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Abstract
Background and objectives Incidence of ESKD is three times higher in black Americans than in whites, and
CKD prevalence continues to rise among black Americans. Community-based kidney disease screening may
increase early identiﬁcation and awareness of black Americans at risk, but it is challenging to implement. This
study aimed to identify participants’ perspectives of community kidney disease screening. The Health Belief
Model provides a theoretic framework for conceptualization of these perspectives and optimization of community
kidney disease screening activities.
Design, setting, participants, & measurements Researchers in collaboration with the Tennessee Kidney Foundation
conducted three focus groups of adults in black American churches in Nashville, Tennessee. Questions examined
views on CKD information, access to care, and priorities of kidney disease health. Content analysis was used.
Guided by the Health Belief Model, a priori themes were generated, and additional themes were derived from the
data using an inductive approach.
Results Thirty-two black Americans completed the study in 2014. Participants were mostly women (79%) with a
mean age of 56 years old (range, 24–78). Two major categories of barriers to kidney disease screening were
identiﬁed: (1) participant factors, including limited kidney disease knowledge, spiritual/religious beliefs,
emotions, and culture of the individual; and (2) logistic factors, including lack of convenience and incentives and
poor advertisement. Potential facilitators of CKD screening included provision of CKD education, convenience of
screening activities, and use of culturally sensitive and enhanced communication strategies. Program recommendations included partnering with trusted community members, selecting convenient locations, tailored
advertising, and provision of compensation.
Conclusions Findings of this study suggest that provider-delivered culturally sensitive education and stakeholder
engagement are critical to increase trust, decrease fear, and maximize participation and early identiﬁcation of
kidney disease among black Americans considering community screening.
Clin J Am Soc Nephrol 13: 551–559, 2018. doi: https://doi.org/10.2215/CJN.07580717

Introduction
CKD is a public health concern affecting approximately
26 million United States adults, and another 20 million
have risk factors for its development (1). Additionally,
black Americans have a greater prevalence of macroalbuminuria compared with whites (2), a faster rate of
progression to ESKD (3), and a persistently higher
incidence of ESKD, which is estimated at three times that
of whites (4). An analysis of recent trends in the United
States revealed the stabilization of CKD prevalence in all
racial subgroups, with the exception of black Americans
(1). Explanatory factors for this continued rise in CKD
prevalence in black Americans remain unknown and
warrant aggressive examination. One cohort study has
suggested that the disproportionate excess risk of CKD
incidence in black Americans compared with whites may
be explained in part by access to health care (5).
A common strategy to promote awareness of a health
condition and identify individuals at risk is communitywww.cjasn.org Vol 13 April, 2018

based health programs. Examples of this type of program speciﬁc to kidney disease include the National
Kidney Foundation Kidney Early Evaluation Program
(KEEP) (6,7) and the Kidney Disease Screening and
Awareness Program, which focuses on underserved
populations (8). The KEEP has been successful at
identifying individuals at risk for kidney disease and
advancing kidney disease knowledge to inﬂuence
public health policies and practices (6). Despite the
availability of community kidney disease screening,
the participation rate is not optimal (6). People choose
not to attend health-screening events for various reasons, such as lack of time and knowledge about the
disease condition, fear of testing physicality, and potentially serious diagnoses (9,10). It has previously been
suggested that black Americans are less likely to take
advantage of screening programs (11) because of their
limited knowledge of kidney disease (12) and low
perceived susceptibility to CKD (13).
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Previous research has identiﬁed barriers to seeking or
accessing preventative care (14–16), and this is particularly
true in black Americans (17). However, there is limited
information speciﬁc to black Americans and their participation in kidney disease community screening. The Health
Belief Model is a sociopsychologic theoretic framework that is
widely and effectively used to explain health-seeking behavior inﬂuencing participation in screening tests (18–20). It
posits that the motivation to undertake health behavior is
informed by six critical elements of patients’ health beliefs:
perceived seriousness, perceived susceptibility, perceived
barriers versus beneﬁts, perceived threat, self-efﬁcacy, and
cues to action. Informed by the Health Belief Model, the
objective of this study was to assemble perspectives from
black Americans who would be potential participants in a
community screening for kidney disease program on the
barriers and facilitators of successful engagement.

