic patient: "I told them I eat what I want to eat and the hell with them") and 

linked it to poor health outcomes in West Virginia. 

During this study, one woman related a personal anecdote in which she was given a 

prescription for hormone replacement therapy after she had reached menopause. She had 

some awareness of the potentially dangerous adverse effects of using hormonal therapy 

from reading popular magazines, and asked her physician why she should use this 

medication. His answer was vague in her opinion, claiming that she would need the 

hormones now, and he insisted she take the prescription. She laughed at her recollection 

of telling this doctor that he could write the prescriptions, and she would take them, but 

she would never fill them as she was never told why this therapy would be important for 

her. 

The social worker felt that people in the community view the doctor as "next to 

God" and they usually don't directly question the physician. However, in the example 

above, the physician's recommendation was gently questioned, although his authority 

was not challenged; it was merely overruled by the woman's concern for her personal 
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safety. I was unable to verify the exchange between woman and provider, and perhaps 

her words were never uttered aloud, but her resultant behavior (refusal to take the 

medication) was clearly defiant, and she controlled the interaction. 

After reviewing the transcripts of the interviews, I noticed that providers who saw 

their professional roles encompass the social world were more likely to receive questions 

from their patients. One physician assistant said: 

They [patients] feel that they can trust a person if the person is 
knowledgeable and caring. If they have missed a year or two, not coming 
in, they know that we're not going to berate them, that they can be 
comfortable with how we treat them. They are not backward about coming 
in if they have a question or problem, or if they are worried about 
something. 

She stated "Healthcare is very different in this area. The whole engaging in 

conversation is very different. Is it because we view these people as less knowledgeable, 

less likely to know, less likely to want to know?" The social worker's comment reminded 

me of the physician in the community hospital who questioned the intellectual capability 

of the community women, implying that it might not be worth his effort to explain 

medical information to them. 

Backtalk among community women is not simply failure to blindly obey medical 

orders. It also serves as a mechanism of indirect retaliation toward the offending 

provider. In one provider interview, an insightful physician stated: 

I think if you have somebody who is not a very friendly person or doesn't 
relate to the patient population, it can really reduce the amount of 
screening that goes on in a community. When you're in an underserved 
area then it really has a big impact on the population, because if you're in 
Philadelphia and you get mad at your doctor and you tell 30 of your 
friends about that doctor, it won't make a bit of difference. It's not going 
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to hurt his practice at all. But...if you get two people mad at the doctor 
here, there's going to be a whole bunch of people who will know about it, 
and in a rural area you live and die off your reputation. 

Conversations with women throughout county gave glimpses of how this worked. Many 

women who stated they did not engage in regular cervical cancer screening related 

physically or emotionally painful past experiences with gynecological care as being the 

reason. One woman spoke of coming for a Pap smear, and getting an excruciating 

endometrial biopsy during that visit, with no explanation of why this was needed or what 

she would experience during the procedure. "I did not know what to expect, and he did 

not tell me what was going to happen. It was very traumatic for me. It was like an assault 

unintentionally. I did not go back because I do not think that I should have had a biopsy 

without some kind of preparation." She refused to return for necessary follow-up care, 

and she warned friends of the poor care she received at that particular clinic. 

The consequences of one woman disengaging from care can have a cumulative 

effect. One woman told of going to her mother's gynecologist for a very uncomfortable 

first pelvic exam and Pap smear. She refused to return to that office, and found another 

provider who "was more conscious about the woman on the table." Not only did the 

former provider lose this one patient, but backtalk among family members regarding the 

woman's perception of her experience in that office resulted in the transfer of her mother 

and all five sisters (along with countless friends) to another practice. She related "If [you] 

hear about someone's bad experience at a certain doctor, it kind of hesitates you. You're 

thinking could this happen to me?" Another woman stated ".. .you can be in conversation, 
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and someone will voice their opinion. I know that has a lot of influence on how you 

perceive someone in healthcare." 

I understood backtalk on a very personal level. It was the native language of my 

family. Both of my parents were born to immigrants, and the mere thought of uprooting 

one's life and moving to another country was a kind of inherited backtalk to a repressive 

birthland. My father's family left the Ukraine in the midst of political upheaval. 

Throughout his life he worked tirelessly as a union negotiator, backtalking the largest 

truck manufacturer in the nation on behalf of assembly workers. My mother's parents 

were Scots-Irish, and turned their back on a life of daily violence and hatred in Northern 

Ireland. My maternal grandmother was a midwife, and defied contemporary obstetrical 

convention by providing a less expensive home-birth alternative for women during the 

economic depression of the 1930s. I had forgotten my rich heritage of challenging 

domination and power though both direct confrontation and quiet opposition until I began 

to recognize backtalk in this work. 

Limitations of the Study 

The findings from this study have recognizable limitations, some of which are 

inherent in the nature of focused ethnographic research. In all focused ethnographies, the 

time for data collection is limited to a reasonable pre-established endpoint for reaching 

data saturation. In the case of this study, four months was determined to be adequate to 

conduct the anticipated number of interviews. The sample size within this study is small 

(although the general population from which they were selected was also small), and the 

participants were selected primarily through convenience and their willingness to 
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participate in this study. It is therefore unknown whether their collective voices are 

representative of the women residents of this county, and the findings cannot be assumed 

to be applicable to Appalachian women outside this specific region of West Virginia. 

I chose to conduct this study in a significantly rural region of central Appalachia 

not only because of the low cervical cancer screening penetration rates, but also because 

these women have rarely been given the opportunity to relate their point of view on this 

subject. However, recruiting women in remote areas was difficult for many reasons. 

