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ABSTRACT

Introduction: Chronic kidney disease (CKD) and its progression to end-stage kidney disease (ESKD), requiring lifelong dialysis
or kidney transplant, has become a public health epidemic and a financial burden on healthcare systems. The lack of available and
appropriately targeted kidney disease education may account for the low awareness of kidney disease, especially among high risk
populations. This low awareness can lead to late detection of CKD and an increased likelihood of progression to ESKD. This study
utilized focus groups to assess community perceptions of kidney disease, barriers to health care, and educational interventions.
Methods: Seventeen focus groups were conducted with 201 participants in 5 rural North Carolina counties to assess perceptions of
kidney disease, barriers to health care and strategies for raising awareness. Qualitative data analysis was performed based on a
grounded theory approach.

Results: Of the 201 participants, 74% were African-American, 96% knew someone with diabetes or hypertension, and 76% of
groups contained at least one participant with a family member or friend diagnosed with ESKD. Participants were aware that
kidneys acted as filters and mechanisms to cleanse the blood, and stated that alcohol, soda, obesity, diet, and urination problems
were risk factors for developing CKD. Participants consistently mentioned that symptoms and risk factors for CKD were key
pieces of knowledge. Affordability of health services, medicine, and insurance was seen as the biggest barrier to health care in the
communities studied; knowing how to better communicate with physicians was also important. Television and word-of-mouth
were mentioned most often as the best tools for outreach and education. Wal-Mart (a chain of large, discount department and

grocery stores) and community churches were most commonly mentioned as potential places for screenings.
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Conclusion: Results indicate that there is some basic community knowledge about kidney disease but the risk of developing

kidney disease is often directly attributed to lifestyle behaviors rather than diabetes, hypertension, or cardiovascular disease. Future

educational interventions need to be focused on the risk factors for kidney disease, and must address financial and geographic

barriers to health care and poor communication between consumers and healthcare professionals.

Key words: African-American, chronic disease, chronic kidney disease, community health, diabetes, disease prevention, end-stage

kidney disease, focus groups, health education, high blood pressure, rural health.

Introduction

Chronic kidney disease (CKD), a condition frequently
attributed to uncontrolled diabetes and hypertension, has
become an economic and public health burden both globally
and locally'”. The prevalence of CKD, particularly the early
stages, has grown 40% over the past decade, with the disease
now affecting 13.8-15.8% of the general population’.
Untreated or poorly managed CKD can lead to numerous
health problems, particularly cardiovascular disease and
kidney failure, also known as end-stage kidney disease
(ESKD), requiring treatment with dialysis or a kidney
transplant for survival. African-Americans are four times
more likely to progress to ESKD than are their Caucasian
counterparts and are more likely to develop kidney failure

due to uncontrolled high blood pressure”.

Kidney disease is the tenth most common cause of death in
North Carolina. National CKD incidence and prevalence
rates have increased steadily between 1994 and 2005 and
have been higher in North Carolina when compared with the
national average. It has been estimated that over 26 million
Americans and 900 000 North Carolinians are currently
living with early CKD*.

Early identification of and treatment for CKD can be crucial
to maintaining a person’s quality of life and keeping health
costs low. Late referrals have been shown to be associated
with increased mortality and decreased access to renal
transplantation, even among those who survive their first
year on dialysis”. Early identification of and intervention

for CKD can also lead to better management of diabetes and

hypertension, the two main risk factors for CKD'’. However,
public awareness of CKD and its associated risk factors is
low, in both the general population and in populations

already diagnosed with the disease'' ™.

Focus groups provide a mechanism to gather information
from individuals in high risk communities with regard to
CKD awareness, as well as general issues relating to access
and barriers to health care. An understanding of these issues
in a community is needed in order to design effective
awareness and education programs. Individuals at high risk
for kidney disease include African Americans and the
elderly, particularly those in low income communities with
limited education. Therefore, understanding these issues in
the context of the social structure of each community is

critical.

