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Abstract

The objective of this study was to understand factors associated with women’s ability to engage in
cervical cancer prevention and follow-up care given ongoing criminal justice involvement. We
conducted four focus groups with 45 incarcerated women to assess barriers to cervical health
promotion, and used a grounded theory method to analyze data. We administered the Short Test of
Functional Health Literacy in Adults to assess general health literacy as a standalone factor related
to cervical health promotion. Ninety-one percent of participants had adequate health literacy
scores. However, we found that the women had varying levels of cervical health literacy, which
we operationalized as knowledge, beliefs, and self-efficacy related to cervical health promation.
Practitioners should establish broader interventions to empower women with criminal justice
histories to take control of their own cervical health and focus on communicating updated
recommendations to improve cervical health understanding, beliefs, and practices among high-risk
women.
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The one million women under correctional supervision in the U.S. are four to five times as
likely to have cervical cancer as non-incarcerated women.1-3 Between 25%—66% of
incarcerated women have had an abnormal Papanicolaou (Pap) test.*” Many women with
criminal justice histories bear the burden of multiple risk factors for cervical cancer,
including histories of multiple sex partners;8 sexually transmitted infections (STls),%-10
trading sex for drugs, money, or life necessities;11-12 high rates of tobacco use;13 and human
papillomavirus (HPV) infection.14-16 Given this backdrop of risk for cervical cancer, the
objective of our study was to understand factors associated with women’s ability to engage
in cervical cancer prevention and follow-up care in both jail and community settings, given
the women’s ongoing criminal justice involvement.
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Though several studies have reported high cervical cancer screening rates for this group of
women,”17:18 follow-up care after initial screening is suboptimal.>1920 Beyond describing
cervical cancer risk and follow-up trends, few studies have fleshed out possible causes for
cervical cancer disparities between incarcerated and non-incarcerated women. Research with
samples of non-incarcerated people suggests that low levels of health literacy may be
associated with cancer risk,21-2> though health literacy levels have gone largely unmeasured
among incarcerated women.

Cancer prevention requires knowledge about sexual health, commitment to and self-efficacy
for screening and follow-up, and high levels of health literacy in interactions with health
care providers and the broader health care system.22:25 Some studies have found that low
health literacy is a better predictor than education level or ethnicity of low cervical cancer
knowledge and screening rates.21.23-24

Women in the criminal justice system may be dually burdened by low health literacy, as
well as the instability of movement between jails and communities. Jails in the U.S. house
women awaiting adjudication, sentenced to terms of one year or less, along with probation
and parole violators.28 Therefore, women leave jails days, weeks, or months after arrest.
This creates significant challenges when it comes to addressing ongoing health care needs
that compete with family, income, housing, and criminal justice, in addition to potentially
low levels of health literacy. Prior studies have demonstrated that women in jails receive Pap
tests while incarcerated, and those women were more likely to be up-to-date on Pap test
screenings, as well.1” However, given the short-term nature of these jail sentences,
continuity of care in the community and commitment to cervical health follow-up remains a
challenge. We argue here that high levels of health literacy are needed for women to be able
to navigate the challenges of community reentry and engage in preventive health behaviors.
To our knowledge, no one has conducted an assessment of health literacy among
incarcerated women, especially as it relates to cancer prevention.

A lack of health literacy, defined as “[t]he degree to which individuals have the capacity to
obtain, process, and understand basic health information and services needed to make
appropriate health decisions,”27[P- 2] has been associated with numerous adverse health
outcomes, including chronic disease, risky health behaviors, hospitalizations, and cancer
risk. Low health literacy has been associated with cancer risk, in particular, because it
affects communication during cancer care;22 creates inequality in access to information and
medications;28 is associated with distress, which may be a barrier to seeking cancer care;2
and has also been associated with failure to follow up after an abnormal Pap test.30 Yet
interventions that build health literacy in the area of cancer prevention are rare,31-34 and
much rarer in the case of health literacy among incarcerated women.

Going into this study, there was scant evidence about the levels of health literacy among
incarcerated women, though at least one investigator identified less than complete
knowledge about cervical cancer screening.1’ Based on this and our own experiences with
data collection about Pap tests among incarcerated women,’ we hypothesized that low health
literacy, in particular cervical health literacy, may be one factor driving the cervical cancer
disparity between incarcerated women and women without criminal justice histories.
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Methods

Ultimately, this was an under-researched area as it related to cervical cancer prevention.
Therefore, using qualitative methodology and a standardized measure of general health
literacy, we sought to understand factors associated with women’s ability to engage in
cervical cancer prevention and follow-up care in both jail and community-based settings
(given frequent movement in and out of the criminal justice system). Understanding barriers
to cervical cancer prevention and the possible contribution of low cervical health literacy to
risk among this group of women could contribute to the development of novel interventions
to reduce the cancer burden among this already disadvantaged group.

Sample and recruitment

Over a four-month study period from fall 2011 to winter 2012, we conducted four focus
groups with a sample of 45 women in an urban county jail in Kansas City to assess the
women’s interpretation of abnormal Pap test events and any subsequent follow-up.
Participants were recruited through word-of-mouth in each housing unit by the special
programs coordinator and with flyers posted at the facilities that said. “Have you had a Pap
test or cervical cancer screening in the last five years that came back ‘abnormal’?
Researchers from the University of Kansas would like to talk to you about your experiences
getting a Pap screening and then getting an abnormal result.” We chose five years as a cut
off so that our participants’ responses would reflect relatively recent experiences that we
could inquire further about during focus groups.

