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HIV Infected Women's Experiences with Abnormal Pap Smears:
Factors Affecting Follow-up

Priscilla DeRemer Abercrombie, RN, NP

Abstract

Cervical dysplasia in women with HIV is recurrent and progressive. Lack of follow

up after the diagnosis of an abnormal Pap smear could lead to the development of cervical

cancer in women with HIV. In focus groups and individual interviews, women living with

HIV described their experiences with abnormal Pap smears and identified the factors that

affected whether or not they returned for care. Two thirds of the 18 participants were

women of color. Half of the participants were interviewed more than once over the course

of two years. Using techniques of constant comparative analysis in this feminist

interpretive study, I found that “returning for care” was an on-going process that was

interrupted or moved forward by many factors. These factors included fear, perceived

seriousness of the problem, life circumstances, the asymptomatic nature of the problem

and the participant's perspectives on health. The participants also identified qualities

they sought in their health care provider. Their providers’ ability to develop a

relationship with them was a critical factor in whether or not they returned for care. The

women who participated in this study were actively involved in their health care; they

took care of themselves, educated themselves and advocated for themselves. Nurse

clinicians and researchers will determine the utility of these findings for their practice.
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CHAPTER I

Introduction

Julie: Anything that is specifically related to women, there's no emphasis on it at
all. Really. And I'm not the kind who toots their horn about women this, women
that. But it's just a plain fact (angrily). It upsets me not because I'm tooting the
horn for women. But because I want information. Not because I give a fuck
about what my rights are as a woman. That has nothing to do with it. I want
information and I can't get it. I can, if I dig, but it's not accessible. Nobody's
talking openly about the women being positive.

Women accounted for 20% of the new AIDS cases in the United States in 1996

(Centers for Disease Control [CDC], 1997), yet the HIV epidemic among women

continues to remain invisible (Corea, 1992). AIDS deaths among women increased by

3% while deaths among men decreased by 15% in 1996 (CDC, 1997). The lack of

studies to investigate the prevention, clinical manifestations, and treatment of HIV

disease in women contributes to this invisibility. Women with HIV like Julie, seek

information that could improve or prolong their lives but there is limited information

available about HIV in women.

Unfortunately, the attention that has been paid to women with or at-risk for HIV has

been fraught with discrimination and stigma. Women have been seen as vessels and

vectors of disease rather than individuals living with a life threatening condition. Many

of these women already live on the margins of the dominant society because of their race,

socioeconomic status, sexual orientation, and/or drug use. Although it is extremely

important to understand the unique health problems that women with HIV face, the

social, political and economic circumstances under which women live with HIV must not

be ignored.

Over the last five years I have been providing colposcopy services for women with

HIV infection at an urban public hospital. The women who attend this clinic are primarily

low income women of color. Many of the women I see use drugs and/or alcohol. The

research study that I have undertaken was born out of my experiences as a nurse



colposcopist providing care in this clinic. The clinical question that formed the basis of

this inquiry was: Why don’t women with HIV who have abnormal pap smears come back

for care?

Specific Aims of the Research

Through the use of focus groups and individual interviews, I launched a feminist

interpretive study that seeks to understand HIV infected women's experiences with

abnormal pap smears from their perspective. The specific questions that guided this

research included: How do women with HIV describe their experiences with abnormal

pap smears? What factors do they identify as affecting whether they come back for care

or not?

Relevance to Nursing

Nurses have been caring for and about persons with HIV disease since the beginning

of the epidemic (Fraser & Jones, 1995). They have been infected with as well as affected

by the disease. HIV disease challenges nurses to utilize their entire array of skills

including those of health care provider, advocate, educator, and researcher. I believe that

it is within the reach of nurses to make a difference in this disease on all of these fronts.

The study questions were raised from my practice as a women's health nurse

practitioner caring for women with HIV disease. It is my hope that the findings from this

study will be helpful to other nurses and providers who have had similar questions in

their clinical practice. It is also my hope that the findings from this study will influence

the development of nursing theory, research, and education.

Organization of Dissertation

The first chapter of this dissertation has been an introduction to my specific area of

research, the aims of the study, and the relevance of the study to nursing. The second

chapter is a review of the literature describing the epidemiology, clinical manifestations,



and social factors that affect women living with HIV infection. It is my intention that this

chapter will serve as a back-drop or context in which we can begin to understand

women's experiences with HIV disease. This chapter appears in the form that it was

originally published. Chapter 3 is a critique of the literature about factors that affect

follow-up among women with abnormal pap smears. There are two areas of research that

have been critiqued: women's psychological reactions to abnormal pap smears and the

factors that affect follow-up.

In Chapter 4 issues regarding “validity” in a feminist qualitative study will be

discussed as well as how the representation of voices is affected by the research process.

The dissertation proceeds with the fifth chapter which is a reflexive account of the

research design and process. This includes a discussion of how the research actually

unfolded in contrast to how it was proposed.

In the three chapters that follow I have presented the findings of the study. In

Chapter 6, I describe the experience of finding out about the abnormal pap smear from

the perspectives of women with HIV disease. Chapter 7 is a description of women's

experiences with colposcopy and treatment. The factors that the participants have

identified that affect whether they come back to care or not will be discussed in Chapter

8. Finally, the last chapter is a discussion of the conclusions as well as implications of

this study for nursing theory, practice and research.



CHAPTER II

Review of Literature:

Women Living With HIV Infection

Introduction

We are well in to the second decade of the AIDS epidemic yet we are just beginning

to understand how HIV affects women differently from men. The route of transmission,

clinical manifestations, survival time, and the impact on reproductive health such as

childbearing and gynecological disease are just a few examples of how HIV affects

women differently from men (Abercrombie & Korn, 1995a). In addition to

understanding the clinical manifestations of HIV disease in women, we must also

consider the social factors which have a significant impact on the health of women with

HIV. The purpose of this chapter is to review many of these issues that affect women

living with HIV.

Epidemiology and Demographics

AIDS cases. Approximately 61,400 women had been diagnosed with acquired

immune deficiency syndrome (AIDS) in the United States as of December, 1994 (CDC,

1995). The rate of HIV infection in women is rising rapidly. In fact, in the last decade,

the proportion of AIDS cases in women has nearly tripled from 7% in 1985 to 18% in

1994. In 1993 when the Centers for Disease Control and Prevention expanded the case

definition of AIDS, there was a 151% increase in the number of AIDS cases in women

and 105% increase in cases in men (CDC, 1994). More women were found to meet the

AIDS case definition when the CD4+ T-lymphocyte count of ‘200 was added to the

criteria. This may be evidence that the previous case definitions that were based upon the

clinical characteristics of men did not accurately reflect the clinical manifestations of

HIV in women.



AIDS is the fourth leading cause of death in women 25–44 years of age in the United

States (CDC, 1995). It is the leading cause of death in African American women in the

same age group. African American and Hispanic women make up 21 percent of the

women in the U.S. yet, 77% of the AIDS cases reported in 1994 were among this group.

Women of color have been disproportionately affected by AIDS. When compared to

adults, a greater percentage of AIDS cases in adolescents are female, they are more likely

to be African-American and Latin American, and they are more likely to be infected

through heterosexual intercourse (CDC, 1993). Because of the prolonged incubation

period from HIV infection to the time of an AIDS diagnosis, it is probable that many

individuals were infected during adolescence.

Although AIDS cases have been identified throughout the United States, most are

concentrated in large urban areas. In 1994, AIDS cases in women were concentrated in

the Northeast (44%) and in the South (36%) (CDC, 1995). AIDS cases have been

reported throughout the U.S. in urban as well as rural communities.

Approximately 41% of the women with AIDS were infected through intravenous

drug use, 38% through heterosexual contact, 2% through blood transfusion or blood

products, and for 19% the mode of transmission is unknown (CDC, 1995). The most

rapidly increasing incidence of AIDS is among women who have had heterosexual

contact with an HIV infected man. Cases of woman-to-woman sexual transmission have

been reported (Marmor et al., 1986; Sabatini, Patel, & Hirschman, 1984) and are

accounted for in the CDC reporting category "other". Other possible modes of

transmission specific to women include: infection through artificial insemination

(especially before the availability of HIV testing), sexual abuse or assault, contaminated

instruments used for body piercing or tattooing and health care related occupational

exposure.

Seroprevalence. Although AIDS cases are reported in all 50 states, not all of the

states report cases of HIV infection. Therefore, the actual number of women infected

.



with HIV is not known. Seroprevalance studies can be used to indicate who is becoming

infected and how quickly HIV is spreading through various communities. These studies

are thought to be a more accurate indication of current infection rates than AIDS cases,

which reflects the epidemic from 10 years prior due to the long incubation period.

Because most women with HIV are of reproductive age, newborn cord blood studies have

been used on a national level to predict HIV seroprevalence in women (Gwinn et al.,

1991).

A source of information regarding the risk for acquisition of HIV and the factors that

may affect seroconversion in heterosexual women has been the discordant couples

studies. In Europe and the United States, heterosexual monogamous couples with one

HIV-infected partner and no other risk factors, have been followed over time (de

Vincenzi et al., 1994; Padian, Shiboski, & Jewell, 1991). It was found that female

partners of HIV-infected men were 17.5 times more likely to become infected than male

partners of infected females. It was also found that the risk for infection increased in

those couples who did not consistently use condoms, were symptomatic or had low CD4

counts (de Vincenzi et al., 1994). In other words, women are much more likely to

become infected with HIV through heterosexual sex than men and condoms, when used

consistently, are an effective means of preventing transmission.

Clinical manifestations. It has not been determined whether the clinical

manifestations of HIV, other than those related to the reproductive tract, are different for

women. It is likely that women develop many of the same opportunistic infections and

follow a similar clinical course as men. The natural history studies that have been

conducted over the last decade and a half have either excluded women altogether or

included only small cohorts of women. As a result, it has been difficult to determine

gender differences in the clinical course of HIV disease. Until recently, the majority of

the data that were available on women were often found in the form of case reports, cross

sectional studies, or retrospective evaluations (Hankins & Handley, 1992). Six of the



largest cohort studies describing the clinical manifestations of HIV disease in women will

be briefly discussed below.

In 1991, one of the first prospective studies that described the natural history of HIV

disease in women in Rhode Island was published (Carpenter et al., 1991). It was found

that the initial clinical manifestations of HIV in this cohort of 200 women were recurrent

candida vaginitis, lymphadenopathy, and bacterial pneumonia. The AIDS defining

diagnoses were esophageal candidiasis, Pneumocystis carinii pneumonia, and chronic

herpes simplex virus. The most common causes of death were P. carinii pneumonia,

bacterial pneumonia, and toxoplasmosis. When the authors compared the overall clinical

manifestations of this cohort of women with the clinical manifestations of men reported

in the literature, it was found that the women had a greater incidence of candida

infections, a greater incidence of chronic or recurrent mucocutaneous herpes simplex

infections, a lesser frequency of P. carinii pneumonia and an absence of Kaposi's

Sa■ cCIIla.

In a recent study that compared female and male injection drug users with early HIV

disease, it was found that there were few clinical differences between the two groups

(Vlahov et al., 1994). The investigators hypothesize that the differences between women

and men are probably related to gynecological disease and may also occur later in the

disease process.

When the records of 224 women in Louisiana were reviewed, it was found that the

most common AIDS defining conditions were P. carinii pneumonia, candida esophagitis,

and wasting syndrome (Clark, Brandon, Dumestre, & Pindaro, 1993). It is of note that

the two most common AIDS diagnoses found in this study were identical to those found

in the Rhode Island study.

In a large prospective multicenter cohort study comparing mortality and disease

progression between women and men, women were more likely than men to develop

bacterial pneumonia, especially if they were injection drug users (Melnicket al., 1994).

-



In addition, women were more likely to have mycobacterial infections while men had

higher rates of oral hairy leukoplakia and Kaposi's sarcoma.

The European Study Group performed a retrospective study comparing women and

men with similar transmission routes. It was found that at the time of an AIDS diagnosis

women had less toxoplasmosis and extrapulmonary tuberculosis (Phillips et al., 1994).

The incidence of opportunistic infections at the time of AIDS diagnosis varied more by

geographical location than by gender. After an AIDS diagnosis was made, women had

higher rates of toxoplasmosis and herpes simplex virus ulcers than men. The

investigators state that the similarities in the incidence and occurrence of AIDS-defining

illnesses may be due to the fact that both groups were infected through similar

transmission routes.

Multicenter longitudinal prospective studies with large cohorts are needed before the

clinical manifestations of HIV disease in women can be more precisely determined.

Among the studies reviewed, the study designs varied as well as the characteristics of the

study samples. The samples varied by route of transmission, age, race, geographical

location and socioeconomic status making it difficult to form conclusions. Many

questions regarding HIV infection in women remain unanswered such as What are the

markers of disease progression in women? How does substance abuse affect the disease

course in women? What are the factors that affect survival in women? How do women

respond physiologically as well as psychologically to various therapeutic interventions?

Prospective multicenter studies with large sample sizes will be useful in answering some

of these important questions. Studies such as the Women's Interagency HIV Study

should be useful in answering some of these questions.

Gynecological Manifestations

Lower genital tract neoplasia. Until recently, AIDS diagnoses have excluded the

serious gynecological manifestations of HIV that have been identified in women for some

:



time. For instance, the rapid progression of cervical dysplasia to cervical carcinoma was

reported by Maiman et al. in 1990 and recurrent vulvocandidiasis was reported by

Rhoads, Wright, Redfield, and Burke in 1987. The CDC (1992) has now revised the

classification system for HIV to include cervical dysplasia (cervical intraepithelial

neoplasia 2 or 3), cervical carcinoma in situ, pelvic inflammatory disease and recurrent

vulvovaginalcandidiasis. In addition, the AIDS case definition now includes invasive

cervical carcinoma.

An increased incidence of cervical cancer has been reported in women who had been

immunosuppressed due to renal transplantation (Sillman & Sedlis, 1987). Therefore, it is

not surprising that cervical cancer has been identified in women immunosuppressed by

HIV as well. Cervical cancer in HIV-infected women has been reported to be rapidly

progressive (Maiman et al., 1993; Rellihan, Dooley, Burke, Berkland, & Longfield, 1990;

Schwartz, Carcangui, Bradham, & Schwartz, 1991). When compared to HIV negative

women, the response to therapy and prognosis were poorer and the recurrence and death

rates were higher among HIV-infected women progressive (Maiman et al., 1993).

Women infected with HIV are at greater risk for developing cervical intraepithelial

neoplasia than women who are not infected with HIV (Schafer, Friedman, Mielke,

Schwartlander, & Koch., 1991; Schraeger et al., 1989). The severity of cervical

neoplasia in women with HIV appears to be related to the degree of immunosuppression

(Feingold et al., 1990; Maiman et al., 1991; Schafer et al., 1991). Women with lower

CD4+ T-lymphocyte counts or AIDS were more likely to have higher grade cervical

neoplasia.

Researchers have questioned whether Pap smears are adequate for the screening of

cervical neoplasia in HIV-infected women. Some studies have shown that cervical

cytology did not accurately match histological samples obtained from cervical biopsy

(Byrne, Taylor, Robinson, Munday, & Harris, 1989; Maiman et al., 1993). On the other

hand, no statistical difference was found in the sensitivity and specificity of Pap smears
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in a study comparing HIV infected women to an HIV-negative control group (Korn,

Autry, DeRemer, & Tan, 1993).

Multifocal genital neoplasia appears to be common in women with HIV. Studies

indicate that lower genital tract neoplasia was multifocal in 28% to 50% of the women

with HIV disease (Abercrombie & Korn, 1995a). Lesions were found in the vagina in

6% to 32% of the cases and on the vulva in 3% to 10% of the cases (Kreiss et al., 1992;

Schraeger et al., 1989). Both vulvar intraepithelial neoplasia and anal intraepithelial

neoplasia have been identified in women with HIV (Abercrombie & Korn, 1995a;

Abercrombie & Korn, 1995b; Byrne et al., 1989). In one study, women with HIV were

27 times more likely to have VIN than the HIV negative comparison group (Abercrombie

& Korn, 1995b).

Clinical practice guidelines such as those released by the US Department of Health

and Human Services (1994) recommend periodic screening with pap smears for the

detection of cervical disease in women with HIV. In most instances, women with HIV

receive screening pap smears every 6 months. Depending on the resources available to

the clinician and the clinical characteristics of the patient, colposcopy may be a more

beneficial method to screen for lower genital tract neoplasia in HIV-infected women

(Abercrombie & Korn, 1995b).

Pelvic inflammatory disease. Pelvic inflammatory disease in women with HIV

may have a different initial presentation and response to treatment compared to women

without HIV (Korn & Landers, 1995). Women with HIV appear to have lower initial

white blood cell counts and require more surgical intervention than HIV negative women

(Hoegsberg et al., 1990; Korn, Landers, Green, & Sweet, 1993). No significant

differences were found in duration of treatment, length of hospitalization, or incidence of

tubo-ovarian abscess between HIV negative and HIV positive women in one study (Korn,

Landers, et al., 1993). The CDC recommendation is for HIV positive women to be

treated for PID in an inpatient setting with standard antibiotic therapy.

i
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Vaginal candidiasis. Women with HIV can experience recurrent and in some

cases, refractory vaginal candidiasis. In an early study from the Walter Reed Army

Medical Center (Rhoads, Wright, Redfield, & Burke, 1987), 24% of the women had

chronic refractory vaginal candidiasis as a presenting complaint. As a result of findings

such as this, it is recommended that women with recurrent vaginal candidiasis be offered

HIV testing if their HIV status is unknown. In another study, when HIV positive and

HIV negative women with symptoms of vulvovaginitis were compared, it was found that

the overall prevalence of vaginal candida by culture was 61.9% and 32.3%, respectively

(Spinillo et al., 1994). HIV-positive women also had more colonization of oral and rectal

candida than the control group. Recurrence of vaginal infection occurred within a shorter

time span in HIV infected women and was correlated with the severity of immune

suppression.

A hierarchical pattern of candida mucosal infections has been correlated with the

degree of immunodeficiency in women with HIV in another study (Imam et al., 1990).

Candida vaginitis occurred early in the disease process before there was a significant

drop in CD4+ T-lymphocyte counts. With a significant reduction in the CD4+

lymphocyte count, the candida infections progressed to the oropharynx, then to the

esophagus when CD4+ T-lymphocyte counts were * 100. HIV-positive women who

have recurrent vaginal infections may need to be treated with vaginal anti-fungal

preparations on a continuous basis or oral anti-fungals in severe cases.

Genital herpes. Genital herpes simplex virus infection can be extensive and

persistent in women with HIV according to case reports (Carpenter et al., 1991; Maier,

Bergman, & Ross, 1986). Cases of chronic ulcerative mucocutaneous lesions have also

been reported (Carpenter et al., 1991). On the other hand, in 27 severely immune

compromised patients, the majority of which were men, Safrin, Ashley, Houlihan,

Cusick, and Mills (1991) found that the recurrence rate, duration of treated outbreaks,

and response to treatment was comparable to immunocompetent patients. More
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information is needed about the clinical course of HSV in women with HIV. Women

with HSV lesions lasting longer than 1 month should be offered HIV testing and

counseling. For HIV-positive women, persistent HSV can be an AIDS-defining

condition and require long-term suppressive therapy.

Menstrual irregularities. Studies exploring menstrual irregularities in women with

HIV have yielded conflicting results. Several small studies that were not well controlled

found that approximately one third of the HIV positive women had menstrual bleeding

abnormalities (Korn & Landers, 1995). Menstrual irregularities were associated with

neurological symptoms in a study of approximately 150 women (Greenblatt et al., 1995).

In contrast, two studies with an HIV-negative control group did not find any differences

in menstrual characteristics between the two groups (Ellerbrock, Wright, Chiasson, &

Bush, 1995; Shah et al., 1994). Research in this area has been riddled with difficulties

including the need to rely upon self reported data, and account for the confounding effect

of methadone and other prescribed medications on menstruation. In addition, consistent

study designs that include a matched HIV-negative control group have been lacking.

Further study is needed on many aspects of gynecological disease in women with

HIV. What are the effects of the different types of contraception especially hormonal

methods, on disease progression in women with HIV? Are the standard treatments for

vaginitis and sexually transmitted diseases effective for women with HIV? Are

menstrual irregularities more likely to occur as HIV disease progresses and during

periods of severe wasting?

Pregnanc

There has been a disproportionate emphasis on pregnancy and perinatal transmission

in women with HIV. This has resulted in the stigmatization of HIV positive women. For

example, pregnant women with HIV have been seen as vectors of disease rather than as

individuals with a life threatening disease themselves. Efforts should be made to

i
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understand the health care needs of the entire HIV infected family in a caring

nonjudgemental manner. The topic of HIV and pregnancy will be discussed in depth by

other authors in this issue.

Recent studies have shown that women with AIDS survive a shorter time than men.

In a large sample of women and men, it was found that women had poorer survival even

though the rates of progression of disease were the same over a 15 month observational

period (Melnicket al., 1994). Although women were more likely to be substance users,

come from a minority background, and be slightly immunologically healthier, the

mortality rates for women were higher. The authors suggest that poorer survival in

women may be related to access or utilization of health care resources.

When trends in survival were compared between women and men in San Francisco,

it was found that the median survival after an AIDS diagnosis in women was 11.1 months

versus 14.6 months for men (Lemp et al., 1992). The authors point to cofactors unrelated

to gender such as lack of access to antiretroviral therapy as reasons for the difference in

survival. In contrast to the results of these studies, a European study (Phillips et al.,

1994) found that survival rates were similar for women and men. The authors

hypothesize that access to health care in the U.S. maybe the major contributing factor to

the differences in survival between Europe and the United States.

Access and Utilization of Health Care Services

Women continue to go unrecognized as being at risk for HIV infection. As a result,

they do not receive appropriate HIV risk assessment and referral for testing. In one inner

city emergency room where the seroprevalence rate for women was 7.8%, women were

less likely than men to have received an HIV risk assessment (Schoenbaum & Webber,

1993). Women who are not offered HIV testing are denied the opportunity to participate

in early HIV intervention programs, which are of greatest import to prolong lives.
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There is evidence that the utilization of health care services is different for women

with HIV disease than for men. In a study that examined the use of health services by

persons with HIV (Hellinger, 1993), it was found that asymptomatic women were 20%

less likely to receive zidovudine (ZDV) than men. Women were also 20% less likely to

be hospitalized for an AIDS related condition than an injection drug using male. Overall,

women received fewer services even after they had been diagnosed and had accessed

health care services.

Another way in which women lack access to health care is by being excluded from

clinical trials. Earlier in the epidemic women were automatically excluded from many

clinical trials due to their reproductive potential. In recent years, efforts have been made

to include more women in clinical trials. An evaluation of the AIDS Clinical Trials

Group from 1987-1990 found that the rate of participation by women was 6.6% even

though the proportion of women with AIDS at that time was 9.8% (Cotton, Finkelstein,

He, & Feinberg, 1993). It was also found that, specifically, women of color and

substance abusers were under represented in clinical trials. In a recent study (Burger et

al., 1994) it was found that ZDV clearance was 42% lower in women than men. In

addition, methadone decreased the clearance of ZDV. These findings underline the

importance of including women and individuals with a history of substance abuse in

clinical trials so that differences in metabolism and effectiveness of drugs can be

discerned.

Social Factors Affecting Women With HIV

Many women experience shame and isolation due the stigma of HIV (Chung &

Magraw, 1992). Women in the sex industry and substance abusers have been

scapegoated and blamed for the spread of HIV (Lyons & Fahrner, 1990). The special

needs of women in prisons and transgenders go unrecognized in many instances. The
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stigma of HIV disease has contributed to the numerous barriers to appropriate health care

that women with HIV face.

In addition to discrimination due to their HIV status, it is common for women to face

the triple burden of racism, classism and sexism (Quinn, 1993). Many women of color

come from economically disadvantaged backgrounds, further compounding the impact of

HIV disease on them and their families. Poor families are often unjustly labeled

dysfunctional because they are disadvantaged. Many disadvantaged families are able to

cope creatively with the challenge of HIV despite their limited resources (Sherwin,

Barros, & Westervelt, 1990). Because of the many barriers they face, for many poor

women HIV is just seen as one more life threatening disease (Ward, 1993). Women with

HIV also face discrimination when their symptoms are discounted and physicians lack

knowledge about the gynecological problems associated with HIV (Chung & Magraw,

1992).

Due to women's position in society, HIV positive women confront many problems

not confronted by men with HIV. For instance, the social expectation is that women will

be the caregivers for those who are ill in the family (Schiller, 1993). As a result, women

with HIV are often caring for their partner or children when they are ill themselves.

Domestic violence has been increasingly identified among women living with HIV

(Cohen, Straus, Pearson, & Signattor, 1995; Herbert, 1995; Rice & Robbin, 1995). In

some instances, this violence has led to death (Cohen et al., 1995). These are only a few

of the many difficult social aspects of HIV disease women face.

Nursing Implications

Nurses must assume a greater role in advocating for women with HIV; shaping

public policy, and increasing knowledge about HIV infection through research (Smeltzer,

1992). Nurses are in an ideal position to participate in the early identification of women

with HIV and to facilitate their entry into the health care system. Because of nursing's
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holistic perspective, we are ideally suited to providing a comprehensive family-oriented

approach to health care that incorporates multiple services in one setting for women with

HIV.

Lending their experience and expertise, nurses can influence the development of

appropriate institutional and public policies that affect HIV-infected women. For

example, in substance abuse programs, nurses can advocate for policies that support

gender appropriate as well as culturally-sensitive services and that incorporate the use of

the harm reduction model in to the program. On a local government level, nurses could

be active in the support of community-based efforts that are established to meet the needs

of women with HIV. On a national level, it is imperative that nurses advocate for the

protection of women's reproductive rights, confidentiality regarding HIV status, and other

critical issues that women with HIV face.

Finally, as nurse researchers it is essential that we choose research programs that will

either directly or indirectly benefit the lives of women living with HIV. To successfully

pursue research in this area, it is of mutual benefit to incorporate women with HIV

whenever possible into the development, implementation, and evaluation of research

programs.

Conclusions

The epidemiology, clinical manifestations, and the social factors that affect women

with HIV have been reviewed. Many of these issues have been only briefly touched upon

as they are too lengthy to cover in this review. Readers are encouraged to seek more

information about these issues from the recently growing body of literature on women

and HIV. Finally, it is important for nurses to respond to the need for quality health care

for the growing number of women infected with HIV and their families, to serve as

advocates by influencing public policy, and to pursue research that increases our

understanding of the problems faced by women living with HIV.

i
:
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CHAPTER III

Critique of the Literature:

Factors Affecting Follow Up in Women With Abnormal Pap Smears

Background and Significance

The American Cancer Society (ACS) estimates that approximately 15,700 invasive

cases of cervical cancer will have been diagnosed in the United States during 1996 (ACS,

1996). In addition, there will have been an estimated 4,900 deaths from cervical cancer

in 1996. For Black women the mortality rate is more than twice that of White women. In

California, approximately 1,800 new cases of cancer of the cervix will have been

diagnosed and 560 women will die of the disease in 1996. The incidence of invasive

cervical carcinoma is highest in the 20-50 year old age group and is more common in

women of lower socioeconomic status especially in developed countries (Armstrong,

Munoz, & Bosch, 1992).

In HIV infected women, cervical cancer has been found to be rapidly progressive,

have a poorer prognosis (Maiman et al., 1993; Rellihan et al., 1990; Schwartz et al.,

1991), higher rate of recurrence and higher rate of death when compared to HIV negative

women (Maiman et al., 1993). As a result of the high incidence and poor outcome of

cervical dysplasia and cancer in women with HIV infection, the Centers for Disease

Control and Prevention (CDC) have revised the classification system for HIV to include

cervical dysplasia. In addition, the AIDS case definition now includes invasive cervical

carcinoma (CDC, 1992).

Cervical cancer is a preventable and treatable disease. The Papanicolaou (Pap)

smear has been found to be an efficient, cost effective method of detecting cytological

changes on the uterine cervix. The Pap smear is widely available and routinely used in

most settings as a method of screening for early abnormal cellular changes. In most
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cases, when these early changes such as dysplasia are detected and treated the

development of cervical cancer can be prevented.

Once an abnormal Pap smear has been identified, further follow-up is critical in the

form of further diagnostic testing (colposcopy with biopsy), treatment (cryotherapy,

LOOP excision, laser, etc.) or surveillance (Pap smear or repeat colposcopy) to prevent

progression to cervical carcinoma. Unfortunately, it has been found that many women

with abnormal Pap smears do not return for care. Studies have shown that from 15% to

42% of women with abnormal Pap smears have been "lost to follow-up" (Carey &

Gjerdingen, 1993; Laedtke & Dignan, 1992; Marcus et al., 1992). In our study with HIV

infected women, we found that 32% (n=38) of the women with a abnormal Pap smears

did not return for care (Korn, Autry, et al., 1993). Women with HIV infection may be at

greater risk of disease progression than HIV negative women therefore, it is important

that timely follow-up occur.

Introduction

The purpose of this review is to provide a critique of the research relevant to the

topic of follow-up or “compliance” in women with abnormal Pap smears. Two major

subject areas in relationship to this topic will be reviewed: women's psychological

reactions to the diagnosis and treatment of abnormal Pap smears, and research involving

follow-up after an abnormal Pap smear.

A series of charts found in the appendices give a detailed overview of three

important aspects of each study; design and results, description of the sample, and threats

to validity in quantitative studies (Cook & Campbell, 1979) or to rigor in qualitative

studies (Lincoln & Guba, 1985). A synthesis of the major strengths and limitations of

these studies is provided and recommendations for research that is inclusive of HIV

infected women will be presented in the text.

-
-
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Psychological Reactions to Abnormal Pap Smears

Women's psychological reactions to the diagnosis and treatment of abnormal Pap

smears may affect whether they return for care. Eleven studies related to this aspect of

follow-up after an abnormal Pap smear were reviewed (see Appendices A and B). Three

major conclusions from these studies can be drawn. First, women who received

abnormal Pap smear results had a variety of psychological reactions. The most common

reactions were fear of cancer (Beresford & Gervaize, 1986; Lerman et al., 1991;

McDonald, Neutens, Fischer, & Jessee, 1989; Stewart, Lickrish, Sierra, & Parkin, 1993;

Wilkinson, Jones, & McBride, 1990), anxiety and distress (Marteau, Walker, Giles, &

Smail, 1993; Posner & Vessey, 1988; Stewart et al., 1993; Wilkinson et al., 1990), fear of

loss of sexual function (Beresford & Gervaize, 1986; Lerman et al., 1991; McDonald et

al., 1989) and in one study, impaired sexual behavior (Campion et al., 1988).

Investigators noted that anxiety decreased after colposcopy (Marteau et al., 1990;

McDonald et al., 1989) and may not have serious or lasting effects (Reelick, de Haes, &

Schuurman,1984). Finally, it was found in one study that attributional theory was not

very useful in understanding women's reactions to abnormal Pap smears as only 34% of

the participants engaged in causal searching (Lauver, Barsevick, & Rubin, 1990).

Second, in two studies it was found that educational brochures decreased distress and

increased knowledge in women with abnormal Pap smears (Stewart, Buchegger,

Lickrish, & Sierra, 1994; Wilkinson et al., 1990). It is not clear if these brochures would

be an effective method of decreasing anxiety in all women because the study samples

were inadequately described.

Third, certain groups of women may be more psychologically vulnerable than others.

Lerman et al. (1991) found that women who were “noncompliant” experienced more

anxiety. When compared to women with normal Pap smears or with sexually transmitted

diseases it was found that women with abnormal Pap smears suffered more psychosexual

trauma (Campion et al., 1988). Women experienced more distress if they had contact
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with a person with cancer or if they had a concurrent stressor (Beresford & Gervaize,

1986). In contrast, Boag, Dillon, Edwards, and Barton (1991) found that women with a

history of laser treatment or who were HIV positive had more psychiatric morbidity than

women with an abnormal Pap smear or condyloma. Finally, it was found that women

who were more likely to worry and who had more serious conditions may be the most

vulnerable (Reelick et al., 1984).

Overview of study designs. The majority of the studies reviewed utilized

descriptive study designs to characterize women's psychological reactions to abnormal

Pap smears. In five instances, comparative study designs were employed to differentiate

the characteristics of different groups of women. For instance, in three of these studies

comparisons were made between a control group of women with normal Pap smears and

a group with abnormal Pap smears (Lerman et al., 1991) or groups of women with

different types of abnormal Pap smears (Campion et al., 1988; Reelicket al., 1984).

Although descriptive studies such as these may be useful in generating hypotheses and

testing theory they are not effective in determining a cause and effect relationship

between women's anxiety, for instance, and abnormal Pap smears.

Two studies used a randomized clinical trial design to study the effectiveness of

educational brochures on decreasing anxiety and distress in women with abnormal Pap

smears (Stewart. et al., 1994; Wilkinson et al., 1990). By distributing educational

brochures these researchers found that anxiety or distress was decreased and knowledge

was increased.

Finally, four studies used qualitative methods to describe women's reactions to

abnormal Pap smear results (Beresford & Gervaize, 1986; Lauver & Rubin, 1991; Posner

& Vessey, 1988; Reelicket al., 1984). Theoretical frameworks were utilized in three of

these studies. These frameworks were based upon psychological theories such as

attributional theory (Lauver et al., 1990), stress and coping (Lauver & Rubin, 1991;

Reelick et al., 1984), and experiential humanistic theory (Beresford & Gervaize, 1986).

s
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Unfortunately, in one case, the authors did not outline the major concepts or underlying

assumptions of the theory.

In three of these qualitative studies, interviews were the primary data source for

information regarding women's concerns about their abnormal Pap smears (Beresford &

Gervaize, 1986; Lauver & Rubin, 1991; Posner & Vessey, 1988). Posner and Vessey

used face to face interviews to chronicle women's reactions to the process of being

diagnosed and treated for abnormal Pap smears. As a result of using this method, a great

deal of in-depth data were gathered about the experiences of having an abnormal pap

smear from the perspective of the participants.

The use of instruments. In seven of the eleven studies the researchers employed

the use of standardized instruments to measure psychological effects of abnormal Pap

smears. Examples of these instruments were the Brief Symptom Inventory, Speilberger

State-Trait Inventory, Mental Health Inventory, and the Semantic Differential Attitude

Scale.