Materials and Methods
Participant Selection
In partnership with the Tennessee Kidney Foundation Kidney Awareness Risk Evaluation program (www.
tennesseekidneyfoundation.org/programs-education/)
and a network of black American churches in Nashville,
Tennessee, ﬂiers and verbal announcements were used to
invite participants to focus groups. Participants were eligible
if they were English-speaking black American adults at least
18 years old. They consisted of general community members
and included those who had previously participated in
kidney disease screening events as well as those who had not.
The Vanderbilt University Medical Center Institutional Review Board approved this study, and all participants provided written informed consent.
Data Collection
During the focus group, participants completed a brief
demographic survey. Focus group discussions lasted about
60 minutes each and were completed between August and
December 2014. The discussions were led by a clinician
researcher (E.M.U.) trained in moderating group discussions. A third party note taker was present to take detailed
notes regarding the course of the focus group discussions,
and all sessions were audio recorded and transcribed
verbatim.
The focus group guide was developed by the research
team through literature review (9,10,15,16,21) and uniformly used for all of the sessions (Supplemental Material).
The Health Belief Model was used as a theoretic model to
inform the generation of questions for the focus group
guide and preset codes for qualitative content analysis. The
focus group sessions were conducted until evidence of
saturation of themes was noted.
Analyses
Transcriptions were analyzed using the HyperRESEARCH (version 3.5.2; ResearchWare Inc., Randolph,
MA) qualitative data analysis software. Applying qualitative content analysis methodology (22–24) with combined
deductive and inductive approach (23,25), open coding
was performed. Guided by the Health Belief Model, a priori

themes were deductively generated. Additional themes were
inductively derived from the transcripts. The initial training included a partial coding of one of the focus group
sessions to ensure that all deﬁnitions were set and clear
among the coders. Three research team members (E.M.U.,
M.W., and M.R.) assigned theme and subtheme codes to
each idea fragment. New codes were generated as needed.
Any discrepancies in the coding were reconciled among
the three coders, and a fourth member of the team (K.C.)
provided input as needed for ﬁnal reconciliation of the
codes. Summary descriptive tables are reported.

Results
The numbers of participants in each focus group session
were eight, ten, and 14 in the ﬁrst, second, and third
sessions, respectively (n=32). Participant characteristics are
shown in Table 1. The mean age of the participants was 56
years old (SD=13), the majority was women (79%), and all
were black American. Most had more than a high school
education (82%) and health insurance (91%). Few selfreported a diagnosis of kidney disease (3%), but most
reported having known risk factors, such as hypertension (70%), diabetes mellitus (24%), or a family history of
kidney disease (27%). Participants also acknowledged
family members receiving dialysis or having had a kidney
transplant.
Barriers
Important individual and programmatic logistic factors
inﬂuencing perceived barriers to CKD screening were
discovered. These included four major themes: (1) knowledge of kidney disease and its associated risk factors; (2)
cultural factors, such as limited trust; (3) emotions, including
denial and fear; and (4) environmental and socioeconomic
issues, including poor availability of health care and limited
ﬁnancial resources (Table 2).
Kidney Disease Knowledge
Limited Understanding of CKD. Participants agreed
that there was a lack of health knowledge in their community, including knowledge speciﬁc to CKD and its
associated consequences. They felt that there was a paucity
of information about CKD compared with the robust
awareness about other diseases, such as heart disease
and breast cancer. They also felt that this limitation in
knowledge of CKD signiﬁcantly contributed to a lack of
adherence to prescribed medical therapy and self-care
practices in addition to having a negative effect on the
community’s degree of interest in screening for kidney
disease.
Poor Understanding of Associated Risk Factors/Manifestations of CKD. Participants expressed that their community did not know the risk factors for CKD. The
participants also expressed uncertainty about the causes
and signiﬁcance of markers of kidney disease, such as
proteinuria.
Low Health Literacy. Participants noted that use of
medical jargon and terms during screenings contributed
to a low interest in participating. This was especially
inﬂuential for people who have difﬁculty navigating the
health care system.
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Limited Appreciation of Long-Term Beneﬁts of Screening. The participants reﬂected on previous health screening
events and reported that people prioritized attendance at job
fairs or hair fairs over health fairs, because they disregarded
the potential beneﬁts of CKD screening, such as early diagnosis, establishing connections with health care, and early
intervention to improve health outcomes. Participants also
noted that some families experienced longevity even in the
setting of CKD; therefore, the value of directly addressing it
was questioned.
Lack of CKD Education and Testing from Providers.
Participants attributed the limited knowledge about CKD
to a lack of counseling and testing by their current and
previous clinical health care providers. Participants felt that
often physicians did not routinely discuss health issues that
could result from risk factors until people either became
symptomatic or had abnormal laboratory results. They also
admitted that they were reluctant to inquire about kidney
health during their interactions with their primary care
provider because of embarrassment and reluctance to
display ignorance.
“Ignorance is Bliss.” Ignorance was identiﬁed as a
potential factor impeding participation in CKD screening.
Participants attributed this ignorance to a lack of knowledge about kidney disease and its related risk factors as
well as a lack of readiness to make health behavior changes.
Participants suggested that community members may opt
to be ignorant, because they prefer not to be aware of any
existing diagnoses. This was felt to be more common in
men.
Cultural
Low Trust. The participants identiﬁed low trust in
health care providers, the health care system, and community health screening events. Participants expressed that
low trust in physicians was a primary reason that they do
not engage with health evaluations. A speciﬁc concern was
that urine tests were performed for drug screening rather
than proteinuria.
Limited Value for Health. Participants felt that there
was a limited appreciation of health and resultant lack of
motivation for health-promoting behavior by some people
in their community.
Strong Spirituality Beliefs. Participants expressed the
belief that God was responsible for taking care of their
bodies. They suggested that, sometimes, some people in
their community stretched this belief to the extent that they
give up their own responsibility for appropriate self-care
practices and rather, focus on extensive prayers and faithbuilding practices.
Fear of Side Effects, Ego, and Machismo. These were
identiﬁed as factors that deterred men from participating in
screening events. It was suggested that men worried about
potential decrease in libido and sex drive from medications,
such as antihypertensives. Participants also suggested that
men resist the prospect of being labeled with a diagnosis
that would force them to assume a “sick role,” which they
felt would challenge their manhood.
Emotions
Explicit Kidney Disease–Related Fears. Participants were
speciﬁcally afraid of the possibility of being diagnosed
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Table 1. Characteristics of black American participants in
focus groups that assessed barriers and facilitators of community
screening for kidney disease
Demographics
Age, yr, mean (SD)
Age groups, yr
20–40
41–60
.60
Women
Income groups
,$20,000
Between $20,000 and $50,000
.$50,000 to ,$100,000
.100,000
Health insurance, yes
Education groups
Some high school or less
High school diploma/GED
Some college
College degree
Self-report CKD
Self-report diabetes
Self-report hypertension
Family history of kidney disease
Family member(s) receiving dialysis
Family members with a kidney transplant
Family with diabetes
Family with hypertension

