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ABSTRACT 

 

Chronic kidney disease is an urgent public health problem in the U.S., affecting 

15% of all adults, and more than 740,000 have progressed to end-stage renal disease 

(ESRD), requiring life-sustaining renal replacement therapy (RRT). ESRD has 

devastating health, quality-of-life, and economic consequences, rendering most patients 

unable to maintain employment and costing Medicare $36 billion in 2017. Arguably, the 

most disadvantaged subgroup is the subset of patients that received no or minimal pre-

ESRD nephrology care, which currently accounts for one third of the total ESRD 

population. This subgroup suffers increased morbidity and mortality, and has limited 

access to kidney transplantation, the optimal RRT. Despite this subgroup representing a 

large minority of the ESRD patient population, there has been no U.S.-based examination 

of their ESRD diagnosis experiences, coping styles and strategies, and RRT decision-

making preferences. Therefore, we conducted a study that compared the ESRD diagnosis 

experiences, coping styles and strategies, and RRT decision-making preferences among 

patients with varying amounts of pre-ESRD nephrology care. We also assessed 

nephrologists’ current practices and perspectives on the manner and timing of RRT 

education for patients with varying amounts of pre-ESRD care. This mixed methods 

study provides a comprehensive understanding of the diagnosis experiences, coping 

styles and strategies, and RRT decision-making preferences of patients facing sudden and 

unexpected ESRD diagnosis. The study contributes important knowledge about this 

subgroup of patients that can influence and improve health care delivery. The results of 
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this research will inform future intervention-based investigations to improve care for 

patients with minimal or no pre-ESRD nephrology care. 
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CHAPTER 1 

INTRODUCTION 

 

In November of 1972, Dr. James Carey – a nephrology fellow from Georgetown 

University – performed hemodialysis on patient, Shep Glazer, in front of the House Ways 

and Means Committee as official testimony (Blagg, 2007). This dramatic demonstration 

was part of a larger effort made by the nephrology community to lobby Congress to pass 

legislation to provide national insurance for this novel, but expensive life-saving 

treatment for people with end-stage renal disease (ESRD) (Blagg, 2007). Shortly 

thereafter, the U.S. House and Senate passed the Social Security Amendments of 1972 

that extended Medicare coverage to patients with ESRD (Blagg, 2007). At the time, 

fewer than 25,000 patients required renal replacement therapy (RRT) in the U.S. and the 

estimated cost for the first year of the new entitlement program was between $35 and $75 

million (Blagg, 2007; Rettig, 1990). At the time, it was likely inconceivable to lawmakers 

that within fewer than 50 years, this entitlement program would expand to cover nearly 

three quarters of a million people (United States Renal Data System [USRDS], 2019). 

Since the passage of the 1972 Social Security Amendments, chronic kidney 

disease (CKD) has emerged as an urgent public health issue in the U.S. with devastating 

health, quality-of-life, and economic consequences. Fifteen percent of adults are living 

with CKD in the U.S. and it holds the unenviable position as the ninth leading cause of 

death among U.S. adults (Heron, 2019; USRDS, 2019). Of those with CKD, more than 
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746,000 have progressed to ESRD, and require life sustaining RRT via a form of dialysis 

or kidney transplantation (Taal et al., 2011; USRDS, 2019). In 2017, CKD cost Medicare 

more than $86 billion and ESRD cost Medicare an additional $36 billion (USRDS, 2019). 

Importantly, the U.S. ESRD population comprises some of the most vulnerable members 

of society with racial and ethnic minorities disproportionately represented (USRDS, 

2019).  

CKD, a precursor to ESRD, is largely a “silent” disease – in the absence of 

routine monitoring or preventive care, its effects often go unnoticed until it has 

progressed to an advanced stage (Taal et al., 2011). The exact proportion of the ESRD 

population that first learn of their CKD status at end-stage is unknown. A reasonable 

proxy, however, is the receipt of pre-ESRD nephrological care. In 2017, 19.2% of 

patients had no pre-ESRD nephrology care at the time of dialysis initiation and a further 

14.1% had an unknown period of pre-ESRD nephrology care (USRDS, 2019). It logically 

follows that this subgroup of patients also likely initiated dialysis urgently with little or 

no planning or prior knowledge of their CKD, and experienced sudden, unexpected 

ESRD. This phenomenon has many descriptions in the existing literature, including 

urgent or unplanned dialysis initiation, late nephrology referral, suboptimal initiation, or 

“crashing” onto dialysis (Mendelssohn, Malmberg, & Hamandi, 2009) and it is associated 

with increased morbidity and mortality (Cass et al., 2002; Fischer et al., 2016; Gillespie 

et al., 2015; Innes, Rowe, Burden, & Morgan, 1992; Jungers et al., 2001; Kazmi et al., 

2004; Mendelssohn et al., 2011; Mendelssohn, Malmberg & Hamandi, 2009; Stack, 

2003). 
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“Crashing” is also more likely among racial and ethnic minorities, affecting 

38.5% of all African American and 39.4% of all Hispanic patients compared to 31.5% of 

all Whites and 32.2% of all non-Hispanic patients, thereby compounding existing 

disparities (USRDS, 2019). It is likely that patients who “crash” onto dialysis and did not 

receive pre-ESRD nephrology care are different from patients who are aware of their 

CKD status and who had received pre-ESRD nephrology care. Differences between the 

two groups are expected to be found in their ESRD diagnosis and RRT initiation 

experiences, coping styles and strategies, and RRT decision-making preferences. 

Uncovering these differences will help improve clinical care for this unique subgroup of 

patients and inform future intervention research designed to assist patients with 

adjustment to their illness as well as increase uptake of preferred RRTs, including home 

therapies and kidney transplantation. 

 

Study Objective and Aims 

 Sudden, unexpected diagnoses of serious medical conditions represent times of 

crisis and acute stress. Although past research has examined coping among patients with 

CKD and ESRD (Ahmad & Al Nazly, 2015; Gilbar, Or-Han, & Plivazky, 2005; 

Subramanian et al., 2017), there has been no investigation into the diagnosis experiences 

or coping styles and strategies of patients during the uniquely traumatic experience of 

sudden, unexpected ESRD diagnosis. Nor has there been any study of how these factors 

impact patients’ immediate and future treatment decision-making. Currently, receipt of 
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RRT education is recommended six to 12 months prior to the initiation of dialysis 

(Kidney Disease: Improving Global Outcomes [KDIGO] CKD Work Group, 2013; 

National Kidney Foundation, 2006). However, this is not feasible for patients with 

sudden, unexpected ESRD who “crash” onto dialysis. Nevertheless, it is clinically and 

ethically imperative that when confronted with the health crisis of an ESRD diagnosis, 

patients are provided with the information necessary to make quick, informed decisions 

about their medical care. It is equally important that this be done in a way that is sensitive 

to patients’ ability to cope with the receipt of such grave news and honors patients’ 

values and lifestyles. The overall objective of the proposed study is to assess whether and 

how the diagnosis experiences, coping styles and strategies, and RRT decision-making 

needs and preferences of patients with sudden, unexpected ESRD compare to those of 

patients initiating dialysis with prior planning and nephrological care. Specifically, we 

proposed a retrospective nested case-control design (Wacholder, 1991), and the following 

aims: 

 

Study Aim 1 

 Compare ESRD diagnosis experiences, coping styles and strategies, and RRT 

decision-making needs and preferences between patients unknown to nephrology who 

“crash” onto dialysis with sudden, unexpected ESRD diagnosis (i.e., case group) and 

patients who initiate dialysis with prior planning and nephrological care (i.e., control 

group), using retrospective semi-structured interviews. 
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Research Question: What are the ESRD diagnosis and RRT initiation experiences of the 

two groups? 

Hypothesis 1: The groups will differ in coping styles and strategies during ESRD 

diagnosis and RRT initiation. 

Hypothesis 2: The groups will differ in RRT decision-making during ESRD diagnosis 

and RRT initiation.  

Study Aim 2  

Assess current practices and perspectives among nephrologists on the manner and 

timing of RRT education for patients with sudden, unexpected ESRD diagnosis. 

Research Question: What are current practices and perspectives among nephrologists 

regarding RRT education? 

 

Study Power 

  Study power was calculated based on the primary outcome of shared decision-

making preferences as related to RRT decisions using previously reported mean 9-item 

Shared Decision Making Questionnaire (Kriston et al., 2010) scores among patients with 

ESRD and on in-center hemodialysis (Robinski et al., 2016). A power analysis for an 

independent samples t-test (two-tailed) was conducted using G*Power-2 software (Faul 

et al., 2007) to determine an adequate sample size using an alpha of 0.05, a power of 

0.95, and a large effect size (d = 1.37). Based on the described assumptions, the desired 
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minimum sample size was 30, resulting in 15 patients in the cases group and 15 patients 

in the control group. 

 

Conceptual Framework 

This study was guided by an integration of the Transactional Model of Stress and 

Coping (TMSC) (Lazarus & Folkman, 1984) and the Communication Model of Shared-

Decision Making (CMSDM) (Siminoff & Step, 2005). The TMSC provides a framework 

for understanding individual coping during acutely stressful events and postulates that the 

effect of a stressor is influenced by an individual’s primary appraisal of the stressor itself 

(i.e., their evaluation of the importance or level of threat of the event) and their secondary 

appraisal (i.e., their evaluation of their resources and ability to cope with the event) of 

their ability to cope with the identified stressor (Lazarus & Folkman, 1984). The TMSC 

posits a reciprocal relationship between the person and the environment wherein 

information exchange is a coping strategy with the potential to reduce the impact of 

stressful events (Lazarus & Folkman, 1984). The CMSDM suggests that patient-provider 

communication should be bi-directional and is informed by patient and provider pre-

existing characteristics and the “communication climate” where the decision-making is 

occurring (Siminoff & Step, 2005). These interactions, in conjunction with social support 

and physician recommendations, directly influence patients’ ability to cope and make 

RRT decisions (Mead et al., 2013). Figure 1.1 depicts the conceptual model in the context 

of RRT decision-making. 
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Figure 1.1 Study Conceptual Model 
Note: Integrated Transactional Model of Stress and Coping and Communication Model of Shared-Decision 

Making adapted for renal replacement therapy decision-making 

 

 

 

 

Study Implementation 

The proposed research was conducted from July 2018 through March 2020. 

Participant recruitment began in December 2018 and ceased in January 2020. The study 

underwent some design changes due to unanticipated challenges with participant 

recruitment and participant inclusion and exclusion criteria. The initial study design 

included two participant categories: (1) patients with a history of pre-ESRD care and a 

permanent dialysis access in place at the time of RRT initiation (i.e., control group), and 

(2) patients without a history of pre-ESRD nephrology care and without a permanent 

access at the time of RRT initiation (i.e., case group). Participants were initially recruited 

from one inpatient and five outpatient dialysis facilities in North Philadelphia.  
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  However, shortly after recruitment began, it became evident that the study’s 

inclusion and exclusion criteria were inadvertently excluding a large proportion of 

patients. The third group that emerged included patients who had a history of pre-ESRD 

nephrology care, but who lacked a permanent dialysis access at the time of RRT 

initiation. Thus, in March 2019, the study was amended to include a third category of 

patient participants who met these criteria, resulting in three participant groups for study 

aim one: (1)  the “Prepared” Group, patients who had a history of pre-ESRD nephrology 

care and who had a permanent dialysis access in place at the time of RRT initiation, (2) 

the “Semi-Prepared” Group, patients who had a history of pre-ESRD nephrology care, 

but no permanent dialysis access in place at the time of RRT initiation, and (3) the 

“Unprepared” Group, patients who had no history of pre-ESRD nephrology care and no 

permanent dialysis access in place at the time of RRT initiation. Additionally, a power 

calculation for an analysis of variance was conducted using an alpha of 0.05, a power of 

0.95, and a large effect size (f = 0.60), resulting in a desired minimum sample size for 

study aim one of 48, with 16 participants in each group. To achieve the desired minimum 

sample size, seven additional outpatient dialysis facilities were added as recruitment sites 

in August 2019 and the participant incentive was increased.  

 

Summary 

This formative work represents an initial step toward understanding the ESRD 

diagnosis and RRT initiation experiences, coping styles and strategies, and RRT 

decision-making preferences among patients with varying amounts of pre-ESRD care, as 
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well as the practices and perspectives of their diagnosing and treating nephrologists. The 

overarching goal of this work is to improve care for the large minority of patients who 

“crash” onto dialysis. Toward that end, the next step in this line of research will be to 

develop an inpatient RRT education intervention for patients newly diagnosed with 

sudden, unexpected ESRD and test the intervention’s impact on RRT uptake and steps 

toward kidney transplantation in a randomized-controlled trial design. 
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CHAPTER 2 

“I WAS JUST BLINDSIDED” – THE DIAGNOSIS AND RENAL 

REPLACEMENT INITIATION EXPERIENCES OF PATIENTS  

NEWLY DIAGNOSED WITH END-STAGE RENAL DISEASE  

WITH VARYING AMOUNTS OF PRE-END STAGE RENAL DISEASE 

NEPHROLOGY CARE: A MIXED-METHODS STUDY 

 

Abstract 

In 2019, the U.S. Department of Health and Human Services declared chronic 

kidney disease (CKD) a public health priority. This was long overdue as 15% of all U.S. 

adults have CKD, and over 740,000 have progressed to the most advanced stage – end-

stage renal disease (ESRD). Currently, little is known about ESRD diagnosis and renal 

replacement therapy (RRT) initiation experiences. ESRD is a physically and 

economically burdensome health problem, requiring most patients to attend thrice-weekly 

hemodialysis and costing Medicare $36 billion in 2017. According to recent data, 

approximately one third of new ESRD cases in the U.S. had no or minimal pre-ESRD 

nephrology care. This study aimed to explore the diagnosis experiences of patients with 

varying amounts of pre-ESRD nephrology care. Using a mixed methods design, semi-

structured interviews were conducted exploring ESRD diagnosis and RRT initiation 

experiences. Quantitative data, including sociodemographic and health characteristics and 

RRT information received, were collected, and one provider communication-related 
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validated measure was administered. Participants (n=47) were categorized according to 

amount of pre-ESRD care received. Applied thematic analysis was used and codes were 

created deductively and inductively. Analyses revealed that the diagnosis experience is 

similar across participant groups and occurred on a spectrum of urgency. A majority of 

participants (n=44; 93.6%) initiated RRT as an inpatient and almost all were placed on 

hemodialysis (n=46; 97.9%). Five major themes emerged: (1) the situation is life or 

death, (2) varied ESRD diagnosis communication environment, (3) shock of the 

diagnosis, (4) characteristics of the first dialysis treatment, and (5) disease attribution. 

Irrespective of the amount of pre-ESRD nephrology care, ESRD diagnosis and RRT 

initiation often occurs urgently or as an emergency, which can be traumatic for patients 

and may also indicate that RRT initiation is being delayed too long. Further research is 

needed to improve the patient experience and reduce the burden on the health care 

system. 

 

Introduction 

 In 2019, the U.S. Department of Health and Human Services announced their 

intention to prioritize kidney disease care and prevention in the U.S. in their Advancing 

American Kidney Health initiative, and outlined three ambitious goals aimed at 

addressing the problem: (1) reduce the number of individuals developing end-stage renal 

disease (ESRD) by 25% by the year 2030; (2) increase the proportion of incident patients 

with ESRD initiating with a home dialysis modality or receiving a kidney transplant to 
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80%; and (3) have twice the number of kidneys available for transplant by 2030 (U.S. 

Department of Health and Human Services, 2019). This is a welcomed initiative as more 

than one in seven adults (approximately 37 million) are currently living with chronic 

kidney disease (CKD), which is the ninth leading cause of death for all adults in the U.S. 

(Heron, 2019; United States Renal Data System [USRDS], 2019). Among those living 

with CKD, more than 746,000 have progressed to the most advanced stage of the illness 

– stage five or ESRD – with 124,500 new ESRD cases diagnosed in 2017 (USRDS, 

2019). At this stage, individuals require renal replacement therapy (RRT), with either 

dialysis or kidney transplantation (Taal et al., 2011). The most recent data from 2017 

reports that a large majority (86.9%) of new ESRD patients initiated to RRT with in-

center hemodialysis – a cumbersome, thrice-weekly outpatient medical procedure that is 

often accompanied by a host of serious side effects and complications, including 

worsening cardiovascular disease, life-threatening hypotension during dialysis, and risk 

of serious infections (Taal et al., 2011; USRDS, 2019). That same year, only a small 

number of patients  initiated to peritoneal dialysis (PD) (10.1%) or received a preemptive 

kidney transplant (2.9%) (USRDS, 2019), despite the well-known quality-of-life (QOL) 

and economic benefits associated with these modalities compared to in-center 

hemodialysis (Laupacis et al., 1996; Loubeau, Loubeau & Jantzen, 2001; Neip et al., 

2006; Wolfe et al., 1999). 

ESRD presents enormous social and economic challenges both for affected 

individuals and the entire health care system. Patients with ESRD have high rates of 

depression, reduced QOL, and are often unable to maintain employment due to the 
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demanding and inflexible treatment schedule (Boateng & East, 2011, Chan et al., 2013; 

Muehrer et al., 2011); only 13% of patients with ESRD reported being employed in 2013 

(Erickson et al., 2018). The cost of ESRD to the U.S. health care system is enormous, and 

ESRD claims to the Medicare program accounted for a disproportionate $36 billion of the 

total Medicare budget in 2017 (USRDS, 2019).  

 Progressive CKD requires specialty care. Ideally, patients who have progressed to 

CKD stage three should be under the care of a nephrologist who can closely monitor their 

disease and prepare them for disease progression and transition to RRT. However, in 

2016, among a sample of Medicare beneficiaries aged 65 and older, only 41.1% of 

patients with CKD stage three and 64.2% of patients with CKD stage four had attended a 

nephrology appointment that year (USRDS, 2018a). Early referral to a nephrologist, often 

defined as a referral more than six months in advance of RRT initiation, has consistently 

been associated with lower morbidity and mortality, reduced hospitalization rates, and 

increased use of PD and arteriovenous (AV) fistulas compared to patients with a late 

nephrology referral (Chan et al., 2007; Fischer et al., 2016; Gillespie et al., 2015; Innes, 

Rowe, Burden, & Morgan, 1992; Jungers et al., 2001; Kazmi et al., 2004; Mendelssohn et 

al., 2011; Mendelssohn, Malmberg, & Hamandi, 2009; McLaughlin et al., 2001; Smart et 

al., 2014; Smart & Titus, 2011; Stack, 2003). However, no consensus exists on the 

definition of late nephrology referral and definitions range from less than one month to 

six months prior to RRT initiation (Chan et al., 2019; Hassan et al., 2019; Mendelssohn, 

Malmberg, & Hamandi, 2009).  
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Moreover, because CKD is largely asymptomatic until it reaches end-stage, a 

substantial proportion of patients in the U.S. fail to receive any nephrology care prior to 

RRT initiation. In 2017, one third of patients newly diagnosed with ESRD had minimal 

or no pre-ESRD nephrology care (USRDS, 2019). Racial and ethnic minority populations 

are also less likely to have received pre-ESRD care, with 38.5% of African American and 

39.4% of Hispanic incident patients with ESRD having received no or unknown amounts 

of pre-ESRD nephrology care compared to 31.5% of Whites and 32.2% of non-

Hispanics, respectively (USRDS, 2019). It has been well documented that late 

nephrology referral or no pre-ESRD nephrology care results in increased morbidity and 

mortality and limits access to kidney transplantation, thus likely compounding existing 

health outcomes disparities for racial and ethnic minority groups with ESRD (Cass et al., 

2002; Cass et al., 2003; Fischer et al., 2016; Gillespie et al., 2015; Innes, Rowe, Burden, 

& Morgan, 1992; Jungers et al., 2001; Kazmi et al., 2004; Mendelssohn et al., 2011, 

2009; Stack et al., 2003; Winkelmayer et al., 2007). 

A lack of or minimal pre-ESRD nephrology care often results in unplanned and 

urgent dialysis start, often referred to as a “crash start” or “crashing onto dialysis” (Smart 

& Titus, 2011). For many patients within this group, the “crash start” is likely the first 

time they have been informed of their life-threatening illness. However, the experience of 

patients who “crash start” has not been fully explored and there is a dearth of information 

on the diagnosis and RRT initiation characteristics and experiences for patients in this 

unique situation.  
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Additionally, given the complexity of ESRD and the various RRT options, 

comprehensive CKD education that includes information on disease progression, 

permanent dialysis access placement, and all available RRTs, is critical for patients with 

progressive CKD. Such education empowers patients to make an informed treatment 

decision that suits individuals’ needs and lifestyles. The benefits of pre-ESRD RRT 

education on RRT selection are well known, with educated patients more likely to elect 

PD and pursue kidney transplantation (Fadem et al., 2011; Goovaerts et al., 2005; Hays & 

Waterman, 2008; Marrón et al., 2005; Waterman et al., 2006). The Kidney Disease: 

Improving Global Outcomes (KDIGO) 2012 Clinical Practice Guideline for the 

Evaluation and Management of Chronic Kidney Disease recommends that patients 

receive comprehensive CKD education at least one year prior to RRT initiation, and in 

2010, the Medicare program permitted reimbursement for six one-hour CKD education 

classes for patients with advanced CKD (KDIGO CKD Work Group, 2013). 

Nevertheless, the literature has consistently demonstrated that not all patients receive this 

education pre-ESRD, and education practices in the outpatient dialysis facilities vary 

considerably (Browne et al., 2016; Fadem et al., 2011; Gander et al., 2015; Gander et al., 

2019; Landreneau & Ward-Smith, 2007; Mehrotra et al., 2005; Patzer et al., 2015). 

Logically, patients who have received no or minimal pre-ESRD nephrology care are 

unlikely to have received comprehensive CKD and RRT education prior to RRT 

initiation. However, little is known about the information they may receive or may desire 

during their disease diagnosis and ensuing RRT initiation hospital stay.      
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 The results reported herein represent a portion of a larger study with the overall 

objective of addressing the gaps in our existing knowledge. Specifically, the parent study 

explored the ESRD diagnosis and RRT initiation experiences, coping styles and 

strategies, and RRT decision-making needs and preferences among patients newly 

diagnosed with ESRD, along with the perspectives of their diagnosing and treating 

nephrologists. The specific aim of this report is to investigate and compare the unique 

circumstances of the ESRD diagnosis and RRT initiation experiences for patients newly 

diagnosed with ESRD and with varying amounts of pre-ESRD nephrology care. 