In 2005, the University of North Carolina (UNC) Kidney
Center implemented the Kidney Education Outreach
Program (KEOP), a comprehensive, community and
evidence based initiative to raise at-risk North Carolinians’
awareness about the primary risk factors for kidney disease
and the importance of early diagnosis and intervention as
strategies to stop CKD or slow its progression to ESKD.
Using 3 principles derived from a compilation of work on
the science of how people learn, the KEOP is designed to

promote learning with understanding’.

The 3 principles and the associated KEOP program
components are: (i) assess preconceptions with community-
based focus groups to assess at-risk citizens’ ideas about
CKD and access to health care; (ii) deliver new information

in formats that promote active learning by providing
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interactive information sessions that are augmented with a
media campaign that uses local citizens as spokespersons;
and (iii) provide opportunities for meta-cognition with free
CKD screenings that include one-on-one conversations about
findings and written summaries of test results with

recommendations for subsequent action.

This article explores themes from conversations about
kidney disease, health screenings, and barriers to care from
17 focus groups conducted across 5 rural, North Carolina
counties with high rates of ESKD, through the UNC Kidney
Center’s KEOP.

Methods

Study sample

Seventeen focus groups with a total of 201 citizens were
conducted in 5 North Carolina counties between March 2005
and October 2007. A summary of the counties and type, size
and racial makeup of the focus groups is shown (Table 1).
Twelve focus groups were conducted with citizen or church
groups, three with allied health professional students
attending local community colleges, one with health
care/social service professionals, and one with family
members of dialysis patients. The focus groups were
organized by the UNC KEOP and lay partners in each

county.

Purposive sampling was used to recruit community members
who were at greater risk for developing kidney disease
(African American, elderly) or who may have an impact on
the health and wellbeing of their communities (allied health
students, health professionals, community leaders). Five
focus groups took place at senior citizens’ centers to increase
the recruitment of older participants and 6 groups were
conducted at African-American churches to ensure a high

level of recruitment for that population.

Recruitment was through collaboration with community

liaisons. These community liaisons helped recruit

participants through public announcements, phone calls,
posters, and word-of-mouth. Participants received a $20 gift
card for their participation. Approval by the UNC
Institutional Review Board was obtained prior to

implementation of the study.
Design

A scripted discussion guide was pilot tested with a group of
colleagues and with church parishioners in a non-priority
county. Each focus group session lasted between 45-60 min,
was audiotaped and transcribed verbatim and co-moderated
by two members of the research team. Topics for discussion
were divided into 5 areas: (i) knowledge about kidneys, risk
factors for CKD, and kidney failure: (ii) thoughts on kidney
disease/kidney problems; (iii) barriers to health care; (iv)
prior experience with the healthcare system and providers;
and (v) preferences for health screening locations and

modalities for CKD education.
Analysis

Individual recordings were transcribed and uploaded into
ATLAS.ti software (ATLAS.ti Scientific Software; Berlin,
Germany) for coding, organization and qualitative data
interpretation. This research utilized a grounded theory
approach to analyze focus group data, a qualitative method
that allows the data to ‘speak for itself’. In this way common
topics emerge naturally from the data, rather than relying on
testing a priori hypotheses'®. Grounded theory uses open
coding (free form coding for words, themes, expressions)
followed by axial coding, which seeks to explore categories
created through the open coding process. A ‘base coder list’
was devised after reviewing open coding on 2 transcripts by
3 different investigators to increase inter-rater reliability.
Additional codes were added to the base list as the analysis
of additional focus groups continued. Once coded,
transcripts were categorized into sections based on the 5 core

questions (stated above).
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Table 1: Description of the 17 focus groups by county

County Focus group type Participants
N Race

Anson Church parishioners 267 13 African American, 13 Caucasian
Church parishioners 28’ All African American

Bertie Senior citizens’ facility 9" All African American

Edgecombe Dialysis family members 5 4 African American, 1 Caucasian
Health professionals 13 6 African American, 6 Caucasian, 1 Hispanic
Allied health students 257 9 African American, 16 Caucasian
Church parishioners 36" All African American

Martin Allied health students 11 3 African American, 8 Caucasian
Senior citizens’ facility 17 10 African-American, 7 Caucasian

Montgomery Community center 24 All African-American
Senior citizens’ facility 7 All African-American

FSplit into 2 separate focus groups with different moderators.

