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OBJECTIVE: To explore colorectal cancer (CRC) screening knowledge,
attitudes, barriers, and preferences among urban African Americans as
a prelude to the development of culturally appropriate interventions to
improve screening for this group.

DESIGN: Qualitative focus group study with assessment of CRC
screening preferences.

SETTING: Community health center serving low-income African
Americans.

PARTICIPANTS: Fifty-five self-identified African Americans over 40
years of age.

MEASUREMENTS AND MAIN RESULTS: Transcripts were analyzed
using an iterative coding process with consensus and triangulation on
final thematic findings. Six major themes were identified: (1) Hope—a
positive attitude toward screening, (2) Mistrust—distrust that the sys-
tem or providers put patients first, (3) Fear—fear of cancer, the system,
and of CRC screening procedures, (4) Fatalism—the belief that screen-
ing and treatment may be futile and surgery causes spread of cancer,
(5) Accuracy—a preference for the most thorough and accurate test for
CRC, and (6) Knowledge—lack of CRC knowledge and a desire for more
information. The Fear and Knowledge themes were most frequently
noted in transcript theme counts. The Hope and Accuracy themes were
crucial moderators of the influence of all barriers. The largest number
of participants preferred either colonoscopy (33%) or home fecal occult
blood testing (26%).

CONCLUSIONS: Low-income African Americans are optimistic and
hopeful about early CRC detection and believe that thorough and ac-
curate CRC screening is valuable. Lack of CRC knowledge and fear are
major barriers to screening for this population along with mistrust, and
fatalism.
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C olorectal cancer (CRC) is the second leading cause of
cancer death in the U.S.}? Research shows that clinical
screening methodologies can reduce both the incidence of new
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cases and deaths from this disease.>? Despite guidelines for
CRC screening,'®!* the prevalence of CRC screening remains
low. The 2001 Behavioral Risk Factor Surveillance System
showed that 53.1% of the population >50 years had received
fecal occult blood testing (FOBT) within the past 12 months
or a sigmoidoscopy or colonoscopy within the last 10 years.

Studies show CRC screening disparities between whites
and African Americans, '8 especially for sigmoidoscopy. 9722
African Americans have exhibited higher rates of late-stage
CRC diagnosis and less overall decline in colorectal deaths
than whites over the past decade.?>2%

Barriers to CRC screening include the inconvenient or
impractical nature of the tests,?62° the embarrassing or un-
pleasant nature of the tests,?82° fatalistic cancer beliefs,3°-3!
and participants not wanting to know that something is
wrong,?832:3% Studies of African Americans have shown that
these barriers and others, such as lack of physician recom-
mendation, limited CRC knowledge, and the uncomfortable
nature of tests, may contribute to inadequate screening!¢-34-36
Although prior qualitative studies have explored how knowl-
edge, socio-culturally mediated attitudes and perceptions, and
testing preferences influence screening for breast and prostate
cancer among African Americans,?”™° few qualitative studies
have been conducted with African Americans on CRC screen-
ing.2%41%2 These qualitative studies had enrolled from multi-
ethnic populations and had not specifically focused on the
attitudes, opinions, and preferences of African Americans. The
purpose of our focus group study was to explore CRC screening
knowledge, attitudes, barriers, and preferences among urban
African Americans as a prelude to the development of culturally
appropriate interventions to improve CRC screening rates.

METHODS
Study Design

We used focus groups to obtain in-depth information regarding
beliefs, opinions, and perceptions of cancer, CRC, cancer
screening in general, and CRC screening specifically.*>6

Setting

All focus group participants were recruited from a large, urban
community health center in a Mid-Western City.
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Participants

Study staff approached individuals in the health center’s main
lobby to ask about participation. All individuals (primary care
patients and visitors) > 50 years who self-identified as African
American and were without obvious mental or cognitive im-
pairment were considered eligible. During recruitment, poten-
tial participants were informed of the date, place, and time of
the next focus group scheduled and were asked whether they
might be able to attend. Participants were not referred to study
recruiters by health care providers or others. No attempt was
made to divide or stratify focus groups by gender or other fac-
tors. This decision was based on our need to collect general
data on the socio-culturally mediated opinions and percep-
tions of African Americans toward CRC screening. Focus group
participants did not know each other prior to participating in
groups. They were told that they would receive a $20 gift card
as reimbursement for their time spent in getting to and par-
ticipating in the focus group. Fifty-five participants attended 6
focus group sessions.