 

Methods 

Methodological Approach 

 A convergent mixed methods study design was used (Creswell & Plano Clark, 

2017)  to explore patients’ ESRD diagnosis and RRT initiation experiences. This mixed 

methods approach synchronously employs qualitative and quantitative data collection 

techniques with equal consideration given to both methodologies. The approach couples 

the strengths and counterbalances the weaknesses characteristic to each method (Creswell 

& Plano Clark, 2017).  
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Participants 

Study participants were purposively sampled and recruited from one inpatient and 

eleven outpatient dialysis facilities in North Philadelphia and the surrounding region from 

December 2018 through January 2020. Eligible patients were English-speaking adults 

between the ages of 18 and 80, newly diagnosed or transitioned to ESRD within five 

months of ESRD diagnosis and RRT initiation, and negative for any significant cognitive 

impairment or serious untreated psychiatric illness (e.g., active hallucinations or 

delusions). In addition, potential participants had to meet the commonly accepted 

minimal requirements for kidney transplant candidacy (Kasiske et al., 2010). Therefore, 

patients with active malignancies, severe inoperable cardiac or peripheral vascular 

disease, and terminal diagnoses were excluded (Kasiske et al., 2010).  

Potential study participants were identified and screened by the study’s principal 

investigator (PI) (MAU) via a weekly review of the electronic medical record system and 

communication with clinical staff at the recruitment sites. A waiver of HIPAA 

Authorization was obtained to conduct participant identification and initial screening. 

Potential participants who met general inclusion criteria requirements received a verbal 

invitation from the PI to participate in the study and provided informed written consent 

and completed HIPAA Authorization upon enrolling. Participants were initially 

compensated $25 for participation and that incentive was later increased to $50 to 

increase participation. The study received approval from the Institutional Review Board 

at Temple University (Protocol No. 25097) and from DaVita Clinical Research. 
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Procedures 

Participant Groups 

Eligible study participants were screened via self-report and review of the medical 

record and classed according to their preparedness for RRT initiation. Categories were 

determined using metrics commonly used to measure preparedness for ESRD – history of 

outpatient nephrology visits and the presence of a permanent dialysis access (i.e., 

arteriovenous (AV) fistula or graft or PD catheter). For inclusion in the “Prepared” 

Group, participants must have had a documented history of pre-ESRD nephrology care 

and a permanent dialysis access (i.e., AV fistula or graft or PD catheter) in place at the 

time of RRT initiation. Participants in the “Semi-Prepared” Group must have had a 

documented history of pre-ESRD nephrology care, but no permanent dialysis access in 

place at the time of RRT initiation. And participants in the “Unprepared” Group had no 

history of pre-ESRD nephrology care and no permanent dialysis access in place at the 

time of RRT initiation. See Table 2.1 below for participant group descriptions. 

 

 

Table 2.1  

Participant Group Descriptions 
Prepared Group Semi-Prepared Group Unprepared Group 

• Documented history of pre-

ESRD nephrology care 

• Presence of permanent 

dialysis access at time of 

RRT initiation (i.e., AV 

fistula or graft or PD 

catheter) 

• Documented history of pre-

ESRD nephrology care 

• No permanent dialysis access 

present at time of RRT 

initiation 

• No documented history of 

pre-ESRD nephrology care 

• No permanent dialysis 

access present at time of 

RRT initiation 
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Data Collection Procedures 

Semi-structured interviews were conducted by the PI (MAU), a trained social 

scientist, within one to five months of the participant’s RRT initiation, in-person at the 

participant’s outpatient dialysis facility or via telephone. Telephone interviews are 

comparable to in-person interviews and are less onerous, a particularly salient 

consideration for the ESRD population who adhere to strict medical treatment schedules 

(Holt, 2010). An interview guide with open- and closed-ended questions was used for 

each interview (see Appendices A and B for patient participant interview guides). The 

combination of closed- and open-ended questions provided flexibility so that participants 

could offer perspectives and experiences that were not directly queried but may be 

pertinent to the research question (Sankar & Jones, 2007). The domains of inquiry for the 

parent study included: objective and subjective characteristics of the ESRD diagnosis and 

RRT initiation experience, RRT information and education received, coping styles and 

strategies, RRT decision-making, and patient-provider communication. All interviews 

were audio-recorded and lasted an average of 40 minutes. The interview procedures and 

guide were pilot-tested and refined with five patients prior to enrolling study participants.  

 Quantitative data was collected via a review of participants’ medical records 

when available by the study’s PI (MAU) for health characteristics and RRT initiation 

characteristics data collection. Paper and pencil surveys were used to collect 

sociodemographic data, seven validated measures (see Appendices C for data collection 

tool), and a survey regarding the amount and nature of ESRD- and RRT-related 
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information received from providers. Participants completed these surveys independently 

or with the assistance of the PI (MAU) if requested.  

Measures 

Self-reported sociodemographic information collected from participants included: 

age, sex, race, ethnicity, marital status, religion, education, employment, annual income, 

and health insurance. Health characteristics and RRT initiation characteristics data were 

also obtained via participant self-report and verified in the medical record when 

available; these data included: ESRD etiology, length of pre-ESRD nephrology care, 

number of outpatient pre-ESRD nephrology appointments attended, RRT initiation type, 

RRT initiation setting, RRT initiation hospitalization length of stay (for inpatient 

initiations only), interview location, and number of days from RRT initiation to 

interview. 

The qualitative questions covered several topics relevant to this report including 

characteristics and logistics of the ESRD diagnosis and RRT initiation experience, 

disease management and understanding, RRT information and education received, and 

patient-provider communication. Additionally, the 15-item Communication Assessment 

Tool (CAT) was administered to assess participants’ views of the communication skills 

and effectiveness of their ESRD diagnosing or treating providers (see Appendix C, p. 252 

for complete CAT measure) (Makoul, Krupat, & Chang, 2007). When tested on a sample 

of 38 providers and 950 patients, the CAT had high internal consistency reliability 

(Cronbach’s alpha [] 0.96) (Makoul, Krupat, & Chang, 2007). The mean CAT score is 
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measured on a five-point scale: 1 = poor, 2 = fair, 3 = good, 4 = very good, and 5 = 

excellent communication (Makoul, Krupat, & Chang, 2007). A closed-ended 

questionnaire was also administered that queried participants on specific RRT 

information received and at what juncture in their treatment the information was 

provided. 

 

Data Analyses 

Qualitative Data Analyses 

Reporting of the qualitative analyses and results were guided by the Consolidated 

Criteria for Reporting Qualitative Research [COREQ] (Tong, Sainsbury, & Craig, 2007). 

All interviews were audio-recorded for accuracy and transcribed verbatim by trained 

research assistants. 35 of 45 (78%) interview transcripts were checked against the audio 

recordings for accuracy. MAXQDA version 12 (VERBI Software, 2012), a qualitative 

data analysis software, was used to facilitate analyses. Applied thematic analysis was 

used, with codes generated both deductively from specific questions included in the 

interview guide and inductively through the iterative identification of topics emerging 

during the interviews to produce an initial codebook (Guest, MacQueen, & Namey, 2014; 

Strauss & Corbin, 1990). The codebook was continuously refined using an iterative 

process until saturation was achieved. The PI (MAU) and four trained research assistants 

coded each of the 45 transcripts independently, inter-rater reliability was 88%, and all 

discrepancies in code application were resolved to consensus through discussion 
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(Kurasaki, 2000; Neuendorf, 2016). The codes were then synthesized into themes and 

subthemes by the PI (MAU) and discussed with co-authors (HMG, LAS, and AW) who 

have expertise in conducting qualitative research and analyses.  

Quantitative Data Analyses 

The quantitative data were fully described using univariate statistics, including 

medians and interquartile ranges for continuous variables and frequency distributions for 

categorical and ordinal variables. Given the small sample, unequal group sizes, and non-

normal distributions of the data, nonparametric tests were used to examine group 

differences among the variables. Specifically, the Chi-Square Test of Independence for 

variables with three or more categories and the Fisher’s Exact Test for variables with two 

categories were employed to examine group differences among nominal and ordinal 

variables, and the Kruskal-Wallis-one-way analysis of variance and Mann Whitney U 

Tests were used to test for differences among all continuous variables. All quantitative 

analyses were conducted in SPSS version 25.0.   

 

Results 

Study Sample 

A total of 212 patients were screened for eligibility during the study period. 

Among those, 157 patients did not meet inclusion requirements, with a majority excluded 

because of a disqualifying comorbidity (e.g., non-renal end-stage organ failure) (n=62, 
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29.2%) or presenting with acute kidney injury only (i.e., did not require chronic RRT) 

(n=55, 26.0%). Of the patients screened, 55 satisfied all eligibility criteria and were 

invited to participate and eight declined, resulting in a total sample size of 47 and an 

85.5% participation rate. Among the 47 total participants, 23 met inclusion criteria for the 

Prepared Group, 13 met inclusion criteria for the Semi-Prepared Group, and 11 met 

inclusion criteria for the Unprepared Group (see Figure 2.1 for study flow diagram). One 

participant in the Prepared Group and one participant in the Semi-Prepared Group could 

not be reached via telephone for the scheduled interview and thus did not complete that 

portion of the study but did complete the quantitative portion.
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Figure 2.1  

Study Flow Diagram 

Notes: a.= Did Not Meet Eligibility Criteria: Medically unsuitable, n=62; Acute kidney injury only, n=55; Age > 80 years; n=14; Non-English 

speaking, n=11; Prior kidney transplant, n=10; Cognitive/Psychiatric impairment, n=7 (does not sum to 100 percent as some met multiple criteria).          
b = The Prepared and Semi-Prepared Groups each had one participant drop out and not complete the interview portion of the study.  
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Sociodemographic Data 

The median age of study participants was 60 and a majority of participants were 

male (n=27, 57.4%), non-Hispanic (n=38, 80.9%), African American (n=36, 76.6%) and 

had a Medicaid health insurance product (n=27, 57.4%) (see Table 2.2 for complete 

participant sociodemographic data and sociodemographic data according to participant 

group). Although not statistically significant, median ages of participants in the 

Unprepared Group were nine and seven years younger than participants in the Prepared 

and Semi-Prepared Groups, respectively. This is consistent with national data from the 

United States Renal Data System, which reported most recently that younger adults were 

less likely to have received pre-ESRD nephrology care compared with older adults 

(USRDS, 2018b). Among all participant sociodemographic variables, only employment 

status was significantly associated with group status, according to the results of a Chi-

Square Test of Independence (2 = 20.233, df = 8, p = 0.009). A majority of participants 

in the Prepared Group  reported unemployment due to disability (n=16, 69.6%) at the 

time of ESRD diagnosis and RRT initiation, while only a minority reported 

unemployment due to disability in the Semi-Prepared and Unprepared Groups (n=4, 

30.8% and n=3, 27.3%, respectively). 
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Table 2.2 

Participant Sociodemographic Information 

 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significance a 

Characteristic n (%)      

Age (years), Median (IQR)  60 (21.6) 62 (19.0) 60 (18.5) 53.0 (32.0) NS, p= 0.28 

Age (years)  

    18 to 44  

    45 to 64 

    65 to 74 

    75 to 80 

 

11 (23.4) 

23 (49.0) 

10 (21.3) 

3 (6.3) 

 

5 (22.0) 

13 (56.5) 

4 (17.3) 

1 (4.3) 

 

2 (15.3) 

6 (46.1) 

3 (23.0) 

2 (15.4) 

 

4 (36.4) 

4 (36.4) 

3 (27.2) 

0 (0.0) 

 

NS, p = 0.60 

Sex 

    Male 

    Female 

 

27 (57.4) 

20 (42.6) 

 

13 (56.5) 

10 (43.5) 

 

8 (61.5) 

5 (38.5) 

 

6 (54.5) 

5 (45.5) 

 

NS, p = 0.94 

Ethnicity 

    Hispanic 

    Non-Hispanic 

 

9 (19.1) 

38 (80.9) 

 

5 (21.7) 

18 (78.3) 

 

4 (30.8) 

9 (69.2) 

 

0 (0.0) 

11 (100.0) 

 

NS, p = 0.15 

Race 

    White 

    African American/Black 

 

11 (23.4)  

36 (76.6) 

 

4 (17.4) 

19 (82.6) 

 

5 (38.5) 

8 (61.5) 

 

2 (18.2) 

9 (81.8) 

 

NS, p = 0.321 

Marital Status 

    Single 

    Married/Cohabitating 

    Separated/Divorced 

    Widowed 

 

22 (46.8) 

10 (21.3) 

7 (14.9) 

8 (17.0) 

 

11 (47.8) 

5 (21.7) 

4 (17.4) 

3 (13.0) 

 

5 (38.5) 

3 (23.1) 

1 (7.7) 

4 (30.8) 

 

6 (54.5) 

2 (18.2) 

2 (18.2) 

1 (9.1) 

 

NS, p = 0.81 

Education 

    Less than High School 

    High School or GED 

    Some College/Associate’s   

    Bachelor’s Degree 

 

16 (34.0) 

16 (34.0) 

11 (23.4) 

4 (8.5) 

 

8 (34.8) 

7 (30.4) 

6 (26.1) 

2 (8.7) 

 

4 (30.8) 

5 (38.5) 

4 (30.8) 

0 (0.0) 

 

4 (36.4) 

4 (36.4) 

1 (9.1) 

2 (18.2) 

 

NS, p = 0.63 

Notes: aNS = Not significant. 
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Table 2.2 (continued) 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristic n (%)      

Annual Income 

    $20,000 or Less 

    $20,001 - $40,000 

    $41,000 - $75,000 

    More than $75,000 

    Unsure 

 

30 (64.0) 

6 (12.8) 

7 (14.9) 

3 (6.4) 

1 (2.1) 

 

15 (65.2) 

4 (17.4) 

2 (8.7) 

2 (8.7) 

0 (0.0) 

 

9 (69.3) 

1 (7.7) 

2 (15.4) 

0 (0.0) 

1 (7.7) 

 

6 (54.5) 

1 (9.1) 

3 (27.3) 

1 (9.1) 

0 (0.0) 

 

NS, p = 0.78 

Employment Status 

    Employed  

    Unemployed 

    Retired 

    Disabled 

 

6 (12.7) 

5 (10.6) 

13 (27.7) 

23 (48.9) 

 

2 (8.6) 

1 (4.3) 

4 (17.4) 

16 (69.6) 

 

2 (15.4) 

0 (0.0) 

7 (53.8) 

4 (30.8) 

 

2 (18.2) 

4 (36.4) 

2 (18.2) 

3 (27.3) 

 

p = 0.009 

Religion 

    Christian 

    Muslim 

    No Affiliation 

 

35 (74.5) 

3 (6.4) 

9 (19.1) 

 

16 (69.5) 

3 (13.0) 

4 (17.4) 

 

11 (84.6) 

0 (0.0) 

2 (15.4) 

 

8 (72.7) 

0 (0.0) 

3 (27.3) 

 

NS, p = 0.66 

Health Insurance Status 

    Medicaid Product 

    Medicare 

    Private Insurance 

    None 

 

27 (57.4) 

11 (23.4) 

7 (14.9) 

2 (4.3) 

 

14 (60.8) 

6 (26.1) 

3 (13.0) 

0 (0.0) 

 

5 (38.5) 

5 (38.5) 

2 (15.4) 

1 (7.7) 

 

8 (72.7) 

0 (0.0) 

2 (18.2) 

1 (9.1) 

 

NS, p = 0.31 

Interview Location 

    Inpatient Hospital Room 

    Dialysis Center 

    Telephone 

b n=45 

11 (24.4) 

18 (51.4) 

17 (38.1) 

b n=22 

3 (14.0) 

13 (59.1) 

6 (27.3) 

b n=12 

3 (25.0) 

3 (25.0) 

6 (50.0) 

 

5 (45.5) 

2 (18.2) 

4 (36.4) 

 

NS, p = 0.29 

Time from RRT Initiation to  

Interview (days), Median (IQR) 

bn = 45 

26.5 (28.0) 

 

bn =22 

21 (26.0) 

 

bn = 12 

31 (40.0) 

 

 

29 (80.0) 

 

 

NS, p = 0.58 

Notes: aNS = Not significant. b = N different due to two participants dropping out before interview completed 
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Health Characteristics Data 

Diabetes was the most common cause of ESRD among study participants (n=21, 

44.7%), followed by hypertension (n=14, 29.8%). The number of pre-ESRD nephrology 

visits, length of pre-ESRD nephrology care, and length of RRT initiation hospital stay 

differed significantly between groups. A Mann Whitney U Test revealed that the Semi-

Prepared Group had significantly fewer pre-ESRD outpatient nephrology appointments 

than the Prepared Group (U = 58.5, z = -2.267, p = 0.023). A Fisher’s Exact Test 

indicated that there is an association between group status and length of pre-ESRD 

nephrology care (p = 0.008) with 95.7% of participants in the Prepared Group having 

been seen by nephrology for more than six months, compared to 61.5% of participants in 

the Semi-Prepared Group. The Unprepared Group was not included in these analyses 

because none had ever seen a nephrologist. Table 2.3 displays participant health 

characteristics by group. 
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Table 2.3 

Participant Health Characteristics 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristic n (%)      

Years Aware of CKD,  

Median (IQR) 

 

-- 

bn = 22 

3.0 (4.0) 

bn = 12 

2.0 (4.0) 

 

-- 

 

NS, p = 0.157 

ESRD Etiology 

    Diabetes 

    Hypertension 

    Other 

    Unknown 

 

21 (44.7) 

14 (29.8) 

5 (10.6) 

7 (14.9) 

 

10 (43.5) 

6 (26.1) 

3 (13.0) 

4 (17.4) 

 

6 (46.2) 

5 (38.5) 

1 (7.7) 

1 (7.7) 

 

5 (45.5) 

3 (27.3) 

1 (9.1) 

2 (18.2) 

 

NS, p = 0.980 

Length of Pre-ESRD Care 

    Less than 6 months 

    Greater than 6 months 

 

-- 

-- 

 

1 (4.3) 

22 (95.7) 

 

5 (38.5) 

8 (61.5) 

 

-- 

-- 

 

p = 0.008 

 

Number of Pre-ESRD 

Nephrology Appointments, 

Median (IQR)  

 

 

-- 

bn = 21 

 

11.0 (8.0) 

bn = 11 

 

4.0 (9.0) 

 

-- 

  

 

p = 0.023 

Access Type Present 

    Hemodialysis Catheter 

    AV Graft or Fistula 

    PD Catheter 

 

24 (51.1) 

22 (46.8) 

1 (2.1) 

 

0 (0.0) 

22 (95.7) 

1 (4.3) 

 

13 (100.0) 

0 (0.0) 

0 (0.0) 

 

11 (100.0) 

0 (0.0) 

0 (0.0) 

 

-- 

Notes: aNS = Not significant. b = Different N due to missing values. 

  
 

 

Renal Replacement Therapy Information Received by Participants 

 Participants were queried on what information they received about kidney 

disease, permanent dialysis access, hemodialysis, PD, home-hemodialysis, kidney 

transplantation, and living donor kidney transplantation, at which point in time during 

their disease trajectory, and what specific information was relayed about each RRT 

option. Disease trajectory time points included: time of diagnosis, pre-ESRD follow-up 

period (applicable to the Prepared and Semi-Prepared Groups only), RRT initiation 

hospitalization (not applicable to participants with outpatient RRT initiation), and in the 

outpatient dialysis setting (not applicable to patients who were interviewed prior to 
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discharge from RRT initiation hospitalization). Specific information relayed about each 

RRT included: risks, benefits, survival information, side effects and complications, QOL 

issues (which included: employment, sexual health, and fertility), and insurance 

coverage. 

A majority of participants across groups (n=35, 77.8%) reported having received 

information about kidney disease and how it affects overall health and nearly all recalled 

getting information about permanent dialysis access (n=43, 93.5%). Additionally, most 

participants reported having received information about hemodialysis (n=39, 83.0%). 