In some cases, researchers developed their own measures or adapted standardized

instruments (Lerman et al., 1991; Marteau et al., 1990; Stewart et al., 1993; Wilkinson et

al., 1990), which requires that the reliability and validity of the instruments be re

established. In the studies mentioned, validity and reliability scores for the instruments

were not reported.

Some of the investigators had administered the instruments before the abnormal Pap

smear result to acquire a baseline psychological assessment. In one study the participants

were asked to reflect on the six months prior to the time of the test but the researchers

were not explicit about when the test had been administered (Campion et al., 1988).

Reelick et al. (1984) tested women immediately before they received their Pap smear

results and then one week after their results. Because of the way in which the tests were

administered, it is difficult to determine whether the distress experienced was directly

related to the abnormal Pap smear result or something else.
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In some cases the instruments were administered up to three times over the course of

the study (McDonald et al., 1989; Reelick et al., 1984). Repeated testing was found to

effect the internal validity of one study. These researchers reported that their initial

testing had had an effect on their subsequent study results (Reelick et al., 1984). In the

other study that used repeated testing the time period between tests was not consistently

reported leaving the reader unable to judge whether internal validity was threatened

(McDonald et al., 1989).

Characteristics of the samples. In many instances, the characteristics of the

sample, most notably race, socioeconomic status, and language, were not reported (see

Appendix C). In the studies where sample characteristics were reported, the samples had

a tendency to be rather homogeneous. The mean age ranged from 24-31 years. In the

three cases where race or ethnicity were reported, the majority of the participants were

Black. The participants were also of low socioeconomic status in the four studies that

reported this sample characteristic. Finally, the majority of study participants had at least

a high school education and spoke English.

One of the limitations of these studies was that the sample comparison groups were

not matched on some important characteristics (Boag et al., 1991; Campion et al., 1988;

Lerman et al., 1991). For instance, Boag et al. (1991) compared responses to the GHQ-28

in women grouped according to four different characteristics: abnormal Pap smear,

history of laser therapy to cervix, HIV positive, and presence of condyloma.

Unfortunately, age, race, socioeconomic status, or education were not reported in this

study, therefore it is not known whether the groups were matched on these

characteristics. If the groups were not matched on demographic characteristics, there is

less assurance that extraneous variables had not influenced the outcome of the study.

In most cases an adequate sample size was acquired in these studies which provided

the investigators with sufficient power to perform valid statistical tests. In all but one

case (McDonald et al., 1989) the sample size was equal to or greater than 30. In three
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instances, the sample size limited the ability to draw conclusions about the relationships .

between variables and/or comparisons could not be made between study groups (Boag et

al., 1991; Marteau et al., 1990; McDonald et al., 1989).

Research site. Most of these studies took place in colposcopy or dysplasia clinics

at university-affiliated hospitals. It is likely that most of the women were referred to

these clinics after they received an abnormal Pap smear result. The women may have

been anxious about attending a new clinic and receiving colposcopy. This may have

affected the results of their psychological testing that they underwent the day of their

colposcopy. In contrast, in one study the participants were interviewed in their homes

(Reelicket al., 1984). The choice of setting may have influenced the amount of anxiety

women were experiencing and therefore affected the validity of the test results.

Factors Affecting Follow Up

Fifteen studies that focused on issues involved in compliance or follow-up after an

abnormal Pap smear were reviewed (see Appendices D & E). These studies covered a

range of topics including: Pap smear notification practices (Schofield, Sanson-Fisher,

Halpin, & Redman, 1994), racial differences in compliance (Carey & Gjerdingen, 1993;

Laedtke & Dignan, 1992), health beliefs and locus of control (Funke & Nicholson, 1993),

reasons for nonattendance (Mitchell, Hoy, Temple-Smith, & Quinn, 1992; Sanders,

Craddock, & Wagstaff, 1992), effect of framing and dispositional optimism (Lauver &

Rubin, 1990), developing and testing of a decision-making model (Paskett, Carter, Chu,

& White, 1990), effect of a follow-up letter to a physician (Mitchell & Medley, 1989),

identifying predictors of noncompliance (Michielutte, Diseker, Young, & May, 1985),

effect of an educational brochure (Paskett, White, Carter, & Chu, 1990; Stewart et al.,

1994), effect of a motivational brochure and tracking system (Paskett, Phillips, & Miller,

1995), effect of telephone counseling (Lerman et al., 1992), and the testing of three

different interventions to improve adherence (Marcus et al., 1992).
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In summary in the studies regarding follow-up for women with abnormal Pap

smears, two aspects have been delineated: the characteristics of the noncompliant and

ways to improve compliance. Many of the studies explored demographic variables and

their relationship to compliance. In one study it was found that women who were single,

younger, and less educated were most likely to be noncompliant (Michielutte et al.,

1985). Sanders et al. (1992) found that defaulters were more likely than attenders to be

younger than 30, of lower socioeconomic status, unemployed, and pregnant. When racial

groups were compared Southeast Asian women were more likely to be noncompliant than

the other groups of women (Carey & Gjerdingen, 1993). In contrast, another study found

no relationship between race and compliance (Laedtke & Dignan, 1992).

Other characteristics of women who were noncompliant not related to demographics

were also identified. In one study researchers found that defaulters had more child care

responsibilities and they knew and understood less about colposcopy (Sanders et al.,

1992). In addition, defaulters identified explicit reasons for not attending which included

child care commitments and fear. Their implicit reasons for not attending included lack

of understanding, inaccessibility of information, and staff attitudes. In another study,

women who had difficulty coping with their abnormal Pap smear results were more likely

to be noncompliant (Funke & Nicholson, 1993). On the other hand, women in this study

who experienced uncertainty about their Pap were more likely to comply. Mitchell et al.

(1992) found that women who had attended the dysplasia clinic in the past were less

likely to come back for follow-up.

By testing interventions some researchers identified ways to improve compliance. In

three studies it was suggested that educational brochures might be a useful way to

improve compliance in some women (Paskett et al., 1995; Paskett, White, et al., 1990;

Stewart et al., 1994). The results were only marginally significant in one of these studies

among a sample of upper class well-educated white women (Paskett, White, et al., 1990).

In a later study Paskett et al. (1995) found that adherence was improved when both a

s
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motivational brochure and a tracking system were implemented. There was only a

significant change in adherence among women with dysplasia when compared to women

with atypia. In the 1994 study by Stewart et al., compliance improved by 30% with an

educational brochure but demographic characteristics such as race and socioeconomic

status were not reported, making it difficult to generalize the results.

Transportation incentives were successful in improving compliance among women

who were socioeconomically disadvantaged and at higher risk of developing cervical

cancer (Marcus et al., 1992). In the same study, women from more socioeconomically

advantaged backgrounds and at lower risk for cervical cancer responded to the

combination of the slide/tape program and the personalized follow-up.

Finally, reminder letters that were sent to physicians by the cytology lab were also

successful in improving follow-up (Mitchell & Medley, 1989). More information is

needed regarding how this intervention was successful in affecting the behavior of the

women with abnormal Pap smears.

Study designs. Descriptive study designs were used by many investigators to

explore factors related to noncompliance with abnormal Pap smear follow-up. For

instance, a retrospective chart review was used to identify demographic characteristics of

women with abnormal Pap smears in four studies (Carey & Gjerdingen, 1993; Laedtke &

Dignan, 1992; Michielutte et al., 1985; Sanders et al., 1992). In addition to a chart

review, Sanders et al. (1992) used a structured interview to explore factors that may have

affected follow-up such as attitudes, behaviors, choice, accessibility, cultural

understanding, communications, and emotional responses.

Survey techniques were used in two studies to gather information about non

compliance after an abnormal Pap smear. A mailed self-administered questionnaire was

used to assess reasons for nonattendance in one study (Mitchell et al., 1992) and a

telephone survey was used to obtain information about Pap smear notification and

adherence to follow-up recommendations in another study (Schofield et al., 1994).
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Surveys can be useful in collecting this type of data because it can be obtained quickly

and cheaply. Surveys can also be beneficial in studies that seek information that is

sensitive, embarrassing or personal (such as information from non-attenders or about

sexual behaviors). Certain types of surveys may be limited in value especially in

populations who are considered high risk because they require that the participant have

reading skills, a telephone or a current address to participate.
-

In a two-phase descriptive study, reasons why women did or did not seek treatment

after an abnormal Pap smear were explored (Paskett, Carter, et al., 1990). In the first

phase of the study information was obtained from face to face open-ended interviews

with women who had returned to care and those who had not. The interviews provided

in-depth information from the participants that was then used to develop a decision

making model. In the second phase of the study the model was then administered over

the phone to a similar group of women to test its predictive value. One of the limitations

of this study was that the model was too complicated to administer over the telephone

even though the researchers sent the participants a picture of the model beforehand.

Participants who were not well educated or did not speak English as a first language may

have found it difficult to participate in this aspect of the study.

In the remainder of the descriptive studies, standardized instruments or

questionnaires were administered to women with abnormal Pap smears. Lauver & Rubin

(1990) explored dispositional optimism which was measured with the standardized

instrument called the Life Orientation Test (LOT). The validity and reliability of the

instrument was reported by the researchers. The second instrument was administered to

measure threat (ex. worry about Pap) and beliefs relevant to the abnormal Pap smear.

The instrument was developed for the study by the researchers based upon questions

from an instrument with established validity and reliability used in a previous study on

breast self-examination. It was not mentioned whether the instrument had been pilot

tested to re-establish reliability and validity after it was adapted for the study.



27 R

Funke and Nicholson (1993) explored the relationship between health beliefs, locus

of control, demographic factors and compliance using an 87 item questionnaire. The

questionnaire included the Multidimensional Health Locus of Control instrument and

Lauver and Rubin's Health Belief Scale that were unaltered (cited in Funke & Nicholson,

1993). In addition, the questionnaire included demographic and Pap smear follow-up

questions developed by the researchers. Face validity of the instrument was established

by convening a committee of experts to review it.

Using a comparative study design, Mitchell and Medley (1989) examined abnormal

Pap smear follow-up adherence rates in two groups of women when reminder letters were

sent to physicians by the cytologist. The time frame for follow-up was 3 months in one

group and 6 months in another. The major flaw in this study was ambiguity regarding

causal influence. For example, how did a reminder letter to the physician from the

cytologist improve adherence? Perhaps it is what the physician did with the information

once the letter was received that improved adherence.

In four studies utilizing experimental designs, researchers tested strategies to

improve follow-up after an abnormal Pap smear. Two of these studies were extensions of

previous research. Stewart et al. (1994) looked at follow-up rates in the women who had

participated in a clinical trial that used an educational brochure to decrease distress and

increase knowledge. In another study, a brochure was created and tested based upon the

information gained from interviews that were used in the development of a decision

making model (Paskett, White, et al., 1990). Later Paskett et al. (1995) tested the

brochure with the addition of a tracking system in three different settings to determine if

adherence could be improved.

Interventions to improve abnormal Pap smear follow-up were also tested in two

other clinical trials. One study used a 2 x 2x2 factoral design to test three interventions;

transportation incentives, a slide/tape program, and a personalized letter with a pamphlet

(Marcus et al., 1992). A weakness in this study was the inconsistent implementation of
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the treatment interventions, especially the slide-tape program because only 40% of the

participants recalled receiving. In another study a telephone counseling intervention was

designed to improve adherence to colposcopy (Lerman et al., 1992). Unlike the

previously mentioned study, the researchers did not adequately describe how the

implementation of the treatment was monitored. If different staff members provided the

counseling the information given probably varied despite the fact that a script was

provided by the researchers.

Sample description. The demographic characteristics of the study samples were

more frequently reported in this group of studies in comparison to the group on

psychological reactions to abnormal Pap smears (see Appendix F). The mean age was

not reported in most studies but when it was reported the range most frequently fell

between 20 and 40 years. Although many of the individual studies had homogeneous

samples, there were two studies that had diverse samples (Carey & Gjerdingen, 1993;

Marcus et al., 1992). As a whole, this group of studies on follow-up had a more diverse

representation of racial or ethnic groups than the group of studies on psychological

reactions to abnormal Pap smears. This diversity was also reflected in the languages that

the study participants spoke which included Spanish and Asian languages. In the

majority of the cases the socioeconomic status, when reported, was low to middle

income. Additionally, in most studies the level of education was greater than high school

in more than 50% of the participants.

One of the strengths of the studies that explored compliance in women with

abnormal Pap smears was the use of large sample sizes. In eight of the studies the sample

size was greater than 100. Only two of the studies had 30 or fewer participants. The use

of large sample sizes enabled the researchers to explore with adequate statistical power

the relationships among many different variables. Since it is unlikely that only one factor

is involved in whether a woman returns for follow-up after an abnormal Pap smear, it is

essential that many different factors be explored at one time.
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Although there was a more diverse representation of racial or ethnic groups in these .

studies on follow-up, researchers should avoid trying to establish a relationship between a

single demographic factor such as race (Carey & Gjerdingen, 1993) and a construct such

as compliance. Demographic factors such as race are often confounded by a variety of

factors such as socioeconomic status, education, culture, etc., making it difficult to

ascertain a true cause and effect of the relationship.

Two difficulties with sample selection in this group of studies should be mentioned.

First, two studies required physician approval before women could be selected for the

study which limits internal validity (Paskett, Carter, et al., 1990; Schofield et al., 1994).

Second, there was a poor response rate in two studies which threatened the external >—
validity or generalizability of the studies. In Funke and Nicholson's (1993) study only Cº
3% of the potential population was sampled and in Mitchell et al. (1992) only 14 of 50 =I
questionnaires were mailed back to the researchers.

Theoretical frameworks. Theoretical frameworks were utilized in four of the -

research studies. In three of these studies the theoretical constructs were clearly defined —

in relationship to the study objectives and design (Funke & Nicholson, 1993; Lauver & L-1

Rubin, 1990; Paskett, Carter, et al., 1990). For instance, in the Lauver and Rubin (1990) ~

study, the theoretical constructs clearly guided the choice of instruments used in the -→
study. Although the theoretical frameworks used in the Marcus et al. (1992) study were -º-º-º:

not discussed at any length, a relationship between the three interventions and these

frameworks was clearly established. The use of a theoretical framework in a study that is

qualitative such as Paskett, Carter, et al. (1990) can be deemed inappropriate in the eyes

of some researchers who contend that qualitative research should be utilized to develop

theory rather than support it. In the Paskett et al. study the theory directed the use of the

data which was to develop a decision making model.

Construct validity. One of the major limitations of the research about compliance

in women with abnormal Pap smears was in the area of construct validity (see Appendix
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G). In many of the studies the major constructs such as "abnormal Pap smear" and

"compliance" were ambiguously defined or not defined at all. For example,

unsatisfactory or insufficient Pap smears (Marcus et al., 1992; Mitchell & Medley, 1989;

Paskett, Carter, et al., 1990) were labeled "abnormal Pap smears" along with Pap smears

with dysplasia or carcinoma. Although all of these Pap smears may require follow-up,

the nature of the follow-up (e.g. repeat Pap smear versus colposcopy), and the immediacy

of the follow-up (return as soon as possible to return in 6 months) varied greatly. As a

result, how an abnormal Pap smear was defined will have affected compliance.

The construct which has been labeled "compliance", "adherence", “attendance” or

"follow-up" was also defined in many ways. It was defined as keeping an appointment

for diagnostic procedures such as colposcopy in some cases (Lauver & Rubin, 1990;

Lerman et al., 1992), missing no more than one appointment without explanation

(Sanders et al., 1992), or receiving all recommended follow-up and treatment procedures

(Funke & Nicholson, 1993; Paskett, Carter, et al., 1990) in other cases. "Compliance"

was further defined as returning for care within a certain time frame ranging from one

week (Lerman et al., 1992; Paskett et al., 1995), to four months (Laedtke & Dignan,

1992; Marcus et al., 1992), to 36 months (Mitchell & Medley, 1989).

In addition, how the patient was informed about the abnormal Pap smear may have

affected compliance. In some studies the physician called the patient (Carey &

Gjerdingen, 1993; Stewart et al., 1994) or sent a letter to the patient (Paskett et al., 1995)

with the Pap smear results. In most situations the patient was phoned by clinic staffor

sent a letter with an appointment. Women who were directly contacted by their providers

or clinic staff may have been more likely to return for care then those who had received

letters. The personal contact by phone may have given the women an opportunity to

acquire information or have fears alleviated. On the other hand, the information given by

phone or by letter could have frightened the woman, making it less likely that she would

return for care.

--
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In future studies it would be most beneficial if researchers studying factors affecting

abnormal Pap smear follow-up included the use of constructs that are clearly defined and

used consistently across study designs. The consistent use of constructs is essential in

developing a meaningful body of knowledge in this important area of research.

Limitations of the Research

The external validity or generalizability of these studies was threatened in many

different ways (see Appendices H-J). First, as mentioned above, in many cases there was

an inadequate description of the study sample. In other cases the external validity was

limited because of the homogeneity of the sample. It is especially difficult to generalize

the findings of studies with homogeneous samples to areas such as San Francisco where

the population is so diverse. Another factor that limits generalizability is the accessibility

of health care in many of the countries such as Canada, Australia, and England where

these studies took place. Unlike the women in many of these studies, women in the

United States do not have universal health care coverage. As a result, women with

abnormal Pap smears that were unable to afford colposcopy or did not have health

insurance may not have been represented in the studies that took place in the United

States.

Statistical conclusion validity as outlined by Cook and Campbell (1979) was limited

in many studies. The reliability of treatment implementation was questionable in two

studies (Lerman et al., 1992; Marcus et al., 1992; Paskett, Carter, et al., 1990) and the

reliability of measures was limited due to self report and recall in many of the other

studies (Campion et al., 1988; Funke & Nicholson, 1993; Paskett, Carter, et al., 1990;

Schofield et al., 1994).

One of the difficulties that researchers have encountered in this area of study was

selection bias. For instance, Reelicket al., (1984) and Beresford and Gervaize, (1986)

found that women with abnormal Pap smears were less likely to participate in their
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studies. It may be that the women who were experiencing the most psychological

distress and who were the most vulnerable, were the ones who did not participate in

research.

Criteria for rigor as described by Lincoln and Guba (1985), was used to assess

"validity" in the three studies that used qualitative data as their primary data sources (see

Appendix J). According to these criteria, none of these studies met the standards for

trustworthiness primarily because they did not include a description of the researcher's

experience during the research process. In the Beresford and Gervaize (1986) study,

transferability was inadequate due to "elite bias" (women with abnormal Pap smears were

unlikely to participate). In addition, dependability was inadequate because the data

analysis process was not discussed. These inadequacies may have occurred because the

researchers were not encouraged to provide this information for the journal that published

the research.

Recommendations for Future Research

Although these studies have been beneficial in identifying some aspects of why

women do not return for care, they are limited in many areas. Women from vulnerable

populations (i.e. elderly, poor, ethnic minorities, lesbians, substance abusers, etc.) are not

consistently represented in these studies. Only one study to date (Boag et al., 1991) has

involved HIV infected women, a group especially at-risk for the development of cervical

cancer. In addition, demographic variables such as race, ethnicity, education or

socioeconomic status were not always reported nor were they considered in relationship

to the success of interventions. Through the use of in-depth interviews, one study was

able to elucidate how women saw the process of receiving care for an abnormal Pap

SITICAI.

The development of research interventions or strategies to improve abnormal Pap

smear follow-up have been left to the discretion of the researcher and have not elicited
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the participation of women with abnormal Pap smears. As a result, these studies have not.

provided an opportunity to adequately understand the problem from the perspective of the

woman with the abnormal Pap smear. In addition, interventions have not been developed

that take into account the multifactorial nature of why women do or do not come back to

care after an abnormal Pap smear.

In the chapter that follows I will explore the issue of “validity” in feminist qualitative

research and how the research process may affect the representation of the participants’

voices.
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CHAPTER IV

Feminist Qualitative Research:

"Validity" and the Representation of Participant's Voices

I conducted a feminist qualitative study to explore women's experiences with

abnormal pap smears and why women with HIV do not return for care after an abnormal

pap smear. This type of study was chosen because it facilitates exploration of the

phenomenon from the women's perspective. But how can the researcher insure that the

study is a "valid" representation of the participants' perspectives? In this chapter I will

discuss the issues involved in providing an adequate representation of women's voices in

qualitative research. A feminist paradigm of research was chosen as framework for this

discussion yet nearly all types of qualitative research are affected by the issues raised in

this chapter.

The representation of women's voices has been discussed by many feminist theorists,

including standpoint theorists. The standpoint theorists have brought to our attention the

multiplicity of women's realities, perspectives and life experiences. Black feminist

thought is one example of an effort to find a self-defined voice from an Afrocentric

feminist standpoint (Collins, 1990). Smith (1990) proposed the development of an

inquiry from the standpoint of a subject who is situated in the everyday actualities of her

life. Feminist standpoint research grew out of feminist critique of the absence or

marginalization of women in research and seeks to understand the everyday lives of

women (Olesen, 1994).

I chose to ground this research according to three principles of feminist research that

were identified by Acker, Barry, and Esseveld (1983). First, research should be

liberating and produce knowledge that can be used by women themselves. As a result,

research can be emancipatory for the researcher as well as the researched. Second, the

research methods used should not be oppressive. For example, objectification of the

■
sº
s=

s

5.
º

4

º

>

2.



35

participant should be minimized and the goal of liberating the participant is furthered

when both the researcher and the researched participate in the analysis. Third, a feminist

perspective should question dominant intellectual traditions and continue to reflect on its

own development. The issues of objectivity as well as the relationship between the

researcher and the researched should be questioned.

One of the most important goals, yet most difficult tasks of feminist research is to

create a study that represents the voices of the participants. This is in opposition to the

usual dominant discourse which muffles, silences or completely ignores women's voices.

The issue of representing women's voices in research is complex and deserves serious

deliberation. For instance, the researcher must go beyond the act of "giving" voice to

women to "realizing" or "actualizing" their voices. It does not suffice for the researcher

to "give" voice to women by simply recording their statements verbatim without editing

them. Instead, the researcher must consider issues such as whose voice will be

represented, how many voices will be represented, and how the multiplicity of voices will

be represented in the research.

It is also important to consider how the participants' voices will be handled during

the research process. For instance, how will the participants' voices be represented while

the data are created, how will they be interpreted during data analysis and how will they

be presented when the research takes its final form? Finally, the feminist researcher

seeks collaboration with the participants, thereby raising questions about how the

researcher's voice is represented in the research or how it has become blended with the

voices of the participants.

The ethnicity, age, social class, level of education and sexual orientation of both the

participant and the researcher enter into the creation of data and into what is heard or not

heard as voice. These characteristics affect the type of research relationship that will be

formed, how questions will be asked by the researcher then interpreted by the participant

and ultimately, the type of data that will be gathered.
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In addition, the many characteristics of the individual may manifest as a multiplicity

of voices giving rise, at times, to conflicting statements or perspectives by a single

participant. For example, Anzaldúa (1990) described the difficulty that women of color

face in transforming their native languages and ideologies into the dominant white

discourse. Through women's personal narratives the multiplicity of truths and realities

that women experience are discovered (Personal Narratives Group, 1989). Ferguson

(1993) proposed "mobile subjectivities" as a way to envision the unstable changing

realms that women reside in. As a result of this instability of identity and reality, one

woman’s voice reflects a multiplicity of realities simultaneously.

How the voices of the participants are preserved is also determined by how the data

are handled by the researcher. The deeper meaning in interviews can be found by

examining the context and dynamic structure of conversations (Paget, 1983). For

instance, it is effective to listen around and beyond words for the pauses and the "you

knows" when we are interpreting accounts, for some of these more inarticulate aspects of

speech also have meaning (DeVault, 1990).

The process of editing and selecting quotes for public presentation such as

publication also greatly affects the way in which the voices of the participants are

represented. How does the researcher prepare excerpts for public consumption? Are

sentences or words deleted? Is non-standard English "cleaned-up?" The "smoothing

out" of participants' talk is another way in which voices become distorted (DeVault,

1990). Therefore, when the words of a participant are changed the researcher should

report the nature and reasons for these changes and insure that efforts to preserve the

participant's original meaning have been made.

Finally, in order for researchers to adequately preserve the voice of the participant

during the data analysis and editing process, researchers must have a sufficient grasp of

the participant's original meaning. There are instances in which researchers misrepresent

participants' voices by putting forth their own ideas instead of those of the participants.
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This misrepresentation can occur as a result of the inappropriate selection and/or editing .

of narrative data for the purposes of telling the researcher's story in lieu of the

participant's story (Fine, 1992). Researchers must be critical of the way in which they

have inserted themselves through the editing process. This means explicating their

stances and their relationships to the voices of the participants.

In traditional positivist studies, the researchers took an objective stance that

distanced them from the research process. Researchers who pretend to be anonymous

truth-tellers without class, race, culture, gender, beliefs, and behaviors are practicing

ventriloquy (Fine, 1992). In other words, it must be recognized that these characteristics

of the researcher influence the research process and ultimately, the results of the study.

Many feminists such as Harding (1987), have insisted that researchers place themselves

in the same plane as the subject matter of the research. For instance, information about

the researcher should be scrutinized along with other empirical evidence.

Fine (1994) challenged us to examine the relationship between the researcher and the

participant or, in her words, "work the 'hyphen' between self and other". This means

examining how we relate to the informants and the contexts we study, how our

relationships get us the data, and how we limit or feel free to say what we say to our

informants. We should also explore why we are quick to interpret the data at times and

hesitant to write in other instances. The researcher's ability to be reflexive and self-aware

is necessary for the production of quality fieldwork (Lipson, 1991).

Authors such as Susan Krieger (1985) have outlined their process of self discovery

and described how it proved useful in examining the inter-relationship between the

observed and the observer. In Translated Woman, Behar (1993) reflected upon her own

life story and how it related to the creation of the life story of Esperanza, her informant:

Telling this story of how I came to my place of privilege in academics, I feel as
though I have put out a search warrant for that woman who thought it worthwhile
to sit listening year after year to another woman's story in the kitchen of a little
cement house in a Mexican town. I have a clearer picture now of this woman
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who has been hiding behind the story of another woman's life. I recognize her. I
understand that part of her interest in creating this text of a Mexican woman's life
story has to do with her own painful, and unresolved, confrontation with the great
books, as well as with her father's mutilation of her writing; and that her desire to
recognize Esperanza as a writer whose words are written in the sand of
storytelling and conversation has to do with her lack of language.... The
bibliography in the shadow of bibliography. (p. 336)

The blending of the voices of the informant and the researcher create the notion of

the "third voice" which has been identified in the work of Barbara Myerhoff (Kaminsky,

1992). Research "data" are generated as a result of this collaborative lived process of

dialogue. Since the researcher is a co-creator of the discourse, the researcher is in an

ideal position to interpret, edit, or clarify the dialogue that took place. Of course it is also

the responsibility of the researcher to clearly articulate the coproduced meaning. In fact,

the writing that takes place after the face-to-face dialogue is an extension of that

dialogue.

The researcher's voice or presence is never absent. It is there as the data are created

and, very importantly, when the mode of presentation is articulated. Some feminists have

also questioned whether the standard scientific format is the only way in which the results

of a study should be presented. Alternative forms of presentation for research have been

proposed such as drama, poetry, and film (Paget, 1993; Richardson, 1992). For example,

in Richardson's poem "Louisa May" the words, rhythms, and sound patterns came from

an in-depth interview she had with her participant. This alternative format may have

more accurately portrayed the emotional tone and content of the interview than the

traditional scientific format. Alternative forms of ethnographic writing that "retell" the

lived experience may be the key to understanding the meaning of the event.

The mode of presentation that is chosen is also influenced by the type of audience it

is intended to reach. The report could be presented to professors, patients, activists,

colleagues, students, nurses, or physicians. The researcher will likely choose a mode of

presentation that will match the "cultures" of the target audience. Krieger (1991) found
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that the women she interviewed faced dilemmas about the presentation of self in research

(i.e. first person, third person, etc.) as well as dilemmas about the use of conventional

forms of writing to meet the expectations of the scientific community.

Problems of Validity

Given the importance of representing women's voices in feminist research, one of the

most crucial issues to be addressed is the degree to which the research report “inly
reflects, depicts, or records the voices of the participants. Can the representation of

voices be separated from other issues of "validity" in qualitative studies? And do the

techniques that have been established to insure validity in various qualitative approaches

help or hinder the ability to represent women's voices in these studies?

First, the meaning and use of the term "validity" must be examined. Feminist

sociologist Lather (1993) "incites" us to reconceptualize, reinscribe, and reshape the

meaning of the term. She has proposed the use of four types of validity based upon

antifoundational discourse theory: ironic, paralogical, rhizomatic, and voluptuous

validity. Patti Lather's work is important because it challenges us to push beyond the

traditional ways of thinking about "validity" and it also brings issues about representation

to the forefront of the discussion. On the other hand, it is difficult for the qualitative

researcher to put these rather lofty, somewhat outrageous, yet significant, concepts of

validity in to action.

The term "validity" has proven to be problematic for the qualitative researcher. In

addition, the feminist researcher has found an inadequate fit between the empiricist

standards of "validity" and the standards of rigor in feminist research (Hall & Stevens,

1991). Can the conventional terms used to describe "validity" in studies considered to be

quantitative in nature, including internal validity, external validity, and in some instances,

statistical validity (Cook & Campbell, 1979), be used in qualitative studies as well? (The

terms "qualitative" and "quantitative" also become problematic as it can sometimes be
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difficult to distinguish one mode of inquiry from another.) "Validity" has been re-defined

by some researchers by using terminology and concepts deemed more appropriate for

qualitative methods of inquiry. For instance, Lincoln and Guba (1985) have replaced the

term "validity" with the term "trustworthiness" and use the components of truth value,

applicability, consistency, and neutrality as criteria for rigor in naturalistic or qualitative

studies.

There are various techniques or activities in which the researcher can engage to meet

these criteria for trustworthiness. Some of these techniques include participant validation

or member checking, prolonged engagement, triangulation, peer debriefing, negative case

analysis, referential adequacy, and the reflexive journal. Does the use of these techniques

help or hinder the researcher who seeks a "valid" representation of the voices of the

participants? In the next section of the chapter I will discuss the strengths and limitations

of using the following techniques: member checking or participant validation, prolonged

engagement, peer debriefing, and the reflexive journal.

Participant validation. Participant validation or member checking lends credibility

to a study by giving the participants an opportunity to react to the study in either a formal

or informal manner (Lincoln & Guba, 1985). The participants may be asked to comment

on the data, analytic categories, interpretations or conclusions. Feedback may consist of

assessing the intentions of the researcher, correcting errors, adding information, agreeing

with the correctness of information or overall adequacy of the research. This technique

has been heralded as a key way to insure that there has been an accurate representation of

the participants in the research.

There are problems with participant validation especially when a multiplicity of

voices are to be represented in the research. The participants who are brought together

may be in adversarial positions. How will these conflicting positions be represented?

How will consensus among the group be reached; will there be a unified voice (Fine,

1992)? How does conflict between the researcher's interpretations and those of the
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participants get resolved? What if the participants are in collusion or share a common

myth? Will their account be discarded? Will the researcher's voice be represented "over"

theirs? Perhaps, as Opie (1992) suggested, it is within these very contradictions that we

discover or find understanding during the member validation process.

During the participant validation process, there are a number of factors that may

influence the way in which a participant will react to the research. These factors might

include the relationship between the researcher and the participant, the social conventions

of politeness, a difference in purposes between researcher and participant, the

participant's ability to interpret the researcher's account of their experience, and the level

of interest the participant has in participating in the validation process (Bloor, 1983).

When the participant "re-views" the narrative account of her experience she may no

longer see the experience in the same way or it may invoke an unanticipated emotional

reaction. This is a result of the fact that the participant's accounts are time-bound

interpretive political and moral acts (Sandelowski, 1993).

A positive outcome of participant validation might be that the individual will feel

empowered (Opie, 1992). This is accomplished in three ways: by the participants having

an opportunity to reflect on and re-evaluate their experiences, by contributing to the

description and analysis of social issues, and by making their experience available they

feel as if they are helping others.

Peer debriefing. Peer debriefing is another way of soliciting feedback but from a

peer rather than a participant. During this process the researcher's biases are challenged,

meanings derived from the research are explored, the basis of interpretations are clarified,

hypotheses are tested and the next steps in the research are developed (Lincoln & Guba,

1985).

One of the difficulties of peer debriefing is the selection of appropriate individuals

from whom to solicit feedback. For instance, the person must be able to relate to the

researcher's experiences as well as to the participants'. To relate to the researcher the
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peer must not be in a position of authority over the researcher. The peer must be familiar.

with the research process and it is also useful if the peer either has experience working

with a group similar to the participants or is from a similar background. When the

debriefer has these qualities it is more likely that both the voice of the researcher and the

participant will be adequately represented.

Prolonged engagement. Another technique that is used in qualitative studies to

improve credibility is prolonged engagement. During this process, the researcher invests

sufficient time to learn the culture of the setting in which the study takes place, tests

possible misinformation, and builds trust. Prolonged engagement can be a useful way for

the researcher to guard against "othering" which means seeing the participants from an

objectified stance. In addition, by forming relationships with individuals in the setting

and building trust the researcher can become less of an "outsider" and be seen as more a

Part of the group. While immersed in the setting, the researcher has the opportunity to

become aware of distortions, either personal or on the part of the participants.

Prolonged engagement is not without its dangers, however. One of the greatest

dangers is that of "going native" (Lincoln & Guba, 1985). This happens when the

*Searcher loses her own sense of perspective. The researcher who has "gone native"

*ay try to speak "for" the participants because she can no longer separate her voice from

that of the participants. The researcher may not even be aware that she has lost her sense

of Perspective and may run the risk of totally alienating herself from the group that she

has sought to understand.

Reflexive journal. In addition to lending credibility, the reflexive journal also

lends transferability, dependability, and confirmability to a study (Lincoln & Guba,

1985). The reflexive journal has two major purposes. First, in the journal the qualitative

*Searcher records her own thoughts, feelings and experiences during the research

Process. This process of reflection gives the researcher an opportunity to gain insight

into how her voice is being heard through the research and by the participants.
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The reflexive journal can also be used to record study logistics, decision making

processes, insights about the study, etc. The journal should be used to reveal what

methods were used to preserve the voices of the participants throughout the research

process for example, how interview data were selected, edited and analyzed. In addition,

according to Opie (1992), it is important that details are described such as how the

intensity of the participants' speaking voice, emotional content or tone, and contradictory

statements have been portrayed. At the conclusion of the study, the journal can also

serve as part of the audit trail or a way of following how the research process occurred.