Thus, any woman self-reporting an abnormal Pap test result in the last five years was
eligible and invited to participate. A limitation of this self-identification for eligibility was
that we ended up with a sample in which less than half of participants truly had an abnormal
Pap test event, based on their individual accounts. Instead, many of the women thought they
had an abnormal Pap but actually had some other abnormal gynecologic finding, such as
cysts, sexually transmitted infections, or ectopic pregnancy. As a result, our data about
barriers to cervical health promotion apply to women self-identifying as having had an
abnormal Pap test, even if they misunderstood the term or had other motivations for
participating.

On any given day, about 300 men and women in total were housed in the jail facility. About
10% of the average daily population was female, and their average length of stay was 13.6
days. Recruitment occurred approximately once per month over the four-month data
collection period to ensure new samples of women participating in each of four focus
groups. Recruitment strategies resulted in a maximum of 13 eligible women for each of four
focus groups on a first-come-first-serve basis. We estimate that we recruited a little less than
half of the women incarcerated at the jail facility on each of the four focus group days.
Because only women who volunteered were included as participants, we do not know
whether our sample was any different from the group of women who did not participate
(e.g., more literate).

J Health Care Poor Underserved. Author manuscript; available in PMC 2015 November 30.



1duosnue Joyiny 1duosnue Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Ramaswamy and Kelly Page 4

Focus group procedures

At the beginning of each of the four focus groups, the moderator read the study consent form
to each group of potential participants in English. After women in each group signed the
informed consent document and agreed to participate in the study, we conducted a 60- to 90-
minute audio-recorded focus group. All focus groups were conducted in the law library of
the jail, where the moderator, participants, and other study staff sat around rectangular
tables. Each participant received a $20 gift basket with snacks and hygiene products of
equivalent value as compensation for participation. The protocol for this study was approved
by the University of Kansas Medical Center Institutional Review Board.

Once participants consented, we collected sociodemographic data for each participant,
asking her age, race/ethnicity, marital status, number of children under 18 years of age,
educational attainment, employment prior to incarceration, and health insurance status prior
to incarceration, as well as whether participants had a primary care provider prior to
incarceration. Participants filled out the questionnaire themselves, while the moderator read
each question and answer response.

Then we administered the Short Test of Functional Health Literacy in Adults (STOFHLA)3®
in a group context, although each participant completed the assessment individually.
Participants were asked to read the instrument to themselves, in keeping with instrument
instructions. This 36-item instrument includes two functional health reading comprehension
passages and takes seven minutes to administer, versus the 22 minutes needed for the full
Test of Functional Health Literacy in Adults (TOFHLA). The spearman correlation between
the STOFHLA and the TOFHLA is 0.91. When administered among 211 patients in an
Atlanta hospital, reliability for the STOFHLA (Cronbach’s Alpha) was 0.97.35

The STOFHLA awards one point for each correct response and zero points for incorrect
responses, resulting in a sum score of 0-36. In the few cases where participants had
difficulty completing the form, they were instructed to skip questions or stop completing the
assessment. Any skipped responses received zero points, in keeping with the scoring
instructions. Based on test scores, individuals are considered to have inadequate (0-16),
marginal (17-22), or adequate (23-36) functional health literacy. Individuals with marginal
or inadequate functional health literacy are more likely to misunderstand health materials,
take medications incorrectly and deviate from treatment plans. According to the U.S.
Department of Education’s National Adult Literacy Survey report, 23% of American adults
are functionally illiterate and 28% are marginally illiterate.36

Once the sociodemographic and STOFHLA data collection were completed, we began focus
group sessions. The focus groups sought to assess participants’ knowledge and awareness
around Pap tests, abnormal Pap test events, the human papillomavirus (HPV) vaccine, Pap
test follow-up requirements, types of follow-up events, location of care, features of the
medical encounter, and general barriers to screening, follow-up care, or access to health care
(see Appendix). We chose focus groups as a methodology to see how women produce
knowledge as part of a shared meaning-making process.3” Such a methodology would give
us clues as to how and where we might develop interventions to address cervical health
promotion in jails, particularly in a group setting. Conducting interventions with groups is
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both an accepted and effective strategy.38 Our prior experience conducting focus groups3®
also suggested that such a methodology was appropriate, and the sample size selected was
sufficient to meet our analytic goals.

Data management and analysis

Results

Participant and STOFHLA data were entered directly into SPSS. Descriptive statistics such
as means, standard deviations, and percentages were compiled for demographic
characteristics and health literacy scores.