N
56 (13)
3 (9%)
15 (47%)
12 (38%)
24 (75%)
3 (9%)
8 (25%)
10 (31%)
8 (25%)
28 (88%)
0 (0%)
6 (19%)
8 (25%)
18 (56%)
1 (3%)
8 (25%)
22 (69%)
9 (28%)
5 (16%)
1 (3%)
14 (44%)
17 (53%)

GED, General Equivalency Diploma.

with a disease that could lead to dialysis. There was
controversy over whether this fear was more prevalent
among older people in the community versus younger
people, but there was agreement that this fear contributed
signiﬁcantly to nonparticipation in screening.
Fear of Embarrassment and Violation of Privacy. Participants were concerned about health privacy at community events, because they are typically in a public venue.
They reported that people would be even less likely to
participate in screening events if conducted at their location
of employment.
Environmental and Socioeconomic
Financial Burden of Disease if Diagnosed. There was
concern that the ﬁnancial burden of disease if diagnosed
deterred people from participating in community screening, including those who have health insurance but are
unable to afford deductibles or medication payments.
Conversely, participants also highlighted the fact that some
people who had poor access to health care resources may
default to health fairs for medical evaluation.
Lack of Convenience. There was a unanimous agreement that optimal participation in screening events was
affected by convenience. The timing and location of
screening events were identiﬁed as highly important.
They agreed that work places were not convenient for
health screening fairs. There was no discussion about
possible cost associated with attending screening health
fairs, and participants did not express speciﬁc concerns
about transportation costs related to health screening
events.
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Table 2. Selected quotations to illustrate barriers by themes in focus groups that assessed barriers and facilitators of community
screening for kidney disease
Theme
Knowledge themes
Limited understanding of kidney
disease
Poor understanding of risk factors

Low health literacy
No belief that screening has
beneﬁts

Lack of CKD education and testing
from clinicians

“Ignorance is bliss”