The reflexive journal is a method of lending confirmability and dependability to the

qualitative study.

A Note About Generalizability

In studies using quantitative methodologies, threats to external validity are controlled

to increase the generalizability of the results of the study. In qualitative studies, the term

applicability is used in place of generalizability. A study is applicable when the

information gained from the study could be useful in understanding the experiences of a

similar group of women in another setting. One of the problems with establishing this

type of validity is that the researcher runs the risk of unifying the voices of women and,

therefore, not accounting for the multiplicity of women's voices. According to Bauer and

McKinstry (1991) we should not be trying to produce a feminist monologic voice but a

voice that is multivocal. If women's differences and similarities are best realized through

plurality (Tuana, 1993), then what happens when we attempt to turn out generalizable

research? Do we privilege the participants that are represented in the major themes of

our findings and oppress the others that are not? These questions, among others, are

problematic for the feminist qualitative researcher who wishes to offer a "valid"

representation of women's voices.
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Data Analysis

The representation of voices in qualitative research is affected by the techniques that

are employed during the data analysis process. For instance: how are voices handled

during the grounded theory process of analysis (Strauss & Corbin, 1990)? The

representation of voices is hindered during certain aspects of the process and enhanced

during others. The analysis begins with the use of open coding. During this phase of

analysis, the narrative data are broken down into pieces and conceptual labels are

assigned to events, happenings or instances. Although individual incidents, events, and

happenings are analyzed using the grounded theory approach, individual cases are not.

When the data are broken down into pieces during the process of open coding they are

stripped away from their original context. In other words, the circumstances under which

the event took place or the context of the woman's experience is lost. As a consequence,

one might say that the voice of that individual woman, her perspective, or her standpoint

is no longer represented.

The constant comparative technique of analysis is used to form categories, major

concepts and, eventually, theory. The theory that is generated as a result of constant

comparative analysis is integrated, consistent, plausible, and close to the data (Glaser &

Strauss, 1967). By using this technique, the researcher forms conclusions about the data

after accounting for the differences within the data. This appears to allow for diversity of

women's voices to be heard by promoting heterogeneity in the data. But in order to

account for diversity within the data, the inferences gleaned must be raised to a higher

level of generalization. Therefore, the specificities of women's experiences are again lost

during the analysis.

The formation of categories and broader conceptualizations during grounded theory

analysis is based upon the ability of the researcher to find homogeneity in the data. Fine

(1994) warned us that when we write about subjugated others as one homogenous mass

we reproduce othering. In other words, when the voices or perspectives of women are
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unified (especially those not in a position of power) and the differences among women

are not accounted for, we participate in oppression. What happens to the voices of the

women who do not fit into categories or are not captured in the generalizations that are

made? And are these de-contextualized generalizations about women's lives "valid"

representations of women's voices? When generalizations are made about the data during

the process of analysis, it appears that the voices of the women in the minority become

suppressed and those in the majority become privileged.

The difficulties that have been identified in representing women's voices during the

data analysis process are not just limitations of grounded theory, but are likely to be

pitfalls of any type of analysis. Most types of analysis seek to make generalizations

about the phenomenon under investigation. Therefore, the voices of the participants will

be hindered during the data analysis process in some way. As discussed earlier, the

voices of the participants are also distorted during other aspects of the research process as

well as encumbered with the voice of the researcher. As a result, it is impossible to

insure a pure representation of voice during any aspect of the research process.

What are the ways in which the qualitative researcher can attempt to preserve the

voices of the participants? First, choose research methods that are most likely to capture

the voice of the participant such as ethnography, narrative analysis, and life history.

Second, use quotes from participants, exemplars and case examples in the presentation of

research results. Third, make colleagues aware of why particular quotes or exemplars

were chosen for presentation as well as how they were edited or changed. Fourth, the

researcher must always examine how she may have affected the research process and the

outcome of the research. For example, this would include personal reflections on

relationships with participants as well as the intricacies of data collection and analysis.

Fifth, the use of participant validation and other techniques that lend credibility to the

study will assist in making a more accurate representation of the participants. Finally, it

requires a great deal of self awareness, personal commitment, and perseverance on the
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part of the researcher to struggle with the tremendous but vitally important goal of

accurately representing voices.

Conclusion

In this chapter I have discussed many of the issues that are raised during the research

process when conducting a feminist qualitative study. In the chapter that follows I will

provide an overview of my study to explore women's experiences with abnormal Pºp
smears and the factors that affected whether they did or did not come back for care. I

will discuss how I handled many of the issues in regard to validity and the representation

of the participants' voices in the next chapter.
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CHAPTER V

Research Design and Process

Memo to myself after the first focus group:

... Doing interviews with (my) patients could change our relationship
permanently. My patients may feel more able to share info with me ‘cause they
know me or may want to protect me and not hurt my feelings.

My purpose in pursuing this feminist qualitative study was to describe HIV infected

women's experiences with abnormal Pap smears. In addition, I wanted to begin to

understand why women do or do not return to care after they have an abnormal Pap

smear. I will present an overview of the research process that ensued emphasizing the

most pivotal anticipated and unanticipated events that took place along the way.

Although the telling of this “confessionist's tale” (Van Maanen, 1988) is considered

“reflexive” by most feminist qualitative researchers, for me it was also an exercise in

humility. I have chosen to describe the research process in this way in order to remain

true to the canon of qualitative research which requires that I provide an accurate

depiction of what actually happened. From a feminist perspective I wish to remain

accountable to the women who participated in the study, other women who may be

interested in this study and to those who read my/our work.

Recruitment

After I had received approval from the UCSF Committee on Human Subjects and the

Nursing Research Committee at San Francisco General Hospital (SFGH), I contacted a

number of providers in clinics where women with HIV receive care. I asked them to

distribute study flyers to HIV infected women who had had abnormal Pap smears. I had

originally planned to have the flyer serve as a preliminary screening tool, indicating that

the woman had had an abnormal Pap smear and was infected with HIV. Along with the

flyers I had asked the providers keep a list of women (initials only) to whom they had



given the flyers so that I could determine how many women in this “potential” sample

had not participated. After I distributed this packet of information, I left voicemail

messages reminding providers about the study and offering them $25 for helping to

recruit participants. I repeated this procedure twice during the study. I know of only one

referral that I received from a primary care provider. In some sites, instead of the

provider distributing the flyer, the flyer was posted. Therefore, this initial screening by

the provider did not occur. As a result, I focused on other methods of recruitment.

I went to community organizations such as WORLD (Women Organized to Respond

to Life-Threatening Diseases) and the Women's AIDS Network (WAN) that serve

women with HIV, and I asked them to spread the word about my study. In the end, the

most successful mechanisms for recruitment were the use of case managers (contacted

through WAN) and by the participants’ word of mouth.

I have many contacts with primary care providers and community organizations

because I have been providing care in San Francisco for many years. Therefore, I chose

not to advertise in WORLD's monthly newsletter or to make requests for participants to

clinics I was not familiar with. I was very fortunate to have a case manager and a social

worker who were willing to inform clients about the study which helped me with my

recruitment immensely. In my own clinic I posted the study flyer but I did not approach

patients directly about the study. Occasionally, other staff members in the clinic would

tell patients I saw for care about the study. Only two of the participants in the original

focus groups were patients of mine. Some of the other participants became patients

before the study was completed, which I will discuss later.

Once I had been contacted by a potential participant, I gave her a verbal overview of

the study purpose, inclusion criteria, risks and benefits of participation, and the time

commitment required. She was asked to indicate how she heard about the study and what

the results of her abnormal Pap smear had been. At this point some women would state

that they did not belong in the study because they did not have an abnormal Pap smear.
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In one case a woman said she that she did not think that she had an abnormal Pap but that

the person who had referred her had said “all women with HIV have abnormal Paps- I'm

sure you do.” This of course led me to be concerned about whether the referrers were

suitably screening women but it also substantially increased my faith in the honesty of the

women interested in the study. A few women who called had heard it was a Pap smear

study so they thought they could get a Pap smear done. These women were referred to

clinics where they could get Pap smears. If the woman who inquired about the study met

the study inclusion criteria, we then agreed upon a meeting place and time for the

interview or focus group.

Inclusion Criteria

HIV infected women with abnormal Pap smears were invited to participate in the

study. I hoped to recruit women who had received their abnormal pap smear results after

they had become HIV infected. The study definition of an abnormal Pap smear followed

the criteria documented by the Department of Health and Human Services (1994), which

was basically any Pap smear requiring follow up. This would include any Pap smear

result with atypia, low grade or high grade squamous intraepithelial, carcinoma in situ, or

carcinoma. I asked the women to bring a copy of their abnormal Pap smear results to the

interview or to have the provider send me the results.

Women who met the following additional criteria were invited to participate in the

study: over the age of 18, not pregnant, English speaking, and not apparently under the

influence of alcohol or drugs. Women who were pregnant were excluded since they

might have exhibited different health care decision making behavior due to their

pregnancy.

I wanted at least fifty percent of the women recruited to be from ethnic minorities in

order to represent the proportion of women with AIDS in San Francisco. I was

successful in achieving this representation. The other characteristics of the sample such
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as: type of abnormal Pap smear, stage of HIV disease, substance use, length of time

known to be HIV infected, etc. was guided by theoretical sampling.

According to Sandelowski (1995) the purpose of sampling in qualitative research is

to advance us toward an analytic goal not to generalize the information to other persons

based upon demographic variables. Therefore, the goal of sampling is not the number of

participants instead it is the collection of information that provides a greater depth of

understanding. Sample size then, refers to the amount of information that is gathered

from interviews or observations which leads toward the analytic goal.

Participants

Eighteen women participated in the study. Eight women were interviewed twice and

one woman three times. Nine (50%) of the women were African American, three (17%)

were Latinas, and six (33%) were White. The ages ranged from 24 to 53 years old. The

mean age was 40 years. The number of years of school ranged from 6 to 16. Thirteen of

the women had 12 years of school or at least the equivalent number of years that would

be required to complete a high school education. Six of the women were currently

engaged in either paid or volunteer work. Four of the women were in temporary living

situations such as drug treatment, and the others were in permanent situations either by

themselves, with a partner, family or friends (see Appendix K).

The Researcher

I am a 37 year old white married middle class woman. I am not HIV infected but

have been affected by HIV in many ways. I have sought HIV testing once through an

anonymous test site and have been tested many other times when donating blood. I have

never tested positive for HIV. I have had the experience of having an abnormal Pap

smear and I have had colposcopy. Fortunately, I did not need treatment for my abnormal

Pap smear and have had normal Pap smears since my last colposcopy in 1992.
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Settings

The focus groups were all held at SFGH in conference rooms at two sites. The first

focus group took place near the AIDS inpatient unit and the Women’s Clinic. The room

was quite large with windows across one wall. I put together a few tables to make a long

table for us to sit around in chairs. I greeted each woman as she arrived. The next three

groups were held at the General Clinical Research Center (GCRC). After approval from

the GCRC protocol committee I was permitted to use a conference room on the unit for

my focus groups. At this site, the participants were greeted by the unit staff and shown to

the conference room. Coffee and tea were provided by the unit for the participants. The

room was smaller, which did not allow us to all sit around a table. Therefore, I put the

chairs and couch in a circle so that we were all able to see one another. There was also a

bathroom in the room which was distracting when participants used it. I provided snacks

and sodas for all of the focus groups. All of the interviews were tape recorded with either

one or two tape recorders. The focus group interviews each lasted about one hour.

The individual interviews were conducted in the Women’s Clinic in three cases and

a participant’s work site in one case. In the Women's Clinic the interviews took place in

a waiting room with no one else present and the door closed. The interview that took

place at the participant’s work site was conducted in a lounge with no one else present

and the door closed. The interviews lasted from 30 minutes to one hour.

Most of the participants were familiar with the hospital, therefore they did not have

difficulty finding the interview rooms. I posted colorful signs which read “Focus Group”

and pointed in the direction of room in which the group was to take place. I asked people

if they had problems finding the room but no one said she had difficulties. Only one

woman needed directions from the East Bay, the other participants were all from San

Francisco.
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Data Collection

I developed an interview guide based upon the study aims and my clinical

experience with women who have had abnormal Pap smears (see Appendix L). Both the

focus groups and the individual interviews were unstructured, therefore, the pre

developed questions were only used to guide the interviews. I discovered that I had

asked most of the questions from the interview guide but had rephrased them to match

the flow of the particular interview. I found that as the interviews proceeded I was more

likely to add questions that had to do with my hunches or to clarify points that

participants had made.

Focus groups. In the original study design, I planned to have a focus group with

6-8 participants in the first phase of the study. The purpose of the focus group was for

women to discuss the experience of having an abnormal Pap smear and receiving follow

up care. The key points raised during the focus group discussion were to be used to

develop an interview questionnaire. According to Morgan (1988), this is one of the ways

in which focus groups can be a useful method of conducting qualitative research. In the

second phase of the study, approximately 20 women were to be interviewed individually

using the interview guide developed from the focus group interview. In the third phase of

the study, another focus group was to be convened to discuss the preliminary conclusions

from the study interviews. This is another important use of the focus group interview.

Feedback would include assessing my intentions as a researcher, correcting errors, adding

information, corroborating the information or overall adequacy of the research.

I found the first focus group to be such a rich source of data regarding women's

experiences with abnormal Pap smears that I changed the research design to use focus

groups as the primary mode of data collection. One of the benefits of conducting focus

groups is the use of group interaction to produce data and insights that might not be

accessible without a group atmosphere. Two additional advantages of focus groups that I

believe were realized in this study were the ability to investigate complex behaviors and
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motivations as well as the ability to use a method that is friendly and not condescending .

to the participants (Morgan & Krueger, 1993). I found that the exchange of information

among the women and the support that they offered one other was another added benefit

of conducting focus groups. A modification of the research protocol was submitted and

approved by the UCSF Committee on Human Research. As a result, four focus groups

with 3 to 6 participants in each group and two individual interviews formed the initial

phase of the study. After these interviews were completed and analyzed, the second

phase of the study was undertaken.

The purpose of the second phase of the study was to involve the study participants in

an evaluation of my major conclusions. Two focus groups (one group with two

participants and another with six participants) and four individual interviews took place

during this phase of the study. These interviews occurred approximately one year after

the first groups. Therefore, the participants offered additional information during the

groups regarding their experiences over the past year.

The dynamics of the focus groups varied; for example, the size of the group seemed

to make a difference. The larger the group, the more dynamic the interchange. The

smaller groups seemed to be less free-flowing, which led me to be more directive. The

second factor that seemed to affect the group dynamic was whether the participants knew

each other. In many cases, at least two or three of the women in the group knew each

other. In other cases, the women would quickly find something they had in common

such as being newly diagnosed with HIV in one case, which led them to interact with

each other very openly.

One of the final questions I asked during the evaluation groups was: “what did you

think about the focus groups?” Most of the women responded quite enthusiastically. In

fact some women asked if there were going to be more groups. The most common

comment about the group was that they found the groups informative and that they
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increased their awareness. Examples of these comments can be found in the findings

chapters.

As a group facilitator I maintained as little involvement in the discussion as possible.

I would be directive if the participants strayed too far from the topic or were long winded.

I had an interview guide with me but only looked at it when I could feel the group

discussion slowing or I wanted to make sure that my questions had been addressed. It

seemed like the participants were surprised that I wasn't paying more attention to my

interview guide and would point to it and ask if I/they had covered all the points.

In the first phase of groups I tried not to take on an educative role when questions

were raised in the group. For example, one participant looked to me to describe one of

the treatments for cervical dysplasia. I did not respond which usually led to one of the

other participants in the group speaking up to answer the question. I felt it was important

for me to not take on the role of expert but to let others in the group educate and talk

about their experiences.

During the evaluation groups, my role as facilitator changed. I had gotten to know

many of these women over the previous year either as patients or during community

meetings. I could no longer defer questions to the group, I felt that I needed to answer

their questions, I was accountable to them. Certainly, my perception of the participants

had changed since our first group; I felt closer to them but also saw them as

knowledgeable in their own right.

Individual interviews. As I mentioned above, I conducted two individual

interviews during the first phase of the study. One interview was with a woman who I

considered a key informant. She was HIV infected and had an abnormal Pap smear but

also worked in women's health. Therefore, she had somewhat of a dual perspective, that

of patient as well as provider. Her interview was extremely informative. Unfortunately,

I was only able to interview her once. The other interview was conducted with a woman
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who was interested in participating in the study at a time that I did not have any focus

groups scheduled. Therefore, I interviewed her individually.

During the evaluation phase of the study I also conducted two individual interviews.

One interview was with a woman who had been in the initial focus groups and expressed

a great deal of anxiety around the issue of returning for care. I thought that an individual

interview could be useful for my study as well as to her as she struggled to decide how to

proceed with her abnormal Pap smear care. She concurred and agreed to be interviewed

and I think we both found the experience useful. The last individual interview that I

conducted was with a woman who was unable to participate in the evaluation focus

groups because of her work schedule.

I found all the individual interviews that I conducted to be much more in-depth than

the focus groups. It was much easier to chronicle a woman's experience, or to ask

questions that may have appeared to be too personal during the focus groups. For

instance, one woman was quite explicit about how her abnormal Pap smear had affected

her relationship which I think she would have found difficult to discuss in a group.

As a facilitator, I was much more directive during the individual interviews.

Although I came with in interview guide, I rarely looked at the guide until the end of the

interview to make sure that I had covered all the points. I found that my questions were

much more specific and direct during the individual interviews than during the group

interviews. For instance, during the individual interviews I felt more comfortable

probing women or asking for insights about particular statements that they had made. In

the individual interviews I had a chance to reflect on what women said and form my

responses.

Demographics. Before both the interviews and focus groups, demographic

information was obtained regarding the participants' ethnic background, age, education,

living situation, health status, source of payment for health care, and relationship status

etc. (Appendix M).



56

Consent procedures. At the meeting site, I re-explained the purpose of the study

and each woman signed the consent form (Appendix N and O). All participants were

given a copy of the consent form and an Experimental Participant's Bill of Rights. One

woman had limited reading skills and asked for help with the consent. I read the consent

aloud for her and she signed it.

Chart review. I had originally intended to perform a chart review to gather

background medical information on the women who participated in the interviews. Data

gathered from the charts was to include: date and description of all abnormal Pap smears,

treatment plan for abnormal Pap smears, contacts with the patient since the abnormal Pap

smear, follow-up visits related to the abnormal Pap smear, current and past medical

history. I decided, after the first few focus groups, that I no longer wanted to collect

information from the charts. I determined that for this study I would only collect

information from the woman's perspective. I felt that the information from the chart

would distract me from understanding the experience of having an abnormal Pap smear

from the woman's perspective. As a provider, I am already biased toward seeing the

experience from the “other side", so it was more important for me to focus on the

woman’s perspective.

Field notes. From the beginning of the study I kept a spiral notebook with a

myriad of notes in it. These notes described the steps that I was taking during the

research process as well as interactions that I had with various individuals along the way.

For instance, while I was writing my CHR protocol I made calls to various organizations

for letters of support. One of the calls was to a director of an organization in the women

and HIV community. She was very willing to support my study but had some issues and

comments about the inclusion criteria in particular that were very useful. I made notes

about her comments as well as my reactions to her comments.

The notebook was also useful for organizing myself for the focus groups. I had to

think ahead about the information I needed to obtain from the women as they called
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about the study. I used the notebook to record notes about what women had said to me

when they called about the study (e.g., who had referred them, if I could leave a message

when I called, etc.). At first, it was difficult for me to cover all the necessary points in

the first phone call. I would forget to tell them to bring a copy of their Pap smear or ask

them if they were pregnant and need to call them back. But after a few calls I learned

how to organize things in my notebook and got in a routine.

I did not record field notes during either the focus group or individual interviews. I

felt this might be too disruptive and make it difficult for me to be attentive to group

interactions. I summarized my thoughts about the interviews after the session had ended.

I audiotaped field notes which I later transcribed. These field notes included potential

questions for the next focus group, ideas about sampling or recruitment, and descriptions

of interactions between the participants that might not have been picked up on the tape,

descriptions of the room or any other observations I felt were important. I usually

embellished these notes as I transcribed them.

Transcription. After each of the group and individual interviews, I had the

recorded tape transcribed by a transcriptionist. For the first round of interviews, while

one of the tapes was being transcribed I would listen to the other tape and make notes

about the interviews. When I received the transcript back I would listen to the tape again

and make any corrections directly on to the transcript via the computer. Most of the

corrections were words the transcriptionist could not hear or medical terminology that

was not familiar to her. In some cases, I replaced words the transcriptionist had amended

into standard English with the original words that the participants had used. I also tried

to note laughing, notable pauses or interruptions. As I listened to the tapes this second

time I made notes as they occurred to me.

I hired three transcriptionists over the course of the study. All three of them took on

the job of transcribing not only for the financial reasons, but because they wanted to

support the intentions of the study. For instance, one of the transcriptionists was
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interested in feminist studies, and the other two wanted to understand the experiences of

women living with HIV infection.

Confidentiality/privacy. Maintaining confidentiality for those who participated in

this study was a major concern for me. HIV/AIDS continues to be a highly stigmatized

disease and I wanted to protect the privacy of the women who participated in the study to

the best of my ability. During the recruitment process I gave each woman the

opportunity to be identified by a name other than her given name but I don't believe that

anyone did this. I was also very careful to stress the fact that the interviews were in

groups, therefore, they should think about whether they wanted to be in a group where

their HIV status would be known. Although some of the women had told me on the

phone that few people knew about their HIV status, they still wanted to participate in the

groups. None of the women who called me about the study chose to participate in an

individual interview to avoid disclosure of their HIV status. At the beginning of one of

the focus groups, one of the participants walked into the room and said to another

participant, “I didn't know you were positive”. Her response was, “yeah, we all are” and

they continued to talk about the old neighborhood from which they had known each

other. I was pleasantly surprised by how easily women talked with one another about

their disease, substance abuse recovery, and other sensitive issues. In fact, these

discussions often times started long before the tape recorder was turned on.

The issue of confidentiality continues to be of concern as I wrote this dissertation.

The issue poses an interesting quandry in a feminist qualitative study where I wish to be

reflexive and open about the goings on during the research yet am compelled to protect

the confidentiality of the participants. I ask myself, “how much telling is too much? And

when does the credibility of the study come under question because too much has been

left unsaid?" As I describe the research processes, the participants, and use their words to

discuss the results, I continue to guard their privacy. The participants could still suffer

ramifications such as discrimination even at this stage of the research process. Those
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who are involved in what I call “the community of women with and affected by HIV

infection” are a closely knit group. Some of the characteristics of the participants may

make them identifiable. As a result, I have chosen to leave out information about the

participants in some cases, or to change revealing characteristics such as names or

specific “locations” in the world to avoid disclosure of their identities. But as I made

these changes it was important for me to be aware of how they would affect the

conclusions that can be drawn from the study.

Ethical Issues

I chose to pay the women who participated in the study $25 in cash for each

interview. I decided upon this amount by talking to women in the HIV community and

by looking at ads for other studies that were similar to mine. This amount appeared to be

the community standard. When women called about the study they almost always asked

about payment. I was concerned that women would be drawn to the study because of the

money. In fact, I was worried that women would say that they had an abnormal Pap

smear even if they didn’t so that they could receive payment. To my amazement, when I

went through the inclusion criteria over the phone with the prospective participants and

mentioned the need to have had an abnormal Pap smear, some women said “this study is

not for me” or “I haven't had that". Although some women may have participated in the

study because they would be paid, a few women said at the end of the interview that they

would be happy to be interviewed again even if I didn't pay them. I also have no doubt

that the women who did participate in the study all had abnormal Pap smears by the

description of their experiences as well as the documentation of the abnormal Pap smear

they brought with them.

I have heard and participated in many discussions about the ethics of paying research

participants who have a history of substance abuse. In fact, some treatment centers will

not allow their clients to participate in studies that pay because of the concern that their



60

clients will use the money to by drugs or alcohol. Some researchers have also made this

argument against paying their participants. It is actually an interesting concept that one

could control a woman’s drug or alcohol use by not giving them money. It seems

paternalistic, untrusting, and codependent to me to engage in such thought yet I found

myself thinking this way at one point during the study. One of my participants came to

an interview, I believe, under the influence of heroin. I had some fleeting thoughts that I

should not pay her because I would be “supporting her habit". But I knew in my heart

that this was not what I wanted to do, that I needed to let go of the idea that I had power

over her actions or could control her behavior. She participated in the interview and was

paid at its conclusion.

Provider as Researcher

I have been providing colposcopy services for women with HIV over the last five

years. Over the last ten years, I have been providing care for women at risk for or those

that have been diagnosed with HIV in a variety of community-based settings as well as in

the hospital outpatient clinic in which I work. Many of the women in my colposcopy

clinic I have seen in other settings over the years such as the methadone clinic or the

county jail. Therefore, when I designed this study, I had this group of women that I

“knew" in mind. In addition, as a researcher I am not an “outsider” to this phenomenon I

am “studying". In many ways, I am a sort of “insider” because I am quite familiar with

the women who participated in the study, I have worked in this setting for many years

and I have had my own experience with an abnormal Pap smear. Yet I am not a poor

woman of color nor do I live under the same circumstances as the women in my study.

This limits my risk of “going native” but gives me the advantage of being somewhat

accepted among the women that I am “studying".

I was concerned when I began the study that the women that I saw in colposcopy

clinic would be the only participants. As a result, it would be difficult for the participants
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to talk about their experiences with colposcopy and treatment because they didn't want to

talk about me. I tried to avoid this problem in the beginning of each group by saying that

I was hoping that they would feel free to talk about their experience with me and that

anything they had to say was O.K. with me. Only two of the participants in the original

focus groups were patients of mine. Both of the women gave descriptions of their

colposcopy experiences when they had received care from other providers.

Some of the other participants later became patients after the initial focus groups

were completed. In one case, a woman asked to make an appointment with me

immediately following a group because she had come to realize how important it was for

her to get care. Two other women came to my clinic because they wanted to enroll in a

clinical trial that I was offering. One other woman chose to become a patient of mine

after she was treated by a physician in my clinic because she knew me from the focus

group.

Researcher as Provider

I have changed considerably as a result of this study. Perhaps these changes have

had the greatest effect on me as a provider. I no longer see my patients in the same way.

For instance, when women do not come back for care I am not so quick to judge them or

think of them as irresponsible. Also, I have come to think of the relationships that I build

with these women as integral to giving quality care.

These changes in me have also affected my role as researcher. There was a marked

difference in my approach to the evaluation focus groups as compared to my role in the

initial groups. As I mentioned above, a few of the women had become patients of mine

since the first groups. Some other women had come to know me better as a result of

community activities in which I had been involved. Therefore, as a facilitator of the

evaluation groups I felt much more free to joke with the participants in the group and to

provide information when they asked me to do so.
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The most difficult aspect of this change became apparent when I asked for feedback

about my study during the evaluation groups. Although I didn’t find it difficult to think

of the participants as experts capable of giving me feedback, I found it very difficult to

have the group focus on me. I was much more comfortable when I was able to listen to

the participants talk about their experiences than I was able to ask them to talk about my

work. For example, I found that I had run in to the most difficulty when I used “I”

phrases when asking for feedback. It was much more effective for me to seek feedback

about what the women in the study seemed to be telling me, than to tell them what I

thought. The participants responded to this approach by launching into examples of their

own experiences that confirmed or challenged what women had told me. In contrast to

my initial impressions, I found that I had indeed received some very critical feedback on

the study when I reviewed the interview data.

Data Analysis

To accomplish data analysis in this study, I utilized the following techniques derived

from grounded theory analysis (Strauss & Corbin, 1990). The following is a brief

overview of the data analysis process:

1. Data analysis commenced with data gathering and proceeded concurrently

throughout the course of the study. As I established the codes or categories and began to

see the relationship among these, the insights that I constructed then guided subsequent

data gathering.

2. Each set of insights was compared and contrasted with previous insights to check

for correspondence. This is called constant comparative analysis according to Strauss

and Corbin (1990). If the data did not correspond, then they were examined for

explanations of the discrepancy and/or I sought new data.

3. Throughout this analysis, I was constantly attempting to search for ranges of

variation which might expose different patterns in the data. See Figure 1 for an example.
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4. The growing insights found through the development of categories and codes

stabilized through the exercise of constant comparison and the search for variations. The

goal of this study was not to develop theory but to provide description, therefore,

theoretical saturation was not sought during the research process.

Computers and Qualitative Data Analysis

I accomplished many aspects of the data analysis process by using the qualitative

data analysis program NUDIST (Non-numerical Unstructured Data Indexing, Searching,

Theorizing®). I used it most extensively for constituting codes and categories from my

interviews. In NUDIST, these codes and categories become an indexing system that

takes the form of a hierarchical tree. I found this to be an excellent method of structuring

my data and visualizing the coding system I had developed. The indexing system was

modified throughout the research process as new data were gathered and new theoretical

ideas forced restructuring of the indexing system. For example, early in the data analysis

process I had developed 21 core categories. By the conclusion of the study these core

categories had been consolidated and reformulated into nine categories. These changes

in the coding matrix or index system were the result of theorizing and synthesizing the

data during the analysis process. NUDIST also provided me with an audit trail of when

and where these changes in the index system took place.

The NUDIST program is also useful for conducting string searches for certain words

or series of terms. For instance, I was interested in how the participants used the word

“veteran” to describe themselves in the interviews. Using NUDIST, I searched for the

word “veteran” as it occurred in the interviews. The search resulted in a list of all the

instances in which the word appeared with the surrounding text. Therefore, the use of the

word could be seen within the context of the interview. I could also look for similar

words using a pattern search which might look something like this:
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veteran/warrior/expert. I found these search tools to be very useful during the data

analysis process.

The program is very useful for gathering certain quantitative information about the

data as well. By using string searches I could count the number of instances that a term

or series of terms was used. For example, I might have been interested in the number of

times the word “cancer” was used by the participants. I could also obtain information

about the amount of text that was contributed by an individual participant. For instance,

if I searched an interview for all the statements that were made by Yolanda, NUDIST

could determine what percentage of all the interview text could be attributed to Yolanda.

For the most part, I believe that having the assistance of a qualitative data analysis

program was beneficial to me. The most notable advantage of using qualitative data

analysis programs is that they allow the researcher to analyze and manage large amounts

of data in a shorter amount of time. In addition, I found that the computer program

offered me access to a number of tools for doing the analysis that I might not have

utilized had the program not made them available to me. The computer program

provided me with additional ways to validate my work by checking data and

investigating negative cases.

Using the computer for this qualitative study was not without its problems, though. I

found that I was feeling “unfinished” with my analysis because I had not used NUDIST

to the extent of its capabilities. The program can be very useful for testing theoretical

ideas or for developing matrices to look at relationships among data. I did not feel that

the data I had gathered lent itself to this type of exploration. For example, I was not

interested in exploring questions such as: Were the White participants more likely to

experience pain during colposcopy than African American participants? I did not explore

these types of questions for a number of reasons. Most importantly, I felt I needed to

explore questions that arose out of the data, not questions that could be generated because

the computer program gave me the capability to answer them. As I worked with the data
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I did not find that race was a factor that seemed to affect women’s experiences with pain.

I could have spent a lot of time formulating questions that the computer could have

“answered”. In other words, one of the pitfalls of using a qualitative software program

may be that the researcher can become more engaged with the computer program than

with the data (Tallerico, 1991).

One of the disadvantages of using the computers in my research was that I found I

was using unfamiliar terminology with my colleagues and the faculty when discussing

my research. I had adopted the terminology specific to the computer program I was using

therefore, I used terms such as “node” for the more common term “code” when I was

discussing my research. I had few colleagues who had worked with the program,

therefore, few resources for problem solving related to the computer application were

available to me.

The developers of NUDIST software argue that computers have transformed the

thinking about qualitative method in three ways (Richards & Richards, 1991). First, the

dichotomy of qualitative and quantitative research is challenged by the use of computers.

Secondly, the recognition of the diversity of qualitative methods is encouraged. And

finally, the research experience is altered or reshaped by the use of computers. I agree

with these premises but also feel that a word of caution is in order.

Agar (1991) in his article “The Right Brain Strikes Back", which is contained in the

same collection of articles on computers in qualitative research as the Richards' article,

argues that the use of computer programs presupposes a way of seeing the data. The

computer program presupposes the problem and the situation whereas in ethnography

figuring out the problem is part of the research. He reasons that this process of figuring

out the problem comes from thinking about the data, and using creativity and intuition to

problem solve.

Similarly, I found that it was necessary for me to remove myself from the computer

in order to push myself farther in my analysis. I had been trying to figure out ways to
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make the computer do what I needed to do next which was to re-conceptualize the data

after I had coded and categorized it. I was most successful and found a great deal of

solace in doing this reconceptualization with pen and paper. It could be that my novice

stature as a researcher or as a computer user led me to pen and paper but I think that it is

more likely that I sought the freedom that pen and paper offered me. I was able to

organize my thoughts visually with words and drawings, to organize and reorganize the

papers in piles, to look at multiple pages at once, or to sit and stare at them in different

configurations. All of these actions with the pen and paper led to my successful

reconceptualization of the research problem.

Efforts to Ensure Rigor

Researchers using qualitative methods often use their own criteria to determine rigor

rather than the conventional terms. Although these terms parallel “validity and

reliability", they more appropriately match qualitative methods which are subjective in

nature. For the sake of brevity I have chosen to list the approaches that I have used to

ensure rigor in this qualitative study. A more extensive discussion of these approaches as

well as the issues regarding “validity” in qualitative research was presented in the

previous chapter.

1. I used field notes and a reflexive journal to document important aspects of the

research process. For instance, the observations about researcher/participant

relationships, information about the research setting, decisions about data analysis, and

the presentation of the data were recorded.

2. Memos were used during data analysis to record areas needing further

clarification, refinement, or verification of the data. My use of memos was also integral

in developing the conceptual schema that was used to explain the relationships between

the categories and the variation in the data.
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3. Within the NUDIST software program I used memos to document the

development of codes, categories, patterns, and relationships. I also cataloged the lists of

codes and categories at the conclusion of any analysis session that involved reformulating

the indexing system.

4. My advisor and other colleagues independently reviewed sections of data. In most

instances their interpretations of the data were similar to mine. In some cases, they

emphasized different aspects of the data and challenged me to look at the data from a new

perspective. For instance, after reviewing selected portions of the transcripts, a

committee member was impressed by the ways in which the participants had shown

agency in their health care experiences. Although I had identified ways that women had

participated in their health care experiences, I had not given this concept the same

amount of emphasis. Her feedback led me to further explore how women participate in

their health care.