All focus groups were audio-recorded, transcribed by two graduate-level research assistants
who conducted the focus groups, and checked against the original recordings to ensure
accuracy. Using a grounded theory method to analyze data, the principal author and one
research assistant open-coded data independently to delineate conceptual categories.*® Areas
of disagreement between the two coders were resolved by discussion. Once data were coded,
it became very clear that the women’s narratives about Pap test and follow-up experiences
were a reflection of what we conceptualized as low cervical health literacy. This ultimately
became our guiding theoretical framework with which to examine the data. In the second
step of analysis, we toggled between the emerging themes from the data and the standing
literature about health literacy,2”41 which we thought might help explain the women’s
cervical health-related experiences. Finally, the authors collaborated to extract themes and
supporting data that would best illustrate and summarize the women’s experiences in
engaging with cervical health promotion. Thus, the three themes presented here were the
women’s (1) knowledge, (2) beliefs, and (3) self-efficacy related to cervical health
promotion, including their ability to navigate the stigma of their ongoing criminal justice
involvement in health care encounters, all of which we judged made up the women’s
cervical health literacy. We wish to note that we presented what the women said, even if
their narratives reflected misunderstandings of, for example, Pap test procedures.

The 45 women who participated in this study were 34.0 years old, on average (sd=9.9)
(Table 1). The majority were White (n=25, 55.6%), and the remainder Black (n=17, 37.8%)
or American Indian/Alaskan Native (n=3, 6.7%). We had no Latina participants in this
study, though about 10% of female inmates in this facility were Latina.

Participants’ average functional health literacy score was 32.1 (sd=5.3) on a scale that
ranged from 0-36 (Table 2). The majority of women (n=41, 91.1%) had scores high enough
to indicate “adequate” health literacy. Two participants had marginal health literacy, and
two had inadequate functional health literacy scores.

There were three distinct themes found from the analysis of the focus groups: 1) knowledge
about Pap test procedures, purpose, and cervical cancer etiology; 2) beliefs about Pap test
screening, results, and cervical cancer prevention; and 3) self-efficacy for cervical health
promotion and navigating the stigma of criminal justice involvement.
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Knowledge about Pap test purpose, procedures, and cervical cancer etiology

Cervical health knowledge assessed during focus groups revealed considerable variability.
While some women accurately described what happens during a Pap test, others expressed
confusion about the purpose of the test. For example, Dana,” a 46-year old, clearly and
accurately described what happens at a doctor’s visit during a Pap test, as did six other
participants who either explicitly referred to the “duck bills” (speculum) or “Q-tip brush
thingy” (cytobrush) used during the procedure.

You go see your gynecologist. He puts you on the table. You put your legs up in
the stirrup. He’s got these clamps and he opens you up. And he’s got these long
cotton swabs and he swabs your vagina. Just to make sure, he puts it on slides to
make sure you don’t have any cancer cells or any diseases—you know, sexually
transmitted diseases or anything like that. Cervical cancer would be one of the
things he’d be looking for. That’s where they can also start your birth control. They
get your birth control started by swabbing your cervix.

Though Dana’s response reflects understanding of what happens during the procedure, she
indicated that cervical cancer is only one of the things the health care provider would be
looking for during a Pap test, in addition to looking for sexually transmitted diseases or
initiating birth control. This quotation also illustrates how a Pap test may not have been the
initial reason to see a provider, but rather a byproduct of a visit for another reason, such as
birth control initiation.

We also captured this exchange between two participants that indicated a different
understanding about the purpose of a Pap test, one that reflected the reality of our sample’s
lives—where concern about sexual assault is common and easily conflated with health
screenings during medical encounters.

Yolanda: Don’t they do different kinds of Paps? For instance, if you have been
fondled, they can do a Pap smear to see if you have been raped. Or a rape kit.

Tracy: A rape exam is totally different.
Yolanda: But they still do a Pap smear.

Tracy: Yeah, to determine if you have been messed with. They can find semen up
there.

Other women, however, did clarify that the Pap test is specifically for cancer screening. For
example, Tracy, a 48-year-old woman, said, “I think they are going up there scraping your
cervix to see if there’s cancer,” when asked what happens during a Pap test. Seven
participants correctly identified the Pap test as a way to identify abnormalities on the cervix,
though three of the seven said this was only one purpose of the Pap test. The range of other
responses to our questions about the procedure, its purpose, and the cause of cervical cancer
are listed in Box 1.

*Pseudonyms used for all participants
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As for the purpose of the Pap test, the women characterized it as a screening tool for any
number of conditions—including STIs, pregnancy, and cancer cells.

Alice, a 36-year-old woman, said that her last Pap test solved a range of problems, such as
diagnosing bacterial vaginosis and trichomoniasis, while providing an opportunity to get the
full range of hepatitis shots. Alice received sexual or reproductive health care every one to
two years and said she had no problem following doctors’ recommendations because she
doesn’t like things to be “wrong with her vagina.” She considered it a matter of
responsibility and neatly surmised, “The vagina is a very tricky little thing down there.”

Similarly, when asked what purpose the Pap test serves and why it’s important, one
participant responded, “Some [women] go to see if they are pregnant. Some go to make sure
they’re disease-free. And some go to make sure they don’t have any health problems, like
cancer.” Reflecting the belief that a Pap test is a general screening tool, another participant
said, “It saved my baby from being blind. | was pregnant and my husband gave me
chlamydia.”