Cultural issues
Low trust in health care activities

Limited value for health

Strong spirituality beliefs

Fear of side effects, ego, and
machismo

Quotations
Kidney disease makes people lose weight (FG2 2)
Ignorance can be a huge factor; people just don’t know about the kidneys (FG3 1)
I don’t understand what it means when my protein levels are high in the urine test. It threw me
off—I had high levels of protein, but I’m not a red meat kind of person (FG3 2)
When my husband was diagnosed with high blood pressure, he initially wasn’t compliant with
his medications. And I was the one to put the fear of God in him to make him understand why
it’s important to make sure your blood pressure is managed. . . (FG3 5)
Most people are health illiterate, and so, they don’t know (FG3 5)
People don’t know that sodium is salt. You say lower your sodium, and they don’t know what
you’re talking about (FG3 1)
We go to job fairs, we go to hair fairs, we do all those things, but there’s just something about
going to health fairs that says to me that it is something [that we can give up]. . . (FG1 2)
The health fair is a necessity, but enough people don’t participate. A lot of times, we won’t come
out unless there’s a gimmick or it’s not announced properly or if I don’t call Brother X to make
sure he’s coming, I won’t go. . . (FG2 5)
My relatives all lived long lives up to the high 90s and 100s. My grandfather was adamant about
not going to the doctor, and he lived to be 98 yr old. . .you stop and think and start to believe
that you don’t need to go to the doctor (FG2 6)
The failure here is the primary care providers. Unless you have an issue, they will not discuss it in
general. Even routine physicals are so retracted now partly due to insurance companies, so
unless you have a history of CKD or are more aware and bring it yourself, it won’t be
discussed (FG1 1)
My primary care provider has told me nothing about kidney disease (FG3 2)
And why don’t patients ask? Because they assume you know and they don’t want to look stupid,
so they keep their mouths shut (FG3 10)
A lot of times, doctors won’t say anything unless they see something. But because of our culture,
I think it’s something we need to learn more about (FG3 1)
I don’t think a lot of information is given to the community. I don’t specialize in kidney disease,
but I will bet that black Americans get this disease more than anyone else, but yet a lot of the
information is not out there in our health departments; our local health care centers. . . (FG2 1)
People don’t ask [or go to the doctor], because they don’t want to know (FG3 11)
I think that the problem with the Y chromosome is that it has the denial gene inside of it (FG3 9)
. . .[P]eople don’t want to make changes. They don’t want to get screened, because they want to
keep doing the things that they’re doing (FG3 5)
I think that some people, especially in the black American community, are not trusting of
certain doctors, and they just don’t believe that they are getting what they need. They just
don’t trust the community providers, and they just don’t go (FG2 7)
Some people are worried that the urine tests look for something other than protein—they just
assume that you’re testing for drugs (FG3 1)
I would say not valuing your health would be a deterrent for health screening of any sort. This is
because, from a health education standpoint, we don’t make changes until we value it (FG3 1)
I really wanted my sister to come to this focus group, because she is “antihealth.” She takes a pill
when she chooses to (FG1 5)
I’ve seen those illnesses in my family, and then, I say I wanna live. . .but a lot of people don’t
know, and I see it all the time. I see it in people I’m around with. Hey, you need to get checked
out. No, I’m cool; I’m good (FG3 12)
Because it’s like God is going to heal it; God’s going to take care of my body. God also tells us that
our body is the temple; it’s kind of up to us to take care of our body. We always think I can pray
for it here and there, I can do this. God’s always said, if you destroy the temple (your body), He
will destroy you. So you kind of have to always throw that out there too. . . (FG1 4)
In our community, a lot of times, we have great faith, and we believe that, when it comes to
certain things, we can just give it to God and let him deal with it. When we say that we don’t
claim it, what that means is that we’re not going to worry about it, because it’s not convenient
right now. . . (FG3 4)
This is caused by fear, ego, macho. A lot of men are afraid that if they go to the doctor, and they
ﬁnd out that they have high blood pressure, they will be given medications that will decrease
their libido, sex drive (FG1 4)
Some of it has to do with the social paradigm that men have to be the strong ones; they have to be
the ones who are supposed to be the helpers, and if they are the ones who get sick, then their
manhood is challenged (FG3 3)
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Table 2. (Continued)
Theme
Emotions
Explicit kidney disease–related
fear