The entire study protocol was reviewed and approved by
the University of Kansas Medical Center Human Subjects
Committee and appropriate officials at Swope Parkway Health
Center.

Instruments

Study staff used a short survey at the beginning of each ses-
sion to assess CRC knowledge of focus group participants. The
questions asked participants to identify the recommended age
at which CRC screening should commence and to name or
describe one or more CRC screening tests. At the end of the
session, a longer, 18-question, anonymous survey assessed
participant CRC knowledge and demographics.

A moderator’s guide was based on previous studies of
CRC and other cancer screening within African-American pop-
ulations. The guide was designed to explicitly assess African-
American’s thoughts, feelings, and perceptions of cancer in
general, CRC, early detection of cancer, and CRC screening.
Because the guide was developed based on prior literature, its
primary conceptual framework was the Health Belief Model
(HBM).*” Many concepts within the guide were framed around
HBM key elements (perceived severity, benefits, barriers, cues
to action). The primary questions are shown in Table 1. The
same focus group facilitator (W. B.) conducted all 6 groups. A
co-facilitator (K.A.G.) kept notes.

Following a short break toward the end of each focus
group, the co-facilitator (K. A. G.) conducted a 10-minute ed-
ucational lecture on CRC and screening options using props
(FOBT cards and a sigmoidoscope). This session included a
description of the natural history of colon cancer, use of, and
descriptions of FOBT, sigmoidoscopy, and colonoscopy. Par-
ticipants were then asked for their reactions to each of these
three test forms. Group members were polled for a specific test
preference and, when appropriate, were asked to explain why
they preferred a particular method of CRC screening.

Data Analysis

Survey—descriptive statistics were calculated for all survey
data using SAS version 8.1 for PC (SAS Institute, Inc., Cary,
NC).

Table 1. Moderator’s Guide Primary Questions

1. When I say the word cancer, what’s the first thing that comes to
mind?

2. So what words or feelings or ideas come to mind when you think
about colon cancer in specific?

3. Do people you know talk about colon cancer much as compared with
other cancers?

4. Are some people or groups of people more likely to get colon cancer?
Prompts
What sorts of things do you think cause colon cancer?

5. When it comes to preventing colon cancer, are there any ways that
people can keep from getting colon cancer?

6. What are your thoughts about finding colon cancer earlier vs. finding
it later? Does timing make a difference?

7. Let’s go around and find out your initial reaction to the fecal occult
blood testing, the sigmoidoscopy, and the colonoscopy test. What
kind of things might make a person more likely to get screened for
colon cancer?

8. What kind of things might make a person less likely to get screened
for colon cancer?

Prompts

How does cost figure in to the decision of whether or not to get
screened?

How does the doctor/heath care provider figure in?

9. Finally, if you could create an ideal situation where everyone would
get screened for colon cancer, and no one would die from it, how
would you do that?

Qualitative—Focus groups were audiotaped and video-
taped, and transcripts were produced by an experienced qual-
itative transcriptionist. These were then verified by several of
the authors (K.A.G., W.B., and N.N.) watching each videotape.
Corrections were made to each transcript by the focus group
moderator (W.B.) and the primary author (K.A.G.), both of
whom were present at each of the focus groups. The final cor-
rected transcript copies were distributed to each member of
the analysis team (K.A.G., W.B., and N.N.) in a bound project
notebook.