In each of the four focus groups, when we asked participants what causes cervical cancer,
someone always said that it was hereditary—as did Anita, who said, “[It’s] hereditary. [You]
get it from your parents’ genes, your grandparents’.” Three other women in the focus group
agreed with this statement. Other responses to our questions about the etiology of cervical
cancer included older age, bodily “decay” (two participants referred specifically to decay),
scar tissue, and a history of anemia. Additionally, several women indicated a relationship
between cervical cancer and sexual behavior—in particular, number of sex partners, penis
size, and STIs. Of the 45 women in our study, only one, Alexis, said explicitly that HPV
causes cervical cancer. She was a participant who had actually had cervical cancer, possibly
accounting for her knowledge of the connection.

Some women expressed confusion over the issue of sexual health risk and cervical cancer.
Seeking clarification during a focus group, Mindy, a 45-year-old woman, said, “I have a
question. Does your sexual [activity]—say you’re promiscuous, okay, and you have um ...
you’ve acquired some kind of inflaming in your uterus—does that cause you to have cancer?
Does it build up is what I’m asking?” Mindy had never heard of HPV and was a fairly quiet
participant during the focus group. She had a positive STI test and when we recruited her,
she assumed that was her abnormal Pap test event that would make her eligible for the study.

Even Alexis, the sole participant who explicitly stated there was a connection between HPV
and cervical cancer, expressed some confusion and misinformation about the disease. She
said, “My doctor told me you don’t have to get it just from having sex. You can get it from
like somebody who’s ... if they have it and they’re really sick with it, and they cough in
your face, you can get it that way ... or if blood-to-blood. | don’t know.”

It was this type of confusion that we heard throughout the focus groups—where women
were either blatantly confused or stopped to ask if they were “on the right track” in their
explanations. To us, this represented the degree of their knowledge, and spoke to the role
that low cervical health literacy may have in cancer prevention behaviors.
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Beliefs about Pap test screening, results, and cervical cancer prevention

The women in our study had various beliefs about screening, their feelings after getting Pap
test results, and cervical cancer prevention (Box 1). In particular, the participants had a
variety of personal rules and practices related to frequency of screening, but also perhaps to
the complexity of their sexual and reproductive health issues.

Frequency of screening, which ranged in our participants from a reported “monthly” to once
a year, depended on age and frequency of sexual activity (i.e., more sex meant necessity for
more frequent screening, according to some). For example, one participant said, “Younger
women [need them] maybe every six months, depending on how active you are.” Another
said, “You’re supposed to get your vagina checked twice a year.” A third participant said, “I
get it [Pap test] like every six months or whatever because 1I’m sexually active and you never
know. Like, just because you might be in a relationship with one person doesn’t mean that
that person is. So | do it just to make sure that I’m clean and ain’t nothing going wrong with
my body.” Frequency of screening may have been confused by a couple of issues: Mistaking
a Pap test for a pelvic screening, or citing the six-month recommendation for follow-up of
abnormal Pap tests (we estimate that half of our participants had an abnormal Pap test in the
last five years based on review of their narratives). Indeed, the participant who said that you
are supposed to get your vagina checked twice a year was accurately informed, if she were
referring to abnormal Pap test follow-up recommendations.

Participants’ responses to receipt of results generally reflected one or two feelings: “If it
ain’t broke, don’t fix it;” or the feeling that receiving Pap test results was ambiguous enough
to make it scary. For example, Barb, a 51-year-old, said: “I received mine [Pap test result]
by mail and | was kinda afraid. Then the way | felt about it was, well whatever it is, it’s not
bothering me so why should I bother it? You know?” Sally, another participant, interjected:
“If it ain’t broke, don’t fix it.” Barb continued, “Any diagnoses—if it’s not hurting me, I’'m
not going. If I start bothering it, it might start bothering me.”

In addition to fear and ambivalence about screening and follow-up, the woman had a sense
of the sexually transmissible nature of HPV, and thus, spread of cancer (see Box 1). Given
the variability in their knowledge, we were surprised to note their beliefs about partners’
roles (and blame) in disease transmission. All of these factors related to beliefs about cancer
screening and prevention seemed both modifiable and potentially related to the women’s
ability to navigate the health system for cancer prevention—an important component of
cervical health literacy.

Self-efficacy for cervical health promotion and navigating the stigma of criminal justice
involvement

Self-efficacy is commonly defined as a person’s judgment of their own capabilities for
performing tasks or functions*2—in this case, related to cervical cancer prevention. Among
participants in this study, we found that self-efficacy was often overshadowed by tangible
barriers to health (e.g., no money for transportation, lack of health insurance, repeated
incarcerations, drug use)—all of which were cited as problems (Box 1). For example, in an
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exchange among eight women led by Bryn, age 24, various issues were cited in response to
the question about barriers and facilitators of cervical health promotion:

I think that there are things offered to those in a better social economic status than
those who aren’t. *Cause | mean, I don’t have any kids, | don’t have insurance, |
don’t have income, and I’m not gonna be able to pay for any doctor’s visit. [Erin: |
don’t either, but you can go to the health department.] Okay, you can go to the free
clinics. But say you don’t have a car, you have no money for bus—what are you
gonna walk? You’re not gonna go unless you’re dying.” [Alice: | promise I’ll
school you on the resources when we go back to the room. They will pick you up,
they have a van that’ll come get you and take care of you.] [Angel: If you need a
van to come pick you up, how are you gonna get a hold of them?] Are you gonna
call them on your phone? [Jo: Gonna waste your minutes?] [Barb: You don’t have
a phone. No money.] [Unknown: No money.] [Carly: Don’t have a cell phone].