5. Participants and persons working with HIV infected women were asked to give

feedback on the findings informally throughout the research process and formally in

focus groups. I reviewed the major findings from the study with two nurse practitioners

who worked with HIV infected women. One of the nurse practitioners was a primary

care provider who reviewed preliminary data during the first phase of the study. She had

little feedback but was interested in the findings and offered information about her

experiences as a provider. In the final stages of the study a nurse colposcopist who

worked with HIV infected women reviewed my major findings. She felt that the findings

made sense in the context of her experience as a clinician.

Participants were offered opportunities to respond to the findings in the evaluation

groups or individual interviews during the second phase of the study. In many instances

the participants agreed with the conclusions I had drawn and built upon the conclusions

with further examples. In two notable instances participants disagreed with my

conclusions. First, I found that not all the women preferred to have female providers. In
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fact, in some cases when the provider had been female it had been a negative experience.

In other cases, the provider had been male and it had been a positive experience. Second,

I learned that not all of the women found it difficult to get examined because of negative

experiences related to sexuality such as sexual abuse, body image, sexual orientation, etc.

One woman clearly stated that she did not find it difficult to have examinations.

Feedback I received from colleagues and participants influenced the research process as

well as the study conclusions.

The issues related to validity in qualitative feminist studies was discussed in-depth in

the previous chapter. As I discussed there, these techniques can be problematic when

attempting to adequately represent the voices of the participants.

Interpretation of the Data

In a memo to myself:

I have really approached this writing by trying to get the text down on paper first
then writing from their words. I am fighting just sitting at the computer and
writing what I think they said. Boy, would it be easier. In some ways... really
their words are so much more articulate than mine.

After my analysis of the interview data, the next step was to ask myself, “what does

this all mean?". To answer this I went back to the data. I started to gather together

excerpts from transcripts that I thought represented the concepts that I had formulated

from the analysis of the interviews. I put these excerpts together into a framework that

became the results chapters of the dissertation.

Issues in the handling of quotes. During the analysis I tried to keep track of some

of the issues that I was confronting along the way especially in regard to the handling of

excerpts or quotes from the participant interviews. For instance, I wrote the following in

a memo to myself:

Who is getting quoted? The most articulate? The ones who talk the most? The
ones with the most unique experiences? The ones that I like what they say? The
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ones I read when I’m not tired? The ones that are short and sweet and to the
point?

I pushed myself to be self-aware during this process of picking and editing quotes so

that a diversity of voices would be represented and that they would be represented as

accurately as possible. It would have been tempting to choose only the most articulate

statements or the statements that summed-up in one sentence what a number of other

participants had said, but then the readers would not have been exposed to all those other

voices. For instance, I looked through the quotes to make sure every participant had been

quoted at least once or at least her opinion had been discussed in the text. I also tried to

mix articulate concise statements with those that were not as clear or concise.

I was concerned with how I could best represent the conversations as they actually

occurred during the interviews. I wanted readers to know when I had altered the

participants words either for the sake of brevity or to protect the identify of the

participant. For example, I put “...” when I had removed words from the excerpt. In

some cases I removed redundant words for the sake of space. In other cases I left these

words in because they added flavor to what was being said. When I found that certain

words in the excerpt didn't fit, I replaced the words or added a few words to improve

readability. These words that I added or replaced were put into parentheses. When I

attached two quotes from one participant together that had not originally occurred

together I inserted the word (later) in to the phrase to alert the reader. In addition, to

preserve the privacy of the participants I inserted the words (clinic) or (provider) in place

of names. For those participants who had talked about their participation in other studies

I also inserted the word “clinic” in place of “study" to protect their privacy.

I was also confronted with the decision about how to handle contradictory opinions

among participants. In all cases I tried to show the range of responses that were given for

a particular concept. For instance, some women felt that it was the provider's

responsibility to call and remind them about appointments. Another participant thought
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that that was an unreasonable expectation. Both of these opinions were represented

among the excerpts. In addition, some of the participants contradicted themselves over

the course of the study. I also presented examples of this phenomenon when it occurred.

I found it difficult to determine how much of the original quotation from the

participants should be included in the excerpt. In short, I found it very difficult to cut

quotes. It was easiest to cut the “um’s” and other “needless” words but even in those

circumstances I risked losing something of importance. For instance, I was concerned

that those “needless” words gave the reader a sense of how the participant struggled with

an idea or gave a sense of the participant’s style of conversing. I tried to chose excerpts

that could be used in their original form as often as possible. In some cases, it was

necessary for me to cut out the repetitive statements with in excerpts for the sake of

space.

Discussion of the findings. The next step was to determine how my voice was to

be represented among the voices of the participants. I chose to use the final chapter of

the dissertation to discuss my interpretations of the findings. In the discussion chapter I

reflect on the major findings from the study and put these findings in the context of the

literature as well as my experiences as a clinician. In addition, I discuss the implications

of these findings for nursing research, practice and theory.

Conclusion

In this chapter I have discussed the research process as it actually happened. I have

also reflected upon my role in the research process and the ways in which I have

approached data analysis and the representation of the participants' voices. In the three

chapters that follow I will present my research findings. These three chapters are

entitled: Finding Out About the Abnormal Pap Smear, The Colposcopy and Treatment

Experience, and Factors Affecting Follow-up in Women with HIV.
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CHAPTER VI

Finding Out About the Abnormal Pap Smear

Nellie: And why is it abnormal? What the hell is wrong? That's the first thing
that comes to your mind. What in the hell is wrong? What is abnormal about it?
We need an explanation about that. So you can do something about it.

Other women in group: Uh-huh!

In this chapter I will describe the experience of finding out about an abnormal Pap

smear among women with HIV infection. Through the words of the participants, I will

raise what I feel are key issues about the ways in which women are told about their Pap

smears and what having an abnormal Pap smear means to them.

Understanding What It Means

Although all of the women that I interviewed knew that they had an abnormal Pap

smear, many of them still did not understand the results. Some of this lack of

understanding about Pap smears may stem from inexperience. Some women in the

groups said that they had not had Pap smears in the past.

Cassandra: “Cuz I didn't have any money to go or MediCal to go to a doctor. So I
wasn't used to having any Pap smears anyway. So, what is a Pap smear?.....
(Later) I'm 44 years old. Well, I found out when I was 41, so (the provider) said,
“We're going to do a Pap smear,” I said, “what's that?” I had never had one.

Bea:... a lot of lesbians don't go in to have regular Pap smears, I think they relate
it, like me with mythinking, relate it to problems, even when my cousin had
cancer, I was thinking, well they were with a lot of different men, you know.
These men are giving them this thing. (Priscilla: “They are.") For a while I was
thinking, well I haven't had a man in a long time, and so I'm safe. You know, I'm
with these women, and there's nothing we put inside ourselves to make us have an
abnormal Pap...

Monica, who is long term survivor with HIV, also has had little experience with Pap

Smears. She attributed this to the fact that health professionals caring for women with

HIV did not recognize the importance of obtaining Pap smears.
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Monica: I was never gettin' Pap smears before, I mean this was my, this was my
first Pap smear, even though, I was never gettin' them done, even though I was
HIV positive ten years ago, and that's how long I've been positive, I still wasn't
gettin' the Pap smear. (Ohs.) You know, back in '85 that wasn't one of the things
they were lookin'at, they weren't lookin' at women. (From group: “Yeah",
“right”, “exactly.”)

Some women did not receive their Pap smear results because they were “out running

the streets” or using drugs. Bea said that she didn't get her results because she was

addicted to drugs and homeless at the time.

Denise: .... First, I had never had any Paps. Cause I was just out running the
streets. And all of a sudden, my first one somethin's up there. See, if I would
have listened... (laughing)

Bea:... The very first abnormal Pap I remember having was in 1987. I was
homeless, and I went to this clinic... I got a Pap smear but I didn't go back for my
results. Then I saw the nurse on the street one day and she said to me, "You need
to come in, we need to talk, your Pap came back abnormal." But I was highly in
my addiction at that time, so I thought yeah, right. Kind of an attitude...

Other women who returned to receive their results did not get an adequate

explanation about what abnormal meant.

Cassandra: ... And then I started going to the (Clinic) and they did one and it was
abnormal, but she didn't tell me why and then they sent me to (Clinic) (and they)
did that colposcopy thing. They, they have it on my record, but they didn't tell me
exactly why it was abnormal. But they have been abnormal ever since then.

There are many other factors that may have affected why women did not understand

their abnormal Pap smear results. In addition to being inexperienced, or not having their

results explained to them, many of the women were unfamiliar with the terminology used

by health care professionals.

The Importance of Language

Some of the women I interviewed felt that the provider used terminology to explain

their abnormal Pap smear that they were unable to understand. Yolanda had difficulties

with spelling, which further hindered her ability to understand her results.
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Priscilla: When you found out you had this abnormal Pap, did people explain to
you what it meant? I mean, did you understand what it meant to have this?

Denise: No.

Cassandra: No. Cause I got my ...

Yolanda: I didn't understand like what you say, OK, I have an abnormal Pap, I
don't remember the words. The doctors sometimes have so many different words,
and I'm really bad at spelling and hearing, right anyway, so it's like, I can't even
get it together. I have to have it on paper. Then I can't even get it cause I didn't
even know what it was called.....

During an evaluation group I asked again if this difficulty in understanding the

results was a common problem. The participants in this group took the discussion further

by challenging providers to speak in terms they could understand and to be sensitive to

their needs.

Priscilla: .... Then, there's this piece about when people get their results, they
don't understand it. Does that say it?

Bea: Yeah, like low grade squamous, what the heck is that?

Rhonda: Yeah, when they put those numbers

Nellie: They put (it) in doctors terms. Put it in laymen terms, why don't they
break it down to us? You know, like you go to the doctor and the doctor be
telling you now, such and such, big words from here to Africa, instead of just
telling us. You know, you might have a little form of cancer or something, and
what you want to do with it, or something.

Even those who were more knowledgeable about Pap smears found it difficult to

follow the changing “popular” terminology. Gloria worked in women's health but still

found it difficult to understand abnormal Pap smear results.

Gloria: I think it's very confusing because they've changed the way they describe
them now. I mean, I don't really know what CIN means. I mean I hear them say
it to other people but, or SIL or is it CIN?

It is not only the medical terminology used by the provider that makes it difficult to

understand abnormal Pap smear results but the woman’s interpretation of such words

such as “abnormal".
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The Meaning of “Abnormal”
... •

s

The use of the word “abnormal” to describe Pap smears was contested by one

woman. From her statements, Rhonda implies that the word has multiple meanings and

can be stigmatizing. She felt that there were more appropriate words that could be used

especially when describing her body.

Rhonda: One thing for me that stands out is this word abnormal. That, that brings
up, I don't know the word for it, something like "you're strange, or something else
is wrong with you," and that's another way I'm scared of You damaged, or
something. It's a stand-offish type of thing. Like you say abnormal Pap smear
and she says what does that mean? Abnormal can be paraphrased in so many
different or facets of life. What exactly abnormal is not something. You don't
want to say anything is abnormal, when you are talking about my body. You say, *s-

you have this infection, or this disease, or this impairment, or just a better word
than abnormal. (Woman in group: “Yeah") Okay, abnormal is having three

breasts, or abnormal is having an eye in the middle of your forehead. Abnormal -I-
is not what goes on in between my legs. º

Priscilla: Cool, I like that. You have to remember, I'm a medical person, so when Sº |I hear abnormal, I think, oh, there are some weird cells. *

º
-

Rhonda: But what would you want to tell somebody, that you've got something - º

"abnormal" about you? |

Nellie: Uh huh. Like you're mentally ill? Hah, hah. ---> º-* -
For Louisa, being told that she had an abnormal Pap smear really upset her because º

***

it pertained to an intimate area of her body.
-

º

Louisa:... you know like I think that it's like probably the most intimate and |
protected area in a female's body is our cervix and our insides. And it's also the º

part that's been for some of us exploited (Women in group: “yeah") and also the
part that is connected, for some, with having gotten infected. (Yeah) So, it's so
loaded and then, then they tell you on top of all the other shit that you are goin'

-

through, when they tell you that there's something abnormal. And I've also been |

really protective of my womb area and I've been raped more than once. I’ve just
been really protective of it and then when she said that, when she said that you
need to have a colposcopy the first time, ... it really just shook me up......
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Misunderstanding the Results

When I asked the participants to talk about their Pap smear some of them would tell

me about their other gynecological problems as well.

Yolanda (later): I worry about it, .... So with the cancer running in the family and
then this abnormal thing, and then this colpo, they want to do another one to me,
it makes me worry. I haven't had a period in a year and a half and I haven't had
ITO SCX ....

Margarita:... I don't know much because I think this was the first time I had an
abnormal Pap smear. I do have a problem with wetting. I have a very bad
bladder, so I always have yeast infections, I always have diaper rash, and I think
that's been most of my problem of being abnormal because I sometimes get the
rash or the sores and they don't know what I have. They always call it scabies,
they always call it everything, but I, I like I says this is the first time I ever had >-
one, abnormal, they always said I was O.K., I was O.K. until now, but then now *_s-

when I have HIV so I guess that adds up... ---

I would try to redirect women by asking them to focus on telling me about their ~
abnormal Pap smear. In this case, Betsy assumed that having an abnormal Pap smear ~~

**-

including having “anything going on down there". —
-*

Betsy: I keep hearing you say, we are getting off (the subject of the)...Pap smear.
Well, what exactly does an abnormal Pap smear cover? Anything going on down º

there. If you don't know, you don't know.
Lºrº,

Priscilla: That's cool. I'll draw you a picture (drawing). This is the uterus, okay? - IX
...Now, this donut right here, this is the opening to the uterus, called the cervix. -
Now that's where you have abnormal Pap smears... *-* * *

Betsy: Okay, because next question: The reason I was thinking, I started thinking
about my endometriosis, is when you have the endometriosis, the lining that is
supposed to be shed, coming out the little donut here, well it don't come out there,
it goes somewhere else,

Priscilla: It goes up the tube.

Betsy: I think that would be considered abnormal. Right?

Priscilla: But it doesn't have to do with your cervix. I'm just trying to talk about
that stuff. But yeah, it gets very confusing, especially if you don't have a medical
background like me to figure out what it all means. And I keep saying I want to
talk about abnormal Pap smears. What I'm getting at is just having stuff wrong
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with your cervix, and having to have colposcopy done, and treatment to your
cervix, that kind of thing. I keep going back to the Pap smears. That's what I'm
interested in ...

I attempted to resolve this misunderstanding by providing information about basic

anatomy and the distinction between other gynecological problems and abnormal Pap

smears. The lack of knowledge regarding female anatomy may led women to

misunderstanding their abnormal Pap smear results. On the other hand, it’s important to

recognize that the participants came to the focus groups with their own questions that

they wanted to have answered. These questions were not necessarily related to my

research question or what I intended to discuss.

Fear of Cancer

In a number of circumstances, women misunderstood their abnormal Pap smear

results to mean they had cancer.

Denise: I misunderstood... I thought they said I had cancer. So I went and told all
my family I had cancer.

Priscilla: ..... You talked a little about what it was like to find out that your Pap
smear was abnormal, but what was the first thing that came to your mind? You
know you're HIV infected, and now you have an abnormal Pap smear. I was just
curious as to you know....

Yolanda: ...cancer for me, for me cancer, right away (while I was talking)

Darlene: Well, this is it. This is how women's die (giggle)

Yolanda: Yeah, scary.

Darlene: Yeah, from the operations from the cervical cancer. I thought this was
it.

Denise: ....... (then inaudible) and they wanted to take something out of me and
cuz I misunderstood them. And that's all that hit me. Was Cancer!

Gloria:...I think I sort of had a picture...I had a picture that I had a cancerous spot
that had to be removed. Now I don't think that's quite what it was, but that's how I
had a picture.
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In our discussions, many women talked about being fearful of having cancer because

other members of the family had died of it.

Yolanda: I worry about it, especially when cancer runs in my family and my
grandmother had a bag that she had to use the bathroom as, out of And she
raised me until I was like 13 .... So with the cancer running in the family and then
this abnormal thing, and then this colpo, they want to do another one to me, it
makes me worry.

Some participants had family members who had died of cancer of the reproductive

system. This further increased their fear that they might also have cancer.

Bea: Also, I have two cousins who died of, I don't know, cervical cancer or
ovarian cancer, and they were young, both in their 30's. They did aggressive
treatment. Maybe they did it too late. I don't know if they went in and got their
Pap smears or what but they got sick, and then the cancer was there, but I worry
about that. Maybe I'm going to have cancer, and maybe I've inherited it in my
genes, or something...

Cassandra: Two of my aunties have died from uterus cancer...so it was scary.

Many of the participants were aware that having HIV could increase their chances of

developing cervical cancer. Therefore, having an abnormal Pap smear was seen by some

as potentially having another life threatening disease in addition to HIV.

Priscilla: So you didn't think of cancer. A lot of women think of cancer when
they have an abnormal Pap smear. To them, that is almost life-threatening to
them.

Julie: It is. It is threatening. It is cancer, but I don't know. I guess it is the same
denial, like oh, it won't happen to me. But because I was already dealing with
being positive at the same time, and the fact of being positive and having an
abnormal Pap smear, the rate at which I could get cancer, could be a lot faster
than someone who had an abnormal Pap smear who was not positive. Like this is
a slow growing thing. So I would possibly put it off. Like, well then, oh, I have
time...

Priscilla: If you weren't positive.

Julie: Right, I think the thing that got me to take care of it was that someone told
me that the fact is that with a depressed immune system, I would have a
likelihood of getting cancer quickly....
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Priscilla: Wow. So, having the abnormal Pap smear, when you think about what
it's like living with HIV infection, how important is it? I mean, was it a really big
thing in your life to have this or was it...

Darlene: It was big because, because any kind of operation or event of illness
could cause us to die with HIV. We don't recover well from operations, illnesses,
any kind of opportunistic infections......

Dealing with an abnormal Pap smear in addition to HIV infection was overwhelming

at times. Both of these women talked about how it felt to deal with both problems at

OnCC.

Cassandra: And with me, you know, when I found out I was HIV positive, it was
like at a clinic in Berkeley. And the lady just told me that I was HIV positive, I
didn't know what it was. I say, what is it? She said, “it’s the virus that causes
AIDS and you die”. So, I thought I was gonna drop, if I got a cold or anything.
I just thought I was gonna die, I was gonna drop dead. So it's very shocking to
have an abnormal Pap for me.

Bea: .... Some things are hard to hear. Like the nurse saying to me, "You really
should have a biopsy." I didn't want to hear that that day. She was right, but I
couldn't deal. It's hard when you're already positive, when somebody tells you
something else is wrong. But come on!

The use of certain terminology by the provider may also lead women to

misunderstand their Pap smear result. Terms such as “precancerous” used by providers

may lead women to believe that they have cancer.

Bea: But you have to make it sound important. I remember one doctor who used
scare tactics. To get the girl to come in and do a colposcopy she called her up and
told her "Okay you have an abnormal Pap and honey, you need to come in
because this is pre-cancer." It's like you come home to your answering machine
and somebody's telling you, all you are going to hear is cancer. She freaked out.
I saw this girl weeks after that, and she was really sad, and I said what's up and
she said "I have cancer. My doctor called up and left a message on the phone that
I have cancer." I was like, “what exactly did your doctor say?" And the doctor
said, “cervical dysplasia”, so I said, “no, that's not cancer".

Explaining the Results

During a discussion in an evaluation group, the participants explored how the

provider should explain abnormal Pap smear results. They immediately identified what I
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find to be a key dilemma; how do you convey to the woman that having an abnormal Pap

smear is serious yet not scare the woman to the extent that she doesn’t come back for

care? I was fascinated that the participants were discussing this problem with which I

had been struggling as a provider for years. I literally sat on the edge of my chair and

leaned in close at the table as they had this discussion. I was hoping that they would have

an answer or at least some insight, in to what I have found to be a very perplexing

problem.

Betsy. So it should be put in a way that if you're not a medical person, (what they
call us, a lay person?) it should be explained in a way that a person won't panic.
Instead of using like "Yeah, it's pre-cancer,"... It sticks out in your mind.

Nellie: That's like a death sentence.

Betsy: People do tend to oh, think the worse. If it could be told to them, even if
the doctor has to leave it on the answering service, they would let them know
that..

Rhonda: That they're not going to die.

Betsy. It should be some type of way they can let you know, when you came in to
have your Pap smear done, they found something,

Nellie: Yeah maybe they can say...

Betsy:...that you should be concerned about it. Yea, you know, I'm trying to think
of how can they put it.

Rashawn: But they don't follow back up unless you say it's something serious.

Bea: Yeah, they use scare mechanism to get them in. That don't work for
everybody.

Rhonda: They scare people away?

Betsy: Yeah, but there should be a way that it could be told to you that something
is going on with your body, you know, that can be real serious, but can be taken
care of, but also let them know, don't panic, it ain't going to kill you right today,
but if you don't care of it. There's got to be a way they can let you know that it's
very important.

****
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Becoming Educated

Many of the women had become educated about their abnormal Pap smears. The

education they received seemed to relieve some of their fears about cancer. Cassandra

became educated by attending an educational program for women with HIV infection.

Cassandra: Well when I found out about the abnormal Pap, that was last year, so I
had only been HIV 2 years and I really did-I wasn't really educated. Since I got
with (organization for women with HIV) I'm a veteran now, I'm real educated.
But before then, I didn't really know nothin’ like cancer. Two of my aunties have
died from uterus cancer...so it was scary.

Others received education from their providers. For example, Monica received

reassurance and a pamphlet that provided information.

Monica: 'cause I did not know what they meant, you know, I'm sayin', "Well,
what do you mean, what is the first thing I can think of, what is it cancer?" and
they say, "No." And they set me down and they talk to me and they gave me
pamphlets and they reassured me that there is nothin' to worry about and you may
not have to go through all of these procedures because you caught it early. You
know, so like I said I felt real comfortable with them and ...

I found that women have sought education from a variety of sources including

pamphlets on abnormal Pap smears, workshops given by women’s groups, and

information provided by acquaintances. In addition, support and reassurance that

accompanies education may play a role in overcoming women’s fear about cancer.

Telling Others

As I proceeded with my data analysis I found it interesting that women rarely talked

about receiving support from others when they heard they had an abnormal Pap smear.

In an evaluation group I asked the participants if they told anyone about their Pap smear.

Priscilla: ..... Do you tell anybody else, when you have an abnormal Pap smear?
It seems like people don't talk about telling their families or other women friends.

Nellie: Well I wouldn't tell mine shit.

Rashawn: The only way I talk about mine is if somebody just happens to mention
something going on with them
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Betsy. When we did that other group, and you was like "What, you didn't tell me,
you know?" (talking to the woman next to her)

Priscilla: Why do you think women don't tell each other, even their friends? It
seems like that's not something you would necessarily hide.

Nellie: Are you mad? You done hid something.

Betsy. Like, say if I had my tonsils removed, I wouldn't have no problem saying
"Oh, I had my tonsils removed!" You would say, “oh yeah, can I see?” and I
would open up my mouth, well yeah, you know (laugh). And me try to tell (son),
"Oh, (name), this is what's going on." And he's like, "Well what you talking
about?" Well, I can't show him.

Both Julie and Lynae found that once they told their friends about their abnormal

Pap smears, the friends told them that they had had abnormal Pap smears as well. The >-

women in Lynae's support group were then able to relieve her fears by telling her that ---
--

they had been through the same thing. Cº
Julie: Oh, I told so many people, and what I kept finding out, the more I talked -
about it, was that my really good friends, "Oh, I had that." ==

º

Priscilla: They didn't tell you until then? -*

Julie: No, I mean not until I told them. To me, that is what I was raving on about. --—

The fact that the things that have to do with women, it's just put to the side, …Tº
because it's just women, so fuck it. You know? Things that are related to men in -

some way, like HIV disease, oh, sure, we'll talk about that till kingdom come. .... º

Women and female related diseases are not talked about..... —s

Lynae: ... Also, I go to an HIV support group. Other women in the group had
been having colposcopies for years, and they said it was almost like always, they
get an abnormal Pap and then they just go get this other procedure done. Well,
this didn't sound like fun, but I wasn't as terrified after I talked to them about it. I
went to them and said look, I have this abnormal Pap and I'm really freaked out,
and I'm scared. They said, well, more times than not, mine comes back abnormal.

Bea felt that it was her responsibility to tell her partner that she had the wart virus

GHuman Papilloma Virus) which causes abnormal Pap smears. She wanted her partner to

know that it can be transmitted to others sexually and that she may have it. Telling others

$*n be very difficult especially in the context of a sexual relationship.



83

Bea: I don't have a problem talking about it. When I had a partner, I told her I had
an abnormal Pap, and I told her because I was like, I knew she was going to get a
Pap smear, she hadn't had one in a long time. But, then when I told her I had
warts, I know that it scared her. She was like, well "can I catch it?" And things
like that. So, I made sure I told her everything that was going on with me down
there, just so she was aware of it, you know. Kind of like talking about the
importance of being safe when we had sex. Like I got warts, you could also. Not
only do I have HIV, I have these warts. It was hard to tell her because I felt like
Oh God, something else is wrong. HIV, and this is sexually transmitted too, I got
another disease, that's never going to go away, that stays with me forever. So,
that's a drag.

Bea: ...I'm kind of embarrassed, because you know, it's like those issues come up
again, like me, and it's almost like being damaged down there, letting people
know. Like not only do I have HIV, I also have this condition. It's really...

Rashawn: I know what I would have a problem with. Like now, I have S.
º

somebody that I'm comfortably having sex with, with HIV. But if I was to come ****

up with warts. That would make it hard for me. -º-
**-
* º s

Betsy: Well it was already hard for sex.....But when you get to be hollering about -
warts. You know. And then you can catch these ugly things. (Hard to hear) ~~

****

Rashawn: It's hard having a relationship when you have stuff going on. —
tº

Nellie: It's hard having a relationship having HIV.

Betsy: It's hard having a relationship, period. LºrO

Increasing Awareness -->

In my interview with Gloria I asked her what she thought about my finding that

women didn’t seem to talk to others about their abnormal Pap smears. She suggested that

we could increase awareness both by talking to the women we work with about abnormal

Pap smears and by encouraging them to tell others about their experiences.

Gloria: ... I mean, it's like when you do a colpo on somebody, you can just say,
“Be sure and tell any other women that you know with HIV that we did this and
what it was like and”... and sort of helping, use that route. I mean, people do
talk. (inaudible)... So encourage women to share that. I mean that would sort of
be a way. I can do that a little bit too you know, when somebody's had it, or I can
tell people my experience too. Because I think it's true, I think we need to start
talking about it.
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A discussion that Bea had with another woman with HIV gave her an opportunity to .

educate the woman about her need to go back for care.

Bea:... Just communicating to other people about it. Wanting to know if other
women have it, and if they don't know, why don't they know? Like, I was talking
to a woman today. She's positive, and I said I had to go to meet you, and talk
about cervical dysplasia. She goes, “Oh, I have that, but I had a freezing done". I
said, “so, is it gone?" But she has no idea. She assumed that because she did the
freezing she didn't have to go get it checked any more.

The focus groups that I conducted unintentionally became a way of increasing

awareness also. During the focus groups women educated each other about abnormal

Pap smears. They shared information they had gleaned from their experiences.

Rashawn: Yeah, awareness. Before I did that focus group with you, it just wasn't s gº

important. So, the more we have these focus groups, we can make other women --

aware of Pap smears, abnormal Pap smears, dysplasia and all that. It's very --
important. Now, anybody who comes in my office, first thing I ask is have they S
done their Pap smear... or are they having problems down there. .... But if -º-
you've never been aware if it, (woman in group: “yeah") like I wasn't, you know ~-
it's not important. -

Although increasing awareness and sharing information during the focus groups can -

be very effective, it can also invoke fear. One woman talked about how the group was º

making her fearful. __".

Monica: You mentioned, when you mentioned, the fear, you touched on that. I --

mean and this all sounds scary to me because they have not, you know, they did
mention the part about the bleeding and they mentioned about how I might need a
biopsy, but they have not had to do that me. And from listening to you all talk
about that, that's like you know reinforcing that fear that I thought I had gotten
over when they first told me that the Pap smear is ...

Bea: But none of this has to happen to you, though. You know what I mean?

Monica: Well, but then they say it progresses you know, they say well look here
you can ...

Bea: But you got it early, so you were able to do something about it, just keep on
it.

Rhonda: And remember mine, mine's like three and a half years later.
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Bea: You never have to go that far.

Monica: O.K. (Laughter, talking all at once.)

It appears that the group was able to reassure Monica and alleviate some of her fears.

I observed many instances in which women in the focus groups offered support and

encouragement to one another. Although the focus groups were a rich source of data for

my research, I believe that they were beneficial to the women who participated in them as

well.

Summary

In summary, many complex issues have been raised in regard to the experience of ºs

finding out about an abnormal Pap smear among women with HIV. One of the most º-
crucial issues is that women misunderstand the meaning of their abnormal Pap smear - I -

result. For many women, this misunderstanding leads to a great deal of fear, especially of -
having cancer. Upon analysis of the data, one might conclude that these fears are quite --
“legitimate” when considering the terminology used by providers. This terminology is -

difficult for women to understand, or is fear provoking such as when the term º

“precancerous” is used. In addition, having a family history of cancer intensified this º -:
fear. Much of the literature on women's psychological reactions to abnormal Pap smears —-
pathologizes this fear. But in many respects, the fear is grounded in women’s own –
experiences.

Women also had insight into the dilemma the provider faces when trying to explain

the abnormal Pap smear results. They talked about a desire to underline the seriousness

of the problem but not wanting to unduly frighten the woman so much that she stays

away from care.

Participants reported a great deal of silence around the issues of abnormal Pap

smears. Many women did not tell anyone about their abnormal Pap smear. This may

have been due to the private nature of the problem or because they lacked the language to
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discuss it. When it was discussed, women found that they were not alone in the

experience, and often gained support and information from others. The information

helped to allay their fear.

Finally, for women with HIV, having an abnormal Pap smear posed an additional

burden. Both conditions can be life threatening and the women believed that having an

abnormal Pap smear was worse because they already had HIV. For some women, it was

one more issue to discuss with sexual partners and to cope with in that intimate

relationship.

In the next chapter I will discuss participants’ experiences with colposcopy and

treatment for abnormal Pap smears

--

*…**
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CHAPTER VII

The Colposcopy and Treatment Experience

Gloria: Um. I think the colpo was worse. I mean, as I think about it, because,
you know what? The cryosurgery you know is going to hurt. I mean, it's almost
like, you're resigned this is going to hurt and be hard. ... I don't know how you
prepare yourself for a colpo. I mean, I've had two and both times, it was really
difficult.

The Colposcopy Experience

For many of the participants having colposcopy was a time of fear and tension. The

examination was invasive and raised uncomfortable sexual issues. The biopsy during

colposcopy induced an unfamiliar experience of pain. The amount of pain women

experienced as well as the amount of bleeding varied among women. In most cases, pain

relief had not been made available to women during the procedure. Some participants

reported that the providers were insensitive to their needs especially when the provider

was male. One participant had a particularly difficult time when she questioned her male

provider's expertise and was assertive about her needs. Negative and positive

experiences were reported with providers of both genders. Positive experiences seemed

to occur when the provider talked with the participant and when the woman was able to

take some control over the colposcopy experience.

Fear and tension. Most of the study participants described themselves as being

scared and tense during their colposcopy examination. Cassandra felt that she was unable

to listen to her provider explain the procedure because she was so nervous about the

examination. Certain aspects of the colposcopy procedure were especially tension

provoking. For instance, the instruments looked intimidating and because of the

woman’s position on the examination table she was unable to see what the provider was

doing. The provider told Yolanda to relax but she was so tense that it was difficult.

Yolanda knew that when she was tense that it probably made the pain worse.
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Cassandra: ... Then when they send you to (another clinic) then the doctor gives s
you colpos..., then, you know, they try to explain it to you but by then, your mind º

is already racing, you (can't) even really hear what they saying.

Denise: um, hum

Yolanda: oh, yeah

Priscilla: Because you're nervous when you get your colposcopy?

Cassandra: yeah, oh yeah

Yolanda: You're tense, you're so tense

Cassandra: You see all that stuff laying on the table....(talking all at once)....this
and that and that...

Yolanda: they tell you to relax, it won't hurt and then.... and pinch ya, ow!....
(laugh)

Cassandra: ...a long line of instruments and tubes and stuff,

Yolanda: You're like this (shows)

Cassandra: and you up in the stirrups and I mean, you can't see what they doing.

Denise: (laugh)

Cassandra: I mean, it's terrifying.

Yolanda: yeah, they tell you to relax,

Cassandra: ...it was for me

Denise: um, huh
*

Yolanda: you can't relax, I mean you're like (showing), it probably makes it o
worse, it makes the pain even worse because you're more so stiff. *

Denise: um, huh - -
! * º:

Gloria anticipated that the provider was going to find something wrong. R_Y

Gloria: You know the last time I had a colpo, I remember, it's like my foot was in | º
the stirrup, and I was so tense, that my leg started shaking. Well maybe it's scary sº

that you think they're going to find something cuz it's right then, they're going to &



89

see something if there's something there. It's not like a Pap smear, where you got
2 weeks to find out if something's going wrong.

An invasive examination. Both Julie and Louisa described the colposcopy

procedure as feeling invasive.

Julie:... it hurt, but it was like for four minutes. (Another woman: “It's quick.") I
mean, it was so quick. But, exactly. It's inside of you, it's an unfamiliar kind of
feeling, you know it feels kind of invasive, and you're, just you're already kind of
freaked out and you're sitting there like this with this thing. (Yeah) You know, so
it's not really the actual pain that you have to be ...