Notably, only a little over one-third of participants in the Unprepared Group recalled 

receiving any information about PD (n=4, 36.4%), and even smaller proportions of 

participants in both the Semi-Prepared and Unprepared Groups recalled receiving any 

information about living donor kidney transplantation (n=3, 27.3% and n=3, 33.3%, 

respectively) (see Tables 2.4, 2.5, and 2.6 for self-reported information received data 

according to each participant group). Notably, where Unprepared and Semi-Prepared 

participants endorsed having received information, most specified that they recalled 

receiving the information during pre-ESRD follow-up care, and few participants across 

groups recalled receiving information on any of the seven variables at the outpatient 

dialysis facility. Among participants in the Prepared Group who reported receiving 

information, a majority recalled receiving information on the risks and benefits of all five 

RRTs. Few participants recalled receiving information about QOL issues or insurance 

coverage as it relates to RRT. 
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Table 2.4  

Self-Reported Information Received 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 

Information n (%)     

Kidney Disease 

    Yes 

    No/Unsure 

an=45 

35 (77.8) 

10 (22.0) 

an=22 

18 (81.8) 

4 (18.1) 

an=12 

9 (75.0) 

3 (25.0) 

 

8 (72.7) 

3 (27.3) 

Permanent Access  

    Yes 

    No/Unsure 

an=46 

43 (93.5) 

3 (6.5) 

an=22 

22 (100.0) 

0 (0.0) 

 

11 (84.6) 

2 (15.4) 

 

10 (90.1) 

1 (9.1) 

Hemodialysis 

    Yes 

    No/Unsure 

 

39 (83.0) 

8 (17.0) 

 

20 (87.0) 

3 (13.0) 

 

10 (76.9) 

3 (23.1) 

 

9 (81.8) 

2 (18.2) 

Peritoneal Dialysis 

    Yes 

    No/Unsure 

 

28 (59.6) 

19 (40.4) 

 

15 (65.2) 

8 (34.7) 

 

9 (69.2) 

4 (30.8) 

 

4 (36.4) 

7 (63.6) 

Home-hemodialysis 

    Yes 

    No/Unsure 

 

32 (68.1) 

15 (31.9) 

 

17 (73.9) 

6 (26.1) 

 

9 (69.2) 

4 (30.8) 

 

6 (54.5) 

5 (45.5) 

Kidney Transplantation 

    Yes 

    No/Unsure 

 

42 (89.4) 

5 (10.6) 

 

21 (91.3) 

2 (8.7) 

 

12 (92.3) 

1 (7.7) 

 

9 (81.8) 

2 (18.2) 

Living Donor Kidney 

Transplantation 

    Yes 

    No/Unsure 

 

an=39 

19 (48.7) 

20 (51.3) 

 

an=19 

13 (68.4) 

6 (31.6) 

 

an=11 

3 (27.3) 

8 (72.7) 

 

an=9 

3 (33.3) 

6 (66.7) 

Note: a = Different N due to missing values.  
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Table 2.5 

Self-Reported Timing of Information Received 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 

Information Time Point n (%)     

Kidney Disease 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=39 

28 (71.8) 

18 (58.1) 

10 (25.6) 

5 (12.8) 

an=22 

17 (77.3) 

14 (63.6) 

3 (13.6) 

2 (9.1) 

an=9 

5 (55.6) 

4 (44.4) 

5 (55.6) 

2 (22.2) 

an=8 

6 (75.0) 

-- 

2 (25.0) 

1 (12.5) 

Permanent Access  

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=43 

8 (18.6) 

25 (75.8) 

17 (39.5) 

6 (14.0) 

an=22 

4 (18.2) 

19 (86.4) 

4 (18.2) 

0 (0.0) 

an=11 

1 (9.1) 

6 (54.5) 

5 (45.5) 

3 (27.3) 

an=10 

3 (30.0) 

-- 

8 (80.0) 

3 (30.0) 

Hemodialysis 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=39 

6 (15.4) 

24 (80.0) 

17 (43.6) 

8 (20.5) 

an=20 

3 (15.0) 

17 (85.0) 

5 (25.0) 

4 (20.0) 

an=10 

1 (10.0) 

8 (80.0) 

5 (50.0) 

3 (30.0) 

an=9 

2 (22.2) 

-- 

7 (77.8) 

1 (11.1) 

Peritoneal Dialysis 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=28 

2 (7.1) 

21 (87.5) 

6 (21.4) 

4 (14.3) 

an=15 

2 (13.3) 

13 (86.7) 

2 (13.3) 

2 (13.3) 

an=9 

0 (0.0) 

8 (88.9) 

1 (11.1) 

0 (0.0) 

an=4 

0 (0.0) 

-- 

3 (75.0) 

2 (50.0) 

Home-hemodialysis 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=32 

4 (12.5) 

21 (80.8) 

7 (21.9) 

6 (18.8) 

an=17 

3 (17.6) 

13 (76.5) 

3 (17.6) 

1 (5.9) 

an=9 

0 (0.0) 

8 (88.9) 

0 (0.0) 

2 (22.2) 

an=6 

1 (16.7) 

-- 

4 (66.7) 

3 (50.0) 

Kidney Transplantation 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

an=42 

8 (19.0) 

25 (75.8) 

10 (23.8) 

15 (35.7) 

an=21 

4 (19.0) 

17 (81.0) 

4 (19.0) 

5 (23.8) 

an=12 

1 (8.3) 

8 (66.7) 

1 (8.3) 

6 (50.0) 

an=9 

3 (33.3) 

-- 

5 (55.6) 

4 (44.4) 

Living Donor Kidney 

Transplantation 

    Diagnosis 

    Pre-ESRD Follow-Up Careb 

    RRT Initiation Hospital Stay 

    Outpatient Dialysis Facility 

 

an=19 

5 (26.3) 

14 (87.5) 

0 (0.0) 

(0.0) 

 

an=13 

3 (23.1) 

11 (84.6) 

0 (0.0) 

0 (0.0) 

 

an=3 

0 (0.0) 

3 (100.0) 

0 (0.0) 

0 (0.0) 

 

an=3 

2 (66.7) 

-- 

1 (33.3) 

1 (33.3) 

Notes: Categories do not sum to 100 as participants 

 were able to select more than one time point. 

 a = Only participants who indicated ‘Yes’ to receiving information in Table 2.4 included. b = Only 

participants from the Prepared and Semi-Prepared Groups included. 
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Table 2.6  

Self-Reported Specific RRT Information Received 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 

Information n (%)     

Hemodialysis 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues b 

    Insurance Coverage 

an=39 

18 (46.2) 

27 (69.2) 

17 (43.6) 

20 (51.3) 

9 (23.1) 

11 (28.2) 

an=20 

11 (55.0) 

15 (75.0) 

9 (45.0) 

9 (45.0) 

3 (15.0) 

6 (30.0) 

an=10 

4 (40.0) 

6 (60.0) 

4 (40.0) 

3 (30.0) 

4 (40.0) 

4 (40.0) 

an=9 

3 (33.3) 

6 (66.7) 

4 (44.4) 

8 (88.9) 

2 (22.2) 

1 (11.1) 

Peritoneal Dialysis 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues b 

    Insurance Coverage 

an=28 

19 (67.9) 

21 (75.0) 

10 (35.7) 

15 (53.6) 

7 (25.0) 

7 (25.0) 

an=15 

11 (73.3) 

10 (66.7) 

5 (33.3) 

9 (60.0) 

2 (13.3) 

4 (26.7) 

an=9 

5 (55.6) 

8 (88.9) 

4 (44.4) 

3 (33.3) 

3 (33.3) 

2 (22.2) 

an=4 

3 (75.0) 

3 (75.0) 

1 (25.0) 

3 (75.0) 

2 (50.0) 

1 (25.0) 

Home-hemodialysis 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues b 

    Insurance Coverage 

an=32 

18 (56.3) 

17 (53.1) 

11 (34.4) 

16 (50.0) 

8 (25.0) 

6 (18.8) 

an=17 

10 (58.8) 

9 (52.9) 

6 (35.3) 

9 (52.9) 

4 (23.5) 

3 (17.6) 

an=9 

6 (66.7) 

6 (66.7) 

4 (44.4) 

5 (55.6) 

2 (22.2) 

3 (33.3) 

an=6 

2 (33.3) 

2 (33.3) 

1 (16.7) 

2 (33.3) 

2 (33.3) 

0 (0.0) 

Kidney Transplantation 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues b 

    Insurance Coverage 

an=42 

19 (45.2) 

24 (57.1) 

15 (35.7) 

15 35.7) 

6 (14.3) 

10 (23.8) 

an=21 

11 (52.4) 

14 (66.7) 

7 (33.3) 

9 (42.9) 

3 (14.3) 

5 (23.8) 

an=12 

6 (50.0) 

7 (58.3) 

5 (41.7) 

4 (33.3) 

2 (16.7) 

4 (33.3) 

an=9 

2 (22.2) 

3 (33.3) 

3 (33.3) 

2 (22.2) 

1 (11.1) 

1 (11.1) 

Living Donor Kidney 

Transplantation 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues b 

    Insurance Coverage 

 

an=19 

9 (47.4) 

10 (52.6) 

8 (42.1) 

8 (42.1) 

7 (36.8) 

6 (31.6) 

 

an=13 

7 (53.8) 

8 (61.5) 

5 (38.5) 

6 (46.2) 

5 (38.5) 

4 (30.8) 

 

an=3 

1 (33.3) 

1 (33.3) 

2 (66.7) 

1 (33.3) 

1 (33.3) 

1 (33.3) 

 

an=3 

1 (33.3) 

1 (33.3) 

1 (33.3) 

1 (33.3) 

1 (33.3) 

1 (33.3) 

Notes: a = Only participants who indicated ‘Yes’ to receiving information in Table 2.4 included. 
b = QOL Issues included: employment, sexual health, and fertility. 
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Renal Replacement Therapy Information Delivery Preferences 

 More than half of participants queried in the Prepared and Semi-Prepared Groups, 

and just under half of participants queried in the Unprepared Group reported being 

prepared to learn about the RRT options at the time of ESRD diagnosis and a majority of 

participants in the Prepared and Unprepared Groups endorsed a desire to receive 

information about RRT options at that time. Overwhelming majorities across all patient 

groups indicated that they were prepared for and wanted to hear about RRT options 

during their RRT initiation hospitalization (see Table 2.7 for self-reported preparation 

and desire for RRT information data according to participant group).  

 

 

Table 2.7 

Self-Reported Preparation and Desire for RRT Information 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 

Statement n (%)     

Prepared to learn about RRT options when  

diagnosed 

    Yes 

    No/Unsure 

 

an=34 

18 (52.9) 

16 (47.1) 

 

an=15 

8 (53.3) 

7 (46.7) 

 

an=10 

6 (60.0) 

4 (40.0) 

 

an=9 

4 (44.4) 

5 (55.6) 

Wanted information about RRT options 

when diagnosed 

    Yes 

    No/Unsure 

 
an=35 

23 (65.7) 

12 (34.3) 

 
an=15 

10 (66.7) 

5 (33.3) 

 
an=10 

5 (50.0) 

5 (50.0) 

 
an=10 

8 (80.0) 

2 (20.0) 

Prepared to learn about RRT options 

during RRT initiation hospitalization 

    Yes 

    No/Unsure 

 
an=36 

31 (86.1) 

3 (8.3) 

 
an=16 

13 (81.3) 

3 (18.7) 

 
an=10 

10 (100.0) 

0 (0.0) 

 
an=10 

8 (80.0) 

2 (20.0) 

Wanted to learn about RRT options during 

RRT initiation hospitalization 

    Yes 

    No/Unsure 

 
an=36 

32 (88.9) 

4 (11.1) 

 
an=16 

14 (87.5) 

2 (12.5) 

 
an=10 

9 (90.0) 

1 (10.0) 

 
an=10 

9 (90.0) 

1 (10.0) 

Note: a = Different N due to missing values. 
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Emerging Themes 

The overarching theme emerging from the qualitative analysis was that ESRD 

diagnosis and RRT initiation occurs on a spectrum of urgency, often as an emergency, 

irrespective of degree of pre-ESRD care and preparedness. Nearly all participants 

described their ESRD diagnosis and RRT initiation experience as an emergency situation, 

with participant groups differing only in their expectation of that emergency. This was 

reflected in the RRT initiation characteristics data (see Table 2.8 for RRT initiation 

characteristics for all participants and by participant group). A large majority of 

participants having initiated to RRT in the inpatient hospital setting (n=44, 93.6%), with 

only two initiating in the outpatient setting, and just one participant using PD and 

initiating at home. Notably, for participants initiating RRT in the inpatient setting, the 

median length of hospital stay increased according to group, and was significantly 

different between groups according to the results of a Kruskal Wallis Test (2 = 9.256, df 

= 2, p = 0.009). 
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Table 2.8 

RRT Initiation Characteristics 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristic n (%)      

RRT Initiation Setting  

    Inpatient  

    Outpatient 

    Home 

 

44 (93.6) 

2 (4.3) 

1 (2.1) 

 

20 (87.0) 

2 (8.70) 

1 (4.3) 

 

13 (100.0) 

0 (0.0) 

0 (0.0) 

 

11 (100.0) 

-- 

-- 

 

NS, p = 0.397b 

RRT Used at Time of 

Initiation  

    Hemodialysis 

    Peritoneal Dialysis 

 

 

46 (97.9) 

1 (2.1) 

 

 

22 (95.7) 

1 (4.3) 

 

 

13 (100.0) 

0 (0.0) 

 

 

11 (100.0) 

-- 

 

 

NS, p = 0.525c 

RRT Initiation 

Hospitalization  

Stay (days), Median (IQR) 

 

dn = 40 

8 (7.5) 

 

dn = 18 

6 (3.8) 

 

dn = 12 

11 (8.5) 

 

dn = 10 

14 (12.5) 

 

 

p = 0.009 

Notes: aNS = Not significant. b = Only Prepared and Semi-Prepared Groups tested using a Chi-Square 

Test. c = Only Prepared and Semi-Prepared Groups tested using a Fisher’s Exact Test. d = Different N 

due to missing values. 

  

 

For nearly all participants in the Unprepared Group, the diagnosis was completely 

unexpected, and they were largely asymptomatic until symptoms developed suddenly that 

prompted them to seek medical attention. However, participants did not connect their 

symptoms with kidney disease and these participants reported being “blindsided” by the 

diagnosis.  

I felt like I was just blindsided. I was at work, came home, had a horrible 

night’s sleep, and I was like, “Damn, I have to go to the hospital.” 

(Participant 3007, Unprepared Group) 

 

I felt that I didn’t have enough time to adjust to what they just told me. 

They were just like, “You’ve got this, we wanna do that,” and like, I didn’t 

have a chance to think about anything. (Participant 3002, Unprepared 

Group) 
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Well, I woke up in the hospital. I didn’t know anything. I didn’t know 

where I was at, I didn’t know how I got there, so I asked the nurse all 

those questions and she explained to me what happened, but it wasn’t until 

later that I was told exactly that it had something to do with my kidneys. 

(Participant 3010, Unprepared Group) 

 

Because I didn’t think I had nothing like that, you know. I didn’t have no 

warning that it could get like that and then he was saying about creatinine 

levels, whatever numbers, are going in the other direction. (Participant 

3002, Unprepared Group) 

 

Only one participant in that group noted his suspicion of having ESRD and made a 

connection with his symptoms and the development of ESRD. 

I knew something was wrong, because when I got to the bathroom, I 

usually go to the bathroom for a long time, and then it started like, 

dripping out – like not coming out fast, and burning a little bit – and I 

knew. That’s when I was really finding out that I had kidney disease…I 

knew it had something to do with my kidneys. (Participant 3005, 

Unprepared Group) 

 

Conversely, most participants in the Prepared and Semi-Prepared Groups 

described the transition to ESRD and RRT initiation as occurring urgently and 

unplanned, but something they had ultimately expected or anticipated for some time. 

Most participants in these groups did not view inpatient RRT initiation as problematic 

and many were unaware that RRT initiation was possible in the outpatient setting. 

Despite receiving pre-ESRD nephrology care, a minority of participants in the Prepared 

and Semi-Prepared Groups reported that they had made an RRT initiation plan in 
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advance with their nephrologist. Participants who had made RRT initiation plans reported 

that the plan was ultimately abandoned because their medical status became too critical.  

There was no place to send me and it was basically an emergency issue. 

That’s why they had me in the hospital and started me in the hospital. And 

they kept me there until they found me a center. (Participant 1001, 

Prepared Group) 

 

Few participants in the Prepared Group reported experiencing any new physical 

symptoms alerting them to a need for RRT. Notably, two participants from the Prepared 

and Semi-Prepared Groups attributed the initiation to RRT occurring as an emergency 

due to loss of or inadequate health insurance, which impeded their ability to comply with 

necessary follow-up care. 

For the prior two and a half years, I had not received any kind of medical 

treatment because I did not have medical coverage, you know, and so I 

was not taking care of my diabetes at that point in time. (Participant 1002, 

Prepared Group) 

 

I didn’t have Medicaid or Medicare; I just had [insurance name], because 

my copayments were so high that I couldn’t even afford them. ‘Cause I 

was trying to hold a job at that time; I was working, and I had my son with 

me, so I had to pay medical insurance for him and medical insurance for 

me. (Participant 2008, Semi-Prepared Group) 

 

The data from the qualitative interviews and the RRT initiation characteristics 

suggest that the subjective experiences and logistics surrounding the diagnosis of ESRD 

and RRT initiation are traumatic for participants across study groups. Few participants 
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articulated a divergent narrative, and positive experiences appeared to be the exception. 

Specifically, only three participants in the Prepared Group described their ESRD 

diagnosis and RRT initiation in any positive terms or in a way that suggested the event 

unfolded in a non-urgent and planned fashion. Among these participants, two initiated 

RRT in the outpatient setting and one initiated to RRT using PD. Among these three 

participants, one made positive remarks about their visits to tour outpatient dialysis 

facilities and meet other patients during the pre-ESRD care period. 

It was good, because they take you in like a room and they discuss the 

different types of dialysis and then they show you where they teach you if 

you want to do dialysis at home. They have a special part with that. Then 

they explain all the dialysis and then I met with someone who did the 

peritoneal dialysis and talked to her for a while. [My] doctor was here, 

talked to her for a while. It was a good experience that made me 

understand more to see it. (Participant 1016, Prepared Group) 

 

Despite differences in preparation and education, similarities in experience were 

reported both between and within groups. Five themes emerged that reflect a spectrum of 

urgency of the ESRD diagnosis and RRT initiation experiences: (1) the situation is life or 

death (2) varied ESRD diagnosis communication environment, (3) shock of the 

diagnosis, (4) varied characteristics of the first dialysis treatment, and (5) disease 

attribution. These and relevant subthemes are detailed below, with illustrative quotations.  
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Theme 1: The Situation is Life or Death 

Participants across groups referred to their ESRD diagnosis and RRT initiation as 

a situation of “life or death” that had to be addressed urgently. For participants in the 

Prepared Group, this came as a surprise as many reported being asymptomatic at the time 

but were alerted to their disease progression via routine laboratory tests. Upon reflection, 

some participants acknowledged that they may have minimized symptoms they were 

experiencing at the time. Participants often recounted that it was the provider who 

communicated the message of “life or death” to them. 

So, it was like, they keep saying this, keep making it sound like I’m going 

to die. Nothing wrong with me! Nothing wrong with me! Like, so, I really 

just was tired. And, like I said, I was pushing through every day. I felt like 

this little bit of tired that I feel is not what you guys are calling it. It can’t 

be as bad as you say. I’m just tired. (Participant 1023, Prepared Group) 

 

Participants in the Semi-Prepared and Unprepared Groups commonly described alarming 

physical symptoms that indicated to them their health situation may be dire.  

And I had my legs were swelling up on me. And my foots [sic] were 

swelling up on me. And like I said, I would wake up in the middle of the 

night, it would wake me up in the middle of the night – I would be out of 

breath. I was afraid. I didn’t know what to do. I thought I was going to die. 

(Participant 2013, Semi-Prepared Group) 

 

Yeah, because I knew something was wrong with me, but at that time I 

wasn’t on dialysis. We was [sic] grocery shopping when, I don’t know, I 

just didn’t feel right – I fell. It was so awkward, I looked at my wife and 

said, ‘I don’t feel good,’ she said, “What’s wrong?” I said, “I don’t feel 

good, I feel, like dizzy,” the room was spinning, my vision was blurry, she 
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said, “What you wanna do?” I said, “I need to go to the hospital,” and 

that’s when they did the ports on my chest, because if I wouldn’t have 

gone to hospital, I would’ve died. (Participant 2008, Semi-Prepared 

Group) 

 

‘Cause I felt like I ain’t got long to live, for real, that’s the way I feel. 

(Participant 3005, Unprepared Group) 

 

A minority of participants in the Prepared Group described experiencing serious physical 

symptoms that prompted them to seek medical attention. 

Because I thought I was gonna die. I felt that bad. If I wanted to die, I’d 

die at home. But I had to go the hospital to find all that out. I already knew 

I had a disease; I already knew it was a disease, but I didn’t know how bad 

it was. (Participant 1014, Prepared Group) 

 

Theme 2: Varied ESRD Diagnosis Communication Environment 

 The communication climate in which the ESRD diagnosis was situated is a 

construct within the study’s guiding conceptual model (see Chapter 1, p. 7 for conceptual 

model). Thus, participants were queried about the characteristics of the communication 

environment when they received the diagnosis news, including location, amount of time 

spent by the provider, and presence of social support. The responses reflect the urgency 

described in theme one, with many participants across groups learning of their diagnosis 

in the acute care setting.  
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Subtheme: Diagnosis location. A majority of participants in the Prepared Group 

learned of their transition to ESRD in the hospital setting, and less than half learned of 

their ESRD transition from their treating nephrologist in the outpatient setting (n=10, 

43.5%). Notably, a majority of participants in the Semi-Prepared Group learned of their 

transition to ESRD in a hospital, with nearly one third reporting they learned of their need 

for RRT in the emergency room setting (n=4, 31.0%); a small minority reported hearing 

the news from their nephrologist via telephone or at an outpatient clinic visit (n=2, 

15.4%). All participants in the Unprepared Group learned of their diagnosis in the 

hospital setting, with just under half receiving the diagnosis in the emergency room (n=5, 

45.5%), while the remaining received the diagnosis in their inpatient hospital room (n=6, 

54.5%).  

Subtheme: Time spent by diagnosing provider. Participants’ self-report of the time 

spent discussing ESRD with their diagnosing provider decreased with decreasing levels 

of pre-ESRD care. Participants in the Prepared Group recalled their provider spending an 

average of approximately 33 minutes discussing the diagnosis (range = 5 minutes to 90 

minutes). Participants in the Semi-Prepared Group recalled the diagnosing provider 

spending an average of approximately 20 minutes discussing the diagnosis (range = 10 

minutes to 30 minutes). On average, participants in the Unprepared Group recalled the 

provider who delivered the diagnosis spending an average of 15 minutes on the topic 

(range = 5 minutes to 60 minutes). For some participants in the Unprepared Group, this 

was the first time they had heard of ESRD.  
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Communication Assessment Tool scores. Despite the limited time reportedly spent 

by providers discussing the ESRD diagnosis, the median score on the CAT was 4.4 for 

the full sample, indicating patients assessed their diagnosing providers as having very 

good to excellent communication skills and effectiveness. Median scores across groups 

were greater than 4.0 and a Kruskal-Wallis-one-way analysis of variance revealed there 

was no statically significant difference in median CAT scores between or within 

participant groups (2 = 1.27, df = 2, p = 0.53).  However, the displayed trend in median 

CAT scores suggest that the participants in the Prepared Group rated providers as 

communicating more effectively than participants in the Semi-Prepared and Unprepared 

Groups (see Table 2.9 for median CAT scores for all participant groups). 

 

 

Table 2.9 

Communication Assessment Tool Scores 

Group 
Total 

n = 47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Median Score (IQR) 4.4 (1.1) 4.9 (1.1) 4.4 (1.8) 4.1 (0.8) NS, p = 0.53 
aNS = Not significant. 

 

 

Subtheme: Presence of social support during diagnosis. A minority of 

participants in all groups reported having social support (i.e., a family member or friend) 

present at the time they learned of their ESRD diagnosis (Prepared Group: n=6, 26.1%; 

Semi-Prepared Group: n=5, 38.5%; Unprepared Group: n=3, 27.3%). For some 
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participants in the Prepared Group, this was a deliberate decision as they indicated a 

desire not to burden their families with their own health problems. Comparatively, Semi-

Prepared participants were largely unaware of their disease progression and Unprepared 

participants indicated that they had not expected such a serious medical diagnosis and 

therefore did not ask family or friends to accompany them to the hospital.   