Qualitative analysis was conducted using an iterative
process and following standard techniques.**™*6-48:49 Each
analysis team member read through all transcripts and sum-
marized the key findings. Memos of these key findings were
saved and interviews were reread. First-level codes were as-
signed. At an initial analysis meeting, memos were shared and
first-level codes were grouped into categories through a con-
sensus process. Each category was named with an identifiable
descriptive term and definitions were formulated. Team mem-
bers then independently recoded transcripts using descriptive
categories. New categories were identified and recorded in
memos. These memos were shared at a second team meeting
and original and new categories were clustered into themes.
Each team member then reread the transcripts to assure the-
matic fit for all focus group content. Triangulation and con-
sensus were used throughout the analysis phase to maximize
the reliability of the findings. Team members evaluated themes
in relation to each other to develop an assessment of the rel-
ative importance of each theme. Each investigator independ-
ently assessed the salience of the chosen themes by
performing theme counts (total times participant comments
reflected themes) and by judging the qualitative weight given to
themes by participants. Team members met a final time to re-
view theme counts and agree on relative theme importance.
The entire coding and category decision-making process was
documented and reviewed by all team members to maximize
the reliability and validity of the process and results.
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RESULTS

The mean age of focus group participants was of 56 years
(SD=10 years), and 56% were female. Several participants
<50 years attended focus groups. Only one group had a large
percentage of individuals between the ages of 40 and 49 years
(50% were <50 years in this group). The majority of partici-
pants had governmental (40%) or no (27%) health insurance.
Twenty-seven percent had a family history of polyps or CRC.
Thirty-five percent had ever had an FOBT test and 45% had
ever had either a screening or diagnostic sigmoidoscopy or
colonoscopy.

On the prefocus group survey, 15% correctly identified the
recommended age at which CRC screening should commence
and 58% could name or describe a CRC screening test. Fol-
lowing the focus group and the CRC educational lecture ses-
sion conducted within the focus group, 29% correctly
identified 50 years as the recommended age for initiating
CRC screening.

At the end of each focus group, following the educational
lecture session, one-third of the participants (33%) reported a
preference for colonoscopy and 26% reported a preference for
FOBT. The remaining participants reported that they would do
whatever their physician recommended or that they were un-
sure of their test preference. Only 1 participant reported that
he/she would choose not to be screened for CRC.

Six broad themes emerged from the focus group data.
Each theme can be conceptualized as a screening barrier, fa-
cilitator, or a test preference that directly influences utilization
(Figure 1). Each theme is described with illustrative quotes
below and in Table 2.

African Americans
Eligible for CRC Screening

(CRC Screening Facilitators
Hope
CRC Screening

Preferences
Accuracy

r !

.-"..‘ 5"'\,'
o ™,

CRC Screening Barriers

Fear Mistrust Lack of Fatalism

Knowledge

CRC Screening Test Utilization
FOBT, Sigmoidoscopy, or Col Py

44 CRC Detection, || CRC Mortality

FIGURE 1. Influences on the Utilization of Colorectal Cancer
Screening among African Americans.

Hope

Participants had positive perceptions of early screening and
agreed that detecting cancer early can lead to its cure and can
save lives. They saw this as a positive feature of CRC and other
cancer screening tests. They showed a great deal of hope about
the achievement of positive outcomes. Hope was connected to
personal religious or spiritual beliefs, with participants turn-
ing things over to God and being assured that things would
turn out alright.*
I had a neighbor who had colon cancer, I lived there over 30 years,
and she had 21 operations on colon cancer, she had hope, and any
time the doctor said I need to go back in there. She let them go
back in there. She lived way over I guess, 40 years with that colon
cancer, so there is hope if you believe in what God said, he will heal
your body and in the doctor.

Many described how God worked through doctors to
achieve positive outcomes.

Discussions among the group often led to questions
about why CRC screening is not recommended before the age
of 50 years. Most participants felt that early detection should
commence closer to the age of 35 years. These opinions re-
flected the positive stance of the groups with regard to CRC
screening.

My question, why do they wait until you're like 50 to do this? Why
can't they do it at an early age?

That was my question. Why not wouldn’t you start it at age 35?
Like put it on a card. Because I don’t see any reason unless there’s
a lot of pain involved in it or something, I don’t see any reason you
wouldn’t just start it.

Mistrust

Focus group participants described how the current health
care system does not meet patient care needs. They described
the system as a direct cause of poor utilization of cancer
screening by African Americans. Costs contributed to mis-
trust. The organization of care and specifically managed care
were blamed for a diminished focus on patient well-being.
Doctors were described as being rushed by managed care
and this led to omission of thorough testing for cancer. Partic-
ipants explained that they often felt that the health care sys-
tem had suspect motives and that it was up to patients to
advocate for themselves. Some participants explained that it
was important for patients to consider getting a second opinion
on important medical issues.
... butIdon’t want them to use me as no guinea pig, you under-
stand what I'm saying? I would want some tests to be done first,
and then get a second opinion and we go from there. But I don't
want you to use me as no experiment, know what I'm saying?