Travel on rural roads was difficult and sometimes impossible, limiting my access to some 

locations. Also, I had to rely heavily on my community liaisons for recruitment, 

potentially limiting the range of women's experiences collected for analysis. 

Limited time in the ethnographic field does not allow for the development of deep 

personal relationships necessary for women to reveal potentially significant details of 

their experiences and beliefs in regard to cervical cancer screening. Therefore, I 

recognize that these data are relatively superficial, and may actually be misleading if 

some participants felt it was important to relate seemingly correct answers, and telling me 

what they thought I wanted to hear, as the social worker hinted. One of the participants 

was identified by her friends as a person who did not engage in cervical cancer screening, 

yet in her interview, she related that she had regular Pap smears. It was not possible for 

me to corroborate the statements of women regarding their participation in screening 

programs with clinical records; therefore, the findings in this study were analyzed based 

on self-reported data. Also, the ill-timing of the television special depicting the misery 

and depravity of rural Kentucky proved to be a serious deterrent in my recruitment, and 
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might have significantly influenced the accounts given by women who agreed to be 

interviewed. 

Throughout this study, I found it difficult at times to classify the screening status 

of women participants due to the changing nature of this activity with life circumstances, 

such as age, perceived risks associated with cervical cancer, health insurance, and access 

to respectful healthcare providers. In one lifetime, a woman might move through various 

periods in which she is regularly screened or unscreened depending on a variety of 

factors that would emerge to redirect her prioritization of this behavior. 

Although the construction of a domain analysis, taxonomic relationships, and 

central cultural themes was subjectively created, I did seek to gain an outside perspective 

on my conclusions by sharing these data with another qualitative nurse researcher. This 

colleague was not familiar with the ethnographic field, but had conducted similar 

research to understand factors that influenced a woman's decision to participate in 

recommended follow-up care after receiving an abnormal Pap smear result. Her 

collaboration was valuable in affirming my findings. I also shared anonymous collective 

domain data with principal informants for validation (or reorientation) of my perspective. 

However, I do acknowledge that another researcher may organize and view these data in 

a different manner and arrive at alternative findings. 

Discussion 

During the process of data analysis, narratives from transcripts were primarily 

used to support the central cultural themes. However, the use of an ethnographic 

methodology allowed for contextual data to inform, confirm, or question participants' 
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statements. For example, women spoke of the difficulties surrounding travel to clinics, 

yet their behavior attested to their willingness to travel for hours and across state lines for 

care from a clinician with whom they had an established relationship. This observation 

confirms the significance of patient-provider relationships in cervical cancer screening. 

During my clinic visits, I noticed the minimal information on women's health issues in 

public areas such as the waiting room. All BCCSP sites were primary care centers, and 

the majority of the health-related information addressed chronic health conditions such as 

obesity, hypertension, diabetes, and hyperlipidemia. Also, despite the number of BCCSP 

screening sites, my observations in the clinics gave insight into potential difficulties 

(administrative paperwork for establishing eligibility) a woman might encounter when 

applying for a free cervical cancer screening visit. This difficulty could be magnified if 

the woman possessed a low literacy level and could not effectively complete the 

necessary forms. It was apparent in at least one clinic that emphasis was placed on the 

convenience of the clinic staff (who were either unavailable or unable to assist a woman) 

rather than the needs of a woman applying for screening. 

Observations of community life revealed the harsh reality of a struggling 

economy grounded in manual labor jobs best suited for men. The social network for these 

women was small, usually consisting of family and close neighbors. Social strategies for 

protection and progress were also noted. When the aforementioned television show 

revealed a journalist highlighting negative stereotypes of Appalachian culture, I was 

effectively excluded from access to patients by the clinics. However, when women in the 

more remote areas heard of a researcher studying cervical cancer screening in the 
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community, they mobilized quickly to meet with me and present their concerns and 

requests for change. 

As I reflected on clinic visits, I examined the impact this research process had 

upon the participants. Some clinicians viewed me as an annoyance, allotting limited time 

in between patients for an interview. One physician refused to speak with me until he 

heard that I was from an Ivy League university, and therefore the study might have some 

merit. The nurse practitioners received me as a colleague, and we spoke of commonalities 

in our professional practice. The nurses in the hospital clinic saw me as a resource 

through which they could gain a better understanding of cervical cancer and screening 

issues. However, most providers remarked that they were unaware of the significant 

disparity related to cervical cancer among women in their communities compared to 

national statistics. They began to reassess their approach toward screening recruitment 

and retention, and asked me to share the study findings. 

The women participants in both groups told me their awareness of cervical cancer 

and its impact on their community had increased as a result of our conversations. Women 

who rarely engaged in screening had a venue in which they could examine their 

reluctance toward this care. During this study, women had the power to speak out about 

the quality of available healthcare, and to identify the circumstances under which such 

care would be acceptable. In my role as a researcher (especially from a prestigious 

university), there was an inherent power. I controlled the interview, asked questions and 

the participant responded. However, I attempted to balance this power by affirming that 

they were indeed the experts in what I needed to learn through this work. The women 
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who volunteered to participate in this study were my teachers, and they appeared to value 

this role during our conversations. 