This exchange not only revealed the variety of barriers to self-efficacy for cancer
prevention, but also the extent to which knowledge-sharing occurred among the women
during the focus groups. From an analytic standpoint, it showed the variability in knowledge
and self-efficacy, but also the potential for the women to help each other navigate health
systems.

Finally, we heard from several women in conversations about their relationship with medical
providers that their criminal justice history was a barrier to receiving care in the community,
specifically in the emergency department setting. Lamenting the loss of her primary care
provider, Yolanda said the following about the local academic medical center:

I don’t know where he’s [the health care provider] at now. Now | just go to
[academic medical center’s] emergency room. But | done got scared now cause
[academic medical center] has changed so much.” [Moderator: What are you
scared of?] "Cause I don’t know if I’ma go in there and come out in handcuffs.
[Moderator: What do you mean by that? Come out in handcuffs?] *Cause they like
to run your name. [Tracy: Right.] When | was there ... Okay. ’Cause when | was
there, this was the last time, when | got hit in the head with a bat, you know. | was
in there for seven days. And while | was in there for seven days, | missed my court
date. I was hit in the head with a bat! You know, | was unconscious for a few days.
And as soon as | got released, Bam! | was sitting here [in jail]” [She indicated that
someone from the hospital had shared the fact of her hospitalization with the
police.]

Other women in our sample shared similar perceptions of this particular emergency
department, per the following conversation with four women led by Bryn:

| like [academic medical center].”” [Barb: I like it too] I like it other than if you have
warrants—they’ll take you to jail.” [Agreement about warrants and hospital from
Barb, Joe, and Carly] They will take you. They will have security take you.
[Unknown: If you got warrants, you’re going straight to booking.] [Barb: That’s
what I’m saying. They’ll work on everything! They work on your physical and
your criminal.]
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Our analyses demonstrated that some components of self-efficacy for cancer prevention, or
health care seeking in general, may be unique to women with criminal justice histories. In
addition to balancing the multiple barriers to preventive health related to socioeconomic
status, our sample of women were acutely aware of the stigma associated with criminal
justice involvement and how that relates to health care seeking behaviors. Thus, the factors
that may comprise their cervical health literacy—in this study their knowledge, beliefs, and
self-efficacy related to cervical cancer prevention—may serve to explain the higher rates of
cervical cancer morbidity among women with criminal justice histories.

Discussion

Women with criminal justice histories are unique in their elevated sexual, reproductive, and
cervical health risks. They consistently have worse sexual and cervical health outcomes
compared to women without incarceration histories.2:9:10 But to our knowledge, no one has
investigated the role of health literacy in these disparities, and this could be a modifiable
area that cuts across the range of women’s health seeking behaviors. As we explored how
women engaged in cervical cancer prevention, it became clear to us that one important
explanatory factor could indeed be cervical health literacy— that is, knowledge, beliefs, and
self-efficacy related to cervical cancer prevention practices.

We found that on a measure of general health literacy, the majority of women did have the
capacity to “obtain, process, and understand”2 basic health information in order to make
appropriate preventive and treatment health care decisions. However, when we qualitatively
probed into their experiences, we found that the women had varying capacities for cervical
health promotion, some of which were out of their control. Ultimately, we became much
more concerned with the women’s functional health literacy, which included their
knowledge, awareness, and beliefs about cervical health risk, in addition to their ability to
navigate health systems for cervical health promotion.43

Our study is not the first to document varied levels of cervical health knowledge among
women in the criminal justice system, in particular. Binswanger and colleagues! found that
only 61% of women in jails could describe how health providers screen for cervical cancer.
Her findings as well as other studies’ call into question women’s reporting of screening,
arguably the most preventive behavior for cervical cancer prevention. Though researchers
have reported overall high rates of screening,’17-18 the way women talk about screening in a
qualitative study, such as the present one, may reveal misreporting of these women’s
engagement in cervical cancer prevention.

While conducting this study, and based on other previous research,”-17 we have also
wondered whether low cervical health knowledge is an issue unique to the high-risk group
of incarcerated women. A review of the literature shows almost definitively that women in
the U.S. and abroad have varying levels of knowledge about cervical health and cancer
prevention, regardless of social or criminal justice status.#4-50 This finding points to a much
broader problem of communication between providers, public health advocates, and citizens
when it comes to cervical cancer health information.
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To some extent, our findings on the women’s beliefs about Pap tests and follow-ups mirror
findings in the existing literature—particularly the notion of discomfort and fear surrounding
Pap tests.?1-52 Less common in the cancer prevention literature, however, is our finding on
the women’s beliefs about frequency and need for Pap tests, which seemed to be tied more
to sexual practices and their ideas about sexual risk—although this connection (between
sexual practices, risk, and cervical cancer) has been previously documented.>3

Our findings about cervical health promotion self-efficacy seemed very particular to the
sample under observation—in that their histories of poverty, drug use, and criminal justice
involvement often served as barriers to continuity of care. A unique contribution of our
study is the documentation of the perception of stigma as a barrier to self-efficacy. Several
of our participants indicated fear of arrest while seeking emergency department care, a
finding that has been documented in other recent research, but remains under-investigated.>*
Distrust at any level of the system could result in reduced health care utilization and
preventive behaviors both inside criminal justice facilities and the community.

