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Abstract

Objective—To identify primary care providers' (PCPs) perceived barriers to educating patients
about chronic kidney disease (CKD) during routine clinical visits.

Methods—We conducted three focus groups of eighteen PCPs in Baltimore, Maryland (MD),
USA.. Focus groups began with the presentation of a hypothetical case of a patient with CKD,
followed by open-ended questions to assess providers perceived barriers to delivering education
about CKD. Groups were audiotaped, transcribed, and coded independently by two investigators
who identified major themes.

Results—PCPs reported on several patient, provider and system level barriers contributing to
poor education about CKD in primary care that were both common and unique to barriers
previously reported in educating patients regarding other chronic diseases.

Conclusions—Interventions designed to address barriers to CKD education identified by PCPs
could improve the delivery of education about CKD in primary care settings.
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Introduction

Most patients with chronic kidney disease (CKD) in the United States receive most of their
medical carein primary care settings (Colleges, 2008, USRDS, 2011, Shahinian and Saran,
2010). Assuch, the primary care visit has been identified as a key venue through which
intervention strategies to decrease the incidence and progression of CKD should be
implemented (Shahinian and Saran, 2010, Tuot and Powe, 2011, Narva and Briggs, 2009,
Plantinga et al., 2010) The mgjority of patients with CKD are not aware of their CKD
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diagnosis or the effect of poor risk factor control (such as hypertension and diabetes) on
their health.(Waterman et al., 2008, Plantinga et al., 2010, Plantinga et al., 2008, Coresh et
al., 2005, Nickolas et a., 2004).

The routine primary care visit represents an important opportunity for patients with CKD to
learn about CKD and how to manage their risks of CKD incidence or progression. However,
evidence suggests primary care providers discuss CKD with their patients infrequently and
that the quality of patient-physician discussions about CKD in primary careis poor (Greer et
al., 2011).

Recent studies of the quality of CKD carein primary care settings have employed
questionnaires and medical record reviews to identify barriers to the diagnosis and treatment
of CKD (Charleset a., 2009, Israni et a., 2009, Boulware et al., 2006, Allen et al., 2010,
Fox et al., 2006, Leaet a., 2006, Lenz and Fornoni, 2006). However, these studies have
provided limited information regarding reasons for ineffective CKD education in primary
care. Qualitative studies allow participants to describe, in great detail, their experiences with
delivering health care services, and provide an excellent opportunity to explore, in-depth, the
nature of issues providers face in achieving desirable health care outcomes. Although
qualitative studies may be less generalisable than population based studies, they allow
providersto offer greater insight into the context of problems they face and can therefore
offer insights that quantitative studies may not uncover. To date, very little is known about
why patientsin primary care settings have low awareness of their CKD despite significant
efforts to improve patients’ and providers knowledge and awareness. We performed a
qualitative study to identify primary care providers' views regarding common barriers they
face in educating their patients with CKD.

Three focus groups of eighteen primary care providers were performed to assess providers
perceived barriers to educating patients about CKD during routine clinical visits.

A convenience sample of participants was recruited between April and October 2009 from
Baltimore, Maryland area practicesin the United States (USA). Recruitment efforts were
targeted at the Maryland Chapter of the American College of Physicians and the Johns
Hopkins Community Physicians practice sites to identify primary care providers working in
various settings (i.e. community and academic medical center affiliated clinics) and serving
adult patient populations with diverse socioeconomic and demographic backgrounds. To be
included in the study, participants had to

1. beinactive practice (at least 50% of the time) as alicensed primary care provider
(e.g. internist, family physician, physician assistant, or nurse practitioner) who
provided comprehensive, longitudinal care for patients and

2. provideclinical carefor patients with CKD in their practice.

Oral and/or written consent was obtained from all participants. The study protocol was
approved by the Johns Hopkins Medicine Institutional Review Board, the ingtitutional ethics
committee.

Data Collection

The focus groups were conducted in April, May, and October 2009. Each participating
primary care provider completed a self-administered questionnaire at the beginning of the
session, which included questions to assess their personal demographic (e.g. age, gender,
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race) and their clinical practice characteristics (e.g. yearsin practice and primary care
specialty). All focus group sessions were 90 minutes and were facilitated by atrained
moderator using a discussion guide. To provide primary care providers with acommon
context for their discussions about CKD education, focus group sessions were initiated by
presenting primary care providers with a hypothetical patient scenario developed by the
authors describing a 60 year-old African American man presenting as a new patient. The
hypothetical patient had poorly controlled hypertension and diabetes, elevated cholesterol,
obesity, and laboratory values consistent with CKD (see Figure 1).