Louisa :... when she said that you need to have a colposcopy the first time, ... it
really just shook me up. You know, I really couldn't handle it because, I just
thought it was an invasive thing and I don't want some tool in body. And I, and it
was of course with a woman, because I just won't let, I won't deal with a male >-

doctor at all gynecologically after many years. ... Yeah, and so when I had the ***

first one it was really hard for me. But it wasn't terribly painful, but it's ridiculous -
that they say (you) have no pain. *-i-

*…*

Sexual issues. Having colposcopy can raise many sexual issues. Gloria did not *-
Y

have good feelings about her genitalia which made it difficult for her to have colposcopy. --
For Yolanda it was also difficult to have someone she did not know closely examine that —

part of her body. º

Gloria: Just cuz the feelings about my body. I mean, really, it's like, I don't feel 2">
very good about that part of my body. I mean, sex was never this beautiful, free, º
wonderful thing, you know? Sex was always just, I don't know, not good. So, it ---*º-

isn't like I have, I mean, it's like uncomfortable for me, just sort of in my head, to
be undressed and have people look at that part of my body.
Priscilla: That's totally understandable.
Gloria: It's sort of nice to be able to say it.

sº
* * *-*

Yolanda: I mean, she walked me through the whole thing. First of all, when I first
got there, before she put me up on the table she sat and talked with me, and I felt
comfortable. You got to lay there with your legs spread all open, you know that's
kind of tough on some people. I feel like I don't know her, I don't want them
looking down between my legs with binoculars, you know.

Before Yolanda had the colposcopy procedure her provider sat down with her and

explained what she was going to do. This opportunity to get to know her provider made

Yolanda feel more comfortable. Bea had a history of sexual abuse and she had decided
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that she did not wish to go on with the procedure. Her provider was pressuring her to

have the procedure.

Priscilla: You talked about having a history of sexual abuse, both rape and incest.
I think that actually came up in our group when we talked last time.

Bea: Yeah. Somebody else mentioned that too.

Priscilla: So there's kind of a safety issue when you are getting colposcopy done,
with stuff down there, so to speak. Then it would really be kind of scary.

Bea: Yeah. It does depend upon where I'm at. I was dealing with some stuff with
my therapist when I went through it the last time.

Priscilla: Oh-oh.

Bea: That was kind of up for me. I didn't know how to tell this nurse that, you -
-

know. She was almost pressuring me to get it. I mean she was nice about it, but -º-

it was like, okay, if I say “no”, can we just leave it at that? Why do you need to Sºº
convince me that I need to do that. Yes it's important, I understand that. I can't do Y
that right now, though. It's not so much that it is painful. But you know, it is º
connected to your head. I don't want to even have to worry about it. **-

Although colposcopy is a procedure that is targeted at only one part of a woman’s —

body, the woman brings her whole self to the procedure. Gloria and Bea talked about º
tº

their histories of sexual abuse, others talked about their emotional and physical reactions. Ar º

Lynae: You know, the first time I had it done... where they actually did a biopsy, --->
was really painful, and you know what? I didn't think it was affecting me that →
much. I'm really good at gritting my teeth, and handling any kind of medical
procedure, (interruption) holding my breath, whatever, just getting through any
medical procedure, saying "Okay, okay, I'm okay!" I did that through the first
one. It didn't feel good at all, but then what I noticed was that I got really sick
afterwards, with flu-like symptoms, because this affected my body so much. I
had a horrible time getting home, I was really just wrecked. I was really nauseous.
I don't know if it was emotional or my body reacting, but it really did something
to me. I thought this was kind of strange, because I've been having GYN
procedures for so long, and I didn't think this was going to affect me. I was just
going to deal with it, get it over with, that's how I approach these things. I don't
get terrified beforehand, but this really affected me. Maybe it was emotional, but
I don't know.
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An unfamiliar type of pain.

Louisa: But I think these things cause pain 'cause it's inside of us. Not so terribly
excruciating pain, (Other members of group: Right, Right), but it's because it's
inside of us.

Most of the participants in the study experienced pain during colposcopy but the

amount and type of pain varied.

Yolanda: Yeah, three days. That thing hurt.

Priscilla: So, Denise, when you had the cramping, was that due to the colposcopy?

Denise: Yeah, they took a piece of meat or something.

Priscilla: Do you remember what your colposcopy was like?

Darlene: ...Oh, the regular colposcopy? It always hurts. It always hurts. It's like
a dull ache ..when they take it.

Yolanda: Like a pinch-like.

Darlene: Yeah, like a dull aching. And then they do it three times. It's like
another ache, another ache.

Denise: Is that when they tell us to cough 7 No, that's something else huh.

Cassandra: No, that's when they look at your cervix with the microscope.

Darlene: Yeah

Denise: I think they tell me to cough.

Cassandra: Oh cough! So when they take that little piece of...
(Giggle, yeah, giggle),

Cassandra: So when they biopsy you cough and you're not supposed to feel it, but
you feel it,

Denise: Yeah,

Priscilla: You feel it huh?

Cassandra: Yeah you feel it.
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Yolanda: That little piece that they take, it seems like they take a whole lot. It
really does.

Denise: It sure do.

In most cases, the pain that was experienced occurred when the biopsies were

obtained during colposcopy. Some providers tell their patients to cough so that they are

less likely to feel the biopsy. The women in this focus group laughed about this

technique because they could still feel the biopsy even when they were asked to cough.

Availability of pain relief Julie felt that her provider was unable to avoid causing

pain but they tried to make her as comfortable as possible. I was curious, as a provider

myself, if women were receiving any medications for pain relief before the procedure. 3

- - -
**

Priscilla: ... Did you get medicine before you had it done? -

=s*

Denise: No. C-

Cassandra: No. They don't give you no pain pill. But you know, numb it or Y
something, oh, no. -

º

Priscilla: No medicine by mouth or anything?

Cassandra: No. (giggle) *—
***

Yolanda: No, they just do it. º º
****

Priscilla: How about for the colposcopy did anyone get medicine?

Many women: No.

Julie: Colposcopy, no medicine. They give you a Motrin.

Julie: After I got it done they give you two ibuprofen.

Bea: They will if you ask them.

Bleeding after the procedure. After the biopsy, it is common for women to

experience some bleeding. The amount of bleeding varied among the study participants.
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Cassandra: yes, oh, yes and bleeding afterwards like too...

Denise: they give us a tampax...

Cassandra: not like spotting like, they give you a kotex to put on afterwards

Priscilla: So after you had your colposcopy, you bled Cassandra?

Cassandra: Yeah. I...

Denise: yes

Priscilla: And you bled too, Denise?

Denise: yes always, start my period.

Darlene: They tell you that you're gonna have staining. ...

Cassandra: Yeah... but it's bleeding (lots of talking at once).

Priscilla: ... did you have problems with bleeding or anything else?

Karina: No, not really.

Margarita: I did, I bleed a little ...

Nellie: The only thing I felt was when I got finished, just a little bit of pain, they
told me (that) I didn't bleed or anything, I went home, I was fine. You know, I
guess maybe cause I was relaxed, I really relaxed when I got it.

Problems with bleeding did not seem to be as significant as the pain experienced

during and after the procedure. In most instances, I had brought up the issue of bleeding,

it had not been initiated by the participants.

Gender of provider. The participants talked about how the gender of the provider

had played a role in their colposcopy experience. Rhonda discussed her experiences with

male providers who were unsympathetic to her experience of pain.

Rhonda: ... the first doctors I used to come to they say, “Well it's not going to
hurt, that part of you has no feelings." And these are like male doctors and by me
goin' from state to state and city to city, I've had it done about twenty times and
the majority of male doctors that have given it to me, they are very disapproving
of my reaction to having it done. They're like, "Well that doesn't hurt, look out
the window, imagine something else." You know, that shit hurts! You know and
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they tell you that's not supposed to hurt and that you're just a cry baby and I think
that that right there is totally bogus because if you're goin' to, if you're goin' to go
into a profession where you're dealin' with people's health I think you also need to
learn the mental aspects of being able to heal that person in the process. That's
all.

Rhonda had become an “expert” on the colposcopy experience because she had had

the procedure so many times. She was also assertive in her demeanor and questioned the

provider's expertise. In this example, she talked about how the size of the instruments

had an effect on amount of pain she experienced during the biopsy.

Rhonda: ... I went to him like three times and he ended up kickin' me out of his
(clinic) he said because he said I made too much of a ruckus. And what he does,
... I've had it done so many times, I've had experience with a lot of different
utensils, O.K. and some utensils are smaller and the end is more precise than
others. What he had looked like a big toe nail clipper. (Another woman: Ouch!)
And he just go in there and snap something up and pull it. And you can feel it
pulling and the way he did it, ... I didn't like it. And then you couldn't say
anything to him because he thought that you were just being a baby, you ain't got
no feelings down there.

Lynae: ... I'm saying the one (name) did was okay, but I don't think (name) did a
biopsy... I don't remember anything that stands out in my head about that one.
The one they did at the (clinic) were pretty bad. The one I had yesterday was the
best one I've ever had. This was a man doctor, and that's pretty amazing. He just
was so good at it, and I didn't really feel, it didn't really hurt, it really didn't, which
is kind of saying something. Most men doctors I've had are not that gentle, but it
seems like at the (clinic) they were kind of unorganized. They kept having to
leave the room to go get this or that, and I was sitting there, all you know... so that
was kind of awful. I don't know what made the difference.

Both Rhonda and Lynae had had negative experiences with their providers. Many of

the women I interviewed said that they preferred to be seen by a female provider. Two

women said that they would not be seen by a male provider. In both cases, there

appeared to have been an insensitivity on the part of the male provider either by not being

very gentle or disregarding the experience of pain. On the other hand, Lynae had a

negative experience with a female provider because she had been disorganized.



95

Positive experiences. Lynae was surprised by a very positive experience she

recently had with a male provider. When providers were reassuring and talked to women

during the procedure it led to a more positive experience.

Julie: I actually had a pretty positive experience. I had my colposcopy done over
at (clinic) and it was, it was, there was a male that did the actual process, the
biopsy, which hurts ...

Rhonda: The biopsy does, yeah.

Julie: ... but there was also a female in the room and they were both really nice. I
mean it hurt, there's nothing they can do about the pain part. But they were like,
"You're doing really well, is that O.K., are you sure you really want to go through
with this part?" and like they kept asking me questions through the whole thing
because at first they did the colpo and then they decided they wanted, they saw
stuff and they wanted to take the biopsy and they said, "You know it's going to be
kind of an awkward pain, it's just a different kind of nerve cell. And you know
whatever, so I think they did as much as they could as far as trying to make me
comfortable, ...

Bea: Well, I didn't go through any of that. I mean I had my thing at (clinic), and it
was just recently you know but they found, that mine's was abnormal, so I'm just
like at the very beginning stages where they found this little white stuff and
they're concerned and they said that it could turn into cancer, but don't really
worry about that you know and I had, this was done through a (clinic). That was
two females, you know and it was just, it was you know uncomfortable, but it
didn't hurt you know, there was no pain there and I guess they basically just kept
talkin' to me...

Negative experiences. Some of the participants recounted very negative

experiences with providers. These examples illustrate how the participants felt that the

providers were pressuring them to have procedures.

Priscilla: Okay. So, when you had your colposcopy done, did you understand
what they were doing to you?

Yolanda: Oh, that thing hurted. For three days. Like a pulling.

Priscilla: It hurt. Unhuh.

Louisa: Biopsy?
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Yolanda: Yeah. They took three biopsies? Three little pieces. I didn't even know
she was going to do it. She told me to come to have this Pap smear. And I got
through like, "Oh, no, no, you're not going to do that, are you," and she was like
"Yeah, you'll be all right." And like, "No I don't want that." She says, "You'll be
all right, it won't hurt, I promise you." I should have known. Oh, the thing was
SO SOTC.

Priscilla: So you said you didn't want to have it done, and she still did it?

Yolanda: No, I didn't want it done, then she said it's not going to hurt, so I said
okay, and I try it then.

Priscilla: So she told you it wasn't going to hurt, and that's why you had it done.

Yolanda: Well, yeah. I got mad, and I didn't go back yet.

Bea: ... I was cooking that day, I don't know why. I was going through some
stuff, and I wasn't trusting her to do a biopsy with me. I was used to the other
lady doing it, and was going to trust her with my body? That's a very delicate part
of your body. This woman just made me very nervous. She was too clinical about
it. Do you know (name) over at... She's really nice, and she talks a lot, and she
will say “if you don't feel like doing it you don't have to". You know, she'll leave
it up to you. But this time this woman was like “-- you need this”. You don't
want it. I said I don't want it today, I can't do it today. I don't want anybody
snipping off any parts of my body. Do you know what I mean? I had a date
coming up!

Gloria also had a provider that was insensitive to her needs. She did not appreciate

her provider's style which was too light-hearted when she was frightened.

Gloria: I was scared. I actually, you know, I remember now, the colpo, I cried
through the whole thing. In fact I had a colpo here and I had to have another one
over there. And it was terrible and I remember being really cross with (provider)
it's like, this, she was laughing about something. I mean, she's very jolly sort of
woman and I was like, I didn't appreciate it. It's funny, it was not a style that was
okay. But the colpo, I cried through the whole thing and...

Priscilla: Do you know I cried through mine? And I do them? So...

Gloria: Yeah? Wow. It brings up a lot of stuff. It's a very helpless scary place to
be, I guess...

Rhonda: You know, for me, it seems like every time I go back out, that's the first
thing they want to do, is stick a little plastic thing up there. It seems like they
don't have no type of consideration as to how this is going to feel. They're just

-
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curious about something, and half the time they don't know what they be doing,
they be pinching my skin and I've kicked a couple of people. The thing is that
they take it for granted that this is something we just want to see because we want
to make you a guinea pig, and you know that shit hurts. It hurts when they put
them sticks up there with swabs of cotton and stuff on it. If you went through
something like that up your body when it is going through changes, you are
extremely sensitive down there. I say hell yeah, that shit hurt. The first couple of
doctors told me about, what do they call them? Colposcopies, whatever, they go
up there and they take your skin out. They told me "Oh it won't hurt. (Later...)
They tell you "you have no feelings down there." That's the biopsy. ... well
bullshit. (Another woman: “That's a lie")...

Nellie: It's according to what kind of doctor you have. Are you going to have a
real doctor, or are you going to have one that's trying to, and it hurts.

Rhonda: That's what I'm saying, a lot of doctors don't know what the hell they are
doing. They go up there like...

Nellie: Yeah, but I haven't had that in my experience with the ones I went to. I
was told, "You're going to feel a little pinch," or something, you know.

Rhonda had some very negative experiences with the providers who had done her

colposcopies. She questioned their competence as well as their intentions. Nellie did

not have the same type of negative experiences.

Taking Control, Rhonda had taken action when she felt that she had been

mistreated. According to her account, she had “kicked a few people” when they had been

insensitive to the pain she was experiencing. The last few times she had colposcopy she

had given her provider a number of “tests” to complete before the procedure. She felt

that she had been hurt too many times. I interpreted her actions as an attempt to take

some control over the situation.

Yolanda: Can you set it up to where if you have to have another one done, you...?
If you know you're comfortable with a person.

Rhonda: The last couple of times I had one taken, I looked at the tool and I saw
how much it was and I saw what they were going to put it in, and I told her to put
her hands out, to see how nervous she was, I went through the whole thing, you
know. Like if I put a piece of hair out, can you pinch it and grab it.

Nellie: The whole nine yards, huh?

*
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Rhonda: We went through a whole big thing ‘cause lots of people just won't do it
on me, because I've been hurt so many times by doing this. I'm just saying you
need to have one standard size tool to use, and not like big fingernail clippers.

Winona: Ouch! Little ones hurt enough.

In the following example, Bea had thought through her situation and had decided to

take control of her treatment plan. She felt she had time to wait and see if her mild

dysplasia became worse.

Priscilla: So then you decided to forget it?

Bea: I wanted to wait. I didn't want to do anything else right away, because I
wanted to give it a chance to heal and get over the trauma. So, next thing you
know months went by. I was concerned, and so I went, and by then it was time
for another colposcopy. That's when I did it.

Priscilla: I think one of the things you mentioned was that you weren't really sure,
because the Pap smear came back low grade. You weren't really convinced about
the biopsy, it sounded like to me, like you really did need a biopsy.

Bea: I didn't think it was necessary at this point again, yeah. Because a few
months ago, I just had it mild. I was thinking that it can't be. If it is staying mild
all this time, why would it suddenly go to severe, you know. So, I didn't think it
was necessary. I was thinking that I could wait, I have some time here to wait.

Priscilla: You've been going every six months?

Bea: Yes. I even went an extra time because they were doing another thing, some
kind of other study.

Anoscopy. Recently, some women with HIV have been diagnosed with dysplasia

in the anal canal in addition to the cervix, vagina, and vulva. As a result, some women

have been receiving anoscopy in addition to their colposcopy. First, women receive a

screening Pap smear of the anal canal. If the Pap smear is abnormal, the anus is

examined with a colposcope and biopsies are taken if indicated. The women who have

had anoscopy had many questions about how and why the dysplasia spread to their anus.

*
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Priscilla: Anoscopy? (Quiet) Did they do that on you, too. Where they checked
inside your anus, with a Pap smear.

Bea: Yeah, they did that. That was..... yeah. I heard something, I don't know if
you know about this, that cervical dysplasia could spread to your ... But it would
have to be direct contact, wouldn't it?

Priscilla: No. I don't think we really understand how it spreads. It's a papilloma
virus.

Nellie: Another thing I want you to know, too. I have warts in my rectum also,
my annular. I want to know if they can come from the vagina and go back there
to O.

Priscilla: That's a really good question. I don't know if you are all in the (clinic)
or not, but they are doing... (many voices).

Winona: Yeah, I have warts. I believe I have warts, too.

Priscilla: I think it's pretty common.

Rashawn: The same thing we have in the vagina, we have in the boodie hole, too.

Bea: I don't have it anally, only vaginal.

Yolanda: I don't have it either.

Rhonda: How can you get it in your anus if you're not doing anal sex?

Priscilla: It happens but we don't really understand how that happens.

Rashawn: Well the boodie hole is right there.

Bea: I talked to two women this week that had it spread to their vagina, I mean
811US.

Rashawn: Yeah, that happened to me.

Bea: I was like oooh! that's bad.

For some women, anoscopy was “just one more thing".

Lynae: ...This was that they checked the cells anally and they said that I had
moderate dysplasia, which is a little bit more. So I had to do that. It was really
awful, a lot more awful. I wasn't really embarrassed, but I didn't really want to do
it because it's not comfortable at all, and also it's a whole different can of worms,

T
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you know what I mean? Like, oh my god, if this comes back, then I'm going to
have to go do this whole procedure. I do so much stuff for my health, and this is
like, no, not another thing. Also, it just doesn't seem like something I want to do
all the time, like having to get an anal colposcopy. I'm just hoping it comes back
okay. Also, with that I was really freaked out at first but then my doctor told me
it is actually common for women to have that abnormality, and they are starting to
test women for it, and they really want to check everybody. That really relieved a
lot of my fear. She also didn't tell me not to go get it. She didn't say it was that
unimportant enough that I shouldn't go get it. So I did it.

The Treatment Experience

After the colposcopy was completed many of the participants were in need of

treatment for cervical dysplasia. I found it interesting that in this small study, all of the

available treatment options had been utilized by at least one of the participants. I have

chosen not to discuss each of the specific treatment options, but to describe the treatment

experience in more general terms. In the following sections I will provide an overview of

the types of treatment experiences that were described by the participants.

Exploring treatment options. Both of the participants below considered the

different treatment options that were available to them. They were well informed about

their options but felt differently about what they should do.

Bea: I don't know. I'm thinking maybe I will see what they suggest. If they want
to do a major surgery thing, like laser, that sounds major, the LEEP [Loop
Electrosurgical Excision Procedure] sounds like, you know, actually burning
something out of me --Ouch! Just the thought of it. If it's mild I don't think I'll do
anything.

Louisa: ...And then I did have that LEEP because they said that it was, ... the
results were more like moderate to severe ... they're worried about the speed at
which you can become cancerous, although not necessarily, (Priscilla: Yeah) they
wanted to do this thing which was real freaky. But actually, ... it's really quick,
and I think it's a good procedure, I think that it's better than cryosurgery. But I
don't know ... they saw something but they couldn't get at it from, with cyro, they
did the LEEP, which is just kind of the little electrical slicing of something.

When compared to the other participants in the study, Bea and Louisa were unusual

because they were very well educated about medical procedures. This was evident by the
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terminology they used as their ability to weigh each of the treatment options that were

available to them.

Eliciting support. The colposcopy had been frightening for Gloria so she decided

to bring a friend to her cryotherapy appointment. Although she found it embarrassing to

have her friend with her, she found that it was useful to have her friend there to drive her

home.

Gloria:... It brings up a lot of stuff. It's a very helpless scary place to be, I guess.
So when I went for my cryosurgery, I asked a friend to go with me. And I don't
know if that was better or not. I mean, in a way, it's sort of embarrassing to have
somebody there with me.

Priscilla: Oh, okay. *-

-
Gloria: But it was probably better. And she drove me home, so that was nice. º
That would probably, I think it helps for people to have transportation. *-

Louisa also had someone with her when she had her LEEP procedure. She felt that it E
f Tº

was very important to have information and support. -
º

Fear worse than procedure. Both Louisa and Julie felt that the fear of having the -*

treatment procedure was much worse than actually getting the treatment done. For those º
*-

who had LEEP, the treatment procedure went quickly. *D

Louisa: It worked real quick. And then it was mostly again just same as the -º-º:
-º-

ºcolposcopy, I mean the biopsy, having the support and being informed. The fear
was much greater than the thing. And I had my, the woman that I used to be
partners with, I had her with me, and then the actual thing I think was just a few
minutes. But they were really great at (clinic)... And of course later is when you
are cramping, right? (Uh huh.) You feel something's goin' on there and you bleed
a little bit ...

Julie had put off having her LEEP procedure because her biopsy had been painful

and she had bleeding. She anticipated that the treatment would be worse than the

colposcopy. Therefore, she had delayed treatment.

Julie:...Because I had a really bad experience with my colposcopy and that biopsy.
To me, that was ... preliminary procedure and I had built up this idea that the
actual procedure was going to be more than that. But the biopsy was way harder
to go through than the actual procedure. The procedure was nothing. So, I was
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afraid. It was a big deal when I had it done, and I was in pain and I was bleeding
for days and days, and I couldn't go in water for three weeks or something crazy
like that. So, I wasn't looking forward to all that stuff. It kind of scared me away
for a little bit. If I had known that it was as simple as it actually was, then it would
have been nothing and I would have done it so long ago.

Anticipating what will happen. The ability to anticipate what the procedure

entailed was related to how much information the woman had before the procedure.

Most women wanted to be informed and none of the women in this study talked about

being fearful of getting information about the treatment procedure.

Bea :... 'Cause she talks to you, it's like that. She'll sit and tell you exactly what's
going to happen, exactly how you are going to feel. She was so precise, “O.K.,
after the freezing you're going to feel, you're going to get a hot flash", and I
always think I'm exempt from all of these symptoms. (Laughter) O.K., you know
and already she did it, and I'm ready to get-up and she said, "Nope, you better lay
down for a few minutes." And sure enough I got the hot flash,

Julie: That happened to me after the biopsy.

Bea: The cramps, everything you know that she predicts. She said, "Tomorrow,
you'll be O.K.." The next day I was O.K., you know, so.

Enduring the side effects of treatment. Women described different treatment side

effects. Some of the participants found the treatment procedure to be very painful.

Karina:... they did the LEEP but it hurt so bad afterward, (Yeah), Oh my God... I
told my doctor and I said what is this? He put me in the recovery room for about
an hour or two and then... they just check it...

Other participants reported a discharge and odor after treatment with cryotherapy.

For Bea this felt like a “good” side effect.

Priscilla: What did you feel like after your cryo?

Gloria: I felt horrible. You know what? I've had BV [bacterial vaginosis] ever
since. I've never had BV before I had my cryosurgery. And I've never gotten
over it since. Isn't that interesting?

Priscilla: Huh. Yeah, yeah it is. Yeah, cuz they tell you that you're going to have
a foul smell afterward because basically, what you do is kill the cells on your
cervix when you get the cryo.
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Gloria: Yeah, it was pretty disgusting. I mean, I think how she described it, she'd
froze me and then I'd be defrosting for awhile. But it was like weeks. I mean, it
was not just a few days.

Priscilla: What was cryo like for you?

Bea: Cryo it was, she was really good, she really talked me through it. But the
pain was really intense.

Priscilla: Did you get any medicine?

Bea: I was told to take a couple of Motrin before the cyro, which I did take, like
before, and then a couple of afterwards. There was a lot of cramping, and I had to
take a bus home... I was just miserable and I remember I went straight to bed.
The next day I was okay, you know. Then there was that week of meltdown.
(laugh) *-

- - -
pºss

Priscilla: Stuff coming out, yeah. *
*

Bea: I was imagining these warts coming out of me and it was a good feeling. -
Priscilla: It was a good feeling? ■ º

--

Bea: It was. *-

tº

Priscilla: Like, "I'm getting rid of these things." L

Bea: Yeah, it was leaving my body. It was disappointing when it was still here. *D
Rhonda told the group that she had problems with bleeding after her LEEP

* -
->

->
procedure. The bleeding was still occurring at the time of the interview therefore, the * ---"

group members tried to help her assess whether the bleeding she was having was a

normal side effect.

Rhonda: What do you mean bleed a little bit?

Louisa: I bled a little, did you bleed a lot?

Rhonda: I like I've said I had that done about two weeks ago, I haven't stopped
yet.

Julie: Really? Is it heavy bleeding?
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Rhonda: ...Yeah, uh huh. But see they, I, I, I'm a bleeder though, O.K., but see I
just didn't want them to do that thing in the office. See I've been hurt so many

-

times, I just don't want to feel no more pain so I'm just like take me to the
operating room.

Monica: So did they put you out?

Rhonda: Yeah, they put me out. (Ohs.) But I'm still bleeding and I'm tryin' to
figure out is this like normal?

Monica: What.... did they tell you?

Rhonda: No, they told me for a couple of days.

Julie: You should call your doctor. Is it heavy bleeding?

Rhonda: But then I talked to them and they say that it should, it's nothin' to be
worried about 'cause they say you can go at anywhere from three days to a month.

Louisa: Is it spotting?

Rhonda: No, I'm still bleeding. (Oohs.) O.K.,...(talking all at once...) You, we all
are women here, right? I'm bleeding. Understand bleeding? I'm bleeding. I'm
not spotting. I'm not just trinkling. (Wow.) I'm bleeding. O.K., O.K.? And it's
been for like two months, I mean like two weeks.

From this example it is apparent that the women in the group had acquired important

knowledge and skills to assess the side effects experienced after treatment procedures.

Bea sought alternative treatment from an herbalist for her mild dysplasia. The treatment

she received there also had side effects.

Priscilla: Then, that's when you started going to the herbalist?

Bea: Actually, I told her (provider) I was going to try acupuncture ... and she said
“yeah, great”. She was just really like, "I wouldn't worry about it now. I would
just keep an eye on it, cause it is mild.” That's when I went to the acupuncturist,
and I told her. She looked up some information and she came up with that.

Priscilla: Okay, then you did the tea thing?

Bea: Yeah.
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Priscilla: Then you got irritated. When you get irritated, what does that mean to
you? Does it mean itching, or burning down there, or it is red and swollen, what
does it mean?

Bea: It was itchy, yeah. And a little burning. My body didn't like it, like it was
rejecting it.

Of the eight women who had received treatment, four needed to return for care

because of the side effects they had experienced.

Reconsidering the treatment plan. Bea had been treated with cryotherapy and the

warts recurred, therefore, she was considering her treatment options. She sought

information from a provider, women who had had the procedures, and she attended

educational sessions for women with HIV. She understood that because of her HIV

infection, even if she did have treatment again the dysplasia could recur.

Bea: But I had the cryosurgery done. And then about six months later I went back
for a follow-up and there was more warts and so this is where I'm at right now. ...
so, I, you know, haven't decided how I am going to treat it. I do have an
appointment with (clinic) to go down and see what their suggestions are and talk
to some women who have done LEEP, some have done cyro, but see if it's like
they tell me, because I go to (women’s organization) they have a class for
positive women and in that class there's a doctor that was there a couple of weeks
ago and she's like you know it's a virus, it's HPV, and she says once you get a
virus you have it for the rest of your life, you know especially us bein’ positive
and our immune systems are compromised. So it's like even if they did a
treatment, it's like, you know, does it matter? 'Cause it's goin' to come back. So
I'm kinda like, kinda like trippin' on that because I don't want to have to go and
get dug inside of every six months. That just doesn't sound pleasant to me, you
know?

One year later when I interviewed Bea she had gone through a phase of being

interested in treatment but then had decided to be followed with colposcopy.

Bea:... Where I am at is, I am waiting for (clinic) to call me back... A couple of
months ago I was thinking, okay, I just want to get rid of them. I want to go have
surgery, whatever, burn them out, or whatever you all are going to do, laser them,
get rid of them. Right now, where I'm at, I'm like, when I get my colposcopies,
it's like it hasn't progressed, it hasn't got any worse, you know it's still low grade.
I kind of want to leave it alone, as long as it stays low grade and the warts are not
spreading. The warts are there, you know. They're not inside my cervix, they are
on the outside. So, that's good, you know, because they can be monitored. So, I
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was really worried that they didn't call me back and make an appointment. But
now, I'm kind of like, well if they don't call me, they don't call me. I'll just do my
regular (clinic) thing, maybe every three months get it looked at, and if it starts to
progress, then do something more aggressive, you know. Like I did that herbal
thing for a while, and that didn't...I don't know if that helped. It might have.

Bea made informed decisions about her treatment plan. She sought information,

considered the options, and had chosen not to get treatment unless her dysplasia became

WOTSC.

Watching it. Currently, observation with colposcopy and biopsy is used as an

alternative to treatment in many women with HIV. Women with immunosuppression are

more likely to have recurrent or persistent dysplasia after treatment. Therefore, the

current thought is that observation may be an appropriate way to manage women with

mild dysplasia. For example, Denise was being “watched" by her provider:

Denise: ... They found this little pinhead, they said, on my cervix or whatever.
And when I came back in, they said, it hadn't grown, but they would still like to
keep watching it, you know, and it's not growin’. But they're still watchin' it.

As a result of being watched over time, some women had endured a number of

colposcopies.

Louisa: But really, it's like (I'm) a veteran of it, now ... every three months they
want to do something. This is the first time that they ... gave me a clearance... for
six months, ... it's kind of like overkill, but maybe they want to watch people with
especially low T-cells, which is where I'm at.

One year later Louisa described how she had been watched over time and the

changes that had occurred. Her provider had been obtaining biopsies every three to six

months. She had progressed from showing signs of HPV (Human Papilloma Virus)

infection to mild dysplasia.

Louisa: ... I had pretty much the presence of HPV but it wasn't abnormal outside
of that. So, it didn't really even show dysplasia. Then, so I had six months
instead of three because she's following me. (name), you know, she's very good...
So, then the last time she did a biopsy, she seems to always do biopsies, it was
only at six months, ... and she said “it’s mild again, and it looks like it's the same
thing, but if you want we can talk about it again in three months. You might want
to just do...", what do you call it, that burning process?

-->
-->

----- .*
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Priscilla: Cryo?

Louisa: Yeah, just so that if it is an active virus it is kind of taxing you, it could be
gotten rid of. But nothing really serious has progressed. It's never gone back to
moderate, so you know. That's where that's at, there...

Darlene had a history of a cone biopsy and had been followed with colposcopies to

monitor any changes on her cervix.

Darlene:... Because my cervix is so eaten away. (Provider) looked at me and she
couldn't find my cervix, she said, “where's your cervix?” And I had an experience
with someone else lookin' at it, you know? I wonder with all these colpos and
biopsies. They're just taking me away piece by piece. I'm not gonna have
anything left. It's very scary to me to have this going on all the time. And every
six months I never know what to expect...

In addition, because she was having repeated colposcopies and biopsies, she never knew

what to expect.

It's lingering. Another facet of being observed was the uncertainty that the

woman and her provider experienced.

Bea: Things like cervical dysplasia, she's (provider) like “do something", you
know. She doesn't want to play with that, “Get the treatment. Why do you want
that lingering?" It does feel sometimes like it is lingering. If I notice any change
in anything going on down there, oh my god, is that the cervical dysplasia doing
its thing?...

Darlene: ...I feel good that she's not taking a biopsy so I look really good to her,
but what if she's missing it because she didn't take a biopsy?... You know? What
if And six months down the road, it's too late... but I want to trust her enough
that I'm OK. I have this little person telling me, what if?

There's hope. During my second interview with Louisa she raised a very

important issue about whether the use of combination anti-retroviral therapy might be

helpful in reducing cervical dysplasia in women with HIV.

Louisa: I don't know. Now that I'm taking this I'll be curious when I get the Pap
smear and the colposcopy. If this is knocking down the virus, it will also work on
the HPV's.
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Priscilla: Yes, I'm curious about that, too. Yeah. From a physiologic standpoint I.
don't think we know how it affects all that other stuff. Especially women.

Louisa: Right.

Bea had been talking about the fact that her cervical dysplasia could get worse and

that she needed to watch it. She also suggested that there have been miracles:

Bea: ... I do feel just... It could get worse, and you have to watch it. You don't
know but you hear about people who heal themselves, from cancer, relieve pain,
and people like that, and is that possible. I wish it was. If I meditate enough, will
it go away? (laugh)

Both of these women reminded me that there is always hope. Their ability to think

about the technical aspects of drug therapy and the hope of miracles is an inspiration.

Summary

In summary, there are a number of points about both the colposcopy and the

treatment experience that require emphasis. First, the fear that women initially

experienced upon finding out about their abnormal Pap smear persists in to the colposcpy

and treatment experience as well. Some women were relieved that the fear they had

regarding their treatment procedure was not realized.

The reluctance to tell others about the abnormal Pap smear may be why few women

talk about having someone with them at the treatment procedure. Sexuality issues are

raised during the colposcopy and treatment procedures possibly because both procedures

are “invasive". They both require the use of a speculum and close examination with a

colposcope. Some of the participants found that male providers were insensitive to their

needs during the colposcopy procedure. For instance, some of the male providers

dismissed the participant's feelings if she said she had pain during the biopsy.

Another key theme is the importance of being educated and understanding, even

anticipating, what will happen during the colposcpy and treatment process. For instance,

it appears that the participants who were educated were more likely to take control over

their treatment plan. For example, exploring and reconsidering one's treatment options
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seemed to occur among a select group of women. These women were able to discuss

their treatment options, the medical aspects of their condition, and use medical

terminology. The education that women had acquired was not necessarily formal

education, but education from informal sources such as life experience or workshops for

women with HIV.