Our study had limitations. We had no validated quantitative measure of cervical health
literacy, though one has since been published.43 Our qualitative study, however, potentially
measures disease-specific health literacy (operationalized as knowledge, beliefs, and self-
efficacy) in a way that standardized measures—designed for use across various samples,
health conditions, or cancer types—cannot capture. Secondly, we can only make subjective
judgments about cervical health knowledge, beliefs, and self-efficacy based on our
conversations with our sample. The value of qualitative research is that we can still present
the data so that readers can also make subjective judgments. Our participants’ descriptions
about the frequency of their Pap tests also highlight a limitation of focus groups and self-
reporting, which are subject to bias and recall issues.>>-58 Another limitation of our study
was the failure to recruit Spanish speakers, a high-risk group for cervical cancer in the
U.s.5°

A final limitation of qualitative research in general is the failure to produce generalizable
results. However, our results are transferable—that is, the findings can be taken for their
individual context and, subsequently, lessons can be transferred to other similar groups and
contexts by readers. This was ultimately a heuristic approach to research.6% Our goal was to
capture the participants’ narratives about cervical cancer screening and follow-up
experiences, letting them lead the conversation as appropriate. It was important to highlight
their words and their experiences, even if the results were not generalizable to other groups.
This was a small-scale pilot study that was designed to lead to future studies and
programming. We sought to draw connections among the women’s narratives and begin to
inform future work.

Implications for practice and research

Findings from this study as well as others may inform future directions for public health,
clinical practice, and research, and include the following areas for greater programmatic and
research emphasis:
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Interventions that address cervical health literacy for institutionalized women
—Jails, prisons, therapeutic communities, transitional living centers, residential drug
treatment facilities, or other institutions that house high-risk women provide unique
‘windows of opportunity’ for delivering public health programming.6! Public health
practitioners could tailor cervical health education materials so that they address
incarcerated women’s barriers to knowledge and information, their unique cultural beliefs,
and their self-efficacy as it stems from poverty and stigma based on ongoing criminal justice
involvement.52

Research on structural discrimination in health systems—Research about
surveillance of racial minorities in health care systems is starting to emerge.>* Participants in
our study have also echoed the finding of others that surveillance and police reporting is
widespread in hospital-based settings, particularly emergency departments. Such
discriminatory surveillance practices create an unfair burden on the most disadvantaged
patients and may even deter people from seeking health care. Whether policies or informal
practices drive structural discrimination at all levels of the health system is an open question
ripe for further investigation.

Communication and dissemination of information about changing cervical
cancer screening and prevention guidelines—Though there have been significant
changes in cervical cancer screening recommendations,3 our sample of high-risk women
has not yet understood the practical implications. Research among other diverse samples of
women also seems to point to the same lack of translation from updated recommendations to
improved understanding and practice among women in the general population.44:47-49
Specifically for high-risk women—such as those who move through the criminal justice
system—public health, policy, and clinical professionals should focus on uniform messaging
about new screening recommendations that increase access to prevention services for
vulnerable groups. Doing so would help high-risk women take an informed approach to
balancing health needs against many other competing priorities. Free cervical cancer
screening and HPV vaccination for eligible women will be made widely available through
provisions of the Affordable Care Act in the U.S.,54 and public health advocates would do
well to take advantage of increased access to services with targeted messaging about
cervical cancer screening.

In following these recommendations, public health practitioners, clinicians, and researchers
may work together in reducing the cervical health disparities between women with criminal
justice histories and their counterparts in the free community.
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Appendix

Focus Group—Moderator’s Guide
Thank you for attending this focus group. My name is , and this is my
colleague, . We are from the University of Kansas Medical Center and

the University of Missouri-Kansas City. We are here to do a focus group with you to ask
you about your past experiences getting Pap tests. We are interested in knowing how you
felt about your Pap screenings and what steps you had to take to see a doctor or nurse when
you got the Pap tests and had follow-up appointments. So that’s what we’re here to do
today. You don’t have to answer a question if you don’t want to. | just ask that you be
respectful so if someone else is talking. you don’t talk over them. There are no right or
wrong answers, and I’m interested in hearing everyone’s opinions. If it’s ok with everyone
here, I’d like to audio record this group. That way | don’t have to take notes while everyone
is talking, and | won’t have to stop the conversation to make sure 1’ve gotten everything
written down. | can go back later and listen to the recording and write things down then.
When | do that | won’t use your names or identify who said what. It’ll just be, “One
participant said this, and another said this ...” Sound good? Please feel free to interrupt me if
you have any questions at any point.

Focus Group Probes

Describe to me what happens when you get a Pap test.

What kinds of places do you usually go to get a Pap test, like a hospital, clinic, or health
department?

Why do you think it’s important to get Pap tests, and what purpose do they serve?
Tell me about the last time you had a Pap test:
e Where did you get it?
«  What did the doctor or nurse do?
«  If it was uncomfortable, what made it uncomfortable?
What do you know about human papilloma virus?
«  What do you know about the HPV vaccine?
What do you think causes cervical cancer?
What do you think can prevent cervical cancer?
What would make it easy or hard for you to prevent cervical cancer?
Tell me about how you usually get your Pap tests results.
When you got your last “abnormal” Pap test result, how did you get the result?
e By mail?