Using a feminist framework for this study, I learned to readjust my thinking about 

the process of talking with women and collecting information. I also learned that what 

might appear to be an unfortunate stumbling block in this type of study can prove to be a 

powerful gift. When the television special revealed the sordid aspects of a few lives in 

rural Kentucky and the clinics refused to provide me with participants from their sites, I 

learned a great deal about moving through a community, gaining trust, and approaching 

women to share their stories with me. Through my relationship with Abby, I established 

relationships within her social network. This group of women became my advisors and 

directed my inquiry. They suggested places within the community where I could meet 

and talk with women, such as grocery stores and gas stations. It took me a considerable 

length of time to feel comfortable with this casual yet direct approach to recruitment, and 

I believe at one point I appeared more like a suspicious character after a day of lurking 

outside the post office trying to strike up conversations. My community advisors had a 

great laugh over this, and then returned to recommending a few new strategies for me. 

I also learned about the art of interviewing. I became more comfortable moving 

from a formal interview strategy that is oriented to the way men speak in order to become 

a "midwife to women's words" (Minister, 1991, p. 39). I learned to share power and 

control, to trust that these women, as experts in their own lives, would tell me what I 

needed to know to understand not only cervical cancer screening behaviors, but the 

context in which they made decisions about engaging in this care. I learned to listen to 
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what they had to say, and to build a dialogue around this content in order to find the 

information needed to answer my research questions. 

As I reviewed the interview transcripts, I initially tried to force the stories I 

collected into an ideological framework constructed by a recognized and highly valued 

feminist researcher. I expected that many of the rural women's voices heard in this study 

would be like those of the silent women described by Mary Belenky et al. (1997) in her 

work regarding women's intellectual development. Building on previous research by 

Carol Gilligan on women's moral development, Belenky (p. 18) concluded that women 

"used the metaphor of voice to depict their intellectual and ethical development; and that 

the development of a sense of voice, mind, and self were intricately intertwined." Her 

silent women were socially isolated and unable to collectively exchange and process 

shared experiences through language. With no social connection, and no concept of a 

collective presence, these women were unable to adequately learn from their own 

experiences or those of others. According to Belenky (pp. 26-27), 

Because the women have relatively underdeveloped representative 
thought, the ways of knowing available to them are limited to the present 
(not the past or the future); to the actual (not the imaginary or the 
metaphorical); to the concrete (not the deduced or the induced); to the 
specific (not the generalized or the contextualized); and to the behaviors 
actually enacted (not values or motives entertained). 

Separation from a social context perpetuated isolation from self, leaving these silent 

women unable to develop intellectually and therefore remain passive and dependent upon 

outside authorities for direction of their behaviors. 
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I was challenged to listen once more to the diversity of voices speaking to me in 

this study, to trust that these voices told me what was important to them, and to trust my 

own voice in relating this information. I found data inconsistent with this concept of rural 

women as passive and dependent. In creating a discourse of backtalk, many women in 

this study formed a collective voice that seemed to run counter to Belenky's silent 

women. Alone, the voices could be perceived as weak and perhaps ineffectual. But 

despite their rural situatedness and limited social opportunities, these women managed to 

achieve a collective sense of agency through verbal and behavioral defiance of the 

existing power structures in their community. Women fought back against repression and 

abuse in a social climate that reinforced masculine dominance. Men might hold power 

from earned income, but women achieved power as they raised children and ran the 

households. Although they were not recognized authorities in healthcare, they were 

indeed powerful as the most trusted sources of health information for family members. 

One woman spoke of how she would teach her daughter about having Pap smears: 

"I tell her all the time, you think you know it all, but you don't know nothing. So just 

listen to me, I said. I'm not going to tell you anything wrong." Although many of the 

women who were interviewed for this study longed for bi-directional communication 

with healthcare providers, this does not appear to be the mechanism for which health 

information was primarily passed along to them, or through which healthcare behavior 

was influenced. These women wanted to learn from providers, they wanted to discuss 

health-related and personal information with providers. When dialogue failed in clinical 
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encounters, women relied on the power of backtalk to address the inadequacy of their 

care. 

Addressing the research questions 

The proposed research questions consisted of: 

1. What sociocultural factors do Appalachian women living in West Virginia 
identify as influencing their decision to engage in cervical cancer screening? 

2. What sociocultural factors do providers identify as influencing their provision of 
cervical cancer screening for Appalachian women living in West Virginia? 

3. What influence do the sociocultural factors identified by the providers influence 
the decision making of Appalachian women living in West Virginia to seek 
cervical cancer screening? 

Answers to the research questions proposed in this study are complex, interrelated 

and contextual. This study adds to the existing body of literature in cervical cancer 

screening among women in Appalachia through its findings related to role identification 

and communication as influential factors in this practice. Women's perception of their 

primary social roles in various stages of their lives altered the priority they placed upon 

their healthcare in general, and asymptomatic cervical cancer screening in specific. 

Physicians' perception of their role influenced their likelihood to value the woman as a 

patient, and provide sensitive and respectful care. Communication {talk) conveyed 

information, beliefs, and attitudes about cervical cancer between women, their friends, 

and their family, and had the power to motivate or deter screening behavior. Talk in the 

form of dialogue (bi-directional) between woman and provider was the glue of the 

therapeutic relationship, exchanging important health-related information, conveying care 
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and comfort, and developing mutual-constructed health goals. However, not all women's 

voices were of equal volume when considered individually. Women who were older or 

who lived in relative isolation had more difficulty speaking openly about health concerns, 

especially with male providers. Their voices were quiet but present, and needed 

encouragement to be heard. Women who spoke up in loud defiance or silent withdrawal 

due to perceived ill-treatment needed to be heard as well. Without respectful care and 

dialogue in the clinical encounter, these women disengaged from screening and 

negatively influenced other women in regard to this care. Although some native providers 

were sensitive to the effect an unhappy woman might have on their clinical practice, 

historically healthcare policy-makers viewed this backtalking conduct as political 

behavior and something that confronted existing medical power structures. Power 

remained in the realm of the provider and the healthcare system, and unless the power 

shifts in the future to create woman-centered care, I believe many women will continue to 

avoid screening. 