Embarrassment and privacy

Environmental/socioeconomic
issues
Financial burden

Lack of convenience

Poor/trivial advertisement

Lack of onsite incentives

Quotations
My fear is that maybe I have a predisposition for kidney disease. . .my mother initially resisted
dialysis; my sister is also on dialysis. . . (FG1 1)
Some people just do not want to know. We had this huge health fair, and you had to beg them to
come get their blood pressure checked. Sometimes people just do not want to know, because
they are more afraid of what the results will be, so they just say no, “I’ll just stick my head in the
sand.” (FG2 4)
I think it can be frightening. . .more so for older people (FG2 7)
And young people are afraid of knowing, I believe (FG1 6)
Young people feel like there’s no point in ﬁnding out diagnosis. . .we’re all going to die with
something. . .they make excuses (FG1 6)
One of the things that I’ve found talking to different people is that, when you do a health fair at
work, people are less prone to participate, because they’re really not sure if you have a health
issue if it’s going to get back to your employer (FG1 6)
The location of the health fair matters. . .for instance, the corridor was not private enough for me
(FG1 2)
I noticed that, at the health care which we had, when you were told to go over to that table, then
everyone knew that something was not right. . .people were kinda looking around (FG1 8)
The one thing that holds a lot of people back is health insurance and ﬁnances; even if you have
health insurance, you still have to pay a certain amount, which people know, I can’t afford
that, I just can’t afford to go with that. For instance, if I was to go into the hospital, my
deductible will be $5000, and so well, I said that I’m not going. I can’t afford $5000; I’ll have to
sell my house just to stay alive, so there are those kinds of factors (FG1 4)
I think ﬁnances really prevent a lot of people from checking up on themselves or trying (FG1 5)
. . .[S]ome people can’t afford to go to the doctor and can’t afford insurance, so they don’t go get
checked out until it’s too late or they have some type of disease, and then, they don’t have a
choice but at health fairs; people come out to get a free screening and then maybe get checkups
or try to get insurance and stuff. . . (FG1 4)
Sometimes it depends on if you have other competing activities on that same day at the same
time. You may not get as much turn out as you would otherwise (FG3 13)
. . .[I]f the health fair is conducted in the mall, those who don’t like the mall may not attend, while
those who like the mall may prefer to spend their time shopping. . . (FG1 3)
I’ve gone to a few health fairs at certain churches where a large portion of the membership didn’t
know about the health fair (FG3 5)
I don’t always read emails or respond to texts [immediately] (FG1 6)
You hear a lot about breast cancer, heart disease, etc., but you hardly ever hear about kidney
disease (FG1 8)
If the health fair seems like it’s going to be really, really boring, then I don’t want to do it (FG3 4)
No one wants to show up at a health fair just to get stuck with a needle (FG3 3)

FG, focus group.

Poor/Trivial Advertisement. Participants expressed the
notion that health fairs were not often optimally advertised,
and they expressed concern over limited awareness of
kidney disease compared with other disease conditions,
such as cancer, heart disease, etc.
Lack of Onsite Incentives. Participants felt that participation in health fairs is limited in the absence of onsite
incentives. “No one wants to show up at a health fair just to
get stuck with a needle and to get a urine test” (Focus
Group 3: Participant 3).
Facilitators
Key facilitators to CKD screening events were identiﬁed
and categorized into four major themes: (1) increased CKD
knowledge, (2) culturally sensitive strategies, (3) enhanced
communication strategies, and (4) convenience. There was
unanimous consensus on the need for CKD education and
testing from providers. Integration of culturally sensitive
strategies was emphasized, and participants suggested that

participation in health fairs was partly dependent on the
assurance that people’s trusted friends, trusted religious
leaders, or other respected members of the community
would attend the screening events. They also suggested the
need for incorporating speciﬁc strategies targeting increased participation from younger people.
Enhanced communication strategies were highlighted,
including the critical role of physicians in communicating
CKD information and results; use of tailored advertisement
strategies; communication of relevant information, such as
statistics about CKD; and full disclosure of use of biologic
specimens in health fairs to dispel fears, build trust, and
increase participation.
Many of the participants shared the view that the church
or community center was often a preferred location and
that weekends were more convenient. It was also suggested
that the screening ﬂow at health fairs should be structured in a standardized and consistent manner to avoid
any sense of embarrassment, which participants may feel
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Table 3. Selected quotations to illustrate facilitators by themes in focus groups that assessed barriers and facilitators of community
screening for kidney disease
Theme
Increased knowledge
CKD education and testing from
providers

Culturally sensitive strategies
Inﬂuence of church leaders
Positive peer pressure
Integration of small group sessions
Increased participation from
younger people
Enhanced communication strategies
Critical role of physicians as
communicators