Fear

Many participants reported that their friends, neighbors, and
relatives did not take proactive approaches toward early can-
cer detection. Some stated that members of the African-Amer-
ican community in general often adopt a passive role and avoid
seeking medical care out of fear and denial that something
might be wrong. Participants expressed the belief that if one
looks and/or feels okay, one must be okay. Fear was described
as a major factor influencing use of services and follow-up with

*All quotes are verbatim statements with identifiers altered.
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Table 2. Selected Focus Group Quotes lllustrating Major Data Themes

Hope

With God, all things are possible. You see, I know people have reason to feel the way they feel, people have a reason that they believe the things that
they believe, but it's amazing what a positive attitude will do. Ninety percent of success is attitude. Attitude is so important, and if you've got a
positive one, it’s so much better. I mean, the body will heal itself of just about most things, not all things, but most things. But it’s your attitude that
you take. Attitude is extremely important, and people don’t seem to understand that. We're not born with fear, fear is something we develop, it’s not
something you born with. You're born with power and with love and a sound mind. Fear is something that is developed.

It’s important to me because I had a triple bypass, and I hadn’t had nobody cut me down to the bone or nothing, so I just left it up to the doctor, because
I know he was God’s instrument. And I didn’t fear it at all, because I didn’t even know what a triple bypass was.

So, as long as you live, and then there’s always that higher priority . . . Miracles can happen, they’ll think of some kind of way. A person would have to
get in a good spiritual state of mind and to become above them. Cancer is something that you have to walk above.

Mistrust

... the doctors don't tell us . .. well, maybe the doctor should be as alarmed about colorectal cancer as he is about diabetes. Like she said, they don’t
tell us. They don’t say, well, you know, this is your yearly check up, you need to suggest it more, and let them tell their husbands.

Fear

Fear of having cancer. Fear of the positive, yeah, I got it. I don't know and I don’t want to know.
Now, as far as me going to the hospital, I don’t like hospitals. I have had blood in my stools, but I have had bleeding ulcers—stress and stuff, but

waiting for me to go to the hospital, forget it.

Now, to turn that around a little bit and ask myself, how come I haven’t been checked for this? And I think it’s because of fear, is what it would be. Fear

of the procedure.

. it’s not so much a denial, it’s more so that this is a personal part of one’s body, and this is a personal issue . . . it’s not just a denial, just like, I don’t
want to know about it, it’s more so, I don’t even want to think about having a fatal death colon cancer. In thinking about a personal part of my body,
infected with it. You don’t want to deal with that. So, its more like I don’t want to think about it, don’t come this way with it, you know what I'm

saying?
Fatalism

No such thing as recovery from cancer. This is where we see, when you say associate words, cancer automatically puts into the mind death. So even
though they get it and you live 5years longer, OK, there’s always a possibility that it’s going to spread later on somewhere else.

Accuracy

... I'would rather pay the expense and go through it once and know that I have ten years control then to take that (fecal occult blood testing) every year
and they still not finding cancer for that one year, and then I have to go through the test and everything else. I don’t have to deal with me testing my

own stool and possibly still having a question.

I'll take the long one. Cause what I've had before, so, like he said, they can see everything.

Well, like everybody else, that’s the least comely portion of your body and it’s very private. But in a case of whether or not you have something that
could take your life, you want to avail yourself to whatever is going to prevent that. I guess my main thing is that anything that’s preventive like
that, I think that it’s worth it and to go all the way in, because a scope like that (sigmoidoscope), it only go a portion of it, and the cancer may be
higher up so you can miss that. You've tested, but you didn't test completely enough to rule it all the way out, so I would be for the longer one.

Knowledge

I think it is clear. I think the best thing for them is to learn about cancer.

Can I ask a question, does cancer spread.