As a clinician and a woman, I had to approach issues of identity and power 

carefully and honestly. At times I identified with the providers as they struggled to 

understand women's behavior related to cervical cancer screening. The stories of the 

women in this study showed a complexity of circumstances which influenced 

communication and tipped the balance of power between provider and patient. I worried 

if something I did (or failed to do) contributed a woman's decision not to return for 

annual screening visits. At other times, I identified with the women I interviewed. I knew 

what it is like to have a pelvic exam, and I have had both good and bad experiences. I 

144 



remembered not being able to speak up when I was dissatisfied with the care I had 

received from a prominent physician. I thought about the reasons I chose for continuing 

my gynecologic care with a nurse practitioner. Although I did not identify myself as a 

healthcare provider to the women I interviewed, they were aware that I was a nurse. The 

role of nurse researcher placed me in a tenuous position of power. I could pass along their 

stories and facilitate the change they desired, or I could weigh the merit of their words 

from my outsider perspective and judge them as inconsequential. I also thought about the 

manner in which I provided care for the women in my clinic. Each time I stepped into an 

exam room, I could hear the voices of participants talking about the things that really 

mattered to them during a clinical encounter. I could feel the power shift to the woman on 

the table, wrapped in a cotton gown tied awkwardly to preserve modesty. I would feel 

that she was judging me, not on my competency, but on my sensitivity to her needs and 

concerns. I wondered if she was weighing my willingness to talk, listen, and share control 

of her healthcare. 

Recommendations for Future Research 

This study provides a foundation for future exploration of its most significant 

findings. I perceive two areas for future ethnographic exploration that potentially will (1) 

empower women as valued knowers of factual information related to cervical cancer 

screening, and (2) empower providers as effective participants in women's healthcare. 

Further ethnographic research 

This study revealed the unanimous identification of women (particularly mothers) 

as the most trusted source of health knowledge, but the participants frequently described 
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them as having inadequate or misleading information. The women in this study 

repeatedly mentioned that they wished to understand more about cervical cancer and how 

to identify the best approaches to screening. This information was not available through 

the schools, and previous attempts by nurses to give presentations on health issues in 

churches or other community settings have been poorly attended. Further research 

examining Appalachian women's views about acceptable avenues for learning and 

disseminating health information could assist in building a culturally relevant model for 

educating women about these matters. I see such a model as being developed and owned 

by the women, emerging from and existing for them, and establishing them as valued 

sources of current knowledge in the community. 

In the first phase of this study, I observed providers as they sought to understand 

why women refused cervical cancer screening and vital follow-up healthcare. They 

related concern about what subjects were appropriate for discussion among their patients, 

and were afraid of offending or frightening women with conversations about sexual 

relationships, HPV, cervical disease, and cancer. They worried that their patients would 

become angry at them, negatively influence others in the community toward seeking care 

from them, and destroy their professional reputation. It became apparent to me that these 

providers needed information from the women related to cancer screening and health-

seeking behaviors as much as their patients needed information about their bodies and 

test results. 

Future ethnographic research exploring provider perception of the professional 

role and how this related to establishing professional relationships with women patients 
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could identify strategies for developing dialogue between the medical and the social 

worlds of provider and patient. This type of research could explore ways in which 

providers are acculturated through their professional education to view appropriate 

professional communication with patients. The ultimate goal would be to develop a 

conduit through which providers could gain critical information from community women 

and build a framework for a woman-oriented care. 

Creating a collective voice for women 

During this work, I have discovered the concept of rural to be fluid and relative to 

the observer. In Marlow County, remoteness of residence makes it difficult for women to 

establish common meeting spaces where they can speak together and share experiences. 

When the women in this study spoke to me of meaningful communication, they 

commonly used terms such as "face-to-face" and "word-of-mouth" indicating their 

preference for talking in person rather than through telephone or electronic (email) 

means.2 Informal networks of communication exist and have been able to rapidly 

disseminate social news, although they appear to be limited to immediate neighborhoods. 

Future pilot studies could examine ways to explore and build upon small social networks, 

interconnecting them to create larger networks serving multiple communication needs 

over greater distances. 

Establishing larger communication networks of women could facilitate greater 

social interaction and produce a sense of collective identity. In a region where economic 

opportunities for women are limited, there is also the possibility that these networks of 

women could cooperatively produce marketable products through gardening, sewing, or 
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other skills they possess. There is potential for information to be gathered from women 

by women regarding how they would like reproductive healthcare to exist in their 

respective communities: what works, what doesn't work, and what changes are necessary 

for them to participate. The social networks could also serve as conduits for information 

exchange if a community representative, working with a trusted healthcare provider, 

forged a culturally relevant link between the healthcare system and the social world. 

Through this relationship, meaningful dialogue could arise that would allow movement of 

information bi-directionally: providers could hear the needs and concerns of the women, 

and women could hear accurate health-related information from providers. In this 

manner, the collective voice of women could be a powerful instrument for healthcare 

change. 