Tailored mode of communication

Communication of relevant
statistics and information

Convenience
Timing
Location
Onsite beneﬁts

Quotations
A lot of times, doctors won’t say anything unless they see something. But because of our
culture, I think it’s something we need to learn more about. Doctors should be saying,
“because you have these risk factors and because of your background, we need to be paying
close attention to. . .” (FG31)
I think a lot more education needs to be provided [in our health departments and local health
centers], so people can have more awareness (FG2 1)
[B]ut education is the key; we as a people, especially black Americans, take advantage of every
opportunity for our lives, especially as we get older (FG1 5)
If health fairs are marketed from the pulpit, it will help tremendously, because one person a lot
of people do trust and believe in is the minister (FG2 2)
If we ever do the job fair again, this is my thinking. . .we should form a group and call people
and say, “look, we’re having a health fair, and this is something you may be interested in and
you need to come and bring a friend with you” (FG1 3)
If we have a health fair, we should also have little seminars to discuss some certain areas which
we need to address but more interactive type discussion, not just those boring ones (FG1 1)
When we had our health fair, our little sessions, that was a hit. . . (FG1 2)
Have someone who is really good and animated in getting the point across, especially to the
young ones, because they think they are invincible (FG1 1)
Doctors really need to work. . .at enhancing their teams in their clinics and their hospitals. . .to
reinforce and clarify with their patients and families (FG3 3)
The person that’s giving me my result, I would like for it to be a doctor or nurse practitioner
(FG1 2)
My experiences have been that, if you have an actual health professional, we tend to trust a
little more, and to get that commitment from an agency is crucial to the success of your
health fair (FG1 4)
We have to use the form of advertisement that works. . .I’m old school, and I do believe that you
need to call somebody up and talk to them and be more personal. I don’t always read emails
or respond to texts in a timely manner (FG1 3)
We younger people like to text; we’re more text savvy, and I read my emails all day long,
because they come through my phone (FG1 6)
[Information at screening events is best communicated by] actual talk; a talk with a video or
power point, because I’m a visual and audio learner. . .younger generations are more
interactive. Older generations prefer brochures and pamphlets (FG3 2)
[P]ut out the statistics, because people are very visual. You see the numbers, oh there’s that
many men, that many black Americans [affected] (FG1 8)
Sometimes you need people to be able to communicate to others and let them know what it is
about these health disparities. . . (FG1 2)
[W]hen you do urine tests, indicate exactly what is being tested and mention that it won’t be
shared with their employers (FG3 4)
Saturdays [preferably]. And if you did it during the week, it would have to be in the evenings
after work hours. . .if it’s after work, you have that “I’ve gotta get there pressure” (FG1 2)
The church or community center would be more convenient (FG1 3)
So doing it the way that we did it here at the church, no work involved, will encourage more
people to participate (FG1 2)
[O]ne [health fair] that I went to which I really enjoyed had a line dancing workshop with a lot
of dances there (FG3 4)
We’re in a society now where people want to be entertained. So at our health fair, we had a
bounce house for the kids. People want that as opposed to maybe ﬁnding out about their
diagnosis or risk factors. It’s unfortunate, but that’s the way our culture is (FG3 10)

FG, focus group.

if they have the perception of having been singled out for
additional diagnostic screening or additional counseling on
the basis of the ﬁnding of an abnormal result. Participants
highlighted that there was an existing notion in the
community that people had to be incentivized to attend
health fairs. These incentives ranged from the prospects of
exciting “side attractions” at the health fairs, such as
aerobics class, line dancing, and health walks, to even
“bounce houses” for kids.

Discussion
In this study, we applied the Health Belief Model to examine
the knowledge and the psychologic factors inﬂuencing the
uptake of community screening for kidney disease among
black Americans. We also organized the themes of participants’ views into an architectural framework derived from
this model to conceptualize preventive health behaviors
(Figure 1) (26). The themes that are centered on knowledge,
attitudes, and fears affect people’s perception of susceptibility
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Figure 1. | Application of the Health Belief Model to assess barriers and facilitators of community screening for kidney disease.

to and severity of CKD. These both directly inﬂuence
people’s perception of threat related to CKD diagnosis, which
is also affected by underlying trust and communication factors. Tailored advertisement strategies and positive peer
pressure are important examples of “cues to action.” The
balance between the perceptions of barriers (including logistic factors) and beneﬁts of participation in CKD screening
in combination with the individual’s perception of threat
of CKD and cues to action culminate in the decision to
participate in community CKD screening.
We broadly classiﬁed the key identiﬁed factors into
person-centered factors and programmatic factors. The
person-centered factors included trust; communication;
emotions, such as fear and denial; kidney knowledge;
and socioeconomic constraints. The program factors included convenience, privacy, and expectation of tangible
beneﬁts from participation in CKD screening.
Our ﬁndings conﬁrmed those identiﬁed in previous
research evaluating screening behavior in other chronic
disease conditions (10,16,21,27) and CKD (15); however, we
noted important novel barriers. We identiﬁed that, in black
Americans, trust and effective communication from physicians about kidney disease were important in achieving
optimal participation in community CKD screening.