Sub-themes emerged in each section based on ongoing
review and axial coding. Codes present in 5 or more groups
per section were investigated by pulling those codes from the
overall transcript and looking at codes that co-occurred
within each theme section and compared codes across
different types of focus groups, although there were not
significant differences noted. The authors were satisfied that
they had reached saturation and did not feel the need to

conduct further focus groups.

Quotes that are representative of themes are provided in the
results, with editing to increase readability and assure

confidentiality.

Results

Of the 201 participants, 74% were African-American, 96.5%
knew someone with diabetes or hypertension, and 76% of
groups contained at least one participant with a family
member or friend diagnosed with end-stage kidney disease
(ESKD). General focus group racial demographics are
provided (Table 1). Age and other socio-demographic
information were not recorded. Main themes extracted from

focus group responses are summarized (Figl).

Understanding what kidneys do and the
importance of maintaining kidney function

When asked what they knew about kidneys, participants in
several groups stated that there were issues with the back
such as backaches. Participants in 8 focus groups understood
that the kidneys acted as filters, and participants in 12 groups
mentioned water or fluid: holding water as a risk factor for
kidney disease or using water as a protective factor against

kidney damage. Statements included:

You can’t get your water out and it makes you real
sick.

I think of frequent bathroom [visits].

A urination problem, it may not be normal, might be

frequent.

Participants frequently noted that the kidneys clean the
blood, kidney disease can be caused by ‘thin blood’, and
blood filtering is needed by the kidney. One participant
stated:

If you drink too much or and if you eat too much of
certain foods, something about the blood itself, some
people have thin blood and that will cause your
kidney problems.

© CE Jennette, S Vupputuri, SL Hogan, DA Shoham, RJ Falk, DH Harward, 2010. A licence to publish this material has been given to ARHEN

http://www.rrh.org.au

4



The Irternational Electronic Journal of Rural and Rermote Health Research, Education Practice and Policy

Knowledge and importance of kidneys, kidney disease

chronic kidney disease (CKD).

for them to know.

public awareness and education.
Barriers to health care

health care in the communities studied.

about their general health.

Input on community outreach

e  Participants in the majority of groups were aware that kidneys acted as filters and mechanisms to cleanse the blood,
and stated that alcohol, soda, obesity, diet, and urination problems were the greatest risk factors for developing

e  Participants consistently mentioned that symptoms of CKD and risk factors for CKD were the most important things

e  Participants with friends/family members on dialysis saw it as a negative process and expressed the need for more

e  The ability to afford health services, medicine, and insurance were seen as the biggest barriers to receiving general

Lack of transportation and limited availability of local, specialty care were also mentioned as barriers.
e Communication with physicians was mentioned in 100% of groups as a barrier to receiving and understanding health
information, and participants explained that in many instances they did not understand what to ask their physician

e  ‘Using television’ and ‘word of mouth’ were mentioned most often as the best tools for outreach and education.
®  Wal-Mart and community churches were most commonly mentioned as potential places for screenings.

Figure 1: Summation of focus group themes.

Lifestyle choices were routinely brought up by groups as a
means to explain the occurrence of kidney disease,
especially alcohol. Alcohol was noted by one person as a

way to ‘flush the kidneys out’:

I've had an elderly person say, well, oh, just let him
drink a little beer. If flushes his kidneys out.

Obesity, drinking sodas, and diet were also mentioned as

factors attributed to kidney disease:

I think that some of the people that I have come in
contact with, their eating habits are very, you know,
you eat a lot of pork, different things, just eating
anything that come along...and then the blood

pressure.

Thoughts on kidney disease/kidney problems

In every group, dialysis was mentioned as something

participants thought about when they heard the term kidney

disease, and this was mainly due to family or friends’
experiences with dialysis. Most participants who had
experienced dialysis through others felt it was a bad, life-
altering treatment that placed stress on patients and their
family members. Public awareness of how difficult dialysis

is was important to them. Statements included:

My mother is on dialysis...and it really is a draining

process. Her whole complexion has changed.