Theme 3: Shock of the Diagnosis 

 A sense of shock about the diagnosis was seen in all participant groups, but was 

most common among participants in the Unprepared Group and often experienced as 

disbelief that this could be happening to them. Contributing to this sense of shock and 

disbelief were a misattribution of symptoms of ESRD and a lack of awareness of the risk 

factors for ESRD. These subthemes are detailed below. 

Subtheme: Disbelief - “I didn’t think I had nothing like that.” For participants in 

the Unprepared Group, it was obvious that a majority had difficulty believing that they 

were suddenly so sick with an illness as serious as ESRD. Several reported having been 

largely asymptomatic until immediately preceding the diagnosis event, contributing to 

their disbelief about the diagnosis, with Participant 3007 remarking, “…It hit me out of 

left field.” 

I was upset. I was like, “Nah, how is that even possible?” You know, like 

out of nowhere, like I wasn’t getting light-headed or passing out or 

nothing like that… So, like…it hit me out of left field. I was like, I have to 

work the one day and the next day I had to be in the hospital on dialysis. 

(Participant 3007, Unprepared Group) 
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I was a little shocked… Wasn’t what I thought was happening. ‘Cause I 

was unaware anything was going on, because I felt okay. (Participant 

3009, Unprepared Group) 

 

I mean it was like anything, it was just like, something that you don’t – it 

was unexpected, so I was like, a little bit like, “What are you talking 

about?” (Participant 3001, Unprepared Group) 

 

 Some commented that they questioned the validity of the diagnosis at the time.  

I didn’t believe it. I thought you know, okay, this has gotta be wrong… 

(Participant 3003, Unprepared Group) 

 

I didn’t believe it, you know, ‘cause I don’t know… there’s a lot of 

reasons, you know, ‘cause I’m not a doctor… (Participant 3005, 

Unprepared Group) 

 

These sentiments were also expressed by the Prepared and Semi-Prepared Groups, but 

these participants also articulated never envisioning that their disease would become so 

severe that they would require RRT. 

I didn’t expect to start it. I knew the kidney was shutting down, but I 

didn’t think I was gonna start it [dialysis] really. (Participant 1003, 

Prepared Group) 

 

I never thought that this would happen because they been knowing about 

this for over a year now. And since I’ve been on the machine, this has 

really sunken in that I do need a kidney. (Participant 1006, Prepared 

Group) 
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I just wasn’t ready. I didn’t think… I didn’t think of… just whatever… I 

didn’t think it would ever come to this. (Participant 1010, Prepared Group) 

 

I couldn’t believe it; I just could not believe it. Like I said, it was like a 

dream I could not wake up out of. (Participant 1015, Prepared Group) 

 

Subtheme: Misattribution of symptoms. Participants remarked on physical 

symptoms that alerted them that something was wrong, but participants often failed to 

attribute them to ESRD. Symptoms commonly noted by participants included shortness 

of breath, dizziness, and fatigue. However, common symptoms of ESRD were often 

mistaken for other, often more benign, health conditions (e.g., mild asthma, stomach flu). 

This misattribution of symptoms appeared to only compound feelings of surprise and 

confusion about the ESRD diagnosis.  

Well, I went there for an asthma attack and then afterwards, when I 

couldn’t breathe, they told me something was wrong with my kidneys. 

(Participant 1014, Prepared Group) 

 

Yeah, because I was confused because, when I come here to the 

emergency room, I thought it was for asthma. Because I got asthma. 

(Participant 2001, Semi-Prepared Group) 

 

I was actually sick for a week with a lot of diarrhea, went into the hospital 

after being told at an emergicenter that it was just a virus that was going 

around. And then my mother said I was super dehydrated, so she took me 

to the ER and with that, the diagnosis was actually 4% kidney function – I 

was at end-stage renal failure. And I had type two diabetes uncontrolled, 

they said. (Participant 3009, Unprepared Group) 
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I didn’t know what was happening, I thought I was just sick with the like 

stomach flu and they said, “Oh you have kidney stones,” and I was like 

“Okay, take them out,” or whatever. I didn’t know I had kidney failure. 

(Participant 3003, Unprepared Group) 

 

Subtheme: Lack of awareness of risk factors for ESRD. Participants in the 

Unprepared Group commonly reported that they had been unaware of the underlying 

etiology of their illness until the time of the ESRD diagnosis. Even participants who had 

been aware of the underlying cause expressed a limited understanding of the causal 

relationship between the underlying cause (e.g., diabetes, hypertension) and the 

development of ESRD.     

Well, you know, apparently I haven’t done what I needed to keep my 

systems as clean as possible. I didn’t know high blood pressure was 

connected to kidney disease and I didn’t know that I had the high blood 

pressure, so if I knew ahead of time I would’ve tried to stay on top of my 

health – I would’ve been more careful about things. (Participant 3010, 

Unprepared Group) 

 

I went to the emergency room and they told me my blood pressure was 

high. I never knew I had high blood pressure ‘til I was there. (Participant 

3007, Unprepared Group) 

 

I think it happened because I wasn’t aware I was diabetic, and I let it go 

for so long. (Participant 3009, Unprepared Group)  
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Comparatively, participants in the Prepared and Semi-Prepared Groups were largely 

aware of their underlying health conditions that contributed to their ESRD development 

and progression. 

My primary care physician said I had diabetes and high blood pressure. 

And about a year later, after that diagnosis, he said my kidneys were 

starting to fail. So, he recommended for me to go see a nephrologist… 

And [in the last four years], my kidneys have been in a constant slow 

decline. (Participant 1020, Prepared Group) 

 

Theme 4: Characteristics of the First Dialysis Treatment 

 Participants were directly queried about their experiences with their first dialysis 

treatment. Irrespective of group status, patients across groups described feelings of 

apprehension and fear regarding their first dialysis treatment. Additionally, patients in all 

groups described an overall lack of understanding about what to expect from the 

treatments and were surprised by the physical discomfort.  

Subtheme: Apprehension and fear of the first treatment a nearly universal 

experience. When participants were asked to describe their initial experiences with the 

dialysis treatment itself, most described apprehension and a fear of the unknown. Most 

indicated that they felt unprepared and described a lack of understanding with regard to 

how the treatment works or might feel. Many reported that no one explained to them 

what dialysis is, how the process works, or how it may make them feel. This lack of 

information increased feelings of anxiety and fear.  



 

49 
 

I was scared! How’d I feel? I was scared – there was tubes through my 

damn chest, I was scared! And I seen [sic]all these other people sitting 

around with tubes in their chest, eyeballing me off, I was very scared; I 

was like, “God, bring me through this!” (Participant 1014, Prepared 

Group) 

 

I was scared -- I didn’t really, I didn’t know what to expect, because I 

didn’t know exactly what was done, you know… I didn’t know what to 

expect. (Participant 1019, Prepared Group) 

 

As mentioned, two participants from the Prepared Group reported exceptional 

experiences when they disclosed that their nephrologists had them visit outpatient 

dialysis facilities and meet with other patients on dialysis. This seemed to mitigate their 

anxieties surrounding RRT initiation. 

There was no mystery – my doctor had made an appointment with me a 

couple of times to go to the clinic to examine the different types of dialysis 

available. One was peritoneal, which they just showed me the machine, 

there was nobody there getting it done. The next one was talking to a 

patient learning how to do home hemodialysis. And she was in the process 

of removing the needles when I got there; her dialysis session was over, 

but I got a chance to talk to her and see what the apparatus did and what it 

was like and ask her about her fears and anxiety points. So yeah, I knew 

quite well what to expect, they didn’t surprise me with anything they did. 

(Participant 1020, Prepared Group) 

 

Subtheme: Lack of awareness of potential for physical discomfort. It is not 

uncommon for patients to experience some physical discomfort and negative side effects 

from dialysis treatments, particularly during the first few treatments. Common side 

effects can include nausea, vomiting, painful muscle cramping, and dizziness caused by 
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hypotension (Taal et al., 2011). Participants across groups reported that they felt 

unprepared for these physical side effects and expressed a desire to have been informed 

of potential side effects so that they could have been reassured that what they were 

experiencing was “normal” and not life-threatening or dangerous. 

The second treatment, when I got done and went upstairs, I had all these 

cramps, and I felt like, I didn’t understand. That’s the first second I started 

feeling lost in this shit, ‘cause I felt like I didn’t understand what was 

going on. I kept trying to tell other people, “Like my legs cramped up. I 

can barely walk.” And they were like almost smiling at me. Like, “That’s 

normal,” like I should be expecting that. But I can’t walk! I was trying to 

walk! And I’m like, “Oh man, this is what this is about to be?” It was just 

bad… Then they start saying, “Oh, well that happens sometimes. 

Especially in the beginning because they are trying to determine how 

much fluid to come off. So, they are like trying different numbers. So, it’s 

possible.” If I had known that ahead of time, I would have prepared for it, 

but at that point I thought, “Oh man, this shit is about to break my body 

down, it’s about to kill me.” (Participant 1023, Prepared Group) 

 

Well, I was in pain, I was screaming, until they finally give me the right 

medicine to counteract the effects of it. Because my body wasn’t used to 

that, so, you know, the thing is- is when I was going through it, it was 

really, really torture. (Participant 1021, Prepared Group) 

 

It was hell, because they had to take fluid out…they took it slow, but my 

body didn’t feel it. My body wasn’t…my body just couldn’t take it. I kept 

getting body cramps. (Participant 3006, Unprepared Group) 

 

Participants in the Semi-Prepared and Unprepared Groups tended to focus more on the 

physical discomfort of the treatment process. This could be related to their lack of a 

permanent dialysis access as the insertion of a hemodialysis catheter can be painful and 
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has an increased risk of adverse outcomes, including serious infection, compared with a 

permanent dialysis access.  

It was scary at first, you know, especially when they tell you if you get 

infections in that area it can go straight to your heart and that can be really 

bad. It’s like, it is a really scary thing to know you’re exposed like that. 

(Participant 3009, Unprepared Group) 

 

It hurt ‘cause I wasn’t prepared, I wouldn’t relax. All I knew was you got 

a line in me and you pulling all this blood out of me. (Participant 2004, 

Semi-Prepared Group) 

 

Theme 5: Disease Attribution – Who or What is to Blame? 

 Participants expressed strong sentiments regarding what may have led to their 

disease development or progression. Participants largely viewed the cause of their illness 

as multifaceted – often a combination of self-blame for missing appointments or not 

following medical advice and provider blame – a belief that the provider could have done 

more to prevent their illness. These were some of the more emotionally charged moments 

during the interview, with many participants becoming tearful while discussing their 

views on what may have contributed to their situation. These subthemes are described 

below. 

Subtheme: Self-role in disease development. Blaming oneself or acknowledging 

how their own actions or inactions may have contributed to the development and 

progression of their kidney disease was a common theme across all groups. These 
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statements were often made spontaneously, without prompt or probe, and expressed in 

the form of a confession, as illustrated in the quotations below.  

I get mad at myself, because if I would’ve controlled my health like I 

should have… I know it’s from diabetes and my high blood pressure, but I 

know it’s from me too, because I know I wasn’t compliant to what I was 

supposed to have done with my health. (Participant 1016, Prepared Group) 

 

I don’t think anyone can prevent what’s already destined to happen, but 

we can also take precautions. I mean, we know green light means go, red 

light means stop, but if you wanna cross on that red light on the highway, 

chances are, you will get hit. So, in life it’s like, ok we know what’s out 

there. If we don’t go to our doctor, if we don’t see it…it’s there. We just 

gotta get up and go. Me not getting up and going, me not knowing, it only 

made it grow into this. (Participant 1001, Prepared Group) 

 

I did knew [sic] that and I wasn’t taking my meds like I should’ve and 

standing up on the doctor’s appointments like I should’ve been. Like I 

said, I was feeling normal, so I didn’t feel no illness from it, so I wasn’t 

taking it seriously. It wasn’t until I got ill and started feeling the effects of 

it – that’s when I actually started taking it more seriously. (Participant 

1019, Prepared Group) 

 

Actually, to be honest I wasn’t taking care of myself the way I should 

have been doing. And I sort of like got upset about it. ‘Cause, you know, I 

usually do all the right things. I was taking my medications, but my sugars 

were getting too high. I wasn’t going to the doctors like I should have 

been doing. You know, and when I found out about, you know? I was – I 

was upset about it – with myself. I really didn’t want to go on dialysis, but 

I said I’ll do what I have to do. (Participant 2013, Semi-Prepared Group) 

 

I probably wouldn’t be on dialysis if I was a little smarter about it. I really 

didn’t think it was a big deal, but that was not the right attitude. 

(Participant 2009, Semi-Prepared Group) 
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I’m just gonna accept that this is something I did to myself and got no one 

to blame but me. (Participant 3004, Unprepared Group) 

 

Participants commonly attributed lifestyle habits, such as poor nutritional habits and 

substance use to their disease development.  

I guess from my behavior, from the things I was doing to my body for 

over four years, I really wasn’t a person who took care of himself to that 

point. I simply did what I wanted to do, how I wanted to do it. I used 

drugs, day in and day out. That was my life. Every waking moment, every 

thought that I had, was centered around where would I get my next fix 

from. So, my behavior and the things that I was doing to my body 

could’ve caused – probably caused all of it. You know, everything that 

I’m faced with. (Participant 1005, Prepared Group) 

 

Because of years ago, I drank so much, I don’t know if I should blame it 

on that, but I smoked cigarettes – a pack of cigarettes a day or whatever, 

and I used to drink like a fish. I drink one beer now in a week. But I used 

to drink three or six beers a day, you know what I mean? I think that kind 

of contributed to it. (Participant 1014, Prepared Group) 

 

I wasn’t eating right. I know I was a diabetic, I kept eating what I’m not 

supposed to eat. And yeah that’s the major cause of it, you know? If I had 

taken better care of myself, I wouldn’t have been where I’m at right now. 

(Participant 3008, Unprepared Group) 

 

I don’t really know exactly where it came from. I mean, I’m figuring, like 

I said, it’s like what you put in your body, ‘cause it ain’t the same. It don’t 

[sic] just happen without me putting in my body, like I said, the alcohol, 

the salt, all that over years. Like I said, I’m 61, so I’ve been doing this 

over years and years and years and years. So, my body is shutting down, 

it’s shutting down, it can’t take it – what I was doing. So, I really, I did it 

myself, because – I don’t know, I just did it, I know I did it myself. So, 
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nobody made this shit happen, I did. (Participant 3005, Unprepared 

Group) 

 

Participants in both the Prepared and Semi-Prepared Groups alluded to having 

been in denial about the severity of their illness, and placed blame on their resistance to 

provider recommendations or “warnings” during the earlier stages of their illness. They 

spoke frequently of minimizing the gravity of the situation, which, for the Semi-Prepared 

Group, often resulted in nonadherence with medical advice (e.g., missed appointments 

with nephrologist). Some participants remarked that they had felt well and mostly 

asymptomatic, so they simply did not worry about their kidney disease. One participant 

in that group spoke of feeling as though he had failed himself by not being able to control 

the progression of his illness. Participants in the Unprepared Group spoke frequently of 

not prioritizing their health up until this point due to competing priorities such as work 

and family demands. 

Subtheme: Provider bears some responsibility. Some participants felt that their 

providers (nephrologists and primary care physicians were mentioned specifically) bore 

some responsibility for their disease development or progression. Participants within each 

group felt that they had been inadequately informed by their providers of the relationship 

between the underlying cause of their ESRD (e.g., diabetes) and kidney disease.  Some 

participants also stated their provider “did not try hard enough” to control their disease 

and halt its progression. It was as if their providers, whom they trusted, had let them 

down or personally failed them, with one participant in the Unprepared Group becoming 

visibly angry while describing her experience.  
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I mean they don’t tell you like ok, you’re in the clinic, they’re trying to get 

the fluid down, but they don’t tell you the fluid will affect your kidneys 

and that you can end up on dialysis. If they told the patients that, a lot of 

patients will say, “Oh ok, I’ll work on something a little bit more better 

and come and see the doctor a little bit more quicker,” or had they known 

that it would’ve affected the kidneys that way. If I had known, if I was 

told that, something, I could’ve done something more better [sic]. I 

could’ve done things different, but you never was told that. I would like to 

go to the heart and vascular clinic and just stand in the middle of the room 

and say, “Who don’t know? I’m gonna tell you what they will not tell you, 

and I found out the hard way,” and point to my arm or my neck. “If you 

have swelling in your body and you don’t get it checked out, you will – 

not might or maybe – you will get kidney disease and I’m telling you so, if 

that happens to you, you can’t say, ‘Well, I didn’t know, the doctor didn’t 

tell me.’ Well, I’m telling you. So now if you don’t want to get that done, 

hey, join the kidney club, that’s all.” (Participant 3002, Unprepared 

Group) 

 

They say it’s from years of high blood pressure. And I’m still not 

understanding, because, like I told you, I went to clinics here and there, 

often, every six months to once a year, so if everything is working right 

and they checking my blood pressure, checking my heart, my temperature, 

whatever they gotta check, like why didn’t anybody discover anything? 

Why wasn’t it serious, you know? Why wasn’t it caught? …So, basically, 

I’m wondering even when I do go, even if it was five years ago, even if it 

was 1 year ago, why didn’t nobody catch it? They should of knew [sic] 

your blood pressure was high, or how did it get from that to there and 

where it’s at now? (Participant 3007, Unprepared Group) 

 

One time I went to my primary doctor, he gave me like five different types 

of blood pressure medicine to try to bring my pressure down, and none of 

them worked. So, by the sixth time, I go to see my primary doctor and he 

told me I have to go see a specialist. So, I’m saying, why didn’t he send 

me to a specialist by the second time instead of feeding me pills trying to 

get it down? So, I think if he would’ve sent me to see a specialist since 

day one, I probably wouldn’t have been on dialysis. But I don’t know that, 

cause I’m not no doctor, but what I’m saying is that I don’t think I’d be on 

dialysis. (1015, Prepared Group) 
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I thought I had some time. I thought he [nephrologist] could heal me; I 

thought he could stop the progression, you know? But he couldn’t. I don’t 

think he was trying hard enough. (Participant 2005, Semi-Prepared Group) 

 

Notably, a participant from the Semi-Prepared Group commented that the relationship 

between diabetes and hypertension and the development of kidney disease should have 

been explained.  

I wasn’t given the proper information about not getting kidney disease. 

You know, I wasn’t told that the real issues of the blood pressure and 

diabetes, you know, all that information should have been told. It 

shouldn’t be separate. (Participant 2007, Semi-Prepared Group) 

 

Discussion 

Overall, contrary to the study’s hypothesis that ESRD diagnosis and RRT 

initiation experiences would differ according to varying degrees of pre-ESRD nephrology 

care and preparation, the study’s findings revealed that experiences were overwhelmingly 

similar across participant groups. For study participants, ESRD diagnosis and RRT 

initiation occurred on a spectrum of urgency, and a large majority of participants 

experienced these events within the context of an emergency situation. This contradicts 

the prevailing literature which often dichotomizes the phenomenon as “good” versus 

“bad,” and uses language such as urgent versus non-urgent or optimal versus suboptimal 

(Chan et al., 2019; Mendelssohn et al., 2009). Instead, the results of this formative work 

suggest that, irrespective of amount of pre-ESRD nephrology care, most patients’ 
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experiences with ESRD diagnosis and RRT initiation in the U.S. may fall on a continuum 

of urgency and are largely suboptimal.  

An overwhelming majority of the study sample initiated to RRT in the inpatient 

hospital setting (n=44, 93.6%). This was expected for participants in the Unprepared 

Group, as they had never seen a nephrologist and were often unaware of their CKD 

status, obviating the option of outpatient RRT initiation. However, a majority of patients 

in the Prepared and Semi-Prepared Groups had been under the care of a nephrologist for 

6 months or longer (n=22, 95.7% and n=8, 61.5%, respectively). Comparatively, analyses 

of the medical records of a random sample of U.S. Veterans who initiated to chronic RRT 

(n=1691) during the years 2000 to 2009 found that 74.7% started in the hospital setting 

(Wong et al., 2016).  

All participants in the Semi-Prepared and Unprepared Groups initiated to in-

center hemodialysis using a hemodialysis catheter (i.e., not AV fistula or graft or PD 

catheter), and just one participant in the Prepared Group initiated to PD. There is 

substantial evidence from around the world, however, that with the proper protocols and 

infrastructure, institutional support, and a well-trained team of providers, it is feasible to 

initiate patients with an unplanned or urgent dialysis initiation to PD or home-

hemodialysis (Alkatheeri et al., 2016; Artunc et al., 2019; Jin et al., 2019; Ye, et al., 

2019; Wojtaszek et al., 2019; Zang, et al., 2019). Patients may also experience better 

outcomes, with a study conducted in Germany that implemented a PD program for 

patients with urgent and unplanned dialysis initiation showing that patients who elected 
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PD experienced a shorter hospitalization than those who elected in-center hemodialysis 

(Artunc et al., 2019). 

Due to the unpredictable nature and varied course of CKD (Arulkumaran et al., 

2019) it is unlikely that all unexpected and urgent RRT initiations can be avoided, but 

with better and more supportive systems and processes in place, it is plausible that a 

greater proportion of RRT initiations could occur in a planned fashion. Importantly and 

unsurprisingly, the literature has suggested that a planned RRT initiation results in better 

QOL for patients (Caskey et al., 2003). Therefore, a goal among the nephrology 

community should be to maximize the likelihood for planned and non-urgent RRT 

initiation for patients. Intervention research at the CKD clinic level using a 

multidisciplinary team approach should be pursued to test for effects on RRT initiation 

setting and uptake of optimal RRTs (i.e., home dialysis modalities and kidney 

transplantation).  

Finally, existing literature from the past two decades provides abundant data that 

consistently suggest the outpatient dialysis facilities fail to provide comprehensive RRT 

options education, despite being mandated by Federal regulators to do so (Browne et al., 

2016; Gander et al., 2015;  Gander et al., 2019; Hays & Waterman, 2008; Mehrotra et al., 

2005; Patzer et al., 2015; Sheu et al., 2012; Waterman et al., 2006). This was confirmed 

in our study, with few participants reporting having received any RRT-related 

information from their outpatient dialysis facility. It is certainly plausible that study 

participants received the RRT information and education in the outpatient dialysis facility 
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setting after their participation in the study, with median days from RRT initiation to 

study participation among groups 21, 31, and 29 days, respectively. Additionally, it is 

also conceivable that they were unable to recall receiving the information.  