Notes 

/. Belenky identifies five stages of knowing from her research: (1) silence, in which women see 
themselves as "mindless and voiceless" and depend on others to be sources of knowledge and 
authority; (2) received knowledge, in which women recognize their capability of receiving and 
reproducing knowledge from authorities, but cannot create it; (3) subjective knowledge, in which 
women identify knowledge personal and private to herself; (4) procedural knowledge, where 
women are actively using objective processes for learning and communicating knowledge; and (5) 
constructed knowledge, in which women distinguish and value subjective and objective 
knowledge they have created, and see all knowledge as contextual. 

2. During my field experience, people in the community remarked on the limited availability of cell 
phone coverage because of the mountainous terrain. I do not know how many people in the county 
have internet access in their homes, but community libraries were mentioned as common resources 
for internet use. 
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APPENDIX A 

Figure 1: Map of the Appalachian Region 
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Figure 2: Appalachian Subregions and Counties 
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APPALACHIAN REGION 

Counties in Appalachia 

Alabama: Bibb, Blount, Calhoun, Chambers, Cherokee, Chilton, Clay, Cleburne, Colbert, Coosa, 
Cullman, De Kalb, Elmore, Etowah, Fayette, Franklin, Hale, Jackson, Jefferson, Lamar, Lauderdale, 
Lawrence, Limestone, Macon, Madison, Marion, Marshall, Morgan, Pickens, Randolph, St. Clair, 
Shelby, Talladega, Tallapoosa, Tuscaloosa, Walker, and Winston 

Georgia: Banks, Barrow, Bartow, Carroll, Catoosa, Chattooga, Cherokee, Dade, Dawson, Douglas, 
Elbert, Fannin, Floyd, Forsyth, Franklin, Gilmer, Gordon, Gwinnett, Habersham, Hall, Haralson, Hart, 
Heard, Jackson, Lumpkin, Madison, Murray, Paulding, Pickens, Polk, Rabun, Stephens, Towns, 
Union, Walker, White, and Whitfield 

Kentucky: Adair, Bath, Bell, Boyd, Breathitt, Carter, Casey, Clark, Clay, Clinton, Cumberland, 
Edmonson, Elliott, Estill, Fleming, Floyd, Garrard, Green, Greenup, Harlan, Hart, Jackson, Johnson, 
Knott, Knox, Laurel, Lawrence, Lee, Leslie, Letcher, Lewis, Lincoln, McCreary, Madison, Magoffin, 
Martin, Menifee, Monroe, Montgomery, Morgan, Owsley, Perry, Pike, Powell, Pulaski, Rockcastle, 
Rowan, Russell, Wayne, Whitley, and Wolfe 

Maryland: Allegany, Garrett, and Washington 

Mississippi: Alcorn, Benton, Calhoun, Chickasaw, Choctaw, Clay, Itawamba, Kemper, Lee, 
Lowndes, Marshall, Monroe, Montgomery, Noxubee, Oktibbeha, Panola, Pontotoc, Prentiss, Tippah, 
Tishomingo, Union, Webster, Winston, and Yalobusha 

New York: Allegany, Broome, Cattaraugus, Chautauqua, Chemung, Chenango, Cortland, Delaware, 
Otsego, Schoharie, Schuyler, Steuben, Tioga, and Tompkins 

North Carolina: Alexander, Alleghany, Ashe, Avery, Buncombe, Burke, Caldwell, Cherokee, Clay, 
Davie, Forsyth, Graham, Haywood, Henderson, Jackson, McDowell, Macon, Madison, Mitchell, Polk, 
Rutherford, Stokes, Surry, Swain, Transylvania, Watauga, Wilkes, Yadkin, and Yancey 

Ohio: Adams, Athens, Belmont, Brown, Carroll, Clermont, Columbiana, Coshocton, Gallia, 
Guernsey, Harrison, Highland, Hocking, Holmes, Jackson, Jefferson, Lawrence, Meigs, Monroe, 
Morgan, Muskingum, Noble, Perry, Pike, Ross, Scioto, Tuscarawas, Vinton, and Washington 

Pennsylvania: Allegheny, Armstrong, Beaver, Bedford, Blair, Bradford, Butler, Cambria, Cameron, 
Carbon, Centre, Clarion, Clearfield, Clinton, Columbia, Crawford, Elk, Erie, Fayette, Forest, Fulton, 
Greene, Huntingdon, Indiana, Jefferson, Juniata, Lackawanna, Lawrence, Luzerne, Lycoming, 
McKean, Mercer, Mifflin, Monroe, Montour, Northumberland, Perry, Pike, Potter, Schuylkill, Snyder, 
Somerset, Sullivan, Susquehanna, Tioga, Union, Venango, Warren, Washington, Wayne, 
Westmoreland, and Wyoming 

South Carolina: Anderson, Cherokee, Greenville, Oconee, Pickens, and Spartanburg 
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Tennessee: Anderson, Bledsoe, Blount, Bradley, Campbell, Cannon, Carter, Claiborne, Clay, 
Cocke, Coffee, Cumberland, De Kalb, Fentress, Franklin, Grainger, Greene, Grundy, Hamblen, 
Hamilton, Hancock, Hawkins, Jackson, Jefferson, Johnson, Knox, Loudon, McMinn, Macon, Marion, 
Meigs, Monroe, Morgan, Overton, Pickett, Polk, Putnam, Rhea, Roane, Scott, Sequatchie, Sevier, 
Smith, Sullivan, Unicoi, Union, Van Buren, Warren, Washington, and White 

Virginia: Alleghany, Bath, Bland, Botetourt, Buchanan, Carroll, Craig, Dickenson, Floyd, Giles, 
Grayson, Highland, Lee, Montgomery, Pulaski, Rockbridge, Russell, Scott, Smyth, Tazewell, 
Washington, Wise/Norton, and Wythe 

The following independent cities in Virginia are also within the Appalachian Region: Bristol, Buena 
Vista, Covington, Galax, Lexington, Norton, and Radford. 