Just from watching my uncle and other people go
through dialysis, it just looks like something that
could really take a toll on your body.

My father knew his [kidney] function was getting
progressively worse but it went from ‘your kidneys
are slowly getting worse to, hey, we’re starting you
on dialysis.” He [went on dialysis and then] died.

Focus group participants consistently mentioned that it was
important to know the risk factors for kidney disease, the

symptoms of kidney disease, and how to prevent kidney
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disease by working on modifiable risk factors and exercising

preventive health behaviors. Statements included:

People [need to be] aware of what the symptoms are.
If you’re breaking out in a sweat or you're really,
really thirsty, that should key you in that something is
not right with your body. We need to learn to listen to

our bodies.

We have a lot of [kidney disease] here so everyone
needs to know what causes it and how it can be
stopped.

Barriers to health care

Affordability of insurance, medications and general medical
care was ubiquitous in the focus group discussions on
barriers to health care. While some mentioned that lack of
insurance was a problem, many stated that even with
insurance it was challenging to meet health plan deductibles
and co-payments. Issues of affordability and access to health
care primarily stem from the fragmented and costly US
healthcare system, a mix of private insurance, subsidized
care, and entitlement programs. One participant, when

speaking of her daughter, explained:

She’s 23 years old and whatever she looks into as a
health plan, it would cost like $300 or $400 or more a
month. It’s not that they don’t want it. A lot of them
can’t afford it. She’s trying now to get a job that will
give her some health benefits, but what’s she going to

do in the meantime about her blood pressure?

Another participant stated:

Sometimes I have to cut back a little bit until my

check comes because my medicines are so expensive.

Another systematic barrier mentioned frequently in groups
was lack of transportation, especially for the elderly

population and in rural areas. Transportation out of town for

specialty medical care was also seen as a problem. One
participant stated:

My cousin living in [a small rural town], she has a
severe case of diabetes and they want her to see a
specialist on a regular basis but she doesn’t have a
car and that’s a good distance to have to try to get
somebody to take you, you know, every other week.
She gets care, but it’s not the best care that she needs

for her condition.

Fear was mentioned in 11 groups as a psychosocial barrier to
receiving health care. Specific fears frequently mentioned
included knowledge of having a disease, fear of doctors and
the medical community in general, and fear of losing one’s
job or missing work due to illness. Participant responses

included:

People don’t want to know because you can’t do
anything about it. If you tell me I've got all these
things and I've got no health care, no money, what do
I do then?

A lot of people approach doctors like they’re God and
are really fearful of them, whatever they say, okay.

I think a lot of what it is, is because it’s such a poor
area, people don’t want to know if they have
something, because if they know, then they feel like
they have to treat it or, you know, they have to worry
about it.

Experiences with the healthcare system

The quality of communication with physicians was a key
aspect of participants’ concern about health care and their
ability to navigate the healthcare system. It was common for
groups to express that not knowing what to ask their
physician was a barrier to receiving good medical care. For

example, one participant stated:
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I think when we go to the doctor they don’t tell you
enough, if you don’t ask specific questions which
most of the time we won’t know what questions to ask,

they don’t tell you.

Another pointed out that:

I've always gone to the doctor and I've never asked
about my blood sugar. I'm just assuming it must be

fine if he never said anything.

The issue of pride was also brought up as a reason why
community members may not ask questions, even if they do

know what to ask. Participants explained:

Sometimes it’s a bit scary [going to] the doctor and
[you] don’t want to seem ignorant asking all these
questions, or he’ll explain it to you and then you
won’t understand it anyway because it’s in Greek,
right?

The [doctor] tells you a lot of things and uses a lot of
big words that you don’t understand, and not wanting
to seem uneducated we just nod and say okay like we

understand and really we don’t.