Nevertheless, it is critical that patients are made aware of all available RRTs, 

because any delay in pursuit of them can have negative consequences. Specifically, the 

revised kidney transplant allocation system incentivizes early referral and listing for 

kidney transplant, even before dialysis initiation for individuals with reduced kidney 

function (i.e., GFR below 20 ml/min) (Friedewald et al., 2013). Potential kidney 

transplant recipients, mainly young and middle-aged candidates, are penalized on their 

United Network for Organ Sharing’s Estimated Post-Transplant Survival Score the longer 

they receive dialysis, limiting access to the top 20% of the highest-quality deceased donor 

kidneys (Friedewald et al., 2013; Organ Procurement and Transplantation Network, 

2014). It is therefore imperative that patients be informed of the option of kidney 

transplantation as soon as they are eligible. 

Moreover, although the majority of the study sample was hospitalized at the time 

of RRT initiation, fewer than half of participants in all groups reported receiving 

information about PD, home-hemodialysis, kidney transplantation, and living donor 

kidney transplantation during the RRT initiation hospital stay. It is worth noting that the 

median hospital stay for each group was 6, 11, and 14 days, respectively. This is 

particularly salient for the Unprepared Group, who likely had not had the opportunity to 

be exposed to RRT education prior to their RRT initiation admission. The inpatient 
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setting for RRT initiation may be an appropriate venue and opportune time to begin the 

education process and future research should include CKD and RRT education 

intervention development and testing targeted to patients with no prior history of 

nephrology care. This has been implemented successfully in Canada, where 32% of 

patients who participated in the inpatient education program elected a home dialysis 

modality (Rioux et al., 2011) and in Germany, where there was a 66% increase in PD 

initiation after implementing an inpatient RRT education program (Schanz et al., 2018). 

In addition, given the traumatic nature of most participants’ RRT initiation, future 

research should also include a more in-depth investigation into patients’ readiness to 

receive RRT education at various junctures during their illness.  

To our knowledge, this is the first U.S.-based examination and comparison of the 

ESRD diagnosis and RRT initiation experiences among patients newly diagnosed with 

ESRD and with varying levels of pre-ESRD nephrology care. The study employed a 

mixed methods design with the qualitative component giving voice to the subjective 

patient experience and the quantitative component enumerating these experiences. This 

study represents an initial step in improving our understanding of the ESRD diagnosis 

and RRT initiation experiences of patients newly diagnosed with ESRD with varying 

amounts of pre-ESRD nephrology care and preparation. Its strengths lie in the novelty of 

the formative work and its study design, using both qualitative and quantitative methods 

to fully elucidate the problem. However, interpretation of the study’s results should be 

considered carefully within the context of its limitations. Primarily, the study is limited 

by a small, convenient sample from one geographic region, therefore threatening external 
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validity by limiting generalizability of the study’s findings. Additionally, because of the 

small sample and unequal group sizes, the study was severely underpowered, limiting 

statistical analyses. Threats to internal validity include recall bias among study 

participants as data collection relied heavily on participants’ ability to recall very specific 

information.  

Lastly, because providers (i.e., nephrologists) at the study sites were aware of the 

research and some served as participants in the research, the study was vulnerable to the 

“demand characteristics bias” (Orne, 1962), and they may have practiced differently 

because they were aware they were being observed for research purposes. Future research 

is critical and should include a significantly larger and more geographically diverse study 

sample to determine if the study’s findings are replicable.  

To conclude, the results of this study magnify the need for the Federal 

government’s investment in CKD and ESRD prevention, care, and research. The 

Department of Health and Human Services should consider the issues outlined in this 

study and faced by patients newly diagnosed with ESRD reported here when employing 

the Advancing American Kidney Health initiative (U.S. Department of Health and 

Human Services, 2019). Furthermore, the COVID-19 pandemic has only highlighted the 

need to expeditiously address what appears to be an inferior standard of care for patients 

who are newly diagnosed with ESRD and initiating to RRT in the U.S.  It is essential that 

we avoid the wasteful use of emergency and acute-care services and thus promote the use 

of home therapies, transplantation, and outpatient RRT initiation when feasible for 
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patients newly diagnosed with ESRD. We are at a critical juncture in the history of CKD 

and ESRD care and now, more than ever before, there is hope and potential for 

meaningful change in the health care system and in the lives of patients with ESRD. 
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CHAPTER 3 

“BY THE TIME THEY GET TO ME, I’LL BE DEAD ANYWAY” – 

COMPARING COPING STYLES AND TREATMENT  

DECISION-MAKING AMONG PATIENTS WITH  

VARYING AMOUNTS OF PRE-END-STAGE RENAL DISEASE  

NEPHROLOGY CARE: A MIXED METHODS STUDY 

 

Abstract 

Currently, end-stage renal disease (ESRD) affects nearly 750,000 people in the 

U.S., and one third of new cases of ESRD received no or minimal pre-ESRD care. Not 

much is known about how patients with minimal or no pre-ESRD care cope with the 

ESRD diagnosis and the initiation of renal replacement therapy (RRT) and make RRT-

related decisions. The aim of this study was to explore the coping styles and strategies 

and RRT decision-making among patients with varying amounts of pre-ESRD 

nephrology care. Using a mixed methods design, semi-structured interviews were 

conducted exploring and comparing the coping styles and strategies and decision-making 

preferences during the ESRD diagnosis and RRT initiation among patients with varying 

amounts of pre-ESRD nephrology care. Quantitative data were also collected, including 

sociodemographic and health characteristics data, and six validated measures related to 

coping and decision-making were administered. Participants (n=47) were categorized 

according to amount of pre-ESRD care received. Applied thematic analysis was used and 
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codes were created deductively and inductively. Analyses revealed both similarities and 

differences in coping styles and strategies and RRT decision-making preferences across 

participant groups. The following qualitative coping-related themes emerged: (1) 

psychological distress, (2) adjustment to illness issues, (3) influences on the primary 

appraisal of the stressor, (4) secondary appraisal of the stressor, and (5) resilience. 

Additionally, the following decision-making themes emerged: (1) perception of a 

decision point, (2) RRT decision-maker influences & preferences, (3) information 

promotes and inhibits treatment decision-making, and (4) desire to pursue alternative 

RRTs. None of the measures revealed any statistically significant associations between 

the measure scores and group status. The qualitative differences across groups could 

often be attributed to the differences in levels of pre-ESRD preparation. Further 

exploratory and targeted intervention research is needed to help all patients optimally 

adjust to this life-altering illness and ensure all patients are empowered to make RRT 

decisions that best suit their individual needs and lifestyles.  

 

Introduction 

Chronic kidney disease (CKD) is a pervasive public health threat in the U.S. with 

more than one in seven adults (approximately 37 million) afflicted and CKD maintains 

the unenviable position as the ninth leading cause of death among adults in the U.S. 

(Heron, 2019; United States Renal Data System [USRDS], 2019). Among those living 

with CKD, nearly 750,000 have progressed to end-stage renal disease (ESRD), which 
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necessitates renal replacement therapy (RRT) using either a form of dialysis or kidney 

transplantation (Taal et al., 2011). In 2017, there were approximately 124,500 incident 

cases of ESRD (USRDS, 2019) and among those, one third received minimal or no pre-

ESRD nephrology care prior to RRT initiation (USRDS, 2019). It has been well 

documented that late nephrology referral or no pre-ESRD nephrology care results in 

increased morbidity and mortality and limits access to kidney transplantation (Cass et al., 

2002, 2003; Fischer et al., 2016; Gillespie et al., 2015; Innes, Rowe, Burden, & Morgan, 

1992;  Jungers et al., 2001; Kazmi et al., 2004; Mendelssohn et al., 2011, 2009; Stack, 

2003; Winkelmayer et al., 2007). Racial and ethnic minority populations are also less 

likely to have received pre-ESRD care, with 38.5% of African American and 39.4% of 

Hispanic incident patients with ESRD having received no or unknown amounts of pre-

ESRD nephrology care compared to 31.5% of Whites and 32.2% of non-Hispanics 

(USRDS, 2019). Thus, it is probable that existing health outcomes disparities for racial 

and ethnic minority groups with ESRD are compounded for those with minimal or no 

pre-ERSD nephrology care (USRDS, 2018b). 

An absence of or minimal pre-ESRD nephrology care often results in an 

unplanned and urgent dialysis start, frequently referred to as a “crash start” or “crashing 

onto dialysis” (Smart & Titus, 2011). For many patients, the “crash start” is likely the 

first time they have been informed of their life-threatening illness. Patients who “crash” 

are forced to cope with a serious medical diagnosis while simultaneously make decisions 

about complex medical treatments. However, the coping styles and strategies and RRT 
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decision-making preferences for patients who “crash” onto dialysis have not been fully 

explored in the extant literature.  

Severe responses to sudden and unexpected serious medical diagnoses are well 

documented across a variety of major illnesses (e.g., HIV, cancer, lupus, multiple 

sclerosis), and these situations represent moments of crisis and acute stress as patients 

grapple with their new realities (Anderson et al., 2010; Hult, Maurer, & Moskowitz, 

2009; Hyden, 1997; Janssens et al., 2003; Kralik, Brown, & Koch, 2001; Linden, et al., 

2012; Stevens, 2006; Waldron et al., 2011). Much of the existing CKD and ESRD 

literature focuses on the psychological and quality-of-life (QOL) aspects of the illness, 

such as depression, with fewer studies examining how patients cope with the disease and 

RRT (Boateng & East, 2011; Chan et al., 2012; Cukor, et al., 2006; Glover et al, 2011; 

Kimmel, 2001; Kimmel, Cukor, Cohen, & Peterson, 2007). One such study of 179 U.S. 

patients who were late-stage CKD or dialysis-dependent, used qualitative interviews to 

investigate patients’ coping styles and strategies regarding their kidney disease and found 

that patients were more likely to utilize “engagement” coping styles (i.e., direct 

engagement with the stressor) and coping strategies such as acceptance of the situation, 

caring for oneself, and adhering to medical advice (Subramanian et al., 2017). Engaging 

social support was also cited as an important and often-used coping strategy by 

participants in that study, particularly for non-White patients (Subramanian et al., 2017).  

Studies on coping with ESRD conducted throughout the world suggest that 

patients who engaged in “problem-focused” or “task-oriented” coping strategies 
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experienced less psychological distress with adjustment to their illness (Gilbar et al., 

2005; Keskin & Engin, 2011). Whereas a study that correlated coping styles and QOL 

among patients on dialysis in Brazil found that patients who reported using more 

“emotion-oriented” coping strategies may be at risk for reduced QOL (Santos, 2010). 

Religiosity and spiritual beliefs were also commonly reported coping strategies among 

patients with advanced CKD and ESRD (Ahmad & Al Nazly, 2015; Gurkan, Pakyuz, & 

Demir, 2015). Notably, a study conducted with U.S. veterans with ESRD found that an 

avoidant coping style was associated with an increased risk of mortality (Wolf & Mori, 

2009). Thus, understanding and identifying adaptive and maladaptive coping styles and 

strategies in diverse ESRD populations is of critical importance and is particularly salient 

for patients who had no pre-ESRD nephrology care, about whom little is known. 

In addition to coping with a new ESRD diagnosis, patients are also tasked with 

making decisions about the available RRT options ranging from in-center hemodialysis 

(ICHD), home hemodialysis (HHD), peritoneal dialysis (PD), and living or deceased 

donor kidney transplantation (Taal et al., 2011). All options are equivalent in their ability 

to achieve the goal of replacing renal function, but they are unequal with regard to patient 

survival, potential adverse effects, QOL, and cost (Laupacis et al., 1996; Loubeau, 

Loubeau, & Jantzen, 2001; Neipp et al., 2006; Wolfe et al., 1999). It is well-established 

that kidney transplantation reduces mortality, enables patients to return to meaningful 

employment, remediates the need for cumbersome dietary and fluid restrictions, and costs 

significantly less than dialysis (Laupacis et al., 1996; Loubeau, Loubeau, & Jantzen, 

2001; Neipp et al., 2006; Wolfe et al., 1999). Additionally, PD and HHD are associated 
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with better health outcomes, reduced risk for complications (Mehrotra et al., 2011), and 

the treatment schedules afford more flexibility compared to ICHD, so patients are more 

likely to continue with employment. Chapter 2 presented data on the RRT information 

received by patients with varying amounts of pre-ESRD nephrology care at different 

junctures during their ESRD transitions or diagnoses and received. However, much 

remained unknown about the RRT decision-making processes and preferences among 

these groups of patients. 

For nearly two decades, shared decision-making (SDM), has been promulgated by 

professional nephrology organizations as the gold standard for RRT initiation and 

selection decision-making that should be used with patients who progress to ESRD (Galla 

et al., 2000; Moss, 2011; Moss, 2010). In health care, SDM refers to patient-centered 

treatment decision-making in a medical environment (Charles, Gafni, & Whelan, 1997). 

Specifically, it is defined as: (1) the involvement of a minimum of two parties – a health 

care provider and a patient, (2) bi-directional information sharing, (3) attempts to reach 

consensus around the treatment decision within the context of the patients’ preferences 

and values, and (4) agreement on treatment implementation (Charles, Gafni, & Whelan, 

1997). A survey of 197 patients with ESRD found that a majority of patients preferred 

SDM or desired to make decisions independently (41.5% and 34.6%, respectively) 

(Orsino et al., 2003). 

Unfortunately, the existing literature suggests that nephrology providers do not 

routinely engage in SDM with their patients and may be taking a more paternalistic 
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approach to RRT decision-making (Harwood & Clark, 2013; Ladin et al., 2017; Morton 

et al., 2010; Song et al., 2013; Winterbottom, Bekker, Conner, & Mooney, 2014). For 

example, a study of patients using ICHD (n=99) found that a majority (67%) perceived 

no choice in initiation to RRT or RRT selection, with a third of participants believing the 

RRT initiation and selection decision was made by the provider (Song et al., 2013). 

Another study, conducted in the UK, also concluded that patients did not refer to the 

RRTs as consisting of a range of options from which to choose, but RRT represented just 

a medical procedure (Winterbottom, Bekker, Conner, & Mooney, 2014). A review of 

patient and caregiver views of decision-making in CKD also found a perceived “lack of 

choice” among patients (Morton et al., 2010, p. 4). Furthermore, the timing of RRT 

information delivery emerged as a relevant theme, with some studies suggesting that the 

information is presented in a hurried fashion, leaving patients with little time to make a 

thoughtful decision that takes into consideration lifestyle needs and family input (Morton 

et al., 2010). Similarly, a meta-analysis examining dialysis modality decision-making 

among patients with CKD also found that the ESRD treatment decision is heavily 

grounded in patients’ lifestyle preferences, but that patients often feel they do not have a 

choice among treatments as ESRD presents a life or death situation (Harwood & Clark, 

2013).  Conversely, a U.S. pilot study of patients and their surrogate decision-makers 

(n=21) who had initiated to RRT for acute kidney injury in the hospital found that most 

participants perceived decisions about RRT initiation as shared, but  most were unaware 

of the option of forgoing dialysis, and only two participants indicated that other RRTs 

(e.g., PD or kidney transplant) were discussed (Bansal, O’Connor, & Casarett, 2018). 
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Studies that investigated outcomes (e.g., RRT modality selection) of SDM in 

ESRD have found that patients may be more likely to pursue PD, HHD, and 

transplantation when engaged in SDM for the RRT decision (Lee et al., 2019; Robinski et 

al., 2016). Curiously, a study conducted in Germany with patients who recently began 

dialysis found that those who initiated onto PD were more likely to endorse SDM 

positively than those who initiated onto ICHD (Robinski et al., 2016).  

It is important to avoid taking a one-size-fits-all approach to medical decision-

making. The literature suggests that SDM is not necessarily the preference of all patient 

groups, with racial and ethnic minority groups, and those with limited resources (i.e., low 

socioeconomic status, low literacy) citing a preference for physician treatment 

recommendations and inclusion of family and community members in the decision-

making process (Fadem et al., 2011; Mead et al., 2013; Robinski et al., 2016). This is a 

salient consideration for the CKD and ESRD populations in the U.S. as racial and ethnic 

minority groups are disproportionately represented (USRDS, 2019).  

The findings reported herein represent a portion of a larger study with the overall 

objective of addressing the gaps in our existing knowledge about the ESRD diagnosis and 

RRT initiation experiences, coping styles and strategies, and RRT decision-making needs 

and preferences among patients newly diagnosed with ESRD, along with the perspectives 

of their diagnosing and treating nephrologists. The specific aim of this report is to 

investigate and compare the coping styles and strategies and RRT decision making 
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preferences for patients newly diagnosed with ESRD and with varying amounts of pre-

ESRD nephrology care. 

 

Methods 

Methodological Approach 

 A convergent mixed methods study design was used (Creswell & Plano Clark, 

2017) to explore patients’ coping styles and strategies and RRT decision-making during 

ESRD diagnosis and RRT initiation. This mixed methods approach synchronously 

employs qualitative and quantitative data collection techniques with equal consideration 

given to both methodologies. The approach couples the strengths and counterbalances the 

weaknesses characteristic to each method (Creswell & Plano Clark, 2017). 

 

Participants 

Study participants were purposively sampled and recruited from one inpatient and 

eleven outpatient dialysis facilities in North Philadelphia and surrounding counties from 

December 2018 through January 2020. Eligible patients were English-speaking adults 

between the ages of 18 and 80, newly diagnosed or transitioned to ESRD within five 

months of ESRD diagnosis and RRT initiation, requiring chronic RRT, and negative for 

any significant cognitive impairment or serious untreated psychiatric illness (e.g., active 

hallucinations or delusions). In addition, potential participants had to meet the commonly 



 

72 
 

accepted minimal requirements for kidney transplant candidacy (Kasiske et al., 2010). 

Therefore, patients with active malignancies, severe inoperable cardiac or peripheral 

vascular disease, and terminal diagnoses were excluded (Kasiske et al., 2010).  

Potential study participants were identified and screened by the study’s principal 

investigator (PI) (MAU) via a weekly review of the electronic medical record system and 

communication with clinical staff at the recruitment sites. A waiver of HIPAA 

Authorization was obtained to conduct participant identification and initial screening. 

Potential participants who met general inclusion criteria requirements received a verbal 

invitation from the PI to participate in the study and provided informed written consent 

and completed HIPAA Authorization upon enrolling. Participants were initially 

compensated $25 for participation in the study and that incentive was later increased to 

$50 to increase participation. The study received approval from the Institutional Review 

Board at Temple University (Protocol No. 25097) and from DaVita Clinical Research. 

 

Procedures 

Participant Groups 

Eligible study participants were screened via self-report and review of the medical 

record and categorized according to their preparedness for RRT initiation. Categories 

were determined using metrics commonly used to measure preparedness for ESRD – 

history of outpatient nephrology visits and presence of a permanent dialysis access (i.e., 

arteriovenous (AV) fistula or graft or PD catheter). For inclusion in the Prepared Group, 
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participants must have had a documented history of pre-ESRD nephrology care and a 

permanent dialysis access (i.e., AV fistula or graft or PD catheter) in place at the time of 

RRT initiation. Participants in the Semi-Prepared Group must have had a documented 

history of pre-ESRD nephrology care, but no permanent dialysis access in place at the 

time of RRT initiation. And participants in the Unprepared Group – had no history of pre-

ESRD nephrology care and also no permanent dialysis access in place at the time of RRT 

initiation (see Table 3.1 for participant group descriptions). 

 

 

Table 3.1  

Participant Group Descriptions 
Prepared Group Semi-Prepared Group Unprepared Group 

• Documented history of pre-

ESRD nephrology care 

• Presence of permanent 

dialysis access at time of 

RRT initiation (i.e., AV 

fistula or graft or PD 

catheter) 

• Documented history of pre-

ESRD nephrology care 

• No permanent dialysis access 

present at time of RRT 

initiation 

• No documented history of 

pre-ESRD nephrology care 

• No permanent dialysis 

access present at time of 

RRT initiation 

 

 

Data Collection Procedures 

Semi-structured interviews were conducted by the PI (MAU), a trained social 

scientist, within one to five months of the participant’s RRT initiation, in-person at the 

participant’s outpatient dialysis facility or via telephone. Telephone interviews are 

comparable to in-person interviews and are less onerous, a particularly salient 
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consideration for the ESRD population who adhere to strict medical treatment schedules 

(Holt, 2010). An interview guide with open- and closed-ended questions facilitated 

interview (see Appendices A and B for patient participant interview guides). The 

combination of open- and closed-ended questions provided flexibility so that participants 

could offer perspectives and experiences that were not directly queried but may be 

pertinent to the research question (Sankar & Jones, 2007). The domains of inquiry for the 

parent study included: objective and subjective characteristics of the ESRD diagnosis and 

RRT initiation experience, RRT information and education received, coping styles and 

strategies, RRT decision-making, and patient-provider communication. All interviews 

were audio-recorded and lasted an average of 40 minutes. The interview procedures and 

guides were pilot-tested and refined with five patients prior to enrolling study 

participants.  

Quantitative data was collected via a review of participants’ medical records 

when available by the study’s PI (MAU) for health characteristics and RRT initiation 

characteristics data collection. Paper and pencil surveys were used to collect 

sociodemographic data, seven validated measures (see Appendix C for data collection 

tool), and a survey regarding ESRD- and RRT-related information received. Participants 

completed these surveys independently or with the assistance of the PI (MAU), when 

requested.  
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Measures 

Self-reported sociodemographic information collected from participants included: 

age, sex, race, ethnicity, marital status, religion, education, employment, annual income, 

and health insurance. Health characteristics and RRT initiation characteristics data were 

also obtained via participant self-report and verified in the medical record, when 

available; these data included: ESRD etiology, length of pre-ESRD nephrology care in 

months (Prepared and Semi-Prepared Groups only), number of outpatient pre-ESRD 

nephrology appointments attended (Prepared and Semi-Prepared Groups only), RRT 

initiation type, RRT initiation setting, RRT initiation hospitalization length of stay (for 

inpatient initiations only), and number of days from RRT initiation to interview. 

The semi-structured interviews covered several topics, and those relevant to this 

report included: participant coping styles and strategies and RRT decision-making 

experiences and preferences. Two coping-related measures, one depression-related 

measure, and three decision-making measures were administered to participants. 