After presenting the scenario, primary care providers were asked open-ended follow-up
guestions to identify their perceptions regarding the importance of educating their patients
about CKD and their perceived barriers to educating patients similar to the hypothetical
patient about CKD. Participants were asked:

1. inthe context of aroutine follow-up visit, what medical conditions they would
educate this patient about

2. dothey believe that their patients, similar to the one in the scenario, would be able
to list CKD as amedical problem

3. what are the barriersto educating a patient about CKD, like the patient in the
scenario with diabetes and hypertension

4. what items could be added to their clinic setting that would be helpful in educating
their patients about CKD.

Providers were encouraged to participate freely in discussions, responding either to
guestions posed by the moderator or to questions or ideas posed by other focus group
participants. As planned prior to beginning the study, data collection was continued until
thematic saturation (i.e. no new themes identified among the group members) was achieved.

The focus group discussions were audio-taped and transcribed verbatim. The grounded
theory approach was used for content analysis.(Strauss and Corbin, 1990, Glaser and
Strauss, 1967) Using the constant comparative method, transcripts were independently
reviewed by two study investigators to develop a coding scheme representing the relevant
concepts addressed during the discussions. These concepts were further refined and
categorised to develop alist of key themes regarding perceptions of barriers and attitudes
towards educating patients about CKD. The two investigators arrived at a consensus on a
final list of themes, and differences in interpretation of emergent themes were adjudicated
by athird investigator. ATLAS.i version 5.0. (ATLAS.ti GmbH, Berlin, Germany) was
used for data management.

Participant Characteristics

Of the 22 primary care providers who responded during recruitment, all were eligible to
participate in the study. Four providers were unable to attend a focus group dueto a
scheduling conflict. Eighteen primary care providers participated in the 3 focus group
sessions (consisting of 7, 6, and 5 participants each). Most primary care providers (15
physicians and 3 nurse practitioners) were female, practiced in non-academic settings, and
had greater than 10 years practice experience. (Table 1)
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Perceived Barriers to Patient Education about CKD

Primary care providers identified several barriers to the provision of education about CKD
to patients, encompassed by six main themes.

1. Patients’ low awareness of CKD and poor recognition of CKD as a medical
problem—Some providers believed that while most patients are aware of CKD risk factors,
they are less aware of CKD itself, making it difficult for providersto educate patients
regarding the importance of CKD to their health. Due to patients' lack of awareness of
CKD, anumber of providers commented that patients often come to their primary care visits
with questions and concerns that frequently do not include CKD. This makes it more
difficult to add a discussion about CKD during visits. A provider commented,

“1 think the biggest barrier is that he' s not going to come and talk to you about it...
it'snot on hisagenda....”

Also, since patients were not directly being treated or receiving a medication for CKD, some
providers believed that patients were not likely to recognise or list CKD as amedical
problem. Some providers suggested improved public education about CKD could help
address the problem of low patient awareness.

2. Primary care providers’ views of CKD as not a distinct medical problem—A
number of providers viewed CKD as amedica problem so closely linked to diabetes or
hypertension that they did not distinguish it as a separate chronic disease requiring
additional management, and they were therefore less likely to discuss CKD with patients.
Some providers also recognised that the way they present CKD to patients may be less
effective in helping the patient recognize CKD as adistinct medical problem. A provider
stated

“They have diabetic nephropathy; they have hypertensive nephropathy. So I've
been trained that way. | think we all have. ...And there’' s atendency to speak about
and focus on practical problems that we can direct therapy to and measure changes
rapidly, like measuring your blood pressure, measuring your sugar, and getting
patients to do that themselves.”

In addition, some providers noted that CKD often does not make it onto the problem list and
istherefore, lesslikely to be addressed during the visit.

3. Primary care providers’ own lack of adequate knowledge or skills to
educate patients about CKD—A number of primary care providers acknowledged that
they lacked adequate knowledge and/or necessary skills to educate their patients about CKD.
Providers listed arange of areasin which they felt their knowledge and skills could improve,
including their understanding of CKD treatment, their abilities to educate patients with low
education or reading levels, their abilities to motivate patients to alter their chronic disease
management behaviors, and their knowledge of the appropriate timing of educating patients
about CKD. With regard to their own knowledge of CKD, afew providers felt they had
limited knowledge of CKD. Some primary care providers seeing patients with low education
and reading levelsfelt ill-equipped to teach patients at an appropriate literacy level,
particularly more complex concepts regarding kidney function or making dietary
adjustments. One provider noted:

“1 think the kidney is very complex...and | think patients have a hard time grasping
kidney disease because they don't feel it at al, they just don’t.... When you start
talking pathophys to patients who are mostly, in my patient population, working
class, blue collar, alot of them have not finished high school, you just need to keep
things very simple and | don’t think the kidney is simple.”
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However, even when providers felt confident in their ability to educate patients, they felt
unskilled in motivating their patients toward important behavior changes.