West Virginia: All counties: Barbour, Berkeley, Boone, Braxton, Brooke, Cabell, Calhoun, Clay, 
Doddridge, Fayette, Gilmer, Grant, Greenbrier, Hampshire, Hancock, Hardy, Harrison, Jackson, 
Jefferson, Kanawha, Lewis, Lincoln, Logan, Marion, Marshall, Mason, McDowell, Mercer, Mineral, 
Mingo, Monongalia, Monroe, Morgan, Nicholas, Ohio, Pendleton, Pleasants, Pocahontas, Preston, 
Putnam, Raleigh, Randolph, Ritchie, Roane, Summers, Taylor, Tucker, Tyler, Upshur, Wayne, 
Webster, Wetzel, Wirt, Wood, and Wyoming 

ARC-Designated Distressed Counties, Fiscal Year 2008 
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APPENDIX B 

Figure 1: Cervical Cancer Incidence for West Virginia and United States 1994 to 2002: 
Number of Cases per 100,000 women 
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Figure 2: Cervical Cancer Mortality for West Virginia and United States 1994 to 2002: 
Number of Cases per 100,000 women 
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APPENDIX B 

Figure 3: Prevalence of Women Aged 18+ Reporting No Pap in Past Three Years 
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Source: Mountains of Hope (2007) The West Virginia Cancer Plan, p. 41. 
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APPENDIX C 
IRB Approval 

University of Pennsylvania 
Office of Regulatory Affairs 

Yvonne Higgins, Director Human Research Protections 
Emma Meagher, MD, IRB Executive Chair 

3624 Market St., Suite 301 S 
Philadelphia, PA 19104-6006 

Ph / Fax:  
INSTITUTIONAL REVIEW BOARD 

(Federalwide Assurance # 00004028) 
05-Jan-2009 

Julie A Fairman 
c/o Wendy D Grube 
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REVIEW BOARD 

Julie A Fairman 
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809186 

IRB #8 

14-Dec-2009 
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Claire M. Fagin Hall 
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APPENDIX D 

Human Subject Protection Statement Submitted to IRB 

In order for me to protect the research participants from any adverse events 

related to this study, only functionally healthy and non-pregnant individuals will be 

recruited. I will secure their written informed consent before beginning data collection. If 

the participant is unable to read and understand the content in my consent form, I will 

read it to her and record her response verbatim. The letter requesting informed consent 

(see Appendix B) will contain: 1) the nature of the proposed study; 2) the overall 

experience the individual can expect during participation, and their right to withdraw 

from the study at any time without negative consequences; 3) potential risks and benefits 

to participating; 4) a statement regarding confidentiality of personal or identifiable 

information; and 5) identification of a contact person to answer questions regarding the 

study (Appendix C). 

Benefits of participating in this study may be both direct as well as indirect. 

Direct benefits may take the form of receiving free cervical cancer screening through the 

West Virginia BCCSP, or through reciprocal sharing -1 am willing to act as a consultant 

in sharing information regarding reproductive health and gynecological care in exchange 

for the personal stories from the women informants. Indirect benefits may be seen as the 

ability for the participants to contribute toward the education of health care providers in 

matters related to the successful provision of reproductive health care services for the 
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women in their community. I do not anticipate any great risk for participants. However, 

the sensitive nature of the interview content may create emotional distress for some 

women, and a counselor will be made available through the social worker serving as my 

community liaison and mediator. There is also the potential that a discussion about 

cervical cancer screening among those participants in Phase 3 will encourage them to 

seek screening, and upon that screening pathology may be detected. In that case, 

arrangements will be made through the West Virginia BCCSP for continued care. 

Participants will be also informed that pseudonyms will be substituted for their 

actual names and locations, and any information they share will be used solely for the 

purpose of research. All identifying digital information recorded by the researcher will be 

stored on an external hard drive, which will be kept in a locked drawer along with the 

associated transcripts and available only to the researcher. All other identifying 

information related to the study (such as signed informed consents and demographic data) 

will also be kept in the same secure site accessible only to the researcher. 
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APPENDIX E 

Consent Form WVBCCSP 

mam 

R) 
University of Pennsylvania School of Nursing 
Department of Family and Community Health 

Is Conducting a Research Study on: 

Cervical Cancer Screening in West Virginia 

Researchers have found that women in West Virginia have a higher chance of 
dying from cancer of the cervix as compared to women who live in other areas of this 
country. In trying to explain why this happens, researchers have found that women in this 
state are not as likely to go to a clinic for routine Pap smears. I am a nurse practitioner 
working in women's health, and I think you can help me understand how women in your 
community decide whether or not to go for a Pap test. 

By signing below, you agree to allow me to observe mutually agreed upon areas 
of selected clinics, and speak with providers and staff about issues related to this research 
study. You also agree that I may use information obtained in this manner only for the 
purpose of this study. 

West Virginia Breast and Cervical Cancer Screening Program 

Christina Mullins, Program Director Date 

Contact Information: 
Investigator: Wendy Grube 
Address: University of Pennsylvania School of Nursing 
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APPENDIX F 

Clinic Consents 

University of Pennsylvania School of Nursing 
Department of Family and Community Health 

Is Conducting a Research Study on: 
Cervical Cancer Screening in West Virginia 

Researchers have found that women in West Virginia have a higher chance of 
dying from cancer of the cervix as compared to women who live in other areas of this 
country. In trying to explain why this happens, researchers have found that women in this 
state are not as likely to go to a clinic for routine Pap smears. I am a nurse practitioner 
working in women's health, and I think you can help me understand how women in your 
community decide whether or not to go for a Pap test. 