Specifically, the 28-item Brief COPE (BC) was administered to assess participants’ 

coping styles during ESRD diagnosis and RRT initiation (Carver, 1997). The BC has 14 

subscales, with two items per scale, that ask if the participant has been engaged in: active 

coping, planning, positive reframing, acceptance, humor, religion, use of emotional 

support, use of instrumental support, self-distraction, denial, venting, substance use, 

behavioral disengagement, and self-blame (Carver, 1997) (see Appendix C, p. 257 for 

complete BC measure). Each subscale is measured on a four-point scale measuring 
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frequency of engagement in each coping style (0 = not at all, 3 = a lot) (Carver, 1997). 

Subscale scores are obtained by summing and averaging the two items (Carver, 1997). 

The instrument was tested on a U.S. adult community population following Hurricane 

Andrew (n=168) and was found to have good internal consistency reliability (Cronbach’s 

alpha [] was 0.50 and above for all subscales) (Carver, 1997). The instrument has also 

been tested and validated in patients with a variety of chronic illnesses, including lung 

and gastrointestinal cancers (Hagan et al., 2017), as well as among caregivers for patients 

with dementia (Cooper, Katona, & Livingston, 2008). 

The 16-item Coping Strategies Inventory Short-Form (CSI-SF) was administered 

to assess participants’ coping strategies when confronted with the ESRD diagnosis and 

RRT initiation (Addison et al., 2007) (see Appendix C, p. 264 for complete CSI-SF). The 

CSI-SF has four, four-item subscales that measure: problem-focused engagement, 

problem-focused disengagement, emotion-focused engagement, and emotion-focused 

disengagement, and two summary scales that examine total engagement and total 

disengagement (Addison et al., 2007). The frequency with which participants engaged in 

each coping strategy is measured using a five-point scale (1 = never, 5 = almost always) 

(Addison et al., 2007). Subscale scores are obtained by summing the four item responses 

in the subscale (Addison et al., 2007). The measure was used on the Jackson Heart Study 

cohort (n=5302) and was found to have good internal consistency reliability ( ranged 

from 0.58 to 0.72 for the subscales) (Addison et al., 2007). The CSI-SF was validated in 

patients on dialysis from 13 countries, including the U.S. (Cronbach’s alpha [] was 

between 0.56 and 0.80 for all subscales) (Speyer et al., 2016). The measure has also been 
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used in a similar study population as part of the African American Study of Kidney 

Disease and Hypertension Cohort Study (n=639) (Porter et al., 2012). 

Presence of depressive symptoms was assessed by the Center for Epidemiologic 

Studies Depression Scale (CES-D) (Radloff, 1977) (see Appendix C, p. 261 for complete 

CES-D measure). The CES-D is a popular measure that has been tested on a variety of 

populations and in a variety of settings. This 20-item scale is intended to identify 

depressive symptoms rather than provide a diagnosis of depression (Radloff, 1977). 

Participants indicate how often they experienced each symptom within the past week 

using a four-point scale of frequency (0 = rarely or none of the time, 3 = most or almost 

all of the time) (Radloff, 1977). The measure had good internal consistency reliability 

when originally tested on a large sample from the general U.S. population ( = 0.85) and 

a smaller sample of patients under psychiatric care ( = 0.90) (Radloff, 1977). 

The 9-item Shared Decision Making Questionnaire (SDM-Q-9) was administered 

to gauge patients’ experiences of SDM as it relates to the RRT decision (Kriston et al., 

2010) (see Appendix C, p. 254 for complete SDM-Q-9 measure). The tool’s nine items 

are measured along six-point Likert-type scales of agreement (0 = completely disagree, 5 

= completely agree) and uses a sum score than can be transformed for a range of zero to 

100, with higher scores suggesting more SDM occurred (Kriston et al., 2010). The SDM-

Q-9 has been validated in German ( = 0.94) (Kriston et al., 2010), Dutch ( = 0.88) 

(Rodenburg-Vandenbussche et al., 2015), Spanish ( = 0.885) (De las Cuevas et al., 

2015), and English ( = 0.94) (Glass et al., 2012; Wills et al., 2011). The instrument was 
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also found to have high internal consistency reliability ( = 0.94) in a stratified U.S. 

primary care population (n=488) (Glass et al., 2012; Wills et al., 2011). The instrument 

has been used with a variety of populations, including with patients with ESRD in 

Germany (Robinski et al., 2016), as well as elderly patients making surgical treatment-

related decisions (Yoon, Kim, & Park, 2014), patients who present to the emergency 

room complaining of musculoskeletal pain (Holland et al., 2016), and in patients with 

multiple sclerosis (Ballesteros et al., 2017).   

Decisional regret regarding the RRT initiation decision was assessed using the 

five-item Decisional Regret Scale (Brehaut et al., 2003) (see Appendix C, p. 256 for 

complete DRS measure). Items were assessed along five-point Likert-type scales of 

agreement (1 = strongly agree, 5 = strongly disagree) (Brehaut et al., 2003). The tool was 

validated in four different health care settings and found to have good internal 

consistency reliability ( ranged from 0.81 to 0.92) (Brehaut et al., 2003). The mean 

score is transformed for a scale of zero to 100, with a score of 0 suggesting no regret 

regarding the decision and a score of 100 suggesting high levels of regret regarding the 

decision (Brehaut et al., 2003). 

The Control Preferences Scale (CPS) was administered using a “pick-one” 

approach to gauge if participants prefer to take a passive, active, or collaborative role 

when making decisions about their RRT (Degner, Sloan, & Venkatesh, 1997) (see 

Appendix C, p. 267 for complete CPS measure). The CPS consists of five statements that 

describe the patient’s role in health care decision-making, with two statements 
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representing a passive role, one statement representing a collaborative role, and two 

statements representing an active role (Degner, Sloan, & Venkatesh, 1997). Participants 

were asked to select the statement that best reflects their preference for RRT decision-

making.  

 

Data Analyses 

Qualitative Data Analyses 

Reporting of the qualitative analyses and results were guided by the Consolidated 

Criteria for Reporting Qualitative Research [COREQ] (Tong et al., 2007). All interviews 

were audio-recorded for accuracy and transcribed verbatim by trained research assistants. 

35 of 45 (78%) interview transcripts were checked against the audio recordings for 

accuracy. MAXQDA version 12 (VERBI Software, 2012), a qualitative data analysis 

software, was used to facilitate analyses. Applied thematic analysis was used, with codes 

generated both deductively from specific questions included in the interview guide and 

inductively through the iterative identification of topics emerging during the interviews to 

produce an initial codebook (Guest, MacQueen, & Namey, 2014; Strauss & Corbin, 

1990). The codebook was continuously refined using an iterative process until saturation 

was achieved. The PI (MAU) and four trained research assistants coded each transcript 

independently, inter-rater reliability was 88%, and all discrepancies in code application 

were resolved to consensus through discussion (Kurasaki, 2000; Neuendorf, 2016). The 

codes were then synthesized into themes and subthemes by the PI (MAU) and discussed 
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with co-authors (HMG, LAS, and AW) who have expertise in conducting qualitative 

research and analyses.  

Quantitative Data Analyses 

The quantitative data were fully described using univariate statistics, including 

medians and interquartile ranges for continuous variables and frequency distributions for 

categorical and ordinal variables. Given the small sample, unequal group sizes, and non-

normal distributions of the data, nonparametric tests were used to examine group 

differences among the variables. Specifically, the Chi-Square Test of Independence for 

variables with three or more categories and the Fisher’s Exact Test for variables with two 

categories were employed to examine group differences among nominal and ordinal 

variables, and the Kruskal-Wallis-one-way analysis of variance and Mann Whitney U 

Tests were used to test for differences among all continuous variables, including all 

measure scores. All quantitative analyses were conducted in SPSS version 25.0.   

 

Results 

Study Sample 

A total of 212 patients were screened for eligibility during the study period. 

Among those, 157 patients did not meet inclusion requirements, with a majority excluded 

because of a disqualifying comorbidity (e.g., non-renal end-stage organ failure) (n=62, 

29.2%) or presenting with acute kidney injury only (i.e., did not require chronic RRT) 
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(n=55, 26.0%). Of the patients screened, 55 satisfied all eligibility criteria and were 

invited to participate and eight declined to participate, resulting in a total sample size of 

47 and an 85.5% participation rate. Among the 47 total participants, 23 met inclusion 

criteria for the Prepared Group, 13 met inclusion criteria for the Semi-Prepared Group, 

and 11 met inclusion criteria for the Unprepared Group. One participant in the Prepared 

Group and one participant in the Semi-Prepared Group could not be reached via 

telephone for the scheduled interview and thus did not complete that portion of the study 

but did complete the quantitative portion (see Figure 3.1 for study flow diagram). 
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Figure 3.1  

Study Flow Diagram 

Notes: a.= Did Not Meet Eligibility Criteria: Medically unsuitable, n=62; Acute kidney injury only, n=55; Age > 80 years; n=14; Non-English speaking, n=11; 

Prior kidney transplant, n=10; Cognitive/Psychiatric impairment, n=7 (does not sum to 100 percent as some met multiple criteria). b = The Prepared and Semi-

Prepared Groups each had one participant drop out and not complete the interview portion of the study.       
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Sociodemographic Data 

 

The median age of study participants was 60 and a majority of participants were 

male (n=27, 57.4%), non-Hispanic (n=38, 80.9%), African American (n=36, 76.6%), and 

had a Medicaid health insurance product (n=27, 57.4%) (see Table 3.2 for complete 

participant sociodemographic data and sociodemographic data according to participant 

group). Although not statistically significant, median ages of participants in the 

Unprepared Group were nine and seven years younger than participants in the Prepared 

and Semi-Prepared Groups, respectively. This is consistent with national data from the 

United States Renal Data System, which reported most recently that younger adults were 

less likely to have received pre-ESRD nephrology care compared with older adults 

(USRDS, 2018b). Among all participant sociodemographic variables, only employment 

status was significantly associated with group status, according to the results of a Chi-

Square Test of Independence (2 = 20.233, df = 8, p = 0.009). A majority of participants in 

the Prepared Group reported unemployment due to disability (n=16, 69.6%) at the time of ESRD 

diagnosis and RRT initiation, while only a minority reported unemployment due to disability in 

the Semi-Prepared and Unprepared Groups (n=4, 30.8% and n=3, 27.3%, respectively). 
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Table 3.2 

Participant Sociodemographic Information 

 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significance a 

Characteristic n (%)      

Age (years), Median (IQR)  60 (21.6) 62 (19.0) 60 (18.5) 53.0 (32.0) NS, p= 0.28 

Age (years)  

    18 to 44  

    45 to 64 

    65 to 74 

    75 to 80 

 

11 (23.4) 

23 (49.0) 

10 (21.3) 

3 (6.3) 

 

5 (22.0) 

13 (56.5) 

4 (17.3) 

1 (4.3) 

 

2 (15.3) 

6 (46.1) 

3 (23.0) 

2 (15.4) 

 

4 (36.4) 

4 (36.4) 

3 (27.2) 

0 (0.0) 

 

NS, p = 0.60 

Sex 

    Male 

    Female 

 

27 (57.4) 

20 (42.6) 

 

13 (56.5) 

10 (43.5) 

 

8 (61.5) 

5 (38.5) 

 

6 (54.5) 

5 (45.5) 

 

NS, p = 0.94 

Ethnicity 

    Hispanic 

    Non-Hispanic 

 

9 (19.1) 

38 (80.9) 

 

5 (21.7) 

18 (78.3) 

 

4 (30.8) 

9 (69.2) 

 

0 (0.0) 

11 (100.0) 

 

NS, p = 0.15 

Race 

    White 

    African American/Black 

 

11 (23.4)  

36 (76.6) 

 

4 (17.4) 

19 (82.6) 

 

5 (38.5) 

8 (61.5) 

 

2 (18.2) 

9 (81.8) 

 

NS, p = 0.321 

Marital Status 

    Single 

    Married/Cohabitating 

    Separated/Divorced 

    Widowed 

 

22 (46.8) 

10 (21.3) 

7 (14.9) 

8 (17.0) 

 

11 (47.8) 

5 (21.7) 

4 (17.4) 

3 (13.0) 

 

5 (38.5) 

3 (23.1) 

1 (7.7) 

4 (30.8) 

 

6 (54.5) 

2 (18.2) 

2 (18.2) 

1 (9.1) 

 

NS, p = 0.81 

Education 

    Less than High School 

    High School or GED 

    Some College/Associate’s   

    Bachelor’s Degree 

 

16 (34.0) 

16 (34.0) 

11 (23.4) 

4 (8.5) 

 

8 (34.8) 

7 (30.4) 

6 (26.1) 

2 (8.7) 

 

4 (30.8) 

5 (38.5) 

4 (30.8) 

0 (0.0) 

 

4 (36.4) 

4 (36.4) 

1 (9.1) 

2 (18.2) 

 

NS, p = 0.63 

Notes: aNS = Not significant. 
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Table 3.2 (continued) 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristic n (%)      

Annual Income 

    $20,000 or Less 

    $20,001 - $40,000 

    $41,000 - $75,000 

    More than $75,000 

    Unsure 

 

30 (64.0) 

6 (12.8) 

7 (14.9) 

3 (6.4) 

1 (2.1) 

 

15 (65.2) 

4 (17.4) 

2 (8.7) 

2 (8.7) 

0 (0.0) 

 

9 (69.3) 

1 (7.7) 

2 (15.4) 

0 (0.0) 

1 (7.7) 

 

6 (54.5) 

1 (9.1) 

3 (27.3) 

1 (9.1) 

0 (0.0) 

 

NS, p = 0.78 

Employment Status 

    Employed  

    Unemployed 

    Retired 

    Disabled 

 

6 (12.7) 

5 (10.6) 

13 (27.7) 

23 (48.9) 

 

2 (8.6) 

1 (4.3) 

4 (17.4) 

16 (69.6) 

 

2 (15.4) 

0 (0.0) 

7 (53.8) 

4 (30.8) 

 

2 (18.2) 

4 (36.4) 

2 (18.2) 

3 (27.3) 

 

p = 0.009 

Religion 

    Christian 

    Muslim 

    No Affiliation 

 

35 (74.5) 

3 (6.4) 

9 (19.1) 

 

16 (69.5) 

3 (13.0) 

4 (17.4) 

 

11 (84.6) 

0 (0.0) 

2 (15.4) 

 

8 (72.7) 

0 (0.0) 

3 (27.3) 

 

NS, p = 0.66 

Health Insurance Status 

    Medicaid Product 

    Medicare 

    Private Insurance 

    None 

 

27 (57.4) 

11 (23.4) 

7 (14.9) 

2 (4.3) 

 

14 (60.8) 

6 (26.1) 

3 (13.0) 

0 (0.0) 

 

5 (38.5) 

5 (38.5) 

2 (15.4) 

1 (7.7) 

 

8 (72.7) 

0 (0.0) 

2 (18.2) 

1 (9.1) 

 

NS, p = 0.31 

Interview Location 

    Inpatient Hospital Room 

    Dialysis Center 

    Telephone 

b n=45 

11 (24.4) 

18 (51.4) 

17 (38.1) 

b n=22 

3 (14.0) 

13 (59.1) 

6 (27.3) 

b n=12 

3 (25.0) 

3 (25.0) 

6 (50.0) 

 

5 (45.5) 

2 (18.2) 

4 (36.4) 

 

NS, p = 0.29 

Time from RRT Initiation to  

Interview (days), Median (IQR) 

bn = 45 

26.5 (28.0) 

 

bn =22 

21 (26.0) 

 

bn = 12 

31 (40.0) 

 

 

29 (80.0) 

 

 

NS, p = 0.58 

Notes: aNS = Not significant. b = N different due to two participants dropping out before interview completed. 
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Health and Renal Replacement Therapy Initiation Characteristics Data 

Diabetes was the most common cause of ESRD among study participants (n=21, 

44.7%), followed by hypertension (n=14, 29.8%). The number of pre-ESRD nephrology 

visits, length of pre-ESRD nephrology care, and length of RRT initiation hospital stay 

differed significantly between groups. A Mann Whitney U Test revealed that the Semi-

Prepared Group had significantly fewer pre-ESRD outpatient nephrology appointments 

than the Unprepared Group (U = 58.5, z = -2.267, p = 0.023). A Fisher’s Exact Test 

indicated that there is an association between group status and length of pre-ESRD 

nephrology care (p = 0.008) with the Prepared Group having been seen by nephrology for 

a significantly longer time period (in months). The Unprepared Group was not included 

in these analyses because none had ever seen a nephrologist prior to their ESRD 

diagnosis. Table 3.3 displays participant health characteristics by group. 

Table 3.4 presents the RRT initiation characteristics data for all participants and 

by participant group. A large majority of participants initiated to RRT in the inpatient 

hospital setting (n=44, 93.6%), with only two initiating in the outpatient setting, and just 

one participant choosing PD and initiating RRT at home. Notably, for participants 

initiating RRT in the inpatient setting, the median length of hospital stay increased 

according to group status, and was significantly different between groups according to 

the results of a Kruskal Wallis Test (2 = 9.256, df = 2, p = 0.009). 
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Table 3.3 

Participant Health Characteristics 

Group 
Total  

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristic n (%)      

Years Aware of CKD,  

Median (IQR) 

 

-- 

bn = 22 

3.0 (4.0) 

bn = 12 

2.0 (4.0) 

 

-- 

 

NS, p = 0.157 

ESRD Etiology 

    Diabetes 

    Hypertension 

    Other 

    Unknown 

 

21 (44.7) 

14 (29.8) 

5 (10.6) 

7 (14.9) 

 

10 (43.5) 

6 (26.1) 

3 (13.0) 

4 (17.4) 

 

6 (46.2) 

5 (38.5) 

1 (7.7) 

1 (7.7) 

 

5 (45.5) 

3 (27.3) 

1 (9.1) 

2 (18.2) 

 

NS, p = 0.980 

Length of Pre-ESRD Care 

    Less than 6 months 

    Greater than 6 months 

 

-- 

-- 

 

1 (4.3) 

22 (95.7) 

 

5 (38.5) 

8 (61.5) 

 

-- 

-- 

 

p = 0.008 

 

Number of Pre-ESRD 

Nephrology Appointments, 

Median (IQR)  

 

 

-- 

 

bn = 21 

11.0 (8.0) 

 

bn = 11 

4.0 (9.0) 

 

 

-- 

  

 

p = 0.023 

Access Type Present 

    Hemodialysis Catheter 

    AV Graft or Fistula 

    PD Catheter 

 

24 (51.1) 

22 (46.8) 

1 (2.1) 

 

0 (0.0) 

22 (95.7) 

1 (4.3) 

 

13 (100.0) 

0 (0.0) 

0 (0.0) 

 

11 (100.0) 

0 (0.0) 

0 (0.0) 

 

-- 

Notes: aNS = Not significant. b = Different N due to missing values. 

  
 

 

Table 3.4 

RRT Initiation Characteristics 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Characteristics n (%)      

RRT Initiation Setting  

    Inpatient  

    Outpatient 

    Home 

 

44 (93.6) 

2 (4.3) 

1 (2.1) 

 

20 (87.0) 

2 (8.70) 

1 (4.3) 

 

13 (100.0) 

0 (0.0) 

0 (0.0) 

 

11 (100.0) 

-- 

-- 

 

NS, p = 0.397b 

RRT Used at Time of 

Initiation  

    Hemodialysis 

    Peritoneal Dialysis 

 

 

46 (97.9) 

1 (2.1) 

 

 

22 (95.7) 

1 (4.3) 

 

 

13 (100.0) 

0 (0.0) 

 

 

11 (100.0) 

-- 

 

 

NS, p = 0.525c 

RRT Initiation 

Hospitalization  

Stay (days), Median (IQR) 

 

dn = 40 

8 (7.5) 

 

dn = 18 

6 (3.8) 

 

dn = 12 

11 (8.5) 

 

dn = 10 

14 (12.5) 

 

 

p = 0.009 

Notes: aNS = Not significant. b = Only the Prepared and Semi-Prepared Groups tested using a Chi-Square 

Test. c = Only Prepared and Semi-Prepared Groups tested using a Fisher’s Exact Test. d = Different N due 

to missing values. 
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Coping Styles and Strategies: Emerging Themes 

 The qualitative and quantitative data related to coping styles and strategies 

revealed similarities and differences across participant groups and did not always 

perfectly converge to tell precisely the same story. This could be in part due to the small 

sample size and resulting statistical limitations. Among all the coping-related measures, 

there were no statistically significant associations between measure scores and participant 

groups. However, noteworthy trends in median scores emerged along some measures. 

Whereas the qualitative analyses suggest that there are some marked differences in 

certain areas of coping across groups, and these differences are often directly related to 

the level of preparedness (i.e., disease knowledge and education) among participants. In 

total, five major themes emerged from the qualitative analyses, and included: (1) 

significant psychological distress, (2) adjustment to illness issues, (3) influences on the 

primary appraisal of the ESRD diagnosis and RRT initiation, (4) secondary appraisal of 

the ESRD diagnosis and RRT initiation, and (5) resilience. These and relevant subthemes 

are detailed in the proceeding pages, along with illustrative quotations. 

 

Theme 1: Psychological Distress 

 Psychological distress and negative emotions at the time of ESRD diagnosis and 

RRT initiation were common and reported across all participants groups. This was not 

unexpected considering the situation of a serious medical diagnosis. However, 

participants in the Prepared Group reported more feelings of psychological distress 
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during the CKD diagnosis and subsequent follow-up than the ESRD diagnosis. 

Comparatively, the Semi-Prepared Group reported experiencing greater levels of 

psychological distress at the time of ESRD diagnosis and RRT initiation than at the time 

of CKD diagnosis. This may be related to the self-minimization of their illness as 

reported by some participants in that group. Unsurprisingly, participants in the 

Unprepared Group also reported high levels of psychological distress upon learning of 

their ESRD diagnosis and RRT initiation.  

 Notably, participants within each group commented on a perceived lack of 

multidisciplinary care during the ESRD diagnosis and RRT initiation, which they 

expressed, had it been made available, may have helped them to cope with some of the 

psychological distress that they were experiencing. Participants explained how the 

experience affected more than just their physical health, but that it also had a profound 

effect on their emotional and psychological wellbeing. However, according to 

participants, psychological side effects were not addressed by providers. Specifically, one 

participant in the Semi-Prepared Group commented on how his ESRD diagnosis and 

RRT initiation affected his mental health, causing him to feel depressed, which he also 

stated had been overlooked and inadequately addressed by providers. 