Many providers were also uncertain about the appropriate timing for CKD education.
Although providers reported they more frequently diagnosed CKD given the increased
laboratory reporting of estimated glomerular filtration rate (GFR), they reported feeling
unsure about burdening patients with an additional diagnosis unless it was absolutely
necessary. Providers felt this was particularly true when patients were at low risk of CKD
progression. However, a number of providers were concerned about potentially waiting “too
late” to tell their patients about their CKD status.

To help address their own perceived lack of skills, some primary care providers suggested
that patient education about CKD might be best delivered when patients are initially seen by
nephrol ogists, who they believed might be more effective CKD educators. While most
providers did not report deferring CKD education to the nephrologist, many agreed that
sending patients to a nephrologist may have a greater effect on improving patients
recognition of CKD as a problem and motivate patients to modify their behaviors.

4. Fear of emotionally overwhelming patients—Many providers described
themselves as fedling hesitant to overwhelm their patients with an additional diagnosis of
CKD. Providers reported they often defer discussing CKD with their patientsin order to
avoid eliciting patients' fears about the potential consequences of CKD. One provider stated,

“...it's[kidney disease] a it like saying insulin to a diabetic. It's like, oh my god,
my uncle was on insulin, and then he died. Insulin... hisleg got chopped off.”

5. Patient visit time constraints and lack of reimbursement for CKD patient
education—The most commonly reported barrier was time constraints of aroutine clinic
visit as a barrier to education. With limited time available to address many clinical issues,
providers often reported CKD education as alower priority among along list of other
clinical issues to address during visits. Providers attributed the current reimbursement
system, which does not facilitate spending more time educating patients about CKD, asa
major contributor to time constraints.

One provider commented

“1 look at [the patient] and | see three different numbers that don’t look right, I've
got to fix those numbers. And where am | going to start fitting in CKD, because

I’ ve got to give him three med changes probably to get his numbers to ook right,
and I’ ve got to talk about those med changes, do | have enough room to talk about
something else?’

6. Lack of educational resources—Many providers were not aware of good
educational resources to assist them with educating patients about CKD (i.e. print materials
or website). In addition, they noted alack of health educators dedicated to discussing kidney
disease with patients. A provider stated

“There' s no kidney educator to send them to.”

Providers identified several strategies they believed would help facilitate more discussions
about CKD in primary care, including the availability of health educators to assist with CKD
education, the availability of high-quality educational materials presented in different
formats (i.e. written materials, DV Ds, websites, and educational aidsto assist providers),
using group educational visits, and updating electronic medical record systems to identify
patients with CKD.
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Discussion

In this qualitative study primary care providers identified six major barriers to effectively
educating their patients about CKD at the patient, provider and health care system levels.
Some barriers (e.g., visit time constraints) have been identified previously as barriersto
patient education about other chronic diseases (Yarnall et al., 2003, Elliott et a., 2011) and
may reflect global issues regarding the delivery of all types of chronic disease education
during primary care visits. However, other barriers (e.g., providers' lack of identification of
CKD asadistinct medical condition warranting tailored education) may be unique to CKD
and may contribute to the lower occurrence of education about CKD in primary care relative
to other topics.(Greer et al., 2011)

This study examines US primary care providers' detailed views regarding the barriers they
facein trying to educate their patients about CKD. Prior research on patient education about
CKD has focused primarily on nephrology clinic-based strategies(Devins et al., 2000,
Devinset al., 2003, Pagels et al., 2008, Manns et al., 2005, Khodla et al., 2010), with limited
studies focused on the delivery of education about CKD in primary care settings (Crinson et
al., 2010) Findings from this study emphasise the challenge of providing comprehensive

CKD carein primary care settings and provide valuable insight for potential strategiesto
enhance the delivery of education about CKD in primary care.

Greater need for recognition of CKD as a distinct medical problem by primary care

providers

Perhaps the most unique barrier our primary care providers reported was their own difficulty
with distinguishing the value of educating patients about CKD when they were already
providing related education on risk factors for CKD such as diabetes and hypertension. This
finding is supported by a prior study describing primary care providers' challenge with
recognizing CKD as a discrete diagnosis. (Crinson et al., 2010). While discussion of CKD
within the context of these common risk factors for CKD progression is appropriate, primary
care physicians failure to think about and address CKD as adistinct clinical entity may
contribute to their neglect of very important aspects of clinical care that could significantly
impact patients’ clinical outcomes (i.e. CKD-tailored blood pressure treatment goals or
counseling patients to avoid potentially nephrotoxic over-the-counter non-steroidal anti-
inflammatory drugs)(National Kidney Foundation, 2002, Shahinian and Saran, 2010, Levey
et a., 2009, Fink et a., 2009, Chobanian et a., 2003). Efforts are needed to further raise
primary care providers awareness regarding these unique considerations with regard to
CKD care.