By signing below, you agree to allow me to observe mutually agreed upon areas 
of the clinic, and speak with providers and staff about issues related to this research 
study. You also agree that I may use information obtained in this manner only for the 
purpose of this study. 

[Clinic Name] 

Clinic Administrator Date 

Contact Information: 
Investigator: Wendy Grube 
Address:  

 
Phone:  
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APPENDIX G 

Recruitment Flyer for Providers 

Penn 
Nursing Science 
Care to change the world7 

The University of Pennsylvania School of Nursing 
Department of Family and Community Health 

Is Conducting a Research Study on: 

Cervical Cancer Screening in West Virginia 

• If you are a licensed health care provider 

• Currently providing cervical cancer screening services 

• Located Cou nty, WV 

Your participation in a research study examining issues related 

to cervical cancer screening practices would be greatly 

appreciated. 

Participating providers will be asked to take part in one hour-

long interview and a brief follow-up discussion. 

There is no financial compensation for your participation. 

Principal Investigator: Julie Fairman, PhD, RN 

Field Researcher: Wendy Grube, MSN, CRNP 

For more information call Wendy Grube at:  
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APPENDIX H 

Recruitment Flyer for Screened Women 

Nursing Science 
Care to change the world" 

The University of Pennsylvania School of Nursing 
Department of Family and Community Health 

Is Conducting a Research Study on: 

Cervical Cancer Screening in West Virginia 

• If you are a woman 18 years of age or older 

• If you were born and raised in an Appalachian county, 

and 

• Currently live in County, WV 

• Have a Pap smear at least every 3 years 

Your participation in a research study about cervical cancer 

screening in your community would be greatly appreciated. 

Participating women will be asked to take part in one hour-

long interview and a follow-up discussion. 

There is no financial compensation for your participation. 

Principal Investigator: Julie Fairman, PhD, RN 

Field Researcher: Wendy Grube, MSN, CRNP 

For more information call Wendy Grube at: (  

BS 
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APPENDIX I 

Recruitment Flyer for Unscreened Women 

Penn 
Nursing Science 
Care to change the world? 

The University of Pennsylvania School of Nursing 
Department of Family and Community Health 

Is Conducting a Research Study on: 

Cervical Cancer Screening in west Virginia 

• If you are a woman 18 years of age or older 

• If you were born and raised in an Appalachian county, 

and 

• Currently live in County, WV 

• Have rarely or never had a Pap smear for cervical cancer 

screening 

Your participation in a research study about cervical cancer 

screening in your community would be greatly appreciated. 

Participating women will be asked to take part in one hour-

long interview and a follow-up discussion. 

There is no financial compensation for your participation. 

Principal Investigator: Julie Fairman, PhD, RN 

Field Researcher: Wendy Grube, MSN, CRNP 

For more information call Wendy Grube at:  
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APPENDIX J 

Consent Form: Providers 

Purpose: 
You are invited to be part of a research study designed to help me learn how 

health care professionals and women in your community feel about cervical cancer 
screening services. Researchers have found that women in West Virginia have a higher 
chance of dying from cancer of the cervix as compared to women who live in other areas 
of this country. In trying to explain why this happens, researchers have found that women 
in this state are not as likely to go to a clinic for routine Pap smears. I am a nurse 
practitioner working in women's health, and I think you can help me understand how 
women in your community decide whether or not to go for a Pap test. 

Your role: 
I would like to interview you and ask about your thoughts, feelings and 

experiences related to providing cervical cancer screening for women in the community. 
The interview should last about 1 to 2 hours, and with your permission I would like to 
record our meeting. Any recordings from the interviews will be destroyed after my 
research is accepted by my university. I will keep all of your information strictly 
confidential and I will not use your name in any published materials. I value your time 
and information greatly. I also want you to know that you are free to withdraw from this 
study at any time. With your permission, I would like to be able to contact you after the 
interview in the event that I need to clarify information from the interview. If you have 
any questions during the study, you can contact me at the address or phone number on 
this consent form. 

Benefits: 
1. There is no financial compensation for your participation, but being part of 

this study will give you a chance to inform other health care professionals and 
women in the community about your experiences in providing cervical cancer 
screening services. 

2. I will share the findings from this study about provider and patient attitudes, 
values, and beliefs related to cervical cancer screening in your community, 
which will help your clinical practice. 

3. I am willing to share any professional information I might have on women's 
health issues with you after the interview. 

Risks: 
1. The risks of participating in this study are minimal. Any personal information 

regarding your practice or perceptions of women in the community will be 
kept strictly confidential. Please feel free not to answer any questions that 
make you uncomfortable. You may change the subject or stop the interview at 
any time. 
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By signing below, you agree to participate in this research study, and agree that all of 
your questions about this study were answered. You also agree that I may use your 
information only for research purposes. 

Participant: Interview Date Investigator 

Permission to Record Interview 

Contact Information: 
Investigator: Wendy Grube 
Address:  

 
Phone:  
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APPENDIX K 

Consent Form: Women 

Purpose: 
You are invited to be part of a research study designed to help me learn how 

women in your community feel about women's health care services including cancer 
screening. Researchers have found that women in West Virginia have a higher chance of 
dying from cancer of the cervix (part of the womb) as compared to women who live in 
other areas of this country. In trying to explain why this happens, researchers have found 
that women in this state are not as likely to go to a clinic for routine Pap smears used for 
cancer screening. I am a nurse practitioner working in women's health, and I think you 
can help me understand how women in your community decide whether or not to go for a 
Pap test or use self care. 