This will change your life, and for all those changes, all changes in life 

seem to have something attached to them, and one is depression. And 

nobody has talked about that…no one has talked about that… It’s [ESRD] 

a part of my psyche, it’s a part of my makeup, you know, you can’t take 

the arm without the leg, you know, so you know, everything has a 

connection to it. (Participant 2005, Semi-Prepared Group) 
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The same participant went on to say that he desired “somebody to talk to” about how to 

cope with ESRD and dialysis, specifically in the outpatient dialysis unit.  

I could use somebody to talk to me about what they’re going through and 

how they got through it, because in here [outpatient dialysis unit], we’re 

just very despondent. We’re hearing people on dialysis for nine years, 

eleven years, 15 years, and I’m like, “Oh my God, I don’t wanna be in 

here this long,” you know? So, I’m like a little despondent. (Participant 

2005, Semi-Prepared Group) 

 

A participant in the Unprepared Group made a similar comment, indicating that although 

it was difficult to talk about, it made him “feel a little better” doing so. 

I don’t like to [talk]. But it has made me feel a little better. Matter of fact, 

it is making me feel a little better, because I’ve been holding this shit in 

for years, and like I said, you gotta face your problems straight up. I can’t 

run from it, because anywhere it goes, there I am. (Participant 3005, 

Unprepared Group) 

 

Conversely, one participant in the Prepared Group described an interaction with a staff 

member in the outpatient dialysis unit that seemingly helped her to cope with her 

situation. 

The lady at the dialysis center – I was crying, and she was comforting me, 

like she said the same thing the doctor said. My first treatment, I started 

crying and the tech, I think she’s the tech or a nurse, and she was just 

explaining to me, telling me about all the good benefits about having 

dialysis. (Participant 1012, Prepared Group) 
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Subtheme: Fear and anxiety. Feelings of fear and anxiety were commonly 

reported across participant groups, but the reasons behind the fear differed by group 

status. For instance, for participants in the Prepared Group, who had experienced the 

most pre-ESRD nephrology care of all participant groups, and as reported in Chapter 2, 

received the most RRT-related education, the fear and anxiety were associated with a 

sense of dread or foreboding – knowing that dialysis was likely in their future: “Because I 

knew what the outcome would be. That I would have to get on dialysis; I was petrified 

about dialysis” Participant 1011, Prepared Group. Participants in the Prepared Group also 

reported fear and anxiety related to what they felt would be the inevitable impact of RRT 

on their lifestyles, particularly the time-consuming aspect of dialysis treatment and its 

impact on their ability to work. 

I was just scared of life with this, ‘cause I’d been through so much with 

my sickness and I didn’t know what to expect until they did it. (Participant 

1003, Prepared Group) 

 

My focus and concern is [sic] working. I want to get back to work and 

like, since I’ve been on it, it’s like, ok, now if I was to go for a job 

interview, how would I say, “Well, if I get a schedule with these two days 

here, I have to do this [dialysis].” Honestly, if someone looked me in the 

face and said, “Well, we can’t hire you,” I’m gonna be pissed. (Participant 

1001, Prepared Group) 

 

Three and a half hours… That bothered me, far as the time – it bothered 

me here, with the time… ‘Cause I almost had a panic attack about that. 

(Participant 1012, Prepared Group) 

 

Because I’m scared. I’m not comfortable here, I’m just, I’m not doing 

well. I’m dependent on other people. I gotta get used to it so I can get back 
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to a normal life, back to work, back to a real job. I leave my job, I lose my 

insurance! (Participant 1018, Prepared Group) 

 

I have some anxiety about [it] – it’s an intrusive process in this stage of 

your life. You lose four hours every day of your life which is a long time! 

I mean most people work all day, they go home and watch two or three 

hours of TV. I’m sitting in this chair getting bled to death for four hours, 

you know? I’d rather be doing something fun. (Participant 1020, Prepared 

Group) 

 

It’s like the idea you could die anytime. Like the stuff I read – I might cry, 

I might get emotional. The stuff I read was telling me like, you know, it 

could stop your heart. (Participant 1023, Prepared Group)  

 

Interestingly, for many participants in the Semi-Prepared Group, they indicated that it 

was a paralyzing fear that had often prevented them from following up with their 

nephrologists or preparing for RRT (e.g., AV fistula or graft placement surgery). For 

some participants this was described as a fear of the unknown, as represented in the 

quotations below. 

I guess the fear of being on dialysis and not knowing anything about it. I 

have a friend that lives across the street from me who got a kidney 

transplant, and I got a childhood friend who’s on dialysis, so, it was like 

questions for them about what I was going through. (Participant 2005, 

Semi-Prepared Group) 

 

I feel a lot better about me being on dialysis. If I had known that, I would 

have did [sic] it a long time ago, you know? But I was afraid. I didn’t 

know anything about it. I didn’t get any knowledge about it. (Participant 

2013, Semi-Prepared Group) 

 



 

93 
 

Whereas another participant in the Semi-Prepared Group suggested that it was the 

information about ESRD and dialysis that she had received during pre-ESRD care that 

had made her fearful and anxious: “When you’re thinking of something that’s unknown 

to you, you fear anyway. But when you learn about the different things and you hear 

things that only make you more fearful” Participant 2002, Semi-Prepared Group. 

Comparatively, the Unprepared Group expressed fear and anxiety due to a general lack of 

knowledge and understanding about the disease and the treatment. 

I had to be treated…I had to find out about this disease – how long can I 

live with it? I could go on and on about this, and it’s scary, for real, for 

real… Like I said, I’m 61 years old, I lived a long time. I really, at one 

time, I didn’t give a shit if I died or not, I mean I really didn’t. I’ve lived a 

full life. I ain’t wanna go on this dialysis machine and all that shit. It 

scared me, really. (Participant 3005, Unprepared Group) 

 

Subtheme: Anger and frustration. Sentiments of anger and frustration at their new 

situation were most often reported by participants in the Unprepared Group compared 

with the other participant groups. One participant in this group was particularly angry 

about her diagnosis: “When they told me [ESRD diagnosis], I was angry. I was upset 

about it” Participant 3002, Unprepared Group. When asked about her emotions and how 

she was coping with everything during the ESRD diagnosis hospital stay, she was clear: 

“[I was] upset and angry, tired, disillusioned. Just, bad… I was just so upset about the 

whole thing. I don’t think anything was, to me, felt encouraging” Participant 3002, 

Unprepared Group. Another participant in that group expressed anger at what she 
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perceived as miscommunication by providers and unexpected physical symptoms while 

in the hospital. 

[I] was just so arrogant and evil; I shut everyone out; I fussed at the 

nurses, the doctors. The first night here, I cried…My body was actin’ 

crazy! It shut down; I mean, it didn’t shut down, but it cracked out – it was 

spazzin’…They said I needed to start [dialysis] right away. At first, I 

wanted to go home. I asked, “Can I see a doctor? Because I’m still sitting 

here and y’all told me I could go home.” And then they said, “We’re going 

to start dialysis,” and that just blew my whole head off! Like, that wasn’t 

what we talked about, but okay! (Participant 3006, Unprepared Group) 

 

Expressions of anger and frustration were not as prevalent among participants in 

the Prepared and Semi-Prepared Groups, although one participant in the Prepared Group 

described her reaction to her ESRD diagnosis in terms that suggest anger and frustration: 

“I didn’t want nothing to eat, I would get irritated, I was evil. You know I just didn’t 

want to be bothered by nobody” Participant 1014, Prepared Group. 

Subtheme: Sadness and hopelessness. Participants across groups reported 

experiencing symptoms suggestive of depression, characterized by feelings of sadness 

and hopelessness. However, participants in the Prepared and Semi-Prepared Groups 

frequently described these symptoms as more profound during the CKD diagnosis and 

subsequent follow-up period than at the time of ESRD diagnosis and RRT initiation:  

Well, when I first heard about it [CKD diagnosis], I just felt like I didn’t 

want to live. (Participant 1014, Prepared Group) 

 

I had to come to this realization. I realized that even though I caught 

myself denying it and not [feeling] sick, I was kind of depressed at the 
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same time. You know, depressed, with even trying to ignore it. It’s still 

there. So, I was like depressed the whole time. And I was feeling really 

tired. It was like, “Alright, it’s a lot.” Keep dragging myself if I don’t have 

to, you know? And before I let it break me down – ultimately, this shit is 

more mental than anything, I realized. It’s like, it’s really crazy. 

(Participant 1023, Prepared Group) 

 

Well, I was upset, you know. All upset, I’d say I was depressed, you 

know. I wasn’t thinking right. (Participant 2001, Semi-Prepared Group) 

 

Sometimes—sometimes it’s depressing. It gets real depressing sometimes. 

You realize you aren’t the person you used to be. Like I said, this is still 

new for me and it’s not like I’ve been on it for years, so it’s still 

depressing. It gets a little depressing for me. (Participant 2004, Semi-

Prepared Group) 

 

One participant in the Prepared Group remarked at how his formerly reliable 

coping strategy – humor – had proven elusive throughout his entire experience with 

kidney disease: “I’m the type of man to joke every day. I can’t smile anymore… I’ve 

been the class clown all my life. I make people laugh. I can’t even make myself laugh 

anymore…because of my situation” Participant 1015, Prepared Group. Another 

participant in the Prepared Group expressed a sense of hopelessness about his future with 

kidney disease: “It’s real bleak. I’m sorry to say, but it’s bleak. Like I said, I really don’t 

know how long I’m gonna be able to do this. I really don’t; it’s depressing…” Participant 

1009, Prepared Group. 

Responses from participants in the Unprepared Group suggest that many were 

actively coping with feelings of sadness and hopelessness at the time of the interview, 
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which is also reflected in their median score on the CES-D, which can be found in Table 

3.5. The results of a Kruskal-Wallis-one-way analysis of variance indicated there was no 

statistically significant association between participant group status and median CES-D 

scores (2 = 0.190, df = 2, p = 0.909), but the median score for the Unprepared Group is 

trending higher than the median scores for the other groups, suggesting they may have 

experienced more symptoms of depression. 

 

 

Table 3.5 

Center for Epidemiologic Studies Depression Scale Scores 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Median Score (IQR) 24.0 (16.0) 24.0 (18.0) 20.0 (20.0) 27.0 (14.0) NS, p = 0.909 

Note: aNS = Not significant. 

 

 

But that’s where I really am right now, as I talk to you. You know, and it 

hurt. I mean, I just know that because whatever happens, I have to still 

want treatment, I have to do the things when I get to know my kidney 

specialist down here and I can find out more about it and – and you 

know… Sometimes I get real deep in my head, a couple sedatives. I get 

real down sometimes; I cry. I ain’t gonna lie. I’m 61 years old and I still 

cry, because I know this is gonna kill me. I don’t really wanna die. I said I 

do, I said I didn’t care, but I really do care. (Participant 3005, Unprepared 

Group) 

 

Oh yeah, this week has been a whole difficult time. Everything is just – 

everything about having kidney failure – everything is hard, and I could 

not make it… (Participant 3006, Unprepared Group) 
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And you know, when you’re sitting there [at dialysis], you’re hopeless. 

(Participant 3011, Unprepared Group) 

 

Theme 2: Adjustment to Illness Issues 

 Participants within all three groups discussed issues related to adjusting to their 

new, and for many, sudden reality with ESRD and RRT. Some commented on how this 

serious medical diagnosis fundamentally changed every aspect of their lives, including 

the lives of their families.  

I think it has affected my life in every aspect of it. Really, I do, come to 

think of it, because I have had to make this an integral part of me and me 

includes what I have to offer to my family. So, it’s a part of me and it has 

affected them, it’s affected me – it has even affected my chihuahua! It’s 

affected everybody. (Participant 1002, Prepared Group) 

 

It’s been a little rough, the whole lifestyle adjustment. Sometimes you get 

a little tired, sometimes you may not have an appetite, sometimes you 

know, ugh… It’s just a lot of different stuff, but you have to try and stay 

positive. You’re still normal, you just basically can’t eat and drink and do 

things like everyone else do [sic]. You’re the exact same as a normal 

human being, you just gotta watch your fluids and eat healthier. 

(Participant 3007, Unprepared Group) 

 

One participant from the Prepared Group made a thoughtful comment when he said 

adjusting to life with ESRD will be a process and “it’s going to take a while”:  

And you know, you don’t think you’ll get used to something, but this here 

I will never get used to it. If I do get used to it, it’s going to take a while, 

it’s not just gonna happen overnight. It’s not – it’s really not. (Participant 

1015, Prepared Group) 
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This process occurred as a shift from avoidance and denial to acceptance for many 

participants and is described in the subthemes below. 

Subtheme: Avoidance and denial. Most participants described initially 

experiencing a phase of avoidance or denial, however, when in the course of their disease 

these feelings occurred often varied according to group status. Notably, participants in the 

Prepared Group described being in denial or exhibiting avoidant behaviors when they 

were initially diagnosed with CKD with some commenting that they believed their 

disease would eventually improve and they would be able to avoid RRT altogether. 

Whereas very few participants in that group indicated that they felt any sense of denial or 

avoidance at the time of ESRD diagnosis and RRT initiation. 

Participants in the Semi-Prepared Group were very forthcoming that they actively 

avoided recommended medical follow up and procedures following their CKD diagnoses. 

This may partially explain their lack of a permanent dialysis access. Similar to 

participants in the Prepared Group, few participants in the Semi-Prepared Group 

exhibited outright denial about their progression to ESRD. Notably, the Semi-Prepared 

Group had the highest median score on the Self-Distraction subscale of the BC, for which 

the items included: “I’ve been turning to work or other activities to take my mind off 

things” and “I’ve been doing something to think about it less, such as going to movies, 

watching TV, reading, daydreaming, sleeping, or shopping” (see Table 3.7 for Self-

Distraction scores and all BC subscale scores according to participant group). However, 

the results of a Kruskal-Wallis Test revealed no statically significant differences in 
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median scores across groups (2 = 1.5, df = 2, p = 0.909). The Semi-Prepared Group also 

had the highest median score on the Problem-Focused Disengagement subscale of the 

CSI-SF (example items from the subscale include: “I hope the problem will take care of 

itself” and “I try to put the problem out of my mind”) (see Table 3.8 for Problem-Focused 

Disengagement and all CSI-SF subscale scores according to participant group). The 

results of a Kruskal-Wallis test revealed that there were no statistically significant 

associations with median scores and participant groups (2 = 0.763, df = 2, p = 0.683).  

Conversely, most participants in the Unprepared Group exhibited denial about 

their ESRD diagnosis, which is unsurprising given that for many in this group, this was 

the first they had heard they had kidney disease. Although the Kruskal-Wallis-one-way 

analysis of variance was statistically insignificant, there were trends in median scores on 

the Denial subscale of the BC, with the median score in the Semi-Prepared Group 

trending higher than the Prepared Group, and the Unprepared Group trending higher than 

both other groups (2 = 3.435, df = 2, p = 0.180). See Table 3.6 for the BC Denial 

subscale median scores according to participant group and illustrative quotations for the 

subtheme and Table 3.7 for all BC subscale scores.  
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Table 3.6 

Brief COPE Denial Subscale Scores & Subtheme: Avoidance and Denial Illustrative Quotations  
Group Prepared Semi-Prepared Unprepared 

Median Score (IQR) 0.50 (1.5) 1.0 (1.3) 1.5 (2.0) 

Illustrative Quotations 

I sure like put it in the back of my mind.  I 

felt better not thinking about it. I felt better 

not addressing it. Every time we addressed 

it, I got anxious and so I just kept it in the 

back of my mind. I just knew that it was 

there and that I had to do something about 

it, but I did not feel a sense of urgency. 

(Participant 1002, Prepared Group) 

 

Because I didn’t wanna – I just couldn’t 

accept that, that was happening to me. 

(Participant 1011, Prepared Group) 

 

I really didn’t give it a whole lot of thought 

at that particular time about where I was at 

as far as kidneys were concerned because I 

think I had a hope that that would never 

happen to me and now that it has, it’s 

frightening, you know? (Participant 1005, 

Prepared Group) 

 

[I knew] that my kidneys were not 

functioning properly. I didn’t understand 

that could mean dialysis and all of that. 

Once I heard that, I think my sister is who 

told me that part, you know, that it would 

cause this. Once I heard that, I was in more 

denial. I was at the point where I refused to 

do it. (Participant 1023, Prepared Group) 

He [nephrologist] tried to get me to 

go before that all happened, he 

wanted me to not get sick and, either 

way, I was. But I kinda blew him off, 

because, I knew what was happening, 

but I kind of kept in in the back of 

my mind, hoping that it would 

change, but it didn’t. (Participant 

2006, Semi-Prepared Group) 

 

I heard dialysis a good while ago, I 

don’t know how long, but a good 

while before now, and I had done the 

same thing again. I kind of ran. I 

think for the simple reason ‘cause I 

heard people that talk about this and 

how bad dialysis is… I think, at one 

time, they had a kidney or something 

for me, but I missed that ‘cause, in 

fact, I was kind of running away 

from that kind of stuff…and I just 

got lost with everything. (Participant 

2012, Semi-Prepared Group) 

 

I kept putting it off and putting it off, 

because I didn’t want to be on 

dialysis. (Participant 2013, Semi-

Prepared Group) 

I didn’t want to deal with it at all, I 

was putting it in the back, and we 

got to the point where I had no 

alternative… I kept running from it, 

I didn’t want to see no doctor, I 

didn’t want to do nothing, I didn’t – 

I wanted him to leave me alone, let 

me just do me, that’s what I wanted.  

(Participant 3005, Unprepared 

Group) 

 

I mean, who wants to hear 

something like that? So, I didn’t 

take to it at all. I didn’t take to it at 

all, no. (Participant 3002, 

Unprepared Group) 

 

I was having a lot of problems with 

my living situation, I had no 

transportation, I was moving from 

place to place. So, I just put 

everything to the back burner, and I 

didn’t pay it no mind. Um…I 

wasn’t stable to go these 

appointments with the 

[nephrologist]. So, I didn’t go.  

(Participant 3006, Unprepared 

Group) 
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Table 3.7  

Brief COPE Subscale Scores 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significance

a
 

Subscale Score Median (IQR) 

Self-distraction  1.5 (1.5) 1.5 (1.5) 2.0 (1.5) 1.0 (2.0) NS, p = 0.909 

Active coping  2.5 (1.5) 2.5 (1.5) 2.0 (2.5) 2.5 (1.5) NS, p = 0.788 

Denial  1.0 (1.5) 0.50 (1.5) 1.0 (1.3) 1.5 (2.0) NS, p = 0.180 

Substance use  0.0 (0.0) 0.0 (0.0) 0.0 (0.0) 0.0 (0.0) NS, p = 0.402 

Use of emotional support 2.5 (1.5) 2.5 (1.5) 3.0 (1.8) 2.5 (2.0) NS, p = 0.831 

Use of instrumental 

support 

 

2.0 (1.5) 2.0 (1.5) 2.0 (2.0) 1.5 (1.5) NS, p = 0.641 

Behavioral disengagement 0.0 (0.5) 0.0 (0.5) 0.0 (0.8) 0.0 (0.5) NS, p = 0.523 

Venting 1.0 (1.5) 1.0 (1.5) 1.0 (1.5) 1.5 (2.0) NS, p = 0.400 

Positive reframing 1.5 (1.5) 1.5 (1.0) 1.5 (2.0) 2.0 (2.0) NS, p = 0.727 

Planning 2.0 (1.5) 2.0 (1.0) 2.0 (2.5) 3.0 (1.0) NS, p = 0.265 

Humor 0.5 (1.5) 0.0 (1.5) 1.0 (1.3) 0.5 (1.0) NS, p = 0.111 

Acceptance 3.0 (0.5) 3.0 (0.5) 3.0 (1.0) 3.0 (0.5) bNS, p = 0.424 

Religion 2.0 (2.0) 2.0 (2.0) 2.5 (2.0) 1.5 (3.0) NS, p = 0.909 

Self-blame 0.5 (1.5) 0.5 (1.0) 0.5 (1.5) 0.5 (2.0) NS, p = 0.742 

Notes: aNS = Not significant. bMeans rank test used for this subscale due to all values being equal to or less 

than the median 

 

 

Table 3.8 

Coping Strategies Index Short-Form Subscale Scores 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significance

a
 

Subscale Score Median (IQR) 

Problem-focused 

engagement 

16.0 (6.0) 16.0 (5.0) 15.0 (6.0) 16.0 (5.0) NS, p = 0.757 

Problem-focused 

disengagement 

13.0 (6.0) 12.0 (7.0) 14.0 (7.0) 13.0 (7.0) NS, p = 0.683 

Emotion-focused 

engagement 

14.0 (10.0) 14.0 (10.0) 16.0 (6.0) 12.0 (11.0) NS, p = 0.211 

Emotion-focused 

disengagement 

10.0 (6.0) 10.0 (4.0) 12.0 (8.5) 12.0 (5.0) NS, p = 0.164 

Total engagement 28.0 (10.0) 29.0 (10.0) 32.0 (14.5) 28.0 (7.0) NS, p = 0.632 

Total disengagement 23.0 (8.0) 23.0 (6.0) 23.0 (12.0) 22.0 (10.0) NS, p = 0.554 

Note: aNS = Not significant.  
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Subtheme: Acceptance of the situation. Participants across groups described a 

gradual shift from denial and avoidance towards a place of acceptance about their 

respective situations. A Kruskal Wallis H test was conducted, and no significant 

differences in scores between the Prepared Group (mean rank: 24.11), Semi-Prepared 

Group (mean rank: 20.96), and Unprepared Group (mean rank: 27.36) were detected (2 

= 1.175, d = 2, p = 0.424). Table 3.9 presents a joint display of the BC Acceptance 

subscale scores according to participant group and corresponding quotations.  