Many of the women I interviewed had had multiple colposcopies. Since there is a

problem of recurrences after treatment of cervical dysplasia in women with HIV, women

are monitored quite closely. In fact, this monitoring with colposcopy essentially becomes

a type of treatment. The participants talked about how difficult it was to keep coming

back for repeat colposcopies and biopsies every 3-6 months. One woman felt as if her

cervix was being taken away piece by piece. It was also difficult for another participant

to know that the problem was just there lingering while it was being watched versus

treated.

Finally, the participants spoke about hope. The possibility of making an impact on

cervical dysplasia with the new combination therapies was mentioned and the possibility

of miracles that could occur when all other treatments fail.
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CHAPTER VIII

Factors Affecting Follow Up in Women With HIV

When asked why she went back for care:

Darlene: I didn't want to, but I forced myself to. It took all the courage.

Many researchers have sought to identify the factors that affect why women do or

do not come back to care after an abnormal Pap smear. I have discussed these findings in

the critique of the literature found in Chapter 3. In this study, I have sought to identify

the factors that affect whether women return to care after an abnormal Pap smear from

the perspective of women with abnormal Pap smears.

One of the concerns in setting out to conduct this study was that I would not hear

from women who had not gone back to care. On the contrary, I found that all of the

women I interviewed had not gone back for care at one time or another. Therefore, all

the women that I interviewed were experts in identifying both reasons why women go

back for care and reasons they do not. In this chapter I will present many of the factors

that the participants in this study have discussed that affect why women do or do not go

back for care, the role of the provider/patient relationship, and advice they would give

other women.

Why Women Don’t Go Back For Care

Fear. As I have outlined in the previous chapters, the participants experienced a

great deal of fear when they learned of their abnormal Pap smear results. In addition,

they experienced fear during the colposcopy and treatment process. This fear kept some

women away from care.

Gloria: Yeah, there was something wrong with my Pap smear. I did a colpo and I
was referred to (clinic). Now, I can't tell you how many appointments I missed,
how many times I had an appointment and didn't go, but it was probably three or
four. And partly, I was nervous about it, I'm sure, I was scared.
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Julie::... I had a really bad experience with my colposcopy and that biopsy. ...But
the biopsy was way harder to go through than the actual procedure. ... It kind of
scared me away for a little bit. If I had known that it was as simple as it actually
was, then it would have been nothing and I would have done it so long ago.

History of sexual abuse. Women with a history of sexual abuse have stated that it

is very difficult for them to find out about their abnormal Pap smears, to have the

colposcopy procedure and to get treatment. Therefore, it is not surprising that women

avoided attending these appointments.

Louisa: When they first told me... to me, I had been violated there anyway. I had
been raped. It was like the most intimate part of myself on a body level, and I
think, second to my eyes. ... They told me there was something abnormal, but I
had always suffered from atypical or different stuff going on. ... When they said
they wanted to do a colposcopy I just sort of freaked. I was really afraid. I just sº
kept delaying it, you know, because I didn't know what was involved. This idea -

of biopsies, ... was like this kind of ominous term. In fact, now I'm just like this I
warrior. I've had needles stuck in me, pieces of skin taken off me, whatever. You >
want to do it? No problem! Yeah, I think fear's a big thing that will make people ---

not COme. ~
*

Bea: If you've been raped or sexually abused, like me, when I was a kid, it brings -:
that stuff up. -º-

Rhonda: It does. -

-->
Bea: So I was wondering, you know like subconsciously, is that why I haven't 5
gone back to take care of it? And just the thought of... º

*

Rhonda: I know that's why I didn't.

Bea: ... having to do that every six months is like, I don't want someone inside of
me every six months.

On the other hand, Julie had not had any experience with sexual abuse. She went for

her yearly Pap smears and examinations for sexually transmitted diseases (STD).

Julie: See, but for me I had never had any sexual abuse or rape that I'm aware of
For me that's not a problem. Going to the doctor and getting whatever I have to
get done, I'm not usually fearful of that kind of thing, and I'm not fearful of it
being my vagina or whatever. The only thing I'd never gotten was an HIV test.
But aside from that I would go regularly and check for any STD or whatever they
do when you go to (clinic). I've never backed off with that or was afraid of
that or being in stirrups.
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Can't see, touch, or feel. For some of the women it was easier to avoid doing

something about an abnormal Pap smear because it was not something that could be,

seen, touched, or felt.

Julie: ...You know, it's easier to be in denial about this stuff. ...Like, if I don't
think about it, it will just go away. ... I think that the things that people will
usually take care of more is stuff that they directly have consequences. ...Like
something on their face, or pain...

In the previous chapter Betsy had said that it had been difficult for her to describe to

her son what was wrong with her Pap smear because it was not something she could

show him. Similarly, Gloria described how it was not something you could see or feel.

Gloria:... It isn't like having an abscess on your arm that you can see. It's like
having a real sense that there's anything going on. ...

And when I asked Gloria why having an abnormal Pap smear was different than

having asymptomatic HIV infection she responded with this:

... And it's like, when you get your blood work done, you find out something.
Blood work is more connected with your health, how you're feeling. A Pap smear
isn't really connected with how you're feeling, in my head....I mean, people come
when they have a discharge or an itch, so maybe if, I can imagine that if I had
dysplasia it could make me feel bad....

Rashawn: ... and I think if I had warts I probably I would put Pap smear up on the
list. But right now its on the bottom of my list, you know? Because I don't feel
like it’s something that's goin' to kill me right away or make me really sick.

Rashawn made the comment above at the first focus group she attended. She did not

feel at the time, that it was important that she had an abnormal Pap smear. By the end of

the focus group she had changed her mind. (This quote can be found later in the chapter.)

In the second focus group that she attended, Rashawn pointed out how difficult it is to get

women with abnormal Pap smears who are using drugs in for care.

Rashawn: I know for me, if I was still in my addiction I would never come in, and
still would not right now. Because it don't hurt, it don't smell, you know. All I
know is that when I did the colposcopy (they) told me it was abnormal. And now
that I'm in my right mind, that's important to me. You know if I was in my
addiction that would not be important, because it don't hurt.
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Provider HIV phobia. After her first abnormal Pap smear, Louisa went for a

colposcopy appointment only to decide once she had arrived that she did not want to go

through with it. She sensed that the staff was HIV phobic and that they also felt sorry for

her.

Louisa: ... in fact I was right there, and they were going to do a colposcopy... And
I just told them I can't handle it. I just didn't like how they responded to me. I
can't totally say that part of it wasn't my take, and that my take wasn't sort of
warped by my fear. But I feel that they were like, they didn't want to touch me, or
they didn't want to get a germ because I have HIV, and they had this like “I'm
really so sorry". So, I said “I can't do it, I just didn't do it.” and then, I didn't go
back to them....

They can't find anything. I sensed that Yolanda had been using drugs the day that

this interview took place but I also felt that she brought an important perspective to this

discussion of why women don't come back to care. She may not have been thinking

clearly that day, but she brought the perspective of a woman who was actively using

drugs into the study. This is a perspective that I feel is too quickly disregarded in many

studies.

Yolanda: “Cause it's just there. They had no idea. They want to do this and do
that to me. So what? I'm not going to have pain if they can't find nothing.

Priscilla: So you don't think they should do colposcopies any more?

Yolanda: I don't want them to.

Priscilla: “Cause it hurts and they're not really finding anything, or what?

Yolanda: Well, they not finding anything, not gonna, you know. Just those Pap
smears... Forget it! Clinic....I'm not coming back.

Priscilla: So you don't want to have another colposcopy? You're just going to get
Pap smears. The main reason you're not going to have it done is cause it hurts?

Yolanda: And it didn't prove nothing. They are not telling me nothing, and they
don't find nothin' so..

Provider accessibility. The health care system has set up barriers which make it

difficult for women to get care for their abnormal Pap smears and access to their provider
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when they want it. Gloria was receiving her health care through a Health Maintenance

Organization (HMO) which made it cumbersome for her to get a Pap smear.

Gloria: It's sort of weird that your doctor can take your pulse, take your
temperature, look in your eyes and ears but has to send you somewhere else for a
Pap smear.

Louisa: But you know the thing is you might have a really good doctor but
because the bureaucracy of the medical system you sometimes can't get directly to
the doctor so you have to deal with all this red tape to try to get to the doctor.
...you have to deal with the receptionists, they screw around with you they don't
call you back,... It's like a full-time job this thing (Other woman in group: yeah,
yes it is) now ... it's really draining and you're tryin' to reduce stress levels...

Mixed messages. Bea explained that the reason she missed her appointment was

that she had gotten mixed messages from two different providers about what she should

do about her abnormal Pap smear.

Bea: I skipped mine, because I had gotten mixed messages. One doctor told me,
"It's mild, all you need to do is keep an eye on it." Another doctor said, "You
need to get treatment." And I was like, I choose to believe the one that told me it
was mild, you know? (Laughter) I just, you know, hey... Yeah, but she said,
"We'll just keep an eye on it and look at it again in another few months and see
what's happening.

Monica: Well, don't you think that tends to put a lot of confusion there? Like, I
know especially with second opinions and all that, but if you keep goin' and to
this doctor's sayin' this and this doctor's sayin' that, that would, you know, it
places a lot of confusion you know?

Bea: Yeah, I've kind of like discovered they both are saying the same thing. It
was like, you know, treatment to one meant doing something, treatment to the
other meant watching it, you know, so?

Lack of communication. In this instance, Rashawn was unable to get in touch

with her provider to find out what was wrong with her Pap smear. She was so

disappointed in the lack of communication from her provider that she decided not to go

back to that provider for care. In addition, because of the lack of communication, she

was not able to get information about what was wrong with her Pap smear.
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Rashawn: ... she kept calling me and telling me that I had to get in touch with her.
And I knew it was about my Pap smear and then, ... that it was abnormal that's
what she said. It's like I called her, couldn't catch her, she didn't ever return my
calls, we kept missing each other, so I never did find out what's wrong with me.
... I couldn't understand if it was abnormal and there was something wrong why
she didn't, she's right there in the same clinic with my doctor, why she didn't let
my doctor know what's going on, so my doctor could get in touch with me, so I
could come in and find out how we need to treat this. ... I don't want to see her no

more, ...I know it’s abnormal, so it’s like what is happening with me?... this
happened a year ago I guess. ... You know like there never was a follow-up
appointment. I don't really remember how it went down because it was so, that
long ago, you know? I need to call (Name) and find out the lady that did it. And
she said,... it was going to get in touch with me, I don't know, I just haven't been
following through you know? You know, I need to find out what's going on
down there. (Laughter)

Life circumstances. There were circumstances in women's lives that kept them

from coming in for care after an abnormal Pap smear as well. For instance, Yolanda was

just leaving a drug treatment program and had no place to live.

Yolanda: She asked me “don't be scared to come back. Is that why you missed the
appointment last week?" I says, “No”. Because I was leaving the program, I had
all my clothes, I was wondering where I was going to go. I didn't want to go back
to the streets...

After a cervical biopsy or following treatments for dysplasia, women are given a list

of aftercare instructions to follow. One of the “rules” is nothing in the vagina for a

specified amount of time which is dependent on the type of procedure. Some women had

chosen not to return for care because they felt that the circumstances in their lives at that

time made it difficult for them to abide by these rules. For instance, having a sexual

relationship.

Priscilla: (laugh) So, it was the pain that you were avoiding?

Julie: Yeah. And also the three weeks of no nothing anywhere near my area.
That was also bad. (laugh)

Priscilla: Weren't you in a new relationship?

Julie: Yeah, a new relationship that is now an old relationship, but it was new
then. It was like we had started a relationship and I had to go through the three

s
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weeks, and then I didn't want to go back for another three weeks. And then you
have a week during my period... So, it seemed like so much time went down.
Like, no, no. I wanted to seem like, well I may be totally positive, but we can
have normal sex as long as we are protected. We're not havin' sex during my
period. I just didn't want there to be so many rules, and it seemed like to do that,
it would have been like, well we can't have sex for the next three months, but
okay, you know. That's why I didn't want to do it then, yeah.

Similarly, Bea had also delayed getting a biopsy because she had a date coming up

and didn’t want “to have a pad between (her) legs!".

Perspective on health care. The woman’s perspective on health may have also

affected how she felt about returning for care. For instance, Gloria had not had the

screening mammograms that have been recommended for women her age.

Gloria: ... I've never been the kind to take care of myself. Here I am (age) and
I've never had a mammogram. I'll probably die without having a mammogram.
But I did get a Pap smear... And there was a study that paid to have a colpo so I
did that. Now I'm not sure I would have done it. I mean and I was even working
then.

Bea: Yeah. I think I need to look at why I really don't want to do it. I just can't. I
don't want to irritate things. This is the same way I feel about taking a medication
right now. I may be irritating my virus, on whatever level. It's going to feel it and
it is going to react.

Bea had chosen to watch her cervical dysplasia rather than seek treatment. She had

also chosen not to treat her HIV infection with anti-retroviral therapy. She had also

sought alternative therapies for both her HIV disease and dysplasia.

Managing appointments. The participants spoke about the number of

appointments they needed to attend related to their HIV disease and other health

problems. They were busy going to medical appointments with primary care providers

and specialists, drug treatment or recovery groups, clinical trials, support groups and

many others. One of the reasons that Julie thought women did not come back for care

was because they resented having to go to so many appointments.

Julie: There is like a resentment around having to take care of yourself and having
to go to the damn doctor all the time. Also, its part of the denial of being
terminal, you know what I mean.
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In the past Julie had missed appointments because she was afraid, but she had also

missed appointments because she did not manage her time well.

Priscilla: So you still miss appointments?

Julie: Yeah, I think I do. Because I think that is part of my personality. ... I
always try to pretend I have more time than I do. So, that's why I think naturally
why I miss appointments. ... But as far as fear — now that's different. The reason
why I wasn't doing that had more to do with fear, than it did with time...

Summary. The participants in this study have identified a number of factors that

kept them from going back to care after their abnormal Pap smear. Fear played an

important role in why women did not return for care from the time of the initial diagnosis

through the treatment process. Women who had a history of sexual abuse also had a

difficult time keeping their appointments throughout the process. The asymptomatic

nature of the abnormal Pap smear or the inability to see, touch or feel anything wrong,

was another reason for not attending appointments.

There were factors that involved the provider as well that affected whether women

went back for care. For instance, the lack of accessibility of the provider, lack of

communication, and having received mixed messages about treatment recommendations

were all factors that kept women from getting care. In addition, repeated colposcopies

without significant findings was a deterrent from seeking care. Some of the participants

had encountered providers who had been HIV phobic which kept women from going

back for care also.

The participants identified certain life circumstances that made it difficult for them to

go back for care. These circumstances included being homeless or dating at the time the

were to receive colposcopy or treatment. Women also had a difficult time managing the

numerous appointments that they were required to attend for the variety of health

problems they had. Finally, the woman's perspective on health care influenced whether

they went back for care. For instance, some women preferred to engage in alternative

therapies rather than undergo the standard treatment modalities.
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Why Women Go Back For Care

There were a number of factors that the participants identified that affected why they

had gone back for care. The participants in this focus group had a variety of reasons for

seeking care for their abnormal Pap smears. Some of the members of this focus group

had not gotten Pap smears in the past.

Priscilla: Do you think you changed your ways about Pap smears because you
were HIV infected or because all of the sudden you had an abnormal one? You
know; what kind of changed your way of thinking about Pap smears?

Cassandra: Because I had an abnormal one.

Yolanda: Yeah, me too.

Cassandra: The first one I had was abnormal.

Yolanda: And not having a period in so long too... it's like where's it at?

Cassandra: And then the doctor sayin', well if you have to do this colpos, we need
to do this colpo and if we find something then we might have surgery and on and
on and on. And that made me say, well I best start havin’ these.

Denise: I'm gonna tell ya, it's only because I'm HIV positive. Because I'm too...
I'm still funny about I don't like going there and laying back (laugh) and all this
kind of stuff....

Darlene: And for me, once you have cervical cancer, you are susceptible for it
again. You know, being HIV positive, you're even more susceptible to it.

Karina: ...They said everything looked alright, but then they said you know,
women that have HIV you know that sometimes it sends back and other times it
doesn't and that's why they wanted to continue to follow me up and that's why
they told me it was real important for me to keep following up on those
appointments.

The women in this group were now going back to get their Pap smears for a variety

of reasons. Some started going back for their Pap smears because of the experience of

having had an abnormal Pap smear or treatment for cervical disease. Others went back

for their Pap smears because they had other gynecological problems or because they had
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HIV disease. Many of the participants were aware that having HIV disease made having

an abnormal Pap smear a more serious condition.

I asked Kelly, who had a number of HIV related health problems, how important it

was to her to have her Pap smears. She answered in the following way:

Priscilla: What do you think about, you've got a lot of other health problems and
where does your Pap smear fit into all of that? You know if you were going to
prioritize all the things you've got on, goin' on with bein' in recovery, havin' your
MAC and your CMV and havin' your warts and your abnormal Pap smear, in all
that big picture where does your Pap smear fit? How important is it to you?

Kelly: I mean, it's very important because, because it's kind of hard you know, to
take off my shirt and you see a (PIC) line in my chest, you know, and you pull
down my pants and you see little bumps on my thing, you know? (Laughter.) So
you know, it's very uncomfortable to me, because if I wanted to have sex, I mean,
it would be very hard.

The ability to be sexual was an important incentive for Kelly to seek treatment for her

abnormal Pap smear.

Preventive care. The desire to take care of oneself was also one of the reasons that

women stated they go back for care. Both Darlene and Nellie saw getting care as a way

to prevent themselves from dying of cancer.

Priscilla: But you keep going back. How come you keep going back?

Darlene: Because I don't want to die of cancer. Preventive medicine.

Nellie: And so I just follow-up, you know cause I'm interested and want to know
what's goin' on with me too, you know, but I know I do have warts, back and front
warts, but they say they're so small and stuff, and I was just thinkin' suppose I
wouldn't have went and followed it up and I can be runnin' around here dead now.
(Laughter)...

Fear of health consequences. Julie was motivated to take care of her abnormal Pap

smear because she was afraid of the suffering that she might have endured had she

allowed herself to develop cancer.

Julie: I think the thing that got me to take care of it was that someone told me that
the fact is that with a depressed immune system I would have a likelihood of
getting cancer quickly. I think the fear for me is not dying, it's suffering. And so,
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whether I'm HIV positive or not, all it means to me is that it's going to help me.
suffer more, if I don't take care of it. It's not about dying faster. So you know
dying, I have no control over dying, and that's not going to hurt. But if I get
cancer, then I have another thing that's going to make my actual life very painful
and scary, you know. So, cancer just equals pain and fear, scary-like...

Gloria:...I think it, it comes from just not, taking care of, not going every six
months to get your teeth cleaned and not...... Especially I think with the HIV, it's
almost like, why bother? I mean, really and truly, I'm not afraid of cancer killing
me. I wouldn't mind sort of being convinced maybe that it's not a good idea to get
cervical cancer. That even if it wasn't going to kill me it's not going to make my
life any easier. I mean that, I might respond to that.

In contrast, Gloria was not afraid of cancer killing her because she felt that HIV was

more of a threat to her life. She recognized that having cervical cancer would not make

her life easier which would motivate her, like Julie, to do something about her abnormal

Pap smear. I took a few minutes during the interview to explain to Gloria that there were

reports of women with HIV who were actually dying of cervical cancer. She did not

have this information and was impressed that it was such a serious problem.

Contact by providers. Sometimes the efforts of providers to contact women were

what got women back in for care. In Bea's case, a number of people had been involved

in getting the message to her that she needed to return to the clinic.

Bea:... Well, (clinic), I didn't go there, they looked for me, because I, when I got
that abnormal Pap done, and then got the cyrosurgery, and then I hadn't been back
in three months, she sent me a letter in the mail, she called my primary care
facility looking for me, sayin' Bea, you really need to take care of this problem,
she got in touch with my doctor, my doctor got in touch with my case worker, my
case worker, got me, and it was like you know you, Bea, (you) need to go and
take care of that, you know that could be cancer.

Julie: ...Or, "are you coming this time." But (Name) definitely expressed urgency
with me but (Name) didn't do it in a way like I was bad, and (Name) (wasn't)
attacking me. I don't know, I think it is necessary for the people to take into
account the level of fear we have about coming here. So if we miss an
appointment it's not like "Oh Grrr." Like all that is going to do is instigate more
anxiety. I think it's like (Name) said, (Name) expressed that it was necessary for
me to do this, without scaring the shit out of me, or making me feel anxious about
missing. These are all different variables. The fear of coming in the first place,
then the fear of then being bad, and missing the appointment, is another thing.
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The way in which the provider approached Julie in a nonjudgemental manner was

also meaningful to her.

Financial incentives. In an earlier quote Gloria had said that the fact that she had

gotten paid had been one of the reasons she had gotten her colposcopy. Lynae also stated

that financial incentives which are often given for participating in a study were a way in

which women could be enticed to come back for care.

Lynae: Well then, it helps to put them in a study where they get paid. If that's their
trip, you know. That is a little bit of an incentive,

Group influence. Participating in the focus groups seemed to influence some

women’s decisions to seek further care.

Winona: Well, see I just found out two years ago, that I had HIV. But I think I'd
really be laggin' on you know, the Pap smear, (I didn't) know what's really going
on, so after I leave out of here I think I'm goin' to make me an appointment.
(Laughter, talking all together.)

Rashawn: You know I'm glad I came to this program group because when I, ...
Pap smear didn't even cross my mind,... that's a good point, a real good point.
(Yeahs.) It is important,... you know what I'm sayin'? It is very serious and it is
important that everything in your body works together. And Pap smear have a lot
of effect on people, there's things goin' on in your body. Infection period in your
body you need to do something about it.

Summary. There were a number of factors that influenced why the participants

went back for care after an abnormal Pap smear. Having had an abnormal Pap smear and

having HIV were reasons women cited for going back for Pap smear follow-up. In

addition, a history of treatment for cervical disease, the desire to be sexual, and having

other gynecological problems were factors that brought women back for care. For some

women, financial incentives were an effective means of encouraging them to get care.

Many of the participants saw going back for care as a way to avoid serious

consequences to their health. For example, getting care was a way of preventing the

development of cancer which could lead to death. Also, women sought care because they

feared the health problems that might ensue had they let the condition progress.

º

-º:.
-



122

Efforts to contact the woman by a provider was another factor that affected whether

the woman went in for care. In one case, the provider had made extensive efforts to track

down the woman to get her in for follow-up after treatment. A nonjudgemental approach

by the provider also influenced whether the woman sought care or not.

Characteristics of the Provider

One of the most compelling findings from these interviews was the pivotal role that

the provider played in women's experiences with abnormal Pap smears. The participants

described what type of relationship they wanted with their providers and what qualities

they wanted in their providers.

It was important to many of the participants to have had an opportunity to develop a

relationship with their provider. In some cases, if the women did not know the provider

they avoided getting care.

Bea: ... I'm not in a good head space right now, or I would be willing to do a
biopsy. I don't really like new people doing stuff on me, rather than having
somebody that I know...

Getting information from her primary care provider about the new provider before

her appointment relieved some of Lynae's anxiety about seeing a new person.

Lynae: but it also helps if you talk to them about it beforehand, like I knew
(Name) through (my primary care provider). She talked to me about (Name), a
lot. So, I felt totally trusting when I (went there).

Priscilla: Yeah. Do you think that whether people go back to care a lot has to do
with the providers who are taking care of them, and the relationship people build
with their provider? What do you think, Yolanda?

Yolanda: I don't know. But yes, and kinda no.

Priscilla: Do you think you would go back to get your Pap smear done, for
instance, if you really liked the person who was taking care of you.

Yolanda: I don't think so.

Priscilla: No, not even if you liked the person.
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Yolanda: If I liked her, yeah. If I know her. Like this lady, I just don't even know
her.

Priscilla: So you don't even know her. So, you feel like if you got to know her
better, that would make a difference.

Yolanda: I don't know. I don't think I'm going to go to her anyway, I just went to
them because I couldn't get it done at (clinic)...So I probably won't go back there
again.

For Yolanda, knowing the provider was not the only factor that influenced whether

she went back for care or not.

The Importance of Relating

Both Julie and Gloria described how relating to somebody or wanting to please

someone had made them want to go back for care.

Julie: ...I always bring up the A.A. thing, but when you think about the fact that
people are using and drinking for so long, and nothing can stop them, ... finally
they surrender. What keeps them sober is that they end up with, in a group of
people that are sober, and they hear somebody talking about it, and they suddenly
relate. Suddenly they don't feel alone. (Priscilla: That's true.) And when you are
full of fear, you're isolated and you feel alone, and so if you have some kind of
relation, like you relate to somebody, it just breaks the barrier, and then takes all

-

that stuff away, and that makes you come back. You know?

Gloria: ... And I think I went out of, not letting other people down. Like and
obligation, I started having this obligation to people, you know? ... I don't think
negative motivation works, you know? But I do think that maybe I like those
people and wanted to please them. Is what made me do it.

In the next excerpt, Julie described how having a connection or a relationship with a

case manager had led to her going back to care.

Julie: ... My first experience with care, when I found out I was HIV positive, was
at the (clinic). I think it was a really ideal setup... The way it worked was that
they had (Name) there, who basically would make a connection with the patient,
make a contact. Then, she would give them any information they needed, any
phone number for whatever. Basically, what I had done was to develop a
relationship with her. Then, the doctors who were also there were the people who
took care of my physical needs. I went back there because I had developed and
made a connection with (Name). ... I felt comfortable and safe there. It was
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almost like I looked forward to going back there. I would go there and talk to her.
for five or ten minutes, and sit down, then I would go and do all my physical stuff.

Julie described how her relationship with her physician differed from that of the case

manager. In addition, she described how her relationship with her physician affected her

desire to return for care.

Julie: You know, if it was just (the doctor), ...I would probably never come to the
doctor. He's just my doctor, he just walks in, and that's it. He doesn't ask me how
are you doing? What did you do last week? Nothing like that... And so, ideally it
would be nice if we could all just go to the doctor because we know we have to,
and the doctor could just do their doctor job, and then it would be fine. But this is
talking about getting people to return, I think that there are other elements. I don't
really know if it's the doctor's job to provide that. But I do know that the patients
would probably return more, if they did. I don't think I would demand something
like that, you know.

Priscilla: Do you think that having that relationship could have overcome your
fear in coming back?

Julie: It did! I did come back.

Although Julie felt that the ability to develop a relationship with the physician would

make it more likely that women would come back for care, she did not feel that this was a

very realistic expectation

Julie: ...It seems unfair that a doctor should have to act like they have an
emotional investment in every single one of their patients. Because I don't think
they really do, like how could they? It's like asking your therapist to have an
emotional investment in you, and you can't. That would be like go nuts, you
know. But that's what works. Maybe that's why it seems like it would work
better to have someone else designate that relationship, rather than the doctor...

ºt--
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Provider Qualities

Gender. The provider's gender has been discussed in regard to a number of

different aspects of the abnormal Pap smear experience. Most of the participants have

preferred to have a female provider. In both of the examples below the participants were

willing to have male providers for their gynecological care. Julie felt that she was better

able to relate to females.



--.

--" "

, -º-º- * - -

---------- *

- - ---" "-

* . . . . . . .

... --- *. -- *º

** * * - -

-* -- - , ,

*------ *
-re-ºr-- *

*** ****

..., re-- * *
- - -"

-

* *

al

*... -

T -



125

Priscilla:... Do you think it matters about the gender of your provider who
takes care of you?

Julie: Well, yes. I mean, Provider?... Not because I am uncomfortable with the
whole doctor thing, I can open my legs, I don't care about that, the physical thing.
A doctor is a doctor is a doctor, that's fine. As long as you know you are
qualified. But as far as having somebody to talk to and feel like they can
understand and relate to those specific things, then I do think that it is more
comforting to talk to women about it. But not because I'm afraid to talk about it
with a guy, it's just that I don't feel that they really understand. It's about relating,
that's all.

Lynae: Yeah. But I never said anything before if it was a male doctor. I never
requested a female doctor. And I never tripped if it was a male doctor. But I'm
like that, okay, on medical things. I'm just here and I want to do my job... But
with this man yesterday, doing my colpo, I was like "Oh, no," sometimes men
have a reputation of being, (frowned) I should have told him too, I didn't even tell
him, but I was just surprised...

One participant preferred to have a male provider because she had had bad

experiences with many of the women in her life.

Competent. An issue that has been raised throughout the interviews has been the

competence of the provider. The participants had different ways in which they judged

this competence. For some women such as Betsy, there was an intuitive sense about

whether the doctor was competent or not.

Betsy: It's the way you say it is. Cause it's amazing how (you can tell) so many
good doctors by their mannerisms, they are considered like, "Oh, he don't know
what he's doing." Just by the way they treat the patient.

For Bea, it was important that provider gave solid medical information and was

supportive of her holistic approach to health care.

Bea: I have to feel that this practitioner who is giving me this information really
knows what they're talking about, and that's why I like my doctor. She's great.
She knows. She doesn't pressure to take anything but she tells me this is what's
available, and I like that about her. She lets me explore. And very supportive of
my holistic approach. She's great.

There were numerous examples throughout the interviews of instances that women

felt they had encountered incompetent providers. For instance, Julie had complications

H
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after her LEEP procedure and had gone to the clinic for an evaluation. She recounted the

following:

Julie: She did something. I had cramps for the rest of the day. I was a little bit
upset about that. Everything worked out. I ended up, then the doctor came in and
looked, “cause like she didn't know anything. She was like, poke, poke, poke,
“Oh I don't know, can you look at this?"...

In one focus group interview, Margarita described a situation in which the provider

could not diagnose what was wrong with her. She was very frustrated about this and

questioned the provider's competence.

Priscilla: I think what Nellie was sayin' is that sometimes doctors don't know
what’s wrong with you either.

Margarita: Right, I think they don't know. And that's frustration because, I
thought or I say hey, they should know, that's why they go to school.

-

Nellie: But you know, some people think doctors are not human, you know.

Margarita: Yeah, right.

Nellie: They are human just like us, yeah, they went to school and everything but
sometimes they can't tell what's wrong with you and they have to consult some
more doctors. You know what I'm sayin'?

Margarita: right.

Nellie: That's how I put my trust in a doctor, you know, they can make mistakes
just like me. I don't like it but they can.

Margarita: Yeah. (Laughter) that's what I have to remember, cause I says “no,
doctors aren't supposed to make mistakes", (laugh) especially with a HIV, you
know...

If the participants felt that the provider had not delivered competent care they were

more likely to seek health care elsewhere or not return for care at all.

Offers emotional support. In addition to offering sound medical advice, Lynae

liked her provider because she offered emotional support.

Priscilla: What's your doctor's responsibility? What's the other person's
responsibility?
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Lynae: To offer realistic medical advice. Also, to alleviate my fears. ... My
doctor ends up being more of an emotional support. She really gives me good,
and gives me solid medical advice. I really trust my doctor or my nurse
practitioner, because I know if she doesn't know she will ask somebody else, and
get their opinion on it. I know that I'm not just being given advice just to quiet
my fears so they can go on with their day. I feel like I'm given truthful advice.
Also, for her to recognize what's really going to fit in with my lifestyle, if it's
something I can or can't do, realistically. Because, I'll try to do anything, if she
asks me to do it. But whether or not I can do that, in real life, like getting used to
the medicines, or whatever. Maybe we should leave part of it up to her to
recognize me as a person, and if we try to do something and it is just not working,
it doesn't feel good. Also, just being there. ... the response I got was caring, and
calm, and loving, and that was really important to me.

The participants also wanted the qualities of compassion and sensitivity in their

providers. For instance, Bea talked about wanting to have a provider who was sensitive

to the fact that she was a lesbian. Participants also valued other attributes such as having

a provider they felt comfortable with or a provider who had a sense of humor.

Provides individualized care. In the previous excerpt, it was extremely important

to Lynae to be treated as an individual. She was given medical advice that fit her

lifestyle. This ability to provide individualized care was also appreciated by other

participants.

Louisa: ... So, if they are going to be involved in healing, I think that they need to
look at each individual as their own person, and I think kind of be flexible and
patient in terms of point of view that might be different from their training. So,
say people and there are a lot of them with HIV and AIDS that are involved in
alternative therapies, and they are involved in Eastern therapies. Just to be more
open minded ...Even the Eastern practitioners I go to, I will have to feel out in my
mind and my body and my spirit, like, how does what they are recommending go
with me? I would probably be considered a very non-compliant patient in some
respects. ...That's what I really don't like about these giant hospitals, ... that kind
of get away from the one-on-one thing....

Rashawn: That's the good thing about having a doctor-patient relationship. Your
doctor knows how you are and you know how your doctor are. So, she'll know
how to call and get you to keep your appointments and get rid of that.

For some of the participants individualized care meant that the provider was flexible

and able to accept the use of alternative therapies.
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Reminds about appointments. Like Margarita, a number of participants wanted

their providers to notify them when it was time to return for care.

Margarita: They haven't asked me to go back, so ... I tell them I forget, I want
them to remind me when it's time because ... I'm constantly all over the place...

Priscilla:... Some women think that... it's the provider's responsibility to tell them
when their appointments are, and to remind them.

Julie: I appreciate that in a provider but I don't think it is their job.

Listens and communicates. In many instances, the participants talked about the

need to have providers who listened to them. Rhonda felt that the provider's ability to

listen affected whether women came back for care.

Rhonda: As far as why they don't, one of the main things that I believe you should
put down there, is that the doctors need to learn how to listen to their patients. If I
say the thing is too big, I don't care how many children I've had, it's too big, okay?
And if it is cold, I mean, they don't want to listen to you. Or if I say it's pinching,
they say "oh, no, that's not pinching, that's not feeling," well hell this is my body
and I know what I feel. If it's pinching someplace, I feel you should give me that
respect and listen to me.

Louisa: Yeah, and if I can't have a doctor that's real, or who treats me with
respect, gives me time, really takes my questions seriously instead of having their
own agenda, you know what I'm saying, and that happens a lot with male doctors,
then I can't work with them. Because I have a lot going for myself in my head,
and I'm doing a lot of work on my own, and so I need people to work with me.

Participants also wanted their providers to have the ability to communicate and ask

questions.

Bea: And for providers, to be more

Betsy: Compassionate.

Bea: Compassionate, yeah, and communicative. Don't just "come in spread your
legs," and then shove this thing up. Just be a little more sensitive. Ask questions.

Betsy: Follow-up, call us up.

:
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Respectful. Many women felt that it was necessary to have a provider that treated.

them with respect. In fact, the issue was so crucial that they would not go back to a

provider that was not respectful.