Individual experiences with physicians were variable, but the
overriding perception of physicians by focus group
participants was that they do not have the time or resources

to deal with inquiring minds and complex situations.
Community input on screenings and health outreach

Churches, local large store chains, health departments, health
fairs and worksites were mentioned most frequently as sites
useful for community screenings and the distribution of
health education information. Some participants described
good experiences with worksite wellness programs that did
not consider participation in the program as time away from

work. Health departments were mentioned as a place to link

screenings with education, local health resources and social

services. Participant responses included:

If I don’t see some people at church, I see them at
Wal-Mart [a chain of large, discount department and
grocery stores]. If they don’t go anywhere else they
go to Wal-Mart.

I think the church is a good place if you want to start
in the community because that’s a common place, no
matter how poor or rich we are

Canvassing, mail, newspaper advertisements, and television
spots were mentioned as beneficial ways for community
members to receive health information and advertise for
community screenings. Many rural areas have free
newspapers, and using those, combined with television
advertising and going door to door, was mentioned as
particularly good ways to reach the elderly population. Using
word-of-mouth and local community participants to help
with transportation for local kidney disease screenings was
suggested as being important for getting people to
participate.

In terms of what information about CKD should be learned
and the preferred learning strategies, participants wanted to
be able to identify symptoms, understand risk factors, and
learn how to manage existing diseases. Those who had
personal experiences with ESKD suggested having citizens
tour dialysis facilities and speak with patients as an

important educational experience. Statements included:

It needs to be emphasized what will happen and what
you’ll have to go through if you don’t take care of
yourself.

They need to take tours of hospitals and dialysis
centers to be aware of these people who...you know
they use water hoses, basically, to filter your blood.

That’s how big those needles are.
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Keep it simple and just make it interesting. If citizens
feel intimidated, then they’ll block you out and not

learn anything.

Discussion

This study illustrated that while community members are
somewhat knowledgeable about how the kidneys work and
have personal experiences with kidney disease, many do not
understand risk factors and treatment options. Barriers to
health care included poor communication with physicians
and lack of access to specialty care, and community
members described several outlets for marketing and

distribution of health screenings and health information.

The use of focus groups was found to be an effective way to
better understand perceptions of kidney disease, barriers to
health care, and preferences for health education and
screenings in high-risk, rural North Carolina communities.
However, the use of purposive focus groups and qualitative
data decreases the generalizability of these findings.
Selective sampling was used to target high-risk participants
for focus groups, which further limits generalizabilty to the
general population. Group dynamics or participants
uncomfortable speaking in groups may have also influenced

participation rates within focus groups.

With respect to knowledge of kidney disease, focus group
participants demonstrated some awareness about kidney
disease and kidney failure but their knowledge about risk
factors was poor. Those participants who did have
knowledge about the disease had usually learned it second-
hand from family members or friends afflicted with ESKD.
Most participants were not aware that hypertension, diabetes,
and family history of kidney disease are the primary risk
factors for developing CKD. This low awareness has also
been seen in larger cohort studies with at-risk

. 3
populations' ">,

Participants’ responses identified television and radio as the

preferred media for receiving general health information and

for learning about screening opportunities. Using television
and radio lessen the need to travel and help expand outreach
to those for whom transportation is an issue. Participants
noted the value of taking at-risk community members to visit
dialysis centers to better understand the challenges of living
with ESKD. Educational interventions, including media
campaigns, need to focus on helping participants recognize
the primary CKD risk factors and relate early diagnosis and
intervention as the best strategies to stop CKD or slow its

progression' '¥,

Participants consistently cited lack of
communication between themselves and their physicians
along with uncertainty about what questions they should ask
their physicians as barriers to health care. Public health
interventions focused on educating community members
about what kinds of questions to ask and how to advocate for
one’s self in a doctor’s office may help remove some of the

power differential between patients and providers.

Conclusion

Targeted, community-based focus groups are an effective
way for public health educators to begin to assess a
community’s knowledge about a chronic health problem as
well as to determine a community’s preferences for ways to
learn more about that particular condition. Future research
efforts should measure the effectiveness and scope of
community tailored health education programs for kidney
disease and further explore preferences regarding the
effectiveness of media messages versus delivery of factual

health information.
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