Low trust among black Americans is associated with low
participation in clinical research (28), including cancer (29)
and cardiovascular disease prevention trials (30). Black
Americans also report less trust in their physicians (31,32).
Limited trust in the health care system by black Americans is
associated with lower use of general preventative health
services, such as dental and vision screening (33) and less
use of women-speciﬁc preventative health screening, including pap smear and mammography (34). It even affects
the uptake of prostate cancer screening resources (35–37).
Our ﬁndings suggest that this extends beyond the health
care setting to affect community efforts to improve health,
such as kidney disease screening. More speciﬁcally, we
discovered that participants were distrustful of urine collection
during CKD screening, because they suspected that it would
be used for purposes other than screening for proteinuria, such
as drug testing. CKD screening programs need to make
overt declarations of the purpose and use of any biologic
specimens to build conﬁdence and not deter participation.
Communication in addition to trust have been jointly
identiﬁed as keys to promoting positive health behaviors,
such as medication adherence and regular attendance at
appointments for medical evaluation (10,38). Among black
Americans, positive physician affect has been directly
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linked to patient trust (39), and “trustworthy” communication has been shown to enhance the effectiveness of
outreach calls promoting colorectal cancer screening (40).
These ﬁndings suggest that culturally sensitive health
communication is also crucial in community screening
for high-risk minority populations (21). This involves training
program staff in communication skills that will facilitate
rapport building, positive affect, and trust building.
Knowledge is a fundamental component of developing a
true appreciation for one’s own health status, risk of future
poor health, and risks or beneﬁts of speciﬁc behaviors. Low
levels of perceived CKD knowledge have been identiﬁed even
among patients who have active follow-up in a CKD clinic,
and they are associated with poor ratings of their physician’s
communication (41). Methods to improve patient kidney
knowledge in clinical encounters and more broadly, the
community are important to increase awareness of susceptibility to CKD and encourage CKD screening. The National
Kidney Disease Education Program (42), among others, offers
tools that can be used by clinicians in either of these settings.
A key belief expressed was that people are absolved of the
responsibility of self-care, because “God will take care of
them.” Consideration for the spirituality of patients with CKD
should be encouraged because of its direct correlation with
health-related quality of life, mental health, and life expectancy
(43). Collaboration with community spiritual leaders, especially to endorse rationale for screening participation, is also
recommended in programs for black Americans.
Programmatic considerations were also identiﬁed as
signiﬁcant contributors to screening nonparticipation. In
addition to convenience of screening locations, embarrassment associated with privacy was identiﬁed as a barrier to
participation in screening. Participants suggested that there
may be stigma related to the diagnosis of kidney disease.
Chronic disease–speciﬁc stigma is emerging as a critical
factor in diabetes diagnosis and self-care (44). Particular
attention to the structure of the venue and ways to protect
privacy with curtains or other visual barriers are required.
Incentives, such as gift items, free food, and entertainment,
were identiﬁed as major motivators for participation in
CKD screening health fairs. This is similar to ﬁndings in
other minority and economically disadvantaged populations (16,27) and can be addressed using the input of
respected community leaders to shift people’s focus away
from the expectation of tangible compensation toward the
conviction of potential long-term beneﬁts accrued from
early diagnosis and early intervention.
A key strength of this study is the fact that it identiﬁes both
individual and programmatic factors important to black
Americans, and it provides detailed examples that can be
acted on to improve community CKD screening. Importantly,
this study captures the views of people who are at risk for
kidney disease. Our sample size was small and limited to black
Americans in one geographic area of the United States,
potentially limiting the generalizability of our ﬁndings to all
black American patients or other racial or ethnic subgroups.
We also acknowledge that a couple of the focus group sessions
had a large sample size, which could lead to split conversations and also, limit participants’ opportunity to speak;
however, deliberate steps were taken to minimize chances
of these happening. Furthermore, although we reached
theoretic saturation overall and captured a wide range