Monica: I don't think you have to go through it, 'cause I don't go through it. You
know, I don't get that kind of treatment... 'cause I am determined that I am going
to be treated with respect and if I don't get that from my doctors then I don't go to
those doctors...

Louisa: If I don't have trust in a provider and if I don't feel respected, I'll drop
‘em. And I have dropped ‘em. Gawd, I've gone through a lot of providers, and
now I'm happy with what I have. But I feel like I interview them, and they're
working to help me. That's how look at it.

Trustworthy. In addition to wanting a provider who was respectful, the

participants also wanted a provider they could trust.

Lynae:... With my medical procedures I usually just do them because I trust my
doctor's opinion and I will trust whoever it is, even though it is usually a doctor I
don't even know. I have to trust them, because I'm there in their hands. I'm
deciding to be there, so I've made that decision, and I'm there. I'm not going to
make it harder on myself. That's the way I feel about it....

Darlene: I was pretty pissed because mine was already advanced. Some parts
were CIN 3 and some parts was already cancerous. (kids screaming)... And they
just, they missed it, How did they do this? Why? Where were their heads when
they were lookin' at this...cuz I went every year. And I lost trust in my doctor,
totally.... And then I found out that they looked at thousands of slides, everyday.
And you're on this thing, this health insurance, that was a conglomerate of
different doctors, all together. So everybody's went to the same laboratory.
They're getting paid per slide. So they're rushing through that, you know and it
made me just mad,

Yolanda: They don't watch it, yeah

Darlene: How can they do this to women? You know, what kind of health care is
this?

Yolanda: It could turn in to cancer and then, you could be really... you know what
I mean...

Darlene: And I felt so powerless, like I couldn't do nothing about it. And the best
I can do now is get it out of me. You know, and that's what I did. But now I have
(Name) and I trust her...
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Summary. Throughout the interviews, the participants have discussed the

important role that the provider played in their experiences with abnormal Pap smears. In

many cases their experiences with the provider influenced whether they went back for

care or not. In this section I have outlined many of the characteristics of the provider that

the participants have described. Many women would like to develop a relationship with

their providers. In addition, the participants have described many of the qualities that they

would like in their provider. For example, trust, respect, competence, and emotional

support were qualities that they had described. In the section that follows I will discuss

the ways that women have participated in their care.

The Ways Women Participate in Their Care

Over the course of this study I have come to identify many different ways in which

the women in the study had participated in their care. For example, women participated

in their health care as individuals as well as in concert with their providers. Lynae

described how both she and her provider each had a role in her medical care.

Lynae: I feel that as far as my medical stuff, there is only so much my doctor can
do, and there are things I have to do. She does her thing and I do my thing. We
carry it together, we make this thing work, right. I can't go to my doctor and ask
her to do things that make me feel better. I have to do this also myself. I have to
show up for the appointment.

Priscilla: So, in order for women to come back to care, ... they are going to have
to have enough self-esteem maybe, or enough love for themselves, that they are
going to want to take care of themselves? Is that where you are kind of going?

Julie: Yeah, there's a level of desperation that has to come from the patients, to
take care of themselves. I think that creating an environment for somebody who
might not come back because they are full of total fear, I think that would really
help. I think that for the most part, most people want to help themselves, that's
their deepest heart's desire. It's just fear that keeps them away. I think if they have
that relation with somebody, that will break most of the barrier. ...You can't make
people want to take care of themselves...

In order for women to come back for care, Julie felt that women needed to want to

take care of themselves.

.
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Speaking-up. One of the ways that the participants felt women should participate

in their care was to speak-up. In this example, Rhonda described a situation where she

felt that the health care provider was afraid of touching her because of her HIV status.

Rhonda: ... I'm a very kind of like, psychic person, O.K., you don't like me, don't
have to like me, you don't have to love me, but you must respect me, O.K., that's
my philosophy in life, O.K.? And these people right here,... Don't walk into the
room and say, "How you doin" and walk around me like this and get out two
gloves and put some gloves on.

Bea:...That's why we need to speak-up, so that they know that we see it.

Louisa: But it seems like an endless avalanche. You're speaking up really small
and there's the medical establishment ...

Bea: But hey, hey, if you make one person aware, that's more that was aware than
before you said anything.

Rhonda: But it depends upon what they have to do about it. But because you
know they can still do it.

Julie: Well, it sounds good. It also sounds good to go and get my colpo and my
LEEP immediately, but I don't do that either, you know? (Yeah.) So I mean there
are things that we really should do and you know, there are things that we do.

Some of the women had described their relationship with their provider as a type of

partnership. Therefore, I asked them what they felt their responsibilities were in that

partnership.

Betsy: To sit down and just let them know where they are at.

Bea: Which is hard, which is not easy. I haven't been able to tell, you know,
because I am incest survivor. I had a hard time saying when something hurts
down there. If they are doing, I just let them, and I just can't wait till its over. I
just lay here and be in pain, but I ain't coming back. But you know it was hard for
me to tell them, to communicate.

Lynae: Well, I have to decide if I am going to take this medicine, even if I'm
scared of it, and if it's going to make me have side effects, and stuff. I have to
show up to my appointments. I've gotta talk to her about what's going on all the
time because if I get these built up with little resentments or fears, it just weirds
out and escalates it, and then I can't say what I'm afraid of...I need to talk about all
these things I don't know. Also, my responsibility is if there is something I

.
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question that she is doing, I really need to ask for sure, not just be afraid to ask.
Which is a hard one, too, because you always think your care provider knows
best, and I find myself questioning sometimes now. This is good for me, it's
good. I always thought that I carried, that I was very involved with my decisions
on my health care, but I realize that I'm not. I'll do whatever my care provider
asks me to do, or suggests even, because I'm really putting her in charge. But I
really don't want to be like that, I want to be able to feel more like, well, if she
suggests this to me, I'll do it or not. It depends, and I'll have to think about. I
think I'd like to be like that, but I'm not really. So I need to work on that. I need
to work on having my own opinions about things, too. I think I've started
working on that. So that's my responsibility, too.

Betsy talked about her experience during a recent hospitalization when she felt

compelled to speak-up for herself.

Betsy: You know, a woman ...has to know how to, like they say, empower
theirselves, with this. The doctors might have considered me acting out, but I
don't consider it that. ...I'm the important person here. You need to be worried
about me, concerned about me, ... The more I was letting him know that you just
can't do me that kind of way, you just can't come in here and get the right thing,
and I'm sitting here stuck left in the blind, not knowing. I wasn't going for it.
Once you are able to speak up to your doctor, you know. My chest was out to the
window. But they listened to what I was saying. You just have to learn that they
human too, and if you feel they are not giving you what you need, oh, you can be
replaced, you know.

Seeking education. Throughout the course of the interviews, women discussed

their efforts to seek information about their abnormal Pap smears so that they would be

better informed and able to participate in health care decisions. In this case, Louisa felt

that it was essential to be informed for her own survival.

Louisa: But, I definitely feel like, you know that's part of survival. It's like totally
having to inform yourself. Not go crazy about it but you gotta stand up.
Medicine is so complicated. Even my doctor, who's like really a wonderful
doctor, she even said, you know, medicine is so complicated. ...You are never
going to get, you know there's always going to be screw-ups and sometimes you
get a bad person, too. I feel that way. And in a place that's really big, that is also
a research hospital, it's terrible. ...because it just is like a corporation or
something.

There were two significant ways in which the women in this study participated in

their care. First, they spoke-up. For many of the participants speaking-up was a way to

:
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be accounted for and to be involved in decisions about their health. This points to the

importance, again, of the provider relationship. Some participants sought relationships

with their providers that allowed for more of a partnership where women were

encouraged to speak-up. Second, women participated in their care by becoming

educated. When women were knowledgeable they were better able to make decisions

about their health care.

Advice for Women With Abnormal Pap Smears

During many of the interviews I asked the participants to tell me what advice they

would give other women with HIV who had abnormal Pap smears.

Become informed. Lynae encouraged women to become informed when they

have an abnormal Pap smear. She implied that getting information decreases fear and

increases the likelihood that women will come back for care.

Lynae: I think it is important to know what's going on when it happens. You just
really need to know. You need to learn your options. With an abnormal Pap
smear it's really terrifying and you want to not go back and get it treated. This is
not like something on your skin that you can see, so you can't really keep track of
it yourself. If you find a person that you really feel comfortable with to do your
Pap smears, do whatever it takes. That's all.

Get care. Bea reinforced the importance of getting care. By doing something

about the abnormal Pap smear, women could avoid dying of cervical cancer.

Bea: I would encourage the women, if they're not doing any gynecological care,
to get it. You know, it is very important. Just so they know. Because it's not
necessary to die of cervical cancer, because it can be treated, do something about
it.....

Julie encouraged women to not let their fear stop them from getting care. From her

experience, the fear was much worse than the actual experience.

Julie: ... And that even with my experience of not being tested, the anticipation of
being positive was so much more painful than the reality of finding out that I was
positive. The same thing with this operation. The anticipation of getting it done
and being afraid of what could happen, than actually going through the
experience. I guess that if I could give that message to every single woman every
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time they went through this, to say, “From my experience, it's okay. I've done it
and it's okay. Not doing it is going to hurt you more. I don't just mean physically
down the line. Emotionally, not doing it, you experience much more anxiety and
pain than you would if you just got it done.” It was always on my mind, I was
always thinking about it. I would forget it, but then one night I would be in bed,
like, Oh, gawd I haven't done that yet!

Empower yourself. Louisa believed that it was important to empower oneself

through knowledge. She approached her disease as well as her life that way. But in

addition to empowering oneself through knowledge, she emphasizes prayer and the

support of others.

Louisa: ... Really, it applies actually to my whole life, so it's larger than HIV, but
it has to be like self-empowerment. I just think that if you empower yourself
through knowledge, if you can do it. I know that it's really hard to do. If you can
empower yourself through prayer and through getting some support system,
whatever it is. I'm not talking about groups, I don't go to groups, then I think that
that really can help you deal with whatever situation that comes along. ... that as a
person with an illness, if you don't take responsibility for your part of healing, and
not expect a doctor or a nurse or whoever to do it all for you, you are going to be
worse off in the end. At least, how I feel about it, is that they are there like people
who have experience and knowledge to assist you in your healing, and you've
gotta do it to. That's really what I've come to...

In the following excerpt the participants offered guidance and reassurance to other

women with abnormal Pap smears.

Rhonda: Be consistent, and stand up for yourself.

Priscilla: For women?

Rhonda: um, huh.

Winona: And don't worry, because if you worry and continuing worrying if you're
doing better, or what, or if they ain't doing nothing about it, instead they are using,
and stuff like that, well you are going to get worse. But if you just go on and just
like well there ain't nothing you can do about it,

Bea; but take care of yourself,

Winona: yeah, that's all you can do.

Nellie: Yeah, one day at a time. Don't dwell on dying.

:
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Bea: Nobody has to die of cervical cancer. You know, you can get it taken care of
right away.

Betsy: We ain't the only ones going through this, but by taking care of yourself,
you know.

Rashawn: See your doctor often!

The participants in this study offered other HIV infected women with abnormal Pap

smears three important pieces of advice. First, become informed. As mentioned earlier,

this is a way that women can be more involved in their health care. Second, the

participants advised that women to do something about the abnormal Pap smear, go and

get care. And finally, they advised women to empower themselves and to take care of

themselves.

In the next chapter I will discuss the last three findings chapters and offer my

interpretation of these findings. In addition, I will discuss implications for nursing and

future research.

.
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CHAPTER IX

Discussion of the Findings

The purpose of this feminist interpretive study was to describe the experience of

having an abnormal Pap smear among HIV infected women and to identify the factors

that affect whether women do or do not return for care. This study was significant

because it investigated a problem that has resulted in increased morbidity and mortality

among women with HIV infection. Secondly, this study was unique because it sought to

understand the experience of having an abnormal Pap smear from the perspective of

women living with HIV infection.

The purpose of this chapter is to interpret the findings from this study and provide a

discussion of the most important implications of the study for nursing practice, theory,

and research. I will begin the chapter with a discussion of how women described their

experiences of finding out about the abnormal Pap smear and undergoing colposcopy and

treatment.

Finding Out About the Abnormal Pap Smear

One of the major findings from this study was that many of the women did not

initially understand the meaning of their abnormal Pap smear results. Similarly, Lauver

and Rubin (1991) found that 36% of their participants were uncertain about the meaning

of their abnormal Pap smear results. There are many explanations for why the

participants may have found it difficult to understand the results. Some of the

participants were very inexperienced in getting Pap smears. Other women felt that they

had not been given an adequate explanation of the abnormal results from their providers.

Sanders et al. (1992) found that one of the implicit reasons women did not come back for

care was the lack of information.

Many of the participants had a difficult time understanding their abnormal results

because of the terminology providers used to explain the results. In many cases providers

:
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used medical terminology that was unfamiliar to the participants. Some of the

participants said that they would have preferred to have the results explained to them in

“layman's terms". One participant who worked in women's health found it difficult to

follow the changing terminology used by health professionals to describe abnormal Pap

smears. A provider who served as a peer debriefer for this study said that she found it

difficult to describe abnormal Pap smear results to her patients. If health care providers

have a difficult time describing the meaning of “abnormal", it would not be surprising

that women would not understand what their abnormal results meant.

For some women it was somewhat offensive or stigmatizing to use the word

“abnormal” to describe the female genitalia. As one woman said, for many HIV infected

women, that part of their bodies had already been exploited through rape or it was

connected with getting HIV infected. Therefore, it was very difficult emotionally to hear

that that part of their body was abnormal.

Many women also misunderstood what having an abnormal Pap smear meant. This

was evidenced by the way that women talked about having other gynecological or

urological problems when I asked about their abnormal Pap smears. For instance, one

woman talked about a problem with “wetting” and another about her endometriosis in

response to my questions. I have found this to be true in my clinical practice as well, that

having an abnormal Pap smear for some women means anything abnormal “going on

down there". This may be due to a lack of knowledge about female anatomy or just a

perception that all the anatomy in that region is related and not seen as separate entities.

On the other had, the participants may have been more interested in discussing their other

gynecological problems rather than their abnormal Pap smear.

This study and others have found that women experience a great deal of fear and

anxiety as a result of having an abnormal Pap smear. Posner and Vessey (1988) found in

their face-to-face interviews with 153 women that 27% were “shocked”, “devastated”, or

“very upset" upon hearing of their abnormal results. In addition, sixty-five percent were

:
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“worried”, “anxious” or “nervous” as a result of the abnormal smear. The level of

anxiety was shown to be highest during this initial period of finding out about the

abnormal results when compared to after treatment (Palmer, Tucker, Warner, & Adams,

1993; Posner & Vessey, 1988).

The women who participated in my study were primarily fearful of cancer. In fact,

other studies have also shown that the most common psychological reaction to an

abnormal Pap smear result was fear of cancer (Beresford & Gervaize, 1986; Lerman et

al., 1991; McDonald et al., 1989; Stewart et al., 1993; Wilkinson et al., 1990). Beresford

and Gervaize found that 100% of the women who participated in their study reported a

fear of cancer. Concern regarding cancer overrode all other concerns from the initial visit

until the postsurgical visit in another study (McDonald et al., 1989). In my study I found

that having a family history of cancer increased the fear and anxiety experienced by

women with abnormal Pap smears. Beresford and Gervaize also found that women who

had contact with someone who had cancer were more likely than others to experience

distress about their abnormal Pap smear.

A number of researchers have used various psychological assessment tools to

document “psychiatric morbidity” in women with abnormal Pap smears. For instance,

Lerman et al. (1991) found that women with “positive" Pap smears were more likely to

have elevations in worries about cancer, and impairments in mood, daily activities, sexual

interest and sleep patterns than women without abnormal Pap smears. Similarly, women

with abnormal Pap smears had symptoms of distress such as sleep disturbances,

irritability, and crying episodes in another study (Beresford & Gervaize, 1986). In a

study comparing groups of women who had been exposed to STD's, including HPV, to

women with CIN, it was found that women with CIN suffered from significantly more

psychosexual trauma (Campion et al., 1988). Boag et al. (1991) found that social

dysfunction, anxiety and somatic symptoms were higher in women who had had laser

therapy compared to those with abnormal Pap smears or condyloma. In fact, this study

:
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included women with HIV and found that they had increases in social dysfunction and

depression.

Although many of these studies have documented psychiatric morbidity in women

with abnormal Pap smears, these studies should be interpreted with caution. These

studies are useful in that they document the fear and anxiety that women experience when

they have an abnormal Pap smear. On the other hand, women's reactions to abnormal

Pap smears should not be unnecessarily pathologized. After all, the purpose of the Pap

smear is to screen for cervical cancer. Therefore, it should not be surprising or seen as

aberrant that women experience fear and anxiety when they learn that their Pap smear is

abnormal. In addition, results of a study by Reelicket al. (1984) suggest that the nature

of these psychological reactions are acute and abate when treatment has been completed.

Some of the women in my study felt that their providers had used terminology when

describing their abnormal Pap smears which actually increased their anxiety. The term

“precancerous” was frequently used by providers to describe abnormal Pap smears such

as dysplasia. Unfortunately, not only did the term instill fear in many women but the use

was inaccurate because not all cases of cervical dysplasia will evolve into cancer (Oster,

1993). It has been my experience that providers and other health professionals continue

to use the term as a way to “motivate” women to return for care. Unfortunately the fear

that women experience as the result of the use of this term may actually be intensified

and may result in frightening women away from getting care. The women in one of my

focus groups were aware of this dilemma that providers face when informing women

about their abnormal Pap smears. The provider must underscore the importance of

seeking care to prevent the development of cancer without unduly frightening women in

a way that would make them avoid getting care.

I found in my study that even though women were very frightened about their

abnormal Pap smear, few women talked about getting support from others during that

difficult time. Some of the participants were very hesitant to share information about

.
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their abnormal Pap smear with friends or family. The participants in my study felt that it

was difficult to broach the topic in the context of a sexual relationship, especially since

HIV had already needed to be addressed. Another woman felt that it would be difficult to

explain to others what was wrong with her because it was not something she could show

them. Posner and Vessey (1988) found that women were hesitant to talk with others

about their condition because they were embarrassed due to the stigma of having an

abnormal Pap smear.

I found that the women who had told friends or acquaintances about their abnormal

Pap smears no longer felt they were the only ones with abnormal Pap smears. Telling

others resulted in the sharing of information about abnormal Pap smears as well as

receiving reassurance. In the Posner and Vessey (1988) study 64% of the women found

it helpful to talk with someone else about their abnormal Pap smear.

Another reason why women may not have talked to others about their abnormal Pap

smears was that the language that is used to describe Pap smears was unfamiliar to most

of the women. For example, I found that during the interviews, many of the women were

unable to pronounce words such as dysplasia and colposcopy. Sanders et al. (1992) noted

that in their interviews most of their respondents were also unable to pronounce the word

colposcopy and did not know what it meant. This unfamiliarity with the terminology :
could help to explain why women did not discuss the problem with others.

I found in my study that women sought information regarding abnormal Pap smears

from a number of sources, some of which were formal and others which were informal.

For instance, women sought information from community-based educational groups for

women with HIV, educational handouts, acquaintances, and their providers. In addition,

the focus groups became a mechanism through which women shared education and

support among themselves.

Providing education is potentially an effective method of relieving anxiety and fear

among women with abnormal Pap smears (Beresford & Gervaize, 1986; Lauver & Rubin,
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1991). Studies have shown that educational brochures decreased anxiety (Stewart et al.,

1993; Wilkinson et al., 1990) and increased knowledge (Stewart et al., 1993) in women

with abnormal Pap smears. These studies did not report the race or socioeconomic status

of the participants, therefore it is not known if the results would be generalizable to all

women. The educational level of the study participants may have also affected whether

educational brochures were useful in decreasing anxiety and increasing knowledge. The

studies that used educational brochures either had a fairly well educated sample (Stewart

et al., 1993) or they did not report the educational level of the participants (Wilkinson et

al., 1990). Therefore, it is not clear whether educational brochures are effective in

women from a variety of racial and educational backgrounds like the participants in my

study. The findings from my study suggest that women effectively seek education from a

variety of sources. It may be that women seek information from a variety of sources in

order to meet their individual educational needs.

The Colposcopy Experience

Just as getting an abnormal Pap smear result has been found to evoke anxiety in

women, the anticipation of colposcopy caused apprehension. For the participants in my

study, the colposcopy experience was fraught with fear and tension. Women found it

difficult to listen to the provider explain the procedure or to relax for the procedure

because of this fear and tension. The instruments used during the procedure were

intimidating and the position in which women were placed made it difficult to see what

was going on. Marteau et al. (1990) found that the levels of anxiety in women about to

undergo colposcopy were extremely high. In fact these anxiety levels were higher than

those found in women the night before surgery and similar to women who had a positive

alpha-■ eoprotein (AFP) screening test. These researchers, as well as Posner and Vessey

(1988), found that anxiety dissipated after the colposcopy procedure.

.
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Some women described the colposcopic examination as feeling invasive. During

colposcopy the provider inserts a speculum in to the vagina and then examines the cervix,

vagina, and vulva which are magnified by the colposcope. Since this is a very intimate

and private part of a woman's body that is being examined, it is not unexpected that

women feel that it is invasive. It is also important to note that for some women the

examination raised sexual issues related to body image and histories of sexual abuse.

Most of the participants experienced some type of pain during the colposcopy and

biopsy. Some women described the pain as “unfamiliar" and “uncomfortable". Others

found the pain to be more severe and to last for several days. Few of the women had

been offered oral pain medication. Nonsteroidal anti-inflammatories such as ibuprofen

very effectively relieve the cramping which results from cervical biopsies. These

medications can be found in most clinics, are available over the counter, have few

contraindications or side effects and are relatively inexpensive to purchase. Therefore, it

is very distressing that these medications are not more readily available to all women who

undergo this procedure. Some women in the study found that male providers were more

insensitive to their experience of pain and their complaints were dismissed when they

raised the issue of pain.

Providers played an important role in women's experiences with colposcopy.

Women who had positive experiences during colposcopy had providers who were

reassuring and who explained to them what they were doing during the procedure. On

the other hand, negative experiences stemmed from providers who were insensitive to

their needs or feelings of anxiety. One woman who had had numerous negative

experiences with providers reacted by kicking them in some instances and testing their

competence in other instances.

Women who had received anoscopy were unclear about the etiology of the

abnormality and found the exam to be an additional burden. The importance of anal

dysplasia in women with HIV has not been clearly established. The increased rates of

}.
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anal neoplasia found in other immunodeficient women raise concern that the same

problem could occur among women with HIV (Sillman & Sedlis, 1987). Screening anal

Pap smears and anoscopy are not standard practice among those providing care for

women with HIV at this time. If they do become standard practice the psychosocial

implications should be considered in light of the medical benefits of the procedures.

The Treatment Experience

Following colposcopy, many women with abnormal Pap smears are in need of

treatment. In my study, women talked about exploring the different treatment options

that were available to them. The participants who took part in these discussions were

unique because they had become well informed about their treatment options. These

women used the proper medical terminology and were able to converse about the pros

and cons of each of the options.

Some of the women felt that the fear of having the treatment was worse than the

treatment itself. It has been my experience as a provider that patients are greatly relieved

that both colposcopy and the treatment are not nearly as bad as they had anticipated them

to be. Unfortunately, if women had a lot of discomfort or pain during the colposcopy,

this led them to believe that the treatment experience would also be painful. Some

women sought a support person to accompany them during the treatment procedure.

Women found that getting information beforehand about the treatment made it easier to

anticipate what the procedure would be like. Women appreciated providers who talked to

them about what was going to happen and how it would feel.

The study participants experienced a number of different side effects. The most

common side effect was pain. Other side effects included odor, discharge, burning, and

bleeding. These are all common side effects of the various treatment procedures. One

woman who had received an alternative therapy also had a side effect of vaginal burning.

In the group discussion it was apparent that the participants had acquired many of the

!.
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skills and the knowledge that were necessary to assess whether the side effects were

normal or needed further attention. Half of the women who had been treated needed to

return for care due to severe side effects such as bleeding.

The study interviews occurred over the course of a year which allowed me to gain

some insight into how women's decisions regarding treatment changed over time. For

example, one participant had a recurrence of her cervical dysplasia and had gone back

and forth about whether to seek further treatment or not over the course of the year. In

this case the participant had sought information from her alternative and traditional

providers and other women with the same condition before making a decision about her

treatment. These changes in decisions regarding treatment were probably the result of

changes in this woman's life circumstances but this decision making process would be

interesting to study in a larger group of women.

Many of the participants were being monitored with colposcopy as a form of

treatment. Since recurrence is a common problem for women with immunosuppression,

many of the participants had endured a number of colposcopies. As a result of this

process one woman described herself as a veteran. Another woman expressed concern

that her cervix was being taken away “piece by piece". For some women, being

monitored made them feel like they never knew what to expect each time they were seen

or that the problem was “lingering". This is an interesting phenomenon unique to women

who are being closely monitored with colposcopy over prolonged periods of time.

Particularly since women are living longer with HIV, further study is needed regarding

the uncertainty and possible prolonged anxiety that women experience when they are

monitored with colposcopy over time.

Finally, women mentioned that there was hope for the successful resolution of their

cervical disease. One woman wondered if the new combination therapies will be

effective in preventing recurrences. Another woman spoke of the possibility of a miracle,
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that her cervical disease would just go away. In their own ways, each of the women had

hope for what the future might hold.

Factors Affecting Follow Up

One of the key purposes in pursuing this research had been to identify the factors

that affected whether women with HIV returned to care or not after an abnormal Pap

smear. Although I was leery of using terms such as “compliance” or “adherence” to

describe what I sought to understand, I still basically wanted to understand the

phenomenon that these terms implied. The new Merriam-Webster dictionary (1989)

defined these terms in the following way:

Compliance: 1. The act of complying to a demand or proposal 2. A disposition to
yield (p. 163-4)

Adhere: 1. to give support: maintain loyalty, 2. Stick fast: cling (p. 27)

Although I chose to use the words “follow-up" to describe this phenomenon, I had

still set out to understand why women did or did not “yield" or “stick fast" to my

recommendations to return for care. I had tried to avoid the use of the term “compliance”

because of the unequal power relationship it implied, yet all of these terms are similar in

meaning.

When these terms have been used in the context of research, they have been further

defined for their use as constructs. From the studies I reviewed, I identified three

parameters which emerged from the definitions that were explicated. First, the construct

has been defined in terms of a single event or series of events. For instance, some

researchers were interested in whether women attended one colposcopy appointment

while others were interested in whether women had completed the process from diagnosis

to treatment. Secondly, the construct has been defined in terms of a specified time frame.

The researchers determined whether women were “compliant" or not by whether they

attended clinic within this specific time frame. The time frame set by the researchers
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varied greatly from two weeks to 18 months in some cases. Finally, whether

“compliance” was achieved or not was based upon the actions of the woman with the

abnormal Pap smear. In other words, the construct was defined in terms of her actions;

whether she came back for care or not.

I have found that by seeking to understand this phenomenon from the perspective of

women with abnormal Pap smears, the parameters that I have outlined above have been

completely up-ended. For example, the way the women talked about their care led me to

understand that the participants did not think about returning to care in terms of a single

event but as a process. For instance, through close inspection of the data, I was unable to

find women who described their experiences only in terms of the past. Going back for

care was described as an on-going process that was happening in the present. There are

many interpretations of why going back for care was an on-going process for the women

in the study. First, many of the women who were involved in the study had been recently

diagnosed with an abnormal Pap smear. Therefore, they were currently undergoing

diagnostic testing or treatment for their abnormal Pap smear. Second, because of their

immunosuppression, the women in the study were being monitored on an on-going basis

since recurrence of the dysplasia is such a problem for women with HIV. Third, many

of the women were participating in a study which required frequent monitoring with Pap

smears and colposcopy. This process of going back for care was interrupted or moved

forward by the many factors that were identified by the participants. As I mentioned

earlier, most of the women that I had spoken with had not returned for care at one time or

another. I was not able to find a participant who said she had never missed an

appointment. Therefore, as a result of this study, I have come to understand the

phenomenon of returning for care as a process, not a single event.

Another important finding from this study has been the critical role that providers

play in whether women return for care after an abnormal Pap smear. This finding

challenges the third parameter described above which defined “compliance" by focusing



147

solely on the actions of the woman. The results of my study and others suggest that from

the outset, the provider plays a very important part in whether women return for care or

not. For example, I found that some of the women who participated in my study did not

even receive their abnormal Pap smear results until long after their initial diagnosis.

Paskett et al. (1995) and Schofield et al. (1994) found that 10% and 18%, respectively, of

the women in their studies had not been notified of their abnormal results. In addition,

the majority of the women in one study had to initiate getting their results and would

have preferred to be notified by their physician (Schofield et al., 1994). These results

suggest that the phenomenon of why women do not return for care involves both the

actions of the provider as well as of the woman with the abnormal Pap smear.

The Provider

The importance of the provider's role in women's experiences was evidenced by the

persistent mention of the provider woven throughout the participants’ descriptions of the

process of getting care. In addition, the amount of text that was generated by the

participants’ discussions regarding providers was also evidence of the provider's

importance.

Some women avoided getting care if they were unfamiliar with the person they were

going to see. This may explain why one study found that women who did not come back

for care were more likely to do so early in the process of getting care (Laedtke & Dignan,

1992). For one woman in my study, the initial appointment for colposcopy was made

easier for her because her provider knew the person who would be doing the colposcopy

and reassured her that she would be well taken care of. On the other hand, one of the

participants who had been sexually abused did not complete her exam because she didn't

know how to tell the new provider that she was having a hard time. Developing a

relationship with the provider appears to be critical, especially for women with histories

of sexual abuse or who are very fearful.
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Being able to relate to the provider was one of the ways that women became engaged.

in care. Many women felt that it was easier to relate to a provider who was a woman.

One participant felt that being able to relate to somebody broke down the barriers of fear

and isolation. Another participant said that she had returned to care because she didn’t

want to let down the people with whom she had developed a relationship. For one

participant it was not the provider but the case manager with whom she had developed a

relationship. This would suggest that some women might develop a connection or

relationship with someone other than the provider, at the site that they receive care.

Although one participant felt that it would be ideal to be able to develop a relationship

with her provider she did not feel that it was very realistic to expect that from her

provider.

At one point in the data analysis process I began to think that women's relationships

with their providers may have been the single most important factor affecting whether

women returned for care or not. Unfortunately, I was not able to uphold this finding after

careful scrutiny of the data. Although many women had talked about their relationships

with providers, not all of the women had discussed this relationship. On the other hand,

it could be implied from women's descriptions of the qualities that they wanted in their

providers, that they wanted to develop a relationship with their provider. As I continued

to compare and contrast women's descriptions of their relationships with their providers I

discovered that these relationships took many different forms under many different

conditions. Therefore, I was not able to ascertain whether this relationship with the

provider was the most important factor which determined whether women came back for

Care Or not.

The findings from this study suggest that not all women want the same type of

relationship with their provider. For instance, some of the women I interviewed were

extremely knowledgeable about their medical problems and wanted to be actively

involved in decisions about their health care. They wanted a relationship with their
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provider that was more of a partnership. Other women relied more heavily on the

provider to guide the medical care yet they wanted emotional support and open

communication from their providers. The findings from this study only begin to shed

light on the complex nature of women's relationships with their providers. Further study

is needed to fully describe how women go about developing, assessing, maintaining

and/or terminating their relationships with their providers. The findings from this study

about women's relationships with their providers suggest that relationships with

providers were an important aspect of women's experiences with abnormal Pap smears.

Although women's relationships with providers may have taken many different

forms, the basic qualities that they wanted in their providers were pretty consistent.

Many of these qualities further imply that women's relationships with their provider play

an important role in the health care experience.

I will briefly discuss the following qualities that the participants identified:

respectful, trustworthy, provides emotional support, listens and communicates, and

provides individualized care. Many of the participants were adamant that they would

only be seen by providers who treated them with respect. The women recounted many

experiences that they had had with providers who did not treat them with respect, many

of whom they “fired". In addition, they needed to feel that they could trust their provider.

One woman simply said “I’m in their hands". Women also wanted a provider who

offered emotional support when they needed it. For instance, one woman described her

provider as caring, calm, and loving. A provider who listened and communicated was

also highly valued. The participants wanted a provider who would take their questions

seriously and listen to what they had to say. One woman gave an example of telling the

provider that the instrument was pinching but the provider would not listen to her. It was

also important that women received individualized care from their providers and that they

were seen as individuals in the context of their own lives. For instance, one woman felt

that her provider took into consideration her individual lifestyle when prescribing
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medications. Finally, the participants wanted a provider who was competent and “gave

solid medical advice". The participants gave many examples of situations in which they

had felt the provider was incompetent. One woman felt that she could tell whether the

provider was competent or not by her or his mannerisms. Others judged competence by

the type of information given by the provider.

The women who participated in this study described many of the qualities that they

would like in their providers. These descriptions were given in the context of their

experiences with abnormal Pap smears as well as other encounters within the health care

system. I chose to use the word “provider” to describe the person who was delivering the

care because the participants did not always specify what type of health care provider

they had seen. In fact, in many instances I knew that the provider the woman thought

was a physician was actually a nurse practitioner or a physician's assistant. Women may

have had different expectations for the different providers if they were distinguished from

one another. With these limitations in mind, the findings from this study still give some

insight into the critical role that providers play in women's experiences with abnormal

Pap smears.

Multifactorial Nature of the Problem

The results of this study and others have pointed to the multifactorial nature of why

women do or do not return to care after an abnormal Pap smear. Although researchers

have attempted to identify the characteristics of women who do not come back to care,

these studies have not had consistent results (see Appendix Q). Most of these studies

have been retrospective chart reviews which sought to tie such demographic

characteristics as age, race and socioeconomic status to follow-up status. I did not find

that demographic factors directly contributed to follow-up. Findings from my study and

others suggest that the problem involves a complex array of factors that may include

demographic characteristics but is not limited to them. For instance, when women have
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been asked to identify the factors that affected whether they come back to care or not,

numerous factors were identified (see Appendix P). I will focus on the six factors that

were identified most often by the women in my study: fear, the asymptomatic nature of

the problem, life circumstances, perceived seriousness of the problem, the provider, and

women's perspectives on health.