Participants in all groups often discussed some initial reluctance in accepting the 

reality that their health was deteriorating and described adjusting and accepting that 

reality as a psychological process that they had to work through. Of course, the Prepared 

Group had more time to move through this psychological shift. For many participants in 

the Unprepared Group, comments were suggestive of a sense of fatalism – as if they were 

simply accustomed to dealing with hardship. For others in that group, acceptance was 

challenging because the situation was imposed upon them with little warning.  
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Table 3.9 

Brief COPE Acceptance Subscale Scores & Subtheme: Acceptance of the Situation Illustrative Quotations 
Group Prepared Semi-Prepared Unprepared 

Median Score (IQR) 3.0 (0.5) 3.0(1.0) 3.0 (0.5) 

Illustrative 

Quotations 

I have a different feeling about it than when I was 

first diagnosed. Before, it was, I really didn’t take 

it seriously, honestly. It was, I took it as just 

words. I’m stubborn like that. But, knowing and 

accepting it is like, I’ve coped with that for a long 

time.  

(Participant 1001, Prepared Group) 

 

Right now, I’m accepting what’s happening to 

me, but I still have an attitude. I still get kind of 

upset because of the things I can’t do. But I’m 

tryna get over it anyway. (Participant 1014,  

Prepared Group) 

 

I mean, nothing surprises me anymore. Like I 

said, I was in denial from the very beginning, 

‘cause I didn’t wanna believe that I had a failing 

kidney. But now that I know something has to be 

done about it, and I had to make up my mind that 

this is something that I want to be  

corrected, nothing surprises me like you know, I 

just deal with it. It’s just something that’s every 

day. You know, I get up, I know what I have to 

do to keep, you know, to keep my health and 

routine going for that day for that month, for the 

rest of the year, whatever. (Participant 1006, 

Prepared Group) 

Starting to accept it. Yeah, 

just what it is. It’s part of 

life. Some people get sick 

like this, some people be 

like this. And then, when 

I’m in here and I see other 

people in the same 

situation, I say okay, I’m 

good, I’m fine. (Participant 

2004, Semi-Prepared 

Group) 

 

Well, yeah, what else am I 

gonna do? It was either 

that or put me in a coffin, 

you know? (Participant 

2006, Semi-Prepared 

Group) 

 

I prayed about it and I said, 

“You know, if this is what 

I have to do, this is what I 

have to do.” (Participant 

2002, Semi-Prepared 

Group) 

 

I didn’t want to deal with this at first. I said, 

“Well, if I don’t do nothing, I’m gonna die 

anyway,” so, I said, “Well I have to deal 

with it, I have to find something that’s 

going to prolong life.” (Participant 3005, 

Unprepared Group) 

 

This time I have to deal with it; I have to 

realize that this is my life right here and this 

is what I’m going through. It’s really sad. It 

was right there, but I wasn’t focused on it. I 

just didn’t wanna focus on it, I didn’t pay it 

no mind. Now, this is my wake-up call – a 

second chance. I have to deal with it, and I 

have to stay focused on it. (Participant 

3006, Unprepared Group) 

 

Where I come from, you know, they just 

saying that you ain’t got time to sit around 

and expect for someone to feel sorry for you 

or nothing – you just gotta keep moving. 

(Participant 3007, Unprepared Group) 

 

I mean, of course I didn’t think it was gonna 

happen to me, but, but I was willing to 

accept the fact that yeah, well, this [is] 

something that I got to go through. 

(Participant 3004, Unprepared Group) 
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Subtheme: Self-identification with the “sick role.” Participants in all groups 

reported grappling with what was often perceived as having to adjust to a new and 

unwelcome identity – someone with a serious medical condition. This was often 

expressed in terms of having to adjust to a loss of independence, concerns about being a 

burden to one’s family and friends, and physical limitations. 

You know, I don’t wanna die and I don’t wanna go out the way my friends 

did, so I’m just staying home being an old man and dealing with this 

dialysis thing. (Participant 1014, Prepared Group) 

 

I had a fear of being dependent upon other people. When my wife was 

alive, she did everything and I didn’t really know if anyone else would 

step up to the plate and do the same thing. (Participant 1005, Prepared 

Group) 

 

I’m on the bench now. I can’t do what I used to do; I can’t throw weights 

around like I used to. I can’t run around like I used to, ‘cause now I’m on 

this leash. I gotta think about my health now because everything I do 

revolves around this. It’s not me just out there in the street no more or 

running around or – if I want to go hang with friends, I can’t hang, I got 

dialysis. (Participant 2004, Semi-Prepared Group) 

 

I’m feeling like less and less of who I am, or who I was…I didn’t have a 

defect before, you know? I was working up until, March, April; I was 

working up until that time, so I didn’t have a defect until I started 

decompensating… Well, the fact that one year [ago]… we were, like I 

said, powerwalking in the morning, out on the golf course, out and eating, 

going out and eating stuff. Then, this year, I’m on dialysis, can’t walk, you 

know, can’t move hardly, so it’s very despondent, you know? To see how 

fast and how quickly I have decompensated. (Participant 2005, Semi-

Prepared Group) 

 

I knew what it [dialysis] was going to lead to – not working anymore and 

not doing the stuff I normally do in life, because I gotta go to dialysis three 

times a week. (Participant 2006, Semi-Prepared Group) 



 

105 
 

I’m on disability and to be honest, I’ll tell you the honest to God truth, and 

I don’t mean no harm, but being on disability is worse than being on 

welfare. I never wanted to be on welfare or deal with disability and it’s a 

rough call, but I can’t help it now. (Participant 2013, Semi-Prepared 

Group) 

 

Mostly it was mental ‘cause I knew I couldn’t work, I mean I couldn’t, you know, 

I couldn’t work anything ‘cause I do construction. And I was already, you know, 

feeling woozy, and then I became a liability, you know? So, I was like nah, I can’t 

work and you know, I was mostly thinking of bills that need to be paid. No matter 

what, I don’t care how sick you is [sic], you know, you still got things to do… I 

mean, you know, I’d be doing a million things probably now instead of laying 

down in a hospital bed. That’s the most stressful part, you know, ‘cause now I 

gotta depend on people to do it and if they don’t, it don’t get done. You know, and 

there’s nothin’ I can do about it. I can’t just get up out of the bed and go ahead 

and do it, or I woulda been doin’ it. (Participant 3001, Unprepared Group) 

 

Fears about changes to their physical appearance and appearing ill or appearing 

physically older than their biological age were also points of concern for participants 

within each group.  

Being on the dialysis machine and seeing people turn into – to looking real 

bad and, I guess me being a proud man, I don’t want that to happen to me. 

(Participant 1005, Prepared Group) 

 

I am a woman, and I’m walking around with a catheter in my chest…they 

said that the catheter won’t stay in long, but I have to walk around like this 

for years. (Participant 3006, Unprepared Group) 

 

I was afraid simply because I know a lot of people who have been on 

dialysis and I saw what dialysis did to their appearance. And that for me, 

was the scariest part about it. I guess because I’m a proud guy and I don’t 

want to have my appearance be affected behind this machine. (Participant 

1005, Prepared Group) 
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Theme 3: Influences on Primary Appraisal of the Stressor 

 Primary appraisal of the stressor (i.e., ESRD diagnosis and RRT initiation) was 

included within the study’s guiding conceptual model (see Chapter 1, p. 7 for study 

conceptual model description and figure). Thus, participants were asked about their 

personal appraisals of ESRD diagnosis and RRT initiation. Additional probing into their 

responses suggested that there were three main influences on their primary appraisal of 

the ESRD diagnosis and RRT initiation and these included participants’ (1) personal 

experiences with ESRD and RRT, (2) existing knowledge or knowledge gaps about 

ESRD and RRT, and (3) providers’ communication. These subthemes are detailed below, 

along with complementary quotations. 

Subtheme: Personal experience with ESRD and RRT. Participants from each 

group described their own personal experiences with ESRD and RRT within their 

families and social networks, and it was often these experiences that influenced how they 

appraised ESRD and RRT initiation. For example, several participants reported having 

had someone in their life die as a result of ESRD, and for many of those participants, that 

experience was their primary reference point for appraising the threat of ESRD and 

resulted in feelings of significant fear and anxiety.  

What was really stressful was the people that I knew that was on dialysis 

and had kidney disease – they died. And I never had it. I was saying I’d 

never [get] it and now I got it, and they gone! They died from it… So, I 

thought I would be one of them. (Participant 1014, Prepared Group) 
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Oh man, it was like I said I thought I was gonna die. I called my wife and 

told her I was gonna die, ‘cause all my friends did. (Participant 1014, 

Prepared Group) 

 

It ain’t so much about what the doctor says, it ‘bout what I’d seen. I’d seen 

my grandma die, I seen my uncle die. (Participant 3005, Unprepared 

Group) 

 

For others, they appraised the ESRD diagnosis as a significant loss as they witnessed 

firsthand the losses that their loved ones experienced while battling the illness – whether 

a loss of energy or the loss of the ability to maintain employment.  

Well, my dad had had kidney disease…he was on dialysis and all 

that…you know, he got, he was real [sic] sick. I knew that. Even seeing 

him on dialysis and how it was affecting him, I didn’t take it too seriously 

when it came to me. (Participant 2004, Semi-Prepared Group) 

 

I had in my mind with what my sister was going through…The way she 

used to come home, she used to be so tired. Yes, she would come home 

from dialysis and she used to be drained, she would come home and go to 

bed and she would sleep the rest of the day until the next morning. But I 

don’t feel like that when I come off dialysis. Some days I be tired, and I be 

drained where I can’t do nothing all day for the rest of the day. 

(Participant 2011, Semi-Prepared Group) 

 

I have a twin brother and he was on dialysis for six years, so I got an idea 

of dialysis and everything. So, I knew that meant I was going to be on 

dialysis. And I wasn’t going to be able to continue working and all that, 

that’s what I was more upset at. (Participant 3007, Unprepared Group) 

 

Subtheme: Existing knowledge or knowledge gaps about ESRD and RRT. Existing 

knowledge and understanding of ESRD and RRT undoubtedly influenced participants’ 
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appraisal of the ESRD diagnosis and RRT initiation stressors. Specifically, it was gaps in 

knowledge that influenced how participants in all groups assessed ESRD and RRT at 

different junctures in their disease trajectories. This lack of knowledge often contributed 

to a more negative assessment of the stressor. For many participants in the Prepared 

Group, they explained that their initial assessment of the stressor, when first diagnosed 

with kidney disease, was often fearful, but this gradually dissipated with the receipt of 

additional information and attending education classes, prior to their transition from CKD 

to ESRD and RRT.  

Well, I think the depression was more that I really just didn’t understand it 

as much. I didn’t know what it was, but I was being told how serious it 

was. So, I was afraid of the seriousness of it and not understanding it. 

(Participant 1023, Prepared Group) 

 

They talked to me about different kidney disease treatments and stuff, you 

know like everything…everything falls in place. I was…I was kinda 

scared ‘cause I didn’t know what would happen, I didn’t know if this 

could turn to something worser [sic], or, but, yeah I heard a couple 

different, you know, situations like that about treatments. (Participant 

1008, Prepared Group) 

 

My reaction was, “That’s the end of my life!” Everything is gonna have to 

revolve around this. And I wasn’t ready to succumb to that. In fact, I told 

her, “That’s alright, I’ll just go ahead and die.” And I meant it. I mean, I 

really meant it, I didn’t wanna be, you know—I didn’t want to succumb to 

this, okay? This is before she made arrangements for me to go to a class 

on the three different types of dialysis. (Participant 1009, Prepared Group) 

 

Notably, however, two participants in the Prepared and Semi-Prepared Groups, indicated 

that the information they had received and reviewed had instilled some fear, anxiety, and 
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confusion. This may partially explain the reluctance to follow-up with medical advice for 

participants in the Semi-Prepared Group.  

I don’t know, they say in the book people last on dialysis for five years. 

But I’m not sure. And that’s, like, one of the fears as well. I’m not sure 

exactly how long I could last on it. (Participant 1023, Prepared Group) 

 

I wish they had told me, well I saw how it affected my father—he was 

always tired, and they told me the process of dialysis has changed. But I 

wish I had known some of the changes, more of the changes. Like, after I 

got out of the hospital, they let me go, they sent me to a class, and they 

told me about the different things, and the different choices, but I don’t 

know, I just feel like I was lost in some information. I didn’t really catch 

on too much about it. (Participant 2004, Semi-Prepared Group) 

 

 The source of the information was also a factor in influencing participants’ appraisal of 

the stressor. Some participants reported getting information informally, from family or 

from members of their social network, which also instilled a sense of fear: “I had heard 

so many things about dialysis, so I was afraid of the thought of dialysis. You know, I did 

not know about it. Just hear things and that sort of frightened me” Participant 2002, 

Semi-Prepared Group. For participants in the Unprepared Group, it was their complete 

lack of knowledge and understanding of the disease and treatment that contributed to 

their negative appraisal.  

I’d have to say, starting the whole dialysis thing kind of was [stressful], 

you know, ‘cause I didn’t know what was gonna happen or how my body 

was gonna react or what was really going on. I’d have to say that was 

probably the really most stressful – annoying [that] I’d have to be in the 

hospital for a while. (Participant 3009, Unprepared Group) 
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Subtheme: Provider communication influence. The communication styles of 

providers who delivered the ESRD diagnosis also influenced the primary appraisal of the 

stressor for some participants within each group. For some participants within each 

group, what they perceived as poor communication from providers, was ultimately 

translated into a negative appraisal of ESRD and RRT.  

Let me put it to you like this: it’s very, very depressing in that she made 

me feel numb, that I was gonna be on dialysis, because it was either be on 

dialysis or die. (Participant 1009, Prepared Group) 

 

Well, for now I’m not doing anything because I’m upset with being here 

in the hospital, you know, and the people don’t give me the right, you 

know, answer, and they don’t talk to me the right way. I don’t know. 

They’re hiding something, you know. (Participant 2001, Semi-Prepared 

Group) 

 

Nothing was ever given to me. They just said, “That’s what it is,” and 

moved on from that... They didn’t make it seem like it was super 

important. (Participant 2003, Semi-Prepared Group) 

 

They could be a little bit more open. You know, be more explanatory and 

more, you know, the bedside manner could be nicer. You know and speak 

to you a little more gentler [sic]. I mean, you’re going to a whole ‘nother 

realm of things going in your body that you don’t know what’s gonna 

happen, what’s going on, how it’s going to affect you. It’s gonna affect 

your emotions, psychologically, and all like that. And they need to take 

care more of patients and be kinder in how they tell you that. (Participant 

3002, Unprepared Group) 

 

A young participant in his 30s in the Unprepared Group, made comments that suggested 

the provider communicated insensitively and minimized the severity of ESRD and its 

impact on his life. 
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They were a little bit scary the way they delivered it. They were like 

gonna take my kidney out they said, “Well we’re gonna take your kidney 

out and you’re gonna have dialysis for the rest of your life basically.” It 

was just like, “Oh!”… They [provider] acted like it wasn’t big news to 

them. They said, “Oh, you’ll be fine,” you know? But I don’t know, it was 

big news to me! (Participant 3003, Unprepared Group) 

 

One participant in the Prepared Group, however, remarked that the communication from 

her provider helped her cope with her diagnosis and overall, participants expressed 

satisfaction with the communication from their diagnosing and treating providers, as 

reported in Chapter 2.  

The most helpful thing that I was told was the fact that the doctor says, 

“You know, we’ll deal with this, you know.” She said that I had her full 

support on which way I wanted to go, and that she would definitely point 

me in the right direction. So, that was very soothing for me. (Participant 

1002, Prepared Group) 

 

Theme 4: Secondary Appraisal of the Stressor 

 Secondary appraisal of the stressor (i.e., ESRD diagnosis and RRT initiation) was 

also included within the study’s guiding conceptual model (see Chapter 1, p. 7 for study 

conceptual model description and figure). Therefore, participants were queried on how 

they thought they were going to cope with ESRD and RRT and four subthemes were 

identified from their responses: (1) social support involvement, (2) seeking information, 

(3) adherence to medical advice and a healthy lifestyle, and (4) planning for the future. 

Descriptions of these subthemes, comparisons across participant groups, and illustrative 

quotations are detailed below.  
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Subtheme: Social support involvement. Participants across groups reported 

varying degrees of social support involvement (see Chapter 2 for data on social support 

presence at time of ESRD diagnosis) during their ESRD trajectories and RRT initiations. 

There were no consistent patterns within each group, but from their statements, it was 

evident that participants’ perceptions of emotional and instrumental social support 

involvement had an impact on how they coped with or anticipated how they might cope 

with the stress of ESRD and RRT. For instance, for some participants, social support, in 

the forms of emotional support and encouragement, helped motivate patients to adhere to 

medical recommendations. This is reflected in the high median scores on the Use of 

Emotional Support subscale of the BC (all median scores 2.5 or greater), which included 

the following items: “I’ve been getting emotional support from others” and “I’ve been 

getting comfort and understanding from someone” (see Table 3.7 for Use of Emotional 

Support subscale and all BC subscale scores for all participant groups). However, the 

results of a Kruskal-Wallis test did not reveal a statistically significant association 

between the subscale scores and participant groups (2 = 0.369, df = 2, p = 0.831). 

After they [doctors] left the room, me and my wife talked for a minute and 

she said you have to change your lifestyle, the way you eat the way you 

live your life if you wanna live ten to 20 years. (Participant 2008, Semi-

Prepared Group) 

 

For others, the emotional support provided much needed psychological support and 

encouragement for coping with this new major life stressor. 

My guy friend I’m seeing, my daughter, and my sons, they have all been 

great. I talk to my brothers – yeah support is good. Well, they make me 
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laugh, to stop my tears. and I need to push. I be like, “I’m leaving this 

Hospital,” and they be like, “No you’re not, shawty, you’re gonna sit 

there, let’s go.” They keep it real. My daughter be like, “What are you 

crying for? What are you crying for?”. (Participant 3006, Unprepared 

Group) 

 

Just talking to them about it I guess. Venting my frustrations. There’s not 

a whole lot they can do or I can do about it either. You know, I can just 

talk about it and they give me words of encouragement. It helps to some 

degree but, it’s like my body is the one going through this. (Participant 

3002, Unprepared Group) 

 

Notably, one participant in the Unprepared Group articulated that there were limitations 

on how the social support in his life might be able to assist him with managing his new 

disease and treatment. 

 

Because at nighttime, when nobody’s there and it’s just me and the disease 

and the Lord, so what? Ain’t nothing they [family] can do – what they 

gonna do? They can’t take it away from me, they can’t step in and take the 

disease from me or go through what I have, I have to go through this 

myself. (Participant 3001, Unprepared Group) 

 

Subtheme: Seeking information. Nearly all participants in the Unprepared Group, 

the participants presumably armed with the least amount of information, reported 

engaging in information seeking as a means of coping with their new medical diagnosis. 

Many in this group were highly motivated to seek out information and become more 

knowledgeable about their new disease. It was clear from their responses that many 
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equated the acquisition of more information with enabling them to successfully cope with 

their new situation.  

 [If] the doctor told me something, I don’t care if there was shooting 

outside – it’s not gonna keep me from trying to find out. There was 

nothing distracting me. Nothing… Like I said, I didn’t care what was 

going on outside or around me – I was just listening to – my mind was 

fully on what he was saying. (Participant 3001, the Unprepared Group) 

 

Well, I never really had a chance to really give it any real thought; I 

figured this whole thing is complicated and there’s a lot to consider so it is 

my intention to go back over everything, all the written material and sit 

down and talk to the doctor or somebody [about] the whole thing. 

(Participant 3010, Unprepared Group) 

 

I’m still dealing with it. I’m not sure. It is what it is, I can’t change it, it 

ain’t gonna go away overnight. You gotta do the right things, like I said. 

What I want – I got to talk to my kidney specialist so I can find out some 

things I need to do to make it, you know, a little easier on me. Just so I 

don’t feel so down and quit on myself. (Participant 3005, Unprepared 

Group) 

 

It was also evident that it was not merely medical and health-related information that was 

sought by participants. As mentioned earlier, many participants discussed how their 

diagnosis and treatment initiation was and would inevitably impact all facets of their 

lives. A young participant in the Unprepared Group described difficulty in trying to 

access a social worker to obtain information related to his sudden inability to return to 

work.  

The whole time I was trying to talk to a social worker, but I never seen 

one when I was in the hospital. I constantly asked to speak to one, but they 

never let me speak to one…I wanted to talk about like information on like 
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how, ‘cause I instantly couldn’t work no more, so I instantly wanted to 

talk to the social worker, to know how I would have to apply for social 

security and everything, or who I should be giving my information. Stuff 

like that, you know. (Participant 3007, Unprepared Group) 

 

Participants in the Prepared Group described engaging in information seeking 

behaviors following their CKD diagnosis, but few reported information seeking 

behaviors following their transition to ESRD and RRT initiation. This is likely due to the 

fact that most had already received information from a variety of sources, including 

directly from their nephrologists and attendance at formal CKD education classes. It was 

less common among participants in the Semi-Prepared Group during their period of pre-

ESRD care. This was reflected in the median scores on the Active Coping subscale of the 

BC (see Table 3.7 for the Active Coping subscale scores and all BC subscale scores for 

all participant groups). Although the results of a Kruskal-Wallis test revealed there was 

no significant association between group status and the median scores (2 = 0.477, df = 2, 

p = 0.788), the median scores for the Active Coping subscale of the BC, which included 

the following statements: “I have been concentrating my efforts on doing something 

about the situation I’m in” and “I’ve been taking action to make the situation better,” 

were slightly higher for the Prepared and Unprepared Groups compared to the Semi-

Prepared Group. Moreover, the median score on the Problem-Focused Engagement 

subscale of the CSI-SF was slightly lower for the Semi-Prepared Group compared to the 

other groups, which included items such as: “I make a plan of action and follow it” and “I 

tackle the problem head on” (see Table 3.8 for Problem-Focused Engagement subscale 

scores and all subscale scores of the CSI-SF for all participant groups). The Kruskal-
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Wallis test revealed no statistically significant associations between the subscale median 

scores and participant group (2 = 0.557, df = 2, p = 0.757). 

Subtheme: Adherence to medical advice and a healthy lifestyle. A large majority 

of participants in all groups expressed a commitment to adhere to medical advice and 

pursue a healthy lifestyle as a means of coping with their ESRD diagnosis and RRT 

initiation. This was especially prevalent among participants in the Semi-Prepared and 

Unprepared Groups, with nearly all participants in those groups voicing intentions to 

increase adherence and engage in healthier behaviors. It was obvious that this was 

something they felt was within their control during a time when most everything else felt 

outside of their control. 

But I’m dealing with it to the best of my knowledge. I’ll never stop going 

to dialysis. And like I told you, I want a kidney. So, I’m like, fully like 

taking