of demographic characteristics of black American participants,
this sample was composed of fairly highly educated black
Americans, and there was a limited proportion of men.
However, the beliefs discussed here are held by some black
Americans in Tennessee; they may hold true for black
Americans in other parts of the United States, and they may
affect participation in kidney disease screening events.
This study identiﬁed key issues that may inform the future
design of more effective, culturally sensitive community CKD
screening programs targeting vulnerable minority population
who are at high risk for kidney disease. Our ﬁndings
emphasize the need for establishing strong collaborative
partnerships with community leaders and stakeholders,
with the aim of building trust among minority populations.
These stakeholders will facilitate the dissemination of information and help optimize the logistics of upcoming health
fairs. Our ﬁndings also emphasize the need to ensure that
screening practices are standardized for all participants, regardless of results, to avoid any perception of breech of health
privacy. The ﬂow at screening events, use of biologic specimens, and details of screening practices should be fully
disclosed. Programs and communities that address each of
these pathways will effectively engage more black American
participants in the goal to prevent kidney disease.
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Study Script and Question Manual
Introduction script
Hello everyone. I would like to thank all of you for being here and helping us out with our
focus group. My name is _____________ and I will be moderating the discussion today. This is
____________ who will be helping out with the recorder and taking notes.
What we would like to talk about today is what motivates or discourages you from
participating in free community programs aimed at early detection of kidney disease. We
will also discuss what you know and do not know about kidney disease and how a
community program could better inform you about kidney disease. Please realize that you
do not need to talk about anything you do not want to talk about. The discussion will take
about 1 hour.
I just wanted to quickly go over some of the ground rules for today’s discussion and some
of the parts about it that are important to protecting your rights and feelings.
First, you will only need to use your assigned identification letter, or you can make up a
name to use. In front of you are some name cards and pens. Please write whatever name
you would like all of us to use when we talk with you today on that name card. We will be
recording the discussion and will then type it up. Your name will not be connected to
anything you say. No one hearing the recording or reading what is typed will know who
you are. Also, the recording will be erased after the discussion is typed up, and all typed
copies of the discussion will be kept in a safe, locked place.
The only information about you will be collected on a separate form that does not include
your name. This information will only be used to describe the different people who
participate in the discussion. It will not be used to link you to your comments in any way.
If you have not yet filled out this form, you may do so now.
To make sure that we respect and protect everyone’s privacy, I ask each of you to promise
not to reveal any information you have learned about the other people participating in this
focus group. Please know that you can leave the group at any time.
Also, there may be times when you disagree with what another person may say. We think
that disagreements are normal because everyone is different. While you should feel free to
discuss any disagreements, let us all do so respectfully and kindly. We are interested in
hearing all points of view—there are no right or wrong answers. Also, you do not need to
raise your hand to speak. Speak right up, but please respect others when they are talking.
Try not to interrupt them. We will try to make sure everyone has a turn to speak.
Everyone has an identification tag, so let’s refer to each other by those names during the
session. We will not be taking any formal breaks, so if you need to get up to refill your
drink or use the rest room, please go ahead and do so quietly.
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We want to stress that your participation in this focus group is entirely your choice. Are
there any questions? Do each of you agree to participate in this study? Do we all agree to
follow the guidelines for this discussion?
Questions for focus group participants
As I mentioned earlier, we are all hear today to talk about kidney disease. We want to learn
more about what you already know about the kidney, diseases that affect the kidney, and
where you like to get health information. In addition, a local organization holds screening
events for kidney disease with the hope that we may help people find out if they have
kidney disease. We want to better understand what motivates and discourages you from
going to a health screening.
Lets start about discuss what you know about the kidney.
1. General knowledge of kidney disease
a. What do you know about the kidney?
i. What is the kidney and what does it do?
ii. What causes kidney disease?
iii. What factors may increase your risk for having kidney disease?
iv. If you have a primary care provider, what has he or she told you about
kidney disease?
v. If you have a primary care provider, does he or she check your kidneys
and if so, how?
b. What symptoms would make you concerned about kidney disease?
c. When you think about people who have kidney disease, what concerns you the
most?
d. What do you think you can do to protect yourself from having kidney disease?
We would like to now discuss your feelings about health screening events. To place this
discussion in context, a local organization holds free screening events to help in the early
detection of kidney disease. The health screening involves a check of your blood pressure,
urine, and a review of your health history by a kidney specialist. This organization also
provides free education about kidney disease. Lets first talk about health fairs in general.
2. Barriers to participation in community screenings
a. How do you feel about health fairs and events that screen for disease?
b. Are health fairs useful to you? In what ways do health fairs help you?
c. What type of health fairs and screening events have you attended in the past?
Tell us about your experience.
d. What factors would make if more likely for you to attend a screening event
specifically for kidney disease?
i. What location would you be most likely to participate in a screening
event (ie, church, school, at work, at a mall, at a large store)?
ii. On what day of the week and at what time (morning, afternoon,
evening) would you be most likely to attend a screening event?
iii. How would you like to find out about health screenings?
3
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iv. What impact does your faith have in your likelihood to attend a health
screening?
v. What personnel would you like to see or speak with at the health fair?
Do you trust the volunteers at health fairs to respect you and your
health?
vi. When people at health fairs talk to you about your health, is the setting
private enough? Is this a concern?
e. What factors would make you not want to attend a screening for kidney
disease?
i. Would you rather not know if you have a problem?
ii. Does the prospect of having a kidney problem scare you?
f. If you had to decide right now, would you participate in a free health screening
for kidney disease? Why or why not?
i. The current kidney screening asks you to provide a urine sample. How
do you feel about this?
ii. The current kidney screening does not currently collect a blood sample.
If in the future our kidney screening offered free blood testing, would
this make it more or less likely for you to participate? Why or why not?
Lets finish our session talking about how you get information about your health. This
will help develop new materials that teach screening participants about kidney disease.
3. Education
a. From what sources do you prefer to get your health information?
i. Are some sources easier to get to than others?
ii. What role does your primary care doctor have in giving you health
information?
b. If you wanted to learn about kidney disease, where would you get it?
c. Do you like to use the internet to get your health information? From what
sources?
d. How would you prefer to learn about kidney disease at a kidney‐screening
event? Why?
i. Do you pick up pamphlets and are they useful to you?
ii. What makes a pamphlet more or less useful to you?
iii. Other than pamphlets, what other ways would you prefer to get
information about kidney disease?
iv. How important is it to interact with a doctor during a community‐
screening event?
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