Greater infrastructural and collaborative support for CKD education in primary care

practices

Primary care providers' reported lack of self-efficacy with educating patients about CKD
and lack of resources or payment structures which promote patient education about CKD in
primary care. These findings suggest training of primary care providersin CKD care and
infrastructure to facilitate CKD care and patient education in US primary care settingsis
lacking. While more integrated models for CKD care (incorporating dieticians, health
educators, and social workers) have been proposed both within and outside the US (Chen et
al., 2006, Rastogi et al., 2008, Beaulieu and Levin, 2009), a majority of US-based
multidisciplinary CKD education programmes have been based primarily within nephrology
clinics (Khosla et al., 2010, Spry, 2008, Dixon et al., 2011).

The United Kingdom has successfully implemented primary care-based CKD disease
management programmes, in which all patients with advanced CKD are identified and
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referred to multidisciplinary CKD care teams focused on enhancing CKD care and
education (Stevens and O’ Donoghue, 2009, Richards et al., 2008). Implementation of
similar programsin the US or implementation of practice models such as the patient-
centered medical home, which incorporate collaborative care to meet the complex care and
educational needs of patients with chronic illness (such as CKD), could address concerns
raised by primary care providersin this study. Additionally, increased dissemination of new
and existing educational tools (such as those made available by the Nationa Kidney Disease
Education Program)(Narva and Briggs, 2009) to facilitate education of patients with CKD in
primary care settings could also help address these needs. Enhanced early education of
primary care trainees regarding key aspects of CKD may a so be needed.

The limitations of this study deserve mention. First, qualitative findings from the small
convenience sample of community-based primary care providers we studied may not be
generalisable to primary care providers in other geographic areas or practice settings.
However, many of our findings were consistent with findings from other studies
demonstrating inadequate knowledge regarding CKD among primary care providers.
(Agrawal et al., 2008, Boulware et a., 2006, Charles et al., 2009, Israni et al., 2009, Lenz
and Fornoni, 2006, Johnson et a., 2006, Fox et al., 2006) Second, we provided participants
with a hypothetical patient scenario to spur focus group discussion. It is possible the content
of discussions could have differed if alternative hypothetical scenarios had been presented.
Third, the qualitative nature of our study did not allow usto quantify which attitudes were
most prevalent among primary care providers and may therefore pose the most formidable
barriers to CKD education. Quantitative population-based studies estimating the rates of
perceived barriers to CKD education that we identified in this study could yield valuable
information regarding the most powerful interventions that could be implemented to
improve CKD education in primary care.

Conclusion

Primary care providers identified patient, provider and system level barriers to providing
their patients with education about CKD. Efforts to improve primary care providers
recognition of the unique aspects of CKD care could enhance CKD education in primary
care. Better infrastructural support for education, including the greater use of
multidisciplinary team-based approaches to CKD education within primary care settings and
improved primary care provider training in CKD education may also be needed to better
support patients' educational needs regarding CKD, and to ultimately improve patients
clinical outcomes.
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Presentation of Clinical Scenario

You are evaluating Mr. Smith for the first time during a 20-minute routine visit. He was
formerly a patient of your colleague who is leaving your group practice. Mr. Smith is a
60 year-old African American man with a past medical history of diabetes, hypertension,
and hypercholesterolemia. He has no concerns during this visit and has no interval
history. His blood pressure is 168/92 and he has a body mass index (BMI) of 28. The
rest of his physical examination is normal. He is on lisinopril 10 mg by mouth daily,
metformin 500 mg by mouth twice daily, and atorvastatin 40 mg by mouth at bedtime. I
will give you a moment to review his laboratory tests.

Sodium 140 GFR 50
Potassium 3.8 Glucose 235
Chloride 102 Calcium 9.4
CO2 25 Hemoglobin A1C 8

BUN 14 LDL 130
Creatinine 1.8 Microalbuminuria Positive

Figure 1.
Text Box: Hypothetical Patient Scenario
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Table 1

Participant Characteristics

Characteristics N=18
Age, mean year (SD) 48(9)
Female, n (%) 11 (61)
Race, n (%)

African American 2(11)

White 6(33)

Asian 10 (56)
Specialty, n (%)

Internal Medicine 15 (83)

Family Medicine 3(17)
Provider Type, n (%)

Physician 15 (83)

Nurse Practitioner 3(17)
Practice Type, n (%) *

Community Practice 18 (100)

Academic 1(8)
Yearsin Practice, mean (SD) 16 (13)

*
Category not mutually exclusive
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