Your role: 
I would like to interview you and ask about your thoughts, feelings and 

experiences related to Pap smears and cervical cancer screening. With your permission, I 
would like to return a second time to make sure I am clear about the information you give 
me. Each interview should last about 1 to 2 hours, and with your permission I would like 
to record our meeting. Any recordings from the interviews will be destroyed after my 
research is accepted by my university. I will keep all of your information strictly 
confidential and I will not use your name in any reports or write-ups of my research. I 
value your time and information greatly. I want you to know that you are free to 
withdraw from this study at any time. If you have any questions during the study, you can 
contact me at the address or phone number on this consent form. 

Benefits: 
1. There is no payment to you for participating, but being a part of this study 

will give you a chance to inform health care professionals about how to 
provide good care for women in your community. 

2. I can help you get free or low cost cervical cancer screening services in your 
community. 

3. I am willing to share any information I might have on women's health issues 
with you after the interview. 

Risks: 
2. The risks of participating in this study are minimal. If you experience any 

emotional distress in speaking with me about personal issues, arrangements 
can be made for you to see a counselor. Please feel free not to answer any 
questions that make you uncomfortable. You may change the subject or stop 
the interview at any time. 
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By signing below, you agree to participate in this research study, and agree that all of 
your questions about this study were answered. You also agree that I may use your 
information only for research purposes. 

Permission for Interview Date Name Printed 

Permission to Record Interview Date 

Investigator Date 

Contact Information: 
Investigator: Wendy Grube 
Address:  

 
Phone:  
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APPENDIX L 

Demographic Data: Health Care Providers 

1. Name: Age: 

2. Degree: 

3. Specialty: 

4. Length of time as a health care provider: 

5. Full-time or Part-Time 

6. Length of time working in this community: 

7. Religion: 

8. Where were you born and raised? 
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APPENDIX M 

Demographic Data: Women 

1. Name: Age: 

2. Single: Married/Partnered: Divorced/Widowed: 

3. Residence: Years there 

4. Religion: 

5. Where were you born/raised? 

6. Years of formal schooling: 

7. Employment outside the home: 

8. Number of people at home: Total Family income: 

9. Regular health provider: No Yes Type 

10. Health care insurance: No Yes Type 

11. When did your periods begin? Age 

12. Pregnancies Age at first pregnancy Living children 

13. Pap smear: Never Yes Date of last Pap smear 

14. Gynecologic surgery: 
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APPENDIX N 

Initial Interview Guide: Providers 

About themselves: 

1. Health care education and experience as a provider 

2. Relationships with community and their patients 

3. Familiarity and comfort in providing gynecologic care; attitudes, beliefs, and 

feelings about sexuality, pelvic exams and Pap smears 

4. Challenges they face in providing reproductive health care 

About the women for whom they care: 

1. What are the women like in this community? General characteristics 

2. What do they believe about health and illness in general? 

a. What do they do to stay healthy? 

b. How do they think about illness? 

c. Who do they rely on for information about health/illness 

d. Who do rely on for health care? 

3. What do they believe about sexuality, reproduction, gynecologic illnesses 

4. What factors influence whether or not a woman comes for a Pap smear? What 

influences her to return regularly? (roles of others in the family/community; 

education/opportunity/logistics/insurance or money) 
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APPENDIX O 

Initial Interview Guide: Community Women 

About themselves: 

1. What do you do to stay healthy in general? 

2. Why are some women here healthy and others not healthy? 

3. Where did you learn about health/illness/treatment of illness? 

4. Tell me about when you first got your period. How and what did you learn about 

your body as a woman and how it was changing? Who taught you? 

5. How and what did you learn about sexuality and reproduction? Pregnancy? 

Sexually related diseases? 

6. What do you know about cervical cancer screening? How did you learn about 

this? 

7. What do you think about gynecologic exams? Women's cancer screening? 

8. Have you ever had a gynecologic exam/Pap smear? What was it like? What or 

who influenced you to have this test? 

About health care providers: 

1. What do you think about health care in your community? 

2. What about the providers? Probe for competency, caring about patient, 

accessibility 

3. Who are the health care providers here? 

4. What experiences have you had with health care providers? 
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5. What influenced you to seek care? 

6. What made you comfortable or uncomfortable? 

7. What about gynecologic care? What makes you comfortable/uncomfortable with 

a provider? 

8. What influences you to return/not return for Pap smears? 
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APPENDIX P 

Table 1: Provider Demographics (N=7) 

Provider 

Physician 

Physician 

Physician 

Nurse Practitioner 

Nurse Practitioner 

Physician Assistant 

Physician Assistant 

Age 

59 

64 

75 

43 

54 

28 

47 

Sex 

Male 

Male 

Male 

Female 

Female 

Female 

Female 

Years of 
Practice 

32 
Full Time 

34 
Full Time 

31 
Full Time 

2 
Full Time 

9 
Full Time 

17 months 
Full Time 

15 
Part Time 

Culture 
Religion 

Appalachian 
Baptist 

Philippine 
R. Catholic 

Egyptian 
Muslim 

Appalachian 
Pentecostal 

Appalachian 
Protestant 

Appalachian 
Christian 

Appalachian 
Methodist 

Specialty 

Family Practice 

OB/GYN 

OB/GYN 

Family Practice 

Family Practice 

Primary Care 

Women's Health 
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