» By calling to check up on the result?
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»  Face-to-face with a doctor or nurse?
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» How did you interpret the result? What did it mean to you?
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e Tell me: How satisfied were you with how they explained everything to you?
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Box 1

KNOWLEDGE, BELIEFS, AND SELF-EFFICACY FOR CERVICAL HEALTH
PROMOTION AMONG WOMEN IN JAIL

KNOWLEDGE

What happens when you get a Pap test?
“When you get a Pap test, they put you on a table, they tell you to get naked, they give
you a gown. Am | going the right way so far?”—Alice

“They’re looking at your cervix and see if they see anything abnormal on your cervix.”—
Barb

“Yeah, inside you, they open you up, use a Q-tip brush thingy, microscope, and test them
for any bacteria, like for trichomoniasis, or whatever. Different types of bacteria, and
they do like a cell take or whatever. It’s a long strip and it’s got like jagged edges, and
they go, it goes, cuts into your uterus.”—Paula

“They’ll take their duck bills, put it inside of you, scoot it to the edge of the table and
look. I wish I could look down there and see, what was going on, you know?”—
Unknown participant

Why do you think it's important to get Pap tests?

“Make sure you don’t have any diseases or nothing like that.”—Carly
“It can show the abnormal cells or the pre-cancerous cells.”—Alice
“Early, early detection.”—Karen

“Just to prevent cancer from spreading, basically.”—Carrie

What do you think causes cervical cancer?

“Cancer is, uh, it’s hereditary. | think it comes from the blood, or it’s the body decaying.
Especially in your older people. It seems like cancer is just killing our older crowd, the
body decaying.”—Tracy

“Scar tissue. | mean, would scar tissue be one of the answers? Let’s say you have an
STD, and you leave it in too long, your ovaries, your tissue’s getting scarred. Okay a lot
of women can’t have babies because their tissues get all scarred up by not going to get
their treatment for STDs. So that puts scar tissue up there and so that leads to um, | don’t
know. I’m just talking (laughing)”—Dana

“Maybe undetected diseases and just not getting the proper medical care for it.”— Barb
“Rough, unprotected sex.”—Karen

“I’ve been told that too many sex partners can cause it too.” [Yolanda: Big penises]
“STDs, repeated STDs.”—Paula

BELIEFS
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What happens when you get a Pap test?

“The little thing they put on your private parts, | don’t like that. That thing hurt. I’ve
heard it’s called a duck bill.”—Carly

“Sometimes those clamps, clips right on your, it hurt.”[Asha: Yeah, | feel violated]
[Ellen: Yeah, it hurts] “And | don’t like when they get to doing all that and they want to
use their little finger.” [Dana: Yeah, they sure do. Yup]—Lily

Why do you think it’s important to get Pap tests?

“It’s also good to get Pap smears because you can find out if you have HPV. The HPV
causes cervical cancer, well some HPV causes cervical cancer. Then you can get the
Gardasil shot to help.”—Alexis

“Once a year is what I’m supposed to do it. You know, once a year is your average time.

| try to do it around my birthday and that just gives me, telling me it’s my turn, time to go
get my Pap smear cause it’s my birthday and it’s a once a year thing. I’m 46 years old
and that’s what 1’ve always learned, that you get one once a year.” [Moderator: And why
do you think it’s important to do that?] “Just to make sure there’s no cancer cells and
things like that, that I’m healthy. It’s something I’'m supposed to do. It’s a womanly
thing.”—Dana

“It’s real important to go get your Pap smears done cause you can have an STD or
whatever for a long time before. And a man will know immediately before a woman,
right? [Kim: I’ve heard that men carry a disease called HPV that gives women cervical
cancer and they don’t know it. Cause that’s what happened to me (said under her breath)]
—Lilly

“l get them [Paps] once a year up until like last year cause | thought if | went to my
doctor’s office (laughing) | would probably go to jail.” [Kelly: Hey I be thinking that,
too, though (laughing)]—Rita

When you got your Pap results how did they present it and how did you
feel about it?

[Erin: I mean if it’s abnormal that ain’t, something’s not right.] “And you’re pretty sure
that you’re not the one that made it abnormal. It’s your other partner. [Moderator: What
does that mean? Explain that] “I felt because | stayed, | was always home, work, taking
care of my kids, taking care of my man, all right? He may not be always at work where
he’s supposed to be or wherever else.” [Jo: You feel betrayed] “But he’s always out there
kickin’ it with the boys.” [Bryn: They be kickin’ it with some girls] [Barb: We know how
it happens] “If | ever come back with a problem | said, and it comes to me, we’re gonna
have problems because | don’t mess around.”—Sally

“I received a little card at first saying that it was abnormal. And they wanted me to come
back in and so, then whenever | come back they did that biopsy thing and it hurt like hell
and then um, | went um, | left the office or whatever and they, | believe they called me
into tell me that they wanted to do the laser surgery and everything. But they didn’t
explain too much about it or anything. | was just like, “Well, whatever, I’m getting stuff
laser surgeried off.” And he called it some other name, and | don’t ... I’m not sure ... |
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just went along with it (laughing). [Moderator: So you feel like during that time you
weren’t exactly sure what was going on?] Um, yeah, what | got out of it was some kind
of pre-cancerous cells and | like had to pull that out of them. | don’t remember exactly
what they called it or what not, but they didn’t explain it too much. But I was like,
‘Whatever, it’s got to be done.” [Moderator: And what was your reaction to that initial
card you got in the mail?] “Um, | was a little nervous and everything, cause | mean like, I
had just been with just one person. | mean, you know, in that time frame. So | didn’t
know what was going on with it. And my mom, she had to have a full hysterectomy too,
and so it kind of made me a little bit nervous after I did find out and everything. And |
should go back for another one, but, | haven’t.”Carrie

What was your reasoning for not going back to a follow-up appointment?

“Whatever they keep saying is not bothering me. You done gave me the ablation and it
didn’t work. I’m still bleeding like a dog and I am not ... ” [Carly: Going back] “Right,
because even after that now I’m taking iron twice a day, I’m doing things | wasn’t doing,
so whatever you seeing is not hurting me, so I’m not going back to fooling with it
anymore.” [Carly: That’s it] “Over.” [Carly: Back on the bus] “Back on the bus.”
[Women laughing]—Barb

SELF-EFFICACY

What are some of the things that make it easy or hard to prevent cervical
cancer?

“It depends on what kind of mental status you in, because if you’re out there on that stuff
you’re not likely to go to the doctor.”—Barb

“It doesn’t matter if you’re not clean or sober because I’m not the perfect one. | party like
a rock star when I’m here or not here and so | still get my checkup. No matter what’s
going on in my life I still gets my check up.”—Alice

“I believe it comes with having kids. I’ve had three kids and your have to go to the doctor
and you have to keep up.”—Erin

“If you have a job that gives you insurance, there you go. But | mean, there’s no jobs and
anyway to make any kind of money is illegal. [Barb: Right] “If you do make money
you’re not gonna spend it on the doctor.” [Carly: | know that’s right. You just keep
putting it on the table.] “And I guarantee you that is one of the biggest things why this
shit is more you know with women in jail. Because of their economic status.”—Bryn

What are some of the reasons that make it easy or hard to go back and do
what the doctor told you to do?

“After | had a partial hysterectomy they had me go back in for another Pap smear and
they did another biopsy to make sure they had gotten all of the cells. And I still go back
and get checked because | got kids. You know, plus my grandparents died of cancer and
my mom had cervical cancer and I’m so scared that’s gonna be what gets me. So | take
every precaution cause | got four little, you know, little babies all in diapers. If I’m not
here they ain’t got nobody.” [Erin: | totally agree with that. Pretty much to the same, to
the same tee.]—Angel
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“When they called actually I didn’t have to go back to the office. Cause she [provider]
asked if I could come in for an appointment and | was like, ‘No.” | was like, ‘Well | don’t
have a way to get to the office.” She’s like, “Well | can come to you.” | was like, ‘Oh,
okay.’—Tricia

“l was supposed to go back, well, I have since gone back, but at that time | was supposed
to go back and get another one, another Pap done, I just didn’t go back. [Moderator: Was
there a particular reason or factors that ...] Life. Too busy. It was a lot of drugs and a lot
of alcohol and | was busy doing other things. So | just didn’t go back. Now I’ve been
back since then and had normal ones. But that abnormal one, | didn’t want to hear about
it. So I just ... didn’t.”—Charlene

“Like when you go to the welfare office to try to get Medicaid, if you don’t have a kid or
you’re disabled in some way, they don’t give it to you. So probably cost has a lot to do
with why a lot of women ain’t, | mean, Is not, you know, getting themselves checked out
because you can’t afford it.”—Ronnie

“Cost is a big thing, but the health department is like 30 bucks. If you don’t have the 30
bucks, they bill it to you and they can never deny you. They cannot say, ‘Oh, you owe
too much money, we can’t see you,” or “You can’t have a Pap smear.” But cost is really a
big thing and it is really hard to get on Medicaid unless you’re dying, you got a disease,
you got kids, or you’re disabled.” [Brooke: Or you’re in foster care until you’re 18]—
Alexis

“You know, drugs and alcohol play a big part when you’re in the streets. A lot of females
don’t go for um, you know, whether it’s turning days, | mean, all the money is going to
another source, you know? So it makes it not a top priority, you know?”—Landry
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Table 1
SAMPLE CHARACTERISTICS (N=45)

Age (mean, SD) 34099
Non-Hispanic, Black, No. (%) 17 (37.8)
Non-Hispanic, White, No. (%) 25 (55.6)
Single, No. (%) 18 (40.0)
Children at home under age 18 (mean, SD) 14+16
2 High school diploma/GED, No. (%) 26 (57.8)
Employed full-time prior to incarceration, No. (%) 4 (8.9)

Uninsured prior to incarceration, No. (%) 21 (46.7)

Had a primary care provider prior to incarceration, No. (%) 17 (37.8)
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Table 2
FUNCTIONAL HEALTH LITERACY CHARACTERISTICS (N=45)

Total score® (mean, SD) 821453
Adequate, No. (%) 41 (91.1)
Marginal, No. (%) 2(4.4)
Inadequate, No. (%) 2(4.9)

Note

aShort Test of Functional Health Literacy for Adults (STOFHLA) total score range= 0-36.
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