Up until now, I never had a, I'm 58 years old and I've never had a colon check, just a prostate check
... this is the first time I ever just had a discussion on it, or ever talked about it with anyone.

physicians. Most participants reported that they had many
fears with regard to cancer and that they could understand
why many patients shy away from screening tests that might
reveal a very grim prognosis.
I've had several friends die because they were just what you just
said—fear. Fear of going to the hospital, fear of what they might
find out. I'd rather go to that hospital and find out and possibly
catch it in time than not go and when they do find it, it’s too late.
That’s ignorance to me.

People repeatedly said that members of older gener-
ations typically did not even talk about cancer and that
there was a culture of silence and avoidance around the
issue.

Other participants reported fear of the embarrassing or
uncomfortable nature of CRC tests. They described these fears
as a significant influence on overall willingness to participate
in screening, especially when they might have to follow up or
initiate these embarrassing processes.

It's an embarrassing test. It goes against your beliefs to some
degree, because if you read the Bible, we just don’t let anything go
in your rectum.

Older participants seemed less concerned with invasive
procedures and stated that although these things bothered
them when they were younger, they were willing to go through
with them now.

When [ was a younger person, I had a lot of fears and concerns to
it. As I've gotten older and become a more spiritual person, my
focus has changed. The advancement of technology and the way
that it’'s come forth has really taken some of the sting of it out, the
fear of it out.

Fatalism

A number of comments within focus groups represented fatal-
istic beliefs. They generally reflected the idea that once a per-
son gets cancer, not much can be done about it.

If you find it early, you might can get treated for it, but I think that

once the cancer is there, it's always gonna come back. I don't care

how many years you go, that cancer’s always gonna come right back.

Participants would sometimes describe fatalistic beliefs

among their friends and community and attribute lack of CRC
screening to such beliefs. The most common fatalistic topic
discussed was that of cancer spread caused by surgical pro-
cedures. Virtually all focus group participants had heard peo-
ple say that cancer spreads when a patient is opened up and
“air hits the cancer.” Although the majority of our participants
did not endorse this belief, they described it as a very common
belief in their community.

Well, you know some older people that think that once you find

cancer and start cutting on cancer, cancer will spread. At the first

sign of cutting on it, the cancer will spread through your body.
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But you also hear the rumors where people have been opened up
and it seemed like when they were opened up, the cancer spread.
And I think that’s my biggest fear.

Accuracy

Most focus group participants expressed a strong preference
for colon cancer screening tests that were thorough and accu-
rate. After hearing descriptions of FOBT, sigmoidoscopy, and
colonoscopy, the largest number of participants (33%) stated
that they would want the test that could “see everything” (colo-
noscopy). Although a small subgroup of mostly males de-
scribed reticence about having an invasive procedure such
as a colonoscopy, many of these individuals said that in spite
of this, they would probably choose this test because it was
more thorough.

I would like the scope cause it’s more accurate, knock me out, get

it done, be done with it.

A number of participants stated that they would like to
have both colonoscopy testing and yearly FOBT testing as an
adjunct. This was described as another means to assure thor-
ough assessment of cancer risk. A number of participants
questioned the recommendation that screening should begin
at age 50 for similar reasons. They described friends and ac-
quaintances who had been diagnosed with CRC at ages much
younger than 50. They felt that it would be most thorough and
effective to screen individuals for CRC early and prevent all
CRC deaths.

Knowledge

Participants uniformly described a lack of CRC knowledge and
voiced a desire for more information on this. They asked many
questions that clearly revealed their knowledge deficits and
their strong interest in gaining information that could be used
to assess their own risk for CRC and facilitate CRC screening.
They stated that knowledge of CRC and CRC screening was
very low among their friends, relatives, and self-defined com-
munities. A large number of participants specifically described
CRC knowledge and awareness as solutions to the problem of
low CRC screening rates.
... when people are educated, then that takes away the fear
because they have an understanding of things. Making education
available, in the form of preventive medicine, things like that. And
the more things are spoken to, people, I mean as long as it stays a
mystery, then the fear factor is going to be real high . ..

Relative Thematic Importance

All three data coders (K.A.G., W.B., and N.N.) completed tran-
script theme counts and agreed that the Fear and Knowledge
themes were the most frequently present them in participant
comments. The Hope and Accuracy themes were often used as
qualifiers that followed statements reflecting Fear, lack of
Knowledge, and, less frequently, Fatalism and Mistrust. In
other words, participants would often make a comment about
Fear, Knowledge, etc., and then follow it up with a statement
related to Hope or Accuracy.