I found that fear permeated women's descriptions of their experiences with abnormal

Pap smears and appeared to be a major factor affecting why women did not return for

care. Other researchers who have queried women about why they had not returned to

care have also found that fear was a factor (Lerman et al., 1992; Paskett, Carter, et al.,

1990; Sanders et al., 1992). For the women in my study who had family members who

had cancer, this fear was intensified. Similarly, Beresford and Gervaize (1986) found

that women who knew someone with cancer experienced more distress than other women

with abnormal Pap smears. On the other hand, women with a family history of cancer

were more likely than other women to be compliant in a study by Lauver and Rubin

(1990). More research is needed to ascertain whether having contact with someone who

has cancer motivates women to return to care or frightens them into retreating from care.

In my study women who had a history of sexual abuse were especially fearful,

therefore they avoided going back for care. A history of sexual abuse undoubtedly added

to women's fear and anxiety about being examined and treated for an abnormal Pap

smear. None of the research studies that I reviewed on Pap smear follow-up mentioned

sexual abuse as a factor that may affect whether or not women come back for care.

The asymptomatic nature of the abnormal Pap smear was a factor that affected

follow-up. For some women, the inability to feel, touch or see the abnormality or to

verify that something was wrong made it easier to avoid care. One woman said that she

would have sought care immediately if she had venereal warts but since the abnormal Pap

smear wasn't making her sick she didn't feel that it was important. Another woman said

that she was receiving treatment for her abnormal Pap smear and venereal warts so that
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she would still be able to be sexual. In one study that compared two groups of women

with abnormal Pap smears—those with symptomatic HPV (e.g. venereal warts) and those

without symptoms-- it was found that there was no difference in rates of compliance

(Funke & Nicholson, 1993).

There are many parallels between the asymptomatic nature of abnormal Pap smears

and the asymptomatic nature of HIV disease. Neither of these health problems become

symptomatic until late in the course of the disease. This poses a significant barrier to

getting those who are in denial about either disease in for care. Lerman et al. (1991)

found that the psychological effects of an abnormal Pap smear were more pronounced in

women who did not comply with colposcopy. Therefore, those who do not seek care

may suffer from sustained psychological distress.

Women’s life circumstances also affected whether they returned for care. For

instance, one woman had become homeless and needed to find a place to live before she

could return for care. Other aspects of women's lives purported in the literature to affect

follow-up included lack of transportation (Lerman et al., 1992; Sanders et al., 1992),

child care responsibilities (Lerman et al., 1992; Sanders et al., 1992), and cost (Lerman et

al., 1992). Many of the women in my study had a number of appointments to attend,

many of which were related to their HIV disease or recovery from drug abuse. Not

having time was also identified in other studies as affecting whether women came back

for care (Lerman et al., 1992; Paskett, Carter, et al., 1990; Sanders et al., 1992).

The perceived seriousness of the abnormal Pap smear also affected whether women

returned for care. For instance, Paskett, Carter, et al. (1990) found that the perceived

seriousness of the abnormal Pap smear was one of the factors that went into the decision

about whether to return to care. In my study, women who had abnormal Pap smears in

the past knew that it was important to return for care. Many of the participants were also

aware that having an abnormal Pap smear could be more serious in women with HIV.
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Women who had other gynecological problems were also more concerned about their Pap

smear and this influenced whether they went back to care or not.

Women's perspectives on health care also influenced whether they came back for

care or not. In my study I found that some women chose to seek alternative health care

rather than the standard treatment. Other women sought care as a method of preventing

the development of cervical cancer. Many women were concerned about the health

consequences of not seeking care especially for women with HIV. Some women knew

that women with HIV could progress to cancer more quickly than other women and could

have problems recovering from surgery due to their immunosuppression. Many of the

women who participated in the study were well informed about treatment choices and the

ramifications of not receiving care.

Some women in my study felt that financial incentives helped get women back in for

care. In most cases it is research studies that pay women to come in for Pap smears.

Unfortunately, most studies do not offer the full scope of care, which results in

fragmentation of services or women receiving only certain portions of care. For instance,

many studies pay HIV infected women to get Pap smears but they rarely pay women to

get their results or to seek treatment or follow-up over the long-term.

As I have discussed previously, the provider was an important factor that contributed

to whether women came back for care after an abnormal Pap smear. Women said that

they were more likely to go back for care if they were contacted by their provider. For

instance, some of the women in the study wanted their provider to call them to remind

them of their appointments. One woman said that when she had missed appointments it

was important to her that her provider approached her in a nonjudgemental manner. She

did not want to feel “bad” if she had missed an appointment, especially since she was

already frightened. Direct contacts by the provider may have been interpreted by the

women to mean that the provider cares or that it was important that the woman return for

follow-up.
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In some cases, problems with the provider were the reason why women did not come.

back for care. For instance, one woman felt that her provider was HIV phobic and felt

sorry for her. Other women felt that their providers were inaccessible to them. Much of

this had to do with the bureaucracy of the medical system. One woman was tired of

having colposcopy which was painful and then being told they couldn’t find anything

wrong with her. In another case, the participant had been given two different opinions by

two different providers about which course of treatment she should take. Finally, the lack

of communication between one woman and her provider about her abnormal Pap smear

had led her to not return for care. The participants in my study offered multiple examples

of how the provider had affected whether they returned to care or not.

The multifactorial nature of the problem also poses a problem for the development of

interventions to improve follow-up. Most of the interventions that have been developed

have focused on providing education and reassurance. In one study, the brochure that

was used for the intervention was developed from face-to-face interviews with women

who had abnormal Pap smears (Paskett, White, et al., 1990). In other studies,

transportation incentives and telephone counseling which alleviated barriers to care were

successful in improving follow-up, especially in high risk groups of women. Therefore,

future interventions must take in to account the complex nature of the problem of follow

up and incorporate information gleaned from women with abnormal Pap smears.

Ways Women Participate in Their Care

The definitions and constructs which have been used to describe “compliance" or

“adherence” that were discussed earlier in this chapter insinuate that women passively

follow the directions of their providers. In contrast, I found that women were actively

involved in their care in ways that often go unnoticed. For example, the participants felt

that it was their responsibility to take care of themselves. As one participant said, “there

is only so much my provider can do, there are things I have to do". She felt that they
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“both carried it together". Some of the ways that the participants described taking care

of themselves included taking medications, participating in health care decisions, and

keeping appointments.

Another way in which women became involved in their care was by becoming

educated. From the time of initial diagnosis throughout their health care experiences

women educated themselves. They sought information so that they would be better

informed and able to participate in their health care. As I discussed earlier, this

education took many different forms: educational brochures, community-based

educational forums, newsletters for women with HIV, other women with abnormal Pap

smears, their providers and even my focus groups.

Finally, women advocated for themselves by speaking-up. The task of advocating

for oneself seemed like a daunting task at times. For example, one woman said, “it seems

like an endless avalanche... you’re speaking up real small against the medical

establishment". On the other hand, most women felt empowered by the experience of

speaking-up. One participant said about her experience of speaking-up to her doctors,

“my chest was out to the window".

The idea that women are actively involved in their health care has important

implications for health care providers. For instance, women who take more responsibility

for their health, become more educated, and advocate more for themselves, may have

different expectations from their providers then women who are less involved in their

health care. Furthermore, women who are very actively involved in their health care may

seek providers with particular characteristics and seek a particular type of relationship

with their providers. Data from this study suggest that this may be the case but more data

in regard to these issues are needed.
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Advice for Other Women

The notion that women participate in their care is further substantiated by the

participants' advice for other women with HIV who had abnormal Pap smears. One

piece of advice was to become informed. Becoming educated was seen as a way of

coping with fear and preparing oneself to be involved in health care decisions. Another

piece of advice from the participants was to get care. Women underlined the importance

of getting care to avoid developing cervical cancer. One woman wanted to reassure

others that the fear that one experienced was worse than actually getting the care. The

final piece of advice was that women should empower themselves. The participants

indicated that women could empower themselves in many different ways. They

suggested that women empower themselves through knowledge, prayer, support of

others, and speaking-up for oneself. These pieces of advice were also exchanged among

the participants during the focus groups. For many of the women it was important to

know that other women were having similar experiences related to abnormal Pap smears

and HIV disease. When they discovered that other women were having similar

experiences they offered information and support. As one participant said, “we ain't the

only ones going through this".

Strengths and Limitations of the Study

My purpose in pursuing this study was to describe HIV infected women's

experiences with abnormal Pap smears. I sought to acquire this information directly from

the women who had these lived experiences. The purpose of this study was not to

produce findings that would give insight in to a cause and effect relationship or to test an

intervention. Instead, this study sought to offer a new perspective on a very important

clinical problem. The descriptive nature of the study design and the small sample size do

not render this study generalizable yet it does lend it transferability in qualitative terms.

The study was representative of women from various ages, race or ethnic groups, sexual
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orientations, levels of education, types of abnormal Pap smears, and various stages of

HIV disease. On the other hand, including women who were not receiving any type of

health care, who were not poor, who were from other geographical locations, or, who

were monolingual in languages such as Spanish would have added a broader range of

responses. In addition, since providers played such an important part in women’s

experiences, it would have been interesting to include their perspectives. The lack of

time, money and other resources imposed limitations on the study design.

One of the strengths of this study was the use of focus groups which brought

unexpected benefits to both the participants and the researcher. I believe that the groups

were empowering for the participants because of the exchange of education and support

that occurred among the women. For me as the researcher, the focus groups were a

wealth of information and an opportunity to develop relationships with women in the

community.

Implications for Nursing

These findings have implications for the development of nursing theory in regard to

why women do not return for care. For instance, the results of this study challenge nurses

to think about the phenomenon of “compliance”, “adherence” or “follow-up” in a

different way. By “re-viewing" the phenomenon of returning for care as a process rather

than a single event nurses have the opportunity to acquire a new perspective on an age

old clinical phenomenon. In addition, nurses are challenged to reflect on how we, as

providers, affect this process of returning to care. We are further challenged to

acknowledge and foster women's efforts to actively participate in their health care.

From a research standpoint, the use of a qualitative interpretive method in this study

has enabled this phenomenon to be viewed from a new perspective. This study provides

nurses with a chance to open up their minds (and selves) to new ways of thinking about a

problem that affects nearly every nurse. Through women's stories about their
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experiences with abnormal Pap smears the problem has been re-defined. As a result, a

source of burgeoning ideas for future research has formed. For instance, in the future the

focus of research could be broadened to include the provider and her/his role in women's

health care. More information is needed regarding the patient/provider relationship and

its effect on health care as well. In addition, the development of future interventions

might include tapping into the ways that women already participate in their care.

Focus groups were an exciting and fruitful method of collecting data in this study. In

fact, they were more than just a mechanism for data collection; they were a forum for the

exchange of ideas, experiences, information, and support. Although I anticipated that I

would benefit from the groups as a researcher, I had not anticipated the ways in which the

participants would benefit.

This study has implications for nurses in clinical practice as well. The findings from

this study point to the critical role that nurses play in women's experiences with abnormal

Pap smears. Many of the characteristics that the participants sought in their providers are

congruent with what nurses strive to provide. For example, the desire to develop

relationships with patients/clients and to see them in the context of their environment are

critical components of nursing practice. In addition, most nurses seek to provide

education and emotional support as well as competent individualized nursing care.

Therefore, it is essential that mentorship by nurses who display these attributes is

incorporated into nursing education programs. Nurses should be provided with

opportunities for feedback on their clinical care by both colleagues and patients in order

to be successful in their clinical practice. Finally, in the environment created by managed

care and other critical changes in health care, nurses must be able to document how these

attributes contribute to the provision of quality yet cost-effective care.
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Conclusions

This study described HIV infected women's experiences with abnormal Pap smears

and the factors that affected whether or not they returned for care. Using a feminist

interpretive approach, it was determined that going back for care was a process, not a

single event. The participants described returning for care as an on-going process that

was interrupted or moved forward by many factors. These factors included fear,

perceived seriousness of the problem, life circumstances, the asymptomatic nature of the

problem, and the participant's perspectives on health. The provider also played a critical

role in women's experiences with abnormal Pap smears and influenced whether women

returned for care or not. The participants identified many qualities that they sought in

their provider and in many instances felt that the ability to develop a relationship with

their provider was important. The women who participated in this study took an active

role in their health care by taking care of themselves, educating themselves and

advocating for themselves. The findings from this study offer a new perspective on the

phenomenon of “compliance" or “adherence” and suggest that future research in this

area is needed to further explore the complexities of this issue. By looking at the

experience of having an abnormal Pap smear from the perspective of women living with

HIV infection, a whole new way of thinking about this phenomenon arises.
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|

WhiteallSESlevels"
||
14yrs

35yrscompliant noncompliant.Model:92%15yrs

Whitecompliantnoncompliant

Interview:90%White 32yrscompliant
|

noncompliant.Interview:
36yrs15.5yrs

noncompliant.

Tasket[TT3Tcontrol
31yrs
Approximately|Approximately
|

Majority13-
||
Not1990b80

treatment80%White50%highSESL14yrs.reportedTRSREITTTOWIOOFamily
T23:34yrs29-89%White
|

Unknown11-12yrsEnglish1995planning
101/89Public Health&

Dysplasia 63/88Family Practice
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FactorsAffectingComplianceandFollow-u
Appendix
F

Continued DemographicCharacteristics

1stSampleSizeTMeanAgeRaceSESEducationLanguag Author/
©

Date
--
Sanders[238defaultersT76%-29yrsNotreported42%attenders
||

29%attenders
|
Not 1992188attendersdefaulters69%defaulters
|

educatedafter
|

reported

Interview:48%-29yrsmostdeprived
|
16yrsvs. 40

defaultersattenders3%defaulters
24
attenders

SchofielTT58normal7T3.2White49%lower18%English
d
result25-54yrsclass>Highschool 1994157abnormal

result

Stewart|50control31yrsNotreportedNotreported57%-High?English 199458
treatmentschool
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Appendix
G

Constructs:AbnormalPapSmearsandCompliance

1stAbnormalFapHowPatientComplianceDefinedTimeFrame Author/DefinedInformed Date CareyAtypia,dysplasia,Contacted
byMD"Failedfollow-up"Notgiven 1993carcinoma"attendedtreatmentand

diagnosticfollow-up"

FunkeNotdefinedTelephone
orletterx2
"Compliance"
2
months 1993thencertifiedletterCompliedwithall

medical

recommendations

LaedtkeModerate
tosevereLettersent
"Compliance"
4
months 1992dysplasiaConfirming

&
keepingfollow

up
appointmentthroughout

-
treatmentprocess

LauverCINOrHPVThoneorTetter"Attendance"
6
weeks 1990bComing

infor
colposcopy LermanClassIII-IVNotreported"Adherence"

1
week 1992Missedcolposcopy

appointment

MarcusAnyresultrequiringTVaried
bysite""Lossto
screeningfollow-up"T4months 1992follow-up

Atleastonereturnvisitvs.

(insufficient
toINOINC carcinoma)

-

Michielutt
I

Moderate
tosevereLettersentx2,phoned,TT"Compliance"
6
months

©

dysplasiacounselorsent,relatives|Madeandkeptfollow-up 1985&
neighborscontactedappointment. MitchellTTNormal

toCIN
6
Lettersentif

"Nonattendance"
18months 1992appointmentmissedDidn'tcomewhen

appointmentmade,ongoing
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Appendix
G
Continued

Constructs:AbnormalPapSmearsandCompliance

>3visitsfordysplasia

1stAbnormalFap
HowTPatientComplianceDefinedTimeFrame Author/DefinedInformed Date

MitchellTInconclusive,
benignTNotreported"Adherence"
36months 1989abnormalitiesReturnwithintimeframe PaskettAtypiaor

dysplasiaTTNotreported"Compliance"Withintimeframe 1990
a

Receivedrecommended.recommended
by

follow-upandtreatmentMD procedures

PaskettUnsatisfactory,"ClinicTetter&

"Compliance"
6
weeksto9
months 1990batypia,or

dysplasia|explanationsheetor
ObtainingPapwithintime

intervention:framebyMD motivationalpamphlet

PaskettAtypiaor
dysplasia
||

Clinicletter&

"Compliance"Withinoneweekof 1995explanationsheetor
Obtainedrecommendeddatespecified
byMD

intervention:treatment

-

motivationalpamphlet

SandersTNotdefinedNotreported“Default”None 1992Defaultingfrom
2

consecutive

appointmentswithout explanation

SCHOTTEITTAVPROFCySERSITTFTERIETMDOFMD
"Adherence"Notgiven 1994requiringfollow-up

incalledpatientnotdefined

3
months

Stewart"Dysplasia"
in1.ByMD"Compliance"None 1994previousstudy2.

Appointment.withcompletefollow-up:

letter
3
negativePapsor
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Appendix
H

Threats
to
ValidityBasedonCookandCampbell PsychologicalReactions

to
AbnormalPapSmears

1stInternalValiditytatisticalConclusionTConstructValidityTTExternalValidity Author/ Date BoagTesting
atsinglepointin
ISmallnumber
ofHIV+AdequateInadequatedescription
of 1991timelimitsabilityto

comparestudysample

Selection:notmatchedwithothergroups

Camp■ onTDifficu■ todifferentia■ eTREI■ ability
of
measuresValidity
of

Inadequatedescription
of 1988

4
studygroupsrecall/interviewaboutsex

|questionnairestudysample

Selection:notmatchedAuthorstates Nobaselinehomogeneoussample psychologicaldataInteraction
ofsettingand -

treatment(laser)

LauverTesting
atsinglepointin
AdequateAdequateInteraction
of
selectionand 1990timetreatment

(homogeneoussample)

LermanTesting
atsinglepointin
AdequateInstrumentsadaptedby||
Interaction
of
selectionand 1991timetreatment

Selection:notmatched

authors(tested?)

(homogeneoussample)
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Appendix
H
Continued

Threats
to
WalidityBasedonCookandCampbell PsychologicalReactions

to
AbnormalPapSmears

1stAuthor/ Date

InternalValidity

StatisticalConclusion

ConstructValidity

ExternalValidity

MarteauAdequateSmallsamplesizeAnxietyquestionsInteraction
of
selection
an 1990developed

byauthors|treatment

(tested?)(homogeneoussample)

McDonaldTFrequenttestingTREI■ ability
Of
measure
3

categories
of
analysisTInteraction
of
selectionand1989Unable

tofollowscoringnotdefinede.g.treatment(lesseducated

ofAGTanxiety,favorability,droppedout) Smallsamplesizefemininity

ReelickSelection:abnormalAdequateValidity
ofSampleinadequately 1984Papgroupnot

questionnairedescribed

randomizedandlessPositivesmearnot likelyto
participatedefined History:MDtold patient.results Frequenttesting knowntoeffectresults

StewartTesting
at
singlepoint|Adequate"Distress"questionsInadequatedescription
of1993intimedeveloped

byauthors
|

studysample

Selection:difference.(tested?)
in
education.

WilkinsonTesting?Timeperiod|HowwereinterviewandI"Beliefsabouthealth"|Inadequatedescription
of1990betweentestsnot

instrument.datadeveloped
byauthors
|

studysample

reportedcompared?(tested?)Whatis

"consultation"?



3

Appendix
I

Threats
to
ValidityBasedonCookandCampbell FactorsAffectingComplianceandFollow-up

1st
Author/TInternalStatisticalConstructExternalValidity DateWalidityConclusionValidity

Walidity

CareyAdequateAdequate"Race"confounding|Inadequateconstructvaliditylimits 1993COnStructgeneralizability
ofresults FunkeAdequateReliability

of
measuresTUseofHealthBeliefTSelection(only3%of
potential 1993(selfreport/recall)

orLocusofControl
|

populationsampled).Inadequate

notsupporteddescription
ofstudysample

LaedtkeAdequateLimitedpowerAdequateBiopsy
&
treatmentprocedures
not 1992standardpractice LauverAdequateAdequateAdequateInteraction

ofsettingandtreatment 1990b -homogeneoussample) LermanAdequate?Reliability
of
treatmentAdequateSelection(phone) 1992implementation MarcusSelectionRCIRETWOFTEImen■TTTECTIOTOfInteraction

ofsettingandtreatment 1992(settingand
|implementationdifferenttreatments||Novelty

localhistory)

MichielutteTAdequateAdequateMeaning
of
Interaction
ofsettingandtreatment 1985"summatednumber(homogenoussample)

ofhealthproblems"?
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Appendix
I

Continued
Threats
to
WalidityBasedonCookandCampbell FactorsA■■ ectingComplianceandFollow-up

1stInternalStatisticalConstructExternalValidity Author/ValidityConclusionValidity DateWalidity MitchellTAmbiguityAdequateAmbiguousInteraction
ofsettingandtreatment 1989regardingcausalcategories

of
(homogenoussample)

influence(HowabnormalPaps didMDreminder(group
A&B) letterinfluence

-

patientbehavior?) MitchellTISelection(currentTLowstatisticalpowerI?TestedInadequatedescription
ofsample 1992address)questionnaireSelection(14/50responses) TaskettSelectionbias:Reliability

of
measuresTTheoreticalmodelInteraction
ofsettingandtreatment 1990

alesscompliers(selfreport/recall)guidedresultsfrom(homogenoussample)

MDapprovalReliability
of
treatmentinterviews

implementation (complicatedmodel overthephone)

TaskettAdequateResultsmoderatelyInteraction
of
Interaction
ofsettingandtreatment 1990bsignificanttreatmentandtesting|(homogenoussample)

(phoneinterviewand

-

pamphlet)
TaskettSelection:Inadequatepowerto

Narrowdefinition
of10%ofsampleneverreceivedresults 1995differencesamong|detectdifferencescompliance

comparisonReliability
of
measures groups(missingchartdata)
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Appendix
I

Continued
Threats
to
ValidityBasedonCookandCampbellFactorsAffectingComplianceandFollow-up

1stInternalStatisticalConstructExternalValidityAuthor/ValidityConclusionValidity DateWalidity Sanders|AdequateReliability
of
measures|AdequateDefaultersdifficult
tofind 1992selfreport/recall Schofield

|

Selectionbias:Reliability
of
measures
|

"Follow-up"
notInteraction
ofsettingandtreatment1994MDapproval,recall/selfreportdefined(homogeneoussample)

havephones(MDvs.pathlab

criteria)

StewartHistory:MDAdequateAdequateInadequatedescription
ofstudysample1994notifiedpatientof

results
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CriteriaforRigorin
QualitativeResearch

Appendix
J

PsychologicalReactions
to
AbnormalPapSmears

AuthorCredibility”Transferability"Dependability" Beresford
No
description
ofElitebias:thosewithpositiveTInadequate
asdataanalysis 1986researcherexperiencesmearleastlikelytoor

procedurenotdiscussed

participate

LauverNo
description
of
AdequateAdequate 1990cresearcherexperience PosnerNo

description
of
AdequateInadequate
asdataanalysis 1988researcherexperience

or
procedurenotdiscussed

*Credibility:descriptions
of
experiencescouldbe
recognized
byothersfamiliarwiththe
phenomenon
andtheresearcher describesandinterpretstheirownbehaviorandexperiences(similar

to
internalvalidity) *Transferability:findings

fitinto
contextsoutsideofthestudysettingandthefindings
fitthedatafromwhichtheywerederived(similar

to
externalvalidity) ‘Dependability:anotherresearchercouldcometo

comparableconclusions
if
conducting
thestudyunderthesamecircumstances(similar

to
reliability)
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DemographicCharacteristicsAppendix
K

AssemblyNotpay

12NoMotherNoFamilyPermanentYesNoMediCalGoodYes 14NoPhoneNoAlonePermanentYesNoMediCalGoodNo

Operator

14YesFieldVolun-PartnerPermanent
No
Yes/Female/5yrs
I

MediCal
|

ExcellentNo

Technicianteer

14YesClericalNoPartnerPermanent
No
Yes/Male/14yrsMediCalGoodNo 12YesCableNoAlonePermanent

No
Yes/Female/1yrMediCalGoodNo

Installer

14NoFoodServer
I
YesAlonePermanent
No
Yes/Male/2mos
NotpayExcellentNo 14NoParentNoPartnerPermanentNo

Yes/Male/5mosMediCalGoodNo 11NoNoneNoAlonePermanentNoNoNotpayFairNo 17NoArtsYesPartnerPermanent
No
Yes/Male/4yrsMediCalFairNo 12NoDisabledNoAloneNRNoNoMediCalFairNo 14NoClericalNoTreatment

I

TemporaryN/ANoMediCalFairNo 9NoNoneNoAlonePermanent
NoNoMediCalPoorYes 12NoPara-NoAloneTemporary

No
Yes/Male/1yrMediCalGoodYes

professional
-

12NoCounselorYesFamilyPermanent
No
Yes/Male/2mosMediCalGoodYes 11NoNoneNo

Treatment
I

Temporary
NoNoMediCalFairYes 16NoCounselorYesFriendsPermanentNoNoInsuranceFairNo 6YesArtsYesAlonePermanent

NoNoMediCalExcellent
l

Sometimes
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Appendix L.
Interview Guide

Think back to when you found out that you had an abnormal pap Smear.

What was your first reaction when you heard about your pap smear?

How did you find out something was wrong with your pap smear?

What was wrong with it?

Did you get advice from your health care provider or others about what you should do

about your pap smear? What kinds of things were you told?

How did you make your decision or choice about what to do about your pap smear?

How has having HIV affected what you decided to do about your abnormal pap smear?

What advice would you give to another women with HIV who has an abnormal pap smear?
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Appendix M
Demographic Information

Code

What is your ethnic background? (Mark all that apply)
African American Asian White
Latina Native American Other

How old are you?

Number of years you attended school

Are you in school now?

What type of work do you normally do?

Are you working now?

What is your living situation like? (Mark all that apply)
live alone

live with partner/lover
live with friend/s
live with family
live in shelter
live in hotel
other

Temporary or permanent living situation?

Are you caring for children or others in your household?

Are you in a primary relationship?
No

TYes, Male or female?_How long?

How do you pay for the health care you receive?
_MediCal
_According to income
_ Insurance
_ Do not pay
_Other

How would you describe your health?
Poor Fair Good_ Excellent_

Is your income adequate to meet your needs?
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Appendix N
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CONSENT TO BE A RESEARCH PARTICIPANT
HIV Infected Women with Abnormal Pap Smears

Individual Interview

A. Purpose:
I am being asked to participate in this study because I am HIV positive and I have had an
abnormal pap smear. Jeanne F. De Joseph, Ph.D., CNM and Priscilla Abercrombie, RN,
NP, Ph.D.(c) doctoral student in the UCSF School of Nursing, are conducting a research
study to describe the experiences of HIV infected women with abnormal pap smears.

B. Procedures:
If I agree to be in the study, the following will happen:
1. I will be interviewed alone for about one hour. I may be asked if I would like to
participate in the study more than once. The interview will take place at a time and place
that is convenient for me. The interview will be audio taped.
2. My San Francisco General Hospital chart will be reviewed for my medical history such
as information about my pap smears and medical problems I have had.

C. Risks/Discomforts
Risks or discomforts from being a part of the study may be the possible loss of privacy or
confidentiality. I may also feel some discomfort from being asked to think about my life
with HIV. If any of the questions make me upset or uncomfortable, I am free to refuse to
answer them or to stop the interview at any time.
I am under no pressure from my doctor or nurse or any other staff member to be in the
study. It will make no difference in my health care whether I am in the study or not. The
interview materials will be kept as private/confidential as is possible. My name will not be
used in any reports or publications resulting from this study. Only Dr. De Joseph, Ms.
Abercrombie and their research colleagues will have access to the audio tapes and written
transcripts.

D. Benefits

There will be no direct benefit to me from participating in this study. However, the
information that I give may help health care providers understand why HIV infected
women with abnormal pap smears do not return for care.

E. Costs
There will be no costs to me as a result of being in this study.
F. Reimbursement
I will be given $20.00 in cash at the time of the interview.
G. Questions
This study has been explained to me by Priscilla Abercrombie, RN, NP, PhD(c). If I have
more questions about this study I may contact:

Jeanne De Joseph, Ph.D., CNM, Box 0606, School of Nursing, University of California,
San Francisco, San Francisco, CA 94143, (415) 476-4694
Researche■ ;
Priscilla Abercrombie, RN, NP, PhD(c), Department of Family Health Care Nursing,
University of California, San Francisco, San Francisco, CA 94143-0606, (415) 457-3218.
If I have any comments or concerns about being in this study, I should first talk with the
researchers. If for some reason I do not wish to do this, I may contact the Committee on
Human Research, which is concerned with the protection of people who are in research
studies. I may reach the Committee office between 8:00 and 5:00, Monday through Friday
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by calling (415) 476-1814, or by writing: Committee on Human Research, Box 0962,
University of California, San Francisco, San Francisco, CA 94143-0962.

H. Consent:
I will be given a copy of this consent form to keep.
Participation in research is voluntary. I am free to decide not to be in this study or
to withdraw from it at any time. My decision about participating in this study will have no
influence on my present or future status as a patient at UCSF.
If I wish to be in the study I should sign this form.

Date Signature of Study Participant

Date Signature of Researcher
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Appendix O
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO

CONSENT TO BE A RESEARCH SUBJECT
HIV Infected Women with Abnormal Pap Smears

Focus Group Interview

A. Purpose:
I am being asked to participate in this study because I am HIV positive and I have had an
abnormal pap smear. Jeanne F. De Joseph, Ph.D., CNM and Priscilla Abercrombie, RN,
NP, PhD(c), doctoral student in the UCSF School of Nursing, are conducting a research
study to describe the experiences of HIV infected women with abnormal pap smears.

B. Procedures:
If I agree to be in the study, the following will happen:
1. I will be interviewed with a group of HIV positive women for about one hour. I may be
asked if I would like to participate in the study more than once. The interview will take
place at a time and place that is convenient for me. The interview will be audio taped.
2. I will be asked to bring a copy of my abnormal pap smear result to the investigator at the
time of the group interview.

C. Risks/Discomforts
I will experience a loss of privacy or confidentiality as a result of being in a group
interview. I may also feel some discomfort from being asked to think about my life with
HIV or from talking about my experiences in front of a group. If any of the questions
make me upset or uncomfortable, I am free to refuse to answer them or to leave the
interview at any time.
I am under no pressure from my doctor or nurse or any other staff member to be in the
study. It will make no difference in my health care whether I am in the study or not. The
interview materials will be kept as private/confidential as is possible. My name will not be
used in any reports or publications resulting from this study. Only Dr. De Joseph, Ms.
Abercrombie and their research colleagues will have access to the audio tapes and written
transcripts.

D. Benefits
There will be no direct benefit to me from participating in this study. However, the
information that I give may help health care providers understand why HIV infected
women with abnormal pap smears do not return for care.

E. Costs
There will be no costs to me as a result of being in this study.

F. Reimbursement
I will be given $25.00 in cash at the time of the interview.

G. Questions
This study has been explained to me by Priscilla Abercrombie, RN, NP, PhD(c). If I have
more questions about this study I may contact:

Jeanne De Joseph, PhD, CNM, Box 0606, School of Nursing, University of California,
San Francisco, San Francisco, CA 94143, (415) 476-4694
Researcher;
Priscilla Abercrombie, RN, NP, PhD(c), Department of Family Health Care Nursing,
University of California, San Francisco, San Francisco, CA 94143-0606, (415) 457-3218.
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If I have any comments or concerns about being in this study, I should first talk with the
researchers. If for some reason I do not wish to do this, I may contact the Committee on
Human Research, which is concerned with the protection of people who are in research
studies. I may reach the Committee office between 8:00 and 5:00, Monday through Friday
by calling (415) 476-1814, or by writing: Committee on Human Research, Box 0962,
University of California, San Francisco, San Francisco, CA 94143-0962.

H. Consent:

I will be given a copy of this consent form to keep.
Participation in research is voluntary. I am free to decide not to be in this study or
to withdraw from it at any time. My decision about participating in this study will have no
influence on my present or future status as a patient at UCSF.
If I wish to be in the study I should sign this form.

Date Signature of Study Participant

Date Signature of Researcher

‘

º
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Appendix
P

Characteristics
of
WomenWhoWereNoncompliant

Author/DateAgeSESRaceOther Carey,1993
--

Southeast
-

Asian

Funke,1993No
relationship||Norelationship||NorelationshipTNodifference:income,education,partner

status,parity, Threetimesaslikelynotto
complywhen “notabletocopewithabnormalPaptest” Fourtimesmorelikelyto

complywhen “uncertaintyaboutmyPaptestmakesme nervous” Nodifference
ifhadsymptoms
ofHPV

Laedtke,1992

No
relationship
No
relationship
No
relationship
Droppedoutearlyin
treatmentprocess

Lauver,1990

Trendtoward

Thosewithhistoryof
gynecological

youngerinfection
orfamilyhistoryofcancermore

likelyto
comply

Michielutte,1985<19yrs
--

Unmarried,lesseducated,fewertotal

healthproblems

Mitchell,1989TrendtowardNo
relationship
I-Nodifference
inareaof
residence

Younge■

Paskett,1995
--

NonwhitePredictors
of
adherence:havingdysplasia,

nonsmoker,nulliparous

Sanders,1992<30yrsClassAT&T5
-

Unemployed,pregnant,camefrom
-

gynecology
orOBclinicsSchofield,1994

---

Thosewithdysplasiamorelikelytoattend TSTewar.TJJ4No
relationship
||--
Nodifference
in
education,maritalstatus,

levelsof
emotionaldistress
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Appendix Q
Factors Identified by Women Affecting Compliance

Author Factors Affecting #
Derman, T592 Lack of understanding purpose of colposcopy, worry

about or fear of cancer, forgetting, cost,
transportation/child care, lack of time

Mitchell. Tº Pregnancy, seeking health care elsewhere

Pasket. TS50 Beliefs and values related to the decision to seek
treatment: Doctor's opinion, accuracy or seriousness
of Pap smear result, importance of early detection,
familiarity with treatment procedure, time hassles,
femininity concerns, fear of cancer, perceived risk of
CanCCT

Sanders, 1992 Explicit reasons: child care commitments, fear
(disease, pain, exam), clinic waiting time,
transportation costs, forgetfulness, attends other MD,
pregnancy
Implicit reasons: misinformation, lack of information,
choice of doctor, insensitivity of clinic staff,
experience of medical process (pain control, intrusive
questioning), issues of privacy

chofield, 1994 T8% had TOTEEETRICTUREI75I■■ ed OFTREF
abnormal result, most commonly women initiated
getting the result, they would prefer doctor-initiated
notification,
Reasons for not returning: haven’t found time,
appointment coming up, decided against
recommendation, wanted second opinion, clinic
hours, didn't think important/doctor said not urgent,
embarrassment, didn't know where to go, different
second opinion
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