We assessed each of the focus groups to determine wheth-
er focus group make-up affected the themes discussed. We
found no significant variation by size of the group, or within
the one focus group that was composed of 50% individuals
<50 years.

DISCUSSION

Our results suggest that CRC screening in African Americans
is influenced by Hope, Mistrust, Fear, Fatalism, Accuracy, and
Knowledge (or lack of Knowledge). Although each of these
themes had salience for the participants in our groups, the
Fear and Knowledge themes were cited most often, suggesting
key barriers to CRC screening. Participants in our groups sug-
gested that enhanced CRC Knowledge would be most likely to
raise screening rates among African Americans. They also
placed qualitative emphasis on the Hope and Accuracy
themes, and stated that if they remained positive and hopeful
and received the highest standard and most accurate care,
they would be able to overcome barriers and prevent CRC. The
Hope, Accuracy, and Knowledge themes were offered as solu-
tions to the barriers cited in this study (Fear, lack of Knowl-
edge, Fatalism, and Mistrust). Prior work has shown that
barriers contribute to inadequate CRC screening among Afri-
can Americans, !6-21:34-36:41.50 Thege studies have highlighted
the influence of lack of physician recommendation and CRC
knowledge, denial of the possibility that CRC might occur, not
wanting to know whether it does occur, costs, and the embar-
rassing/uncomfortable/unpleasant nature of CRC tests. Ad-
ditional studies have assessed barriers to breast and prostate
cancer screening among African Americans.>”*%-51-5% Many of
these studies have relied on the HBM,*” a model within which
barriers are often the most predictive construct for a given
health behavior. Our results may be placed in the context of
this model, and, in general, they confirm that CRC screening
is influenced by many of the same factors influencing breast
and prostate cancer screening in African Americans.

If CRC screening utilization is directly affected by barriers
and facilitators facing patients as indicated by the HBM, our
qualitative findings should assist with programs intended to
raise utilization rates. We conceptualize lack of Knowledge,
Mistrust, Fear, and Fatalism as barriers and Hope as a faci-
litator (Figure 1). Our Accuracy theme relates primarily to pref-
erence. Future initiatives can exploit these findings to provide
a specifically tailored message to African Americans. Programs
could advance CRC knowledge within the African-American
community by improving health care provider and mass media
transmission of information on CRC prevention. Our focus
groups indicate that CRC factual information should be pre-
sented in simple terms. Interventions could capitalize on the
qualitative importance of the Hope and Accuracy themes to
raise awareness and give a positive spin to tailored educational
messages. The Hope and Accuracy themes could also be used
to craft interventions intended to overcome the barrier themes
of Fear, Fatalism, Knowledge, and Mistrust. It will be impor-
tant to acknowledge these barriers, especially the frequently
noted Fear and Knowledge barriers. Once barriers have been
acknowledged, the Hope and Accuracy themes could be offered
as mechanisms for framing the issue of CRC screening for Af-
rican Americans.

Our study has several limitations. Participants were
recruited from a single site, and the findings may lack gener-
alizability beyond the Mid-west and with non-urban-dwelling
African Americans. In addition, our sample was exclusively
low income. We did not stratify focus groups in any way.
It is possible that this may have hindered open honest com-
munication among participants. Another limitation was our
failure to capture only participants over the age of 50 years.
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This may have artificially created a low CRC knowledge level
among our participants. The consistency of low knowledge
and thematic findings between groups with variable numbers
of participants <50 years suggests that this was not a major
problem.

CONCLUSIONS

Urban African Americans in this study described lack of CRC
knowledge and fear as primary causes of low CRC screening
rates within their community. Focus group comments also
suggested that mistrust of the health care system and cancer
fatalism are important barriers. Nevertheless, participants
were strong advocates of early detection and saw thorough
and accurate CRC screening as being valuable. Future inter-
ventions to improve screening should capitalize on the opti-
mistic, engaged, and proactive attitudes prevalent in this
population, and should craft programs that will directly ad-
dress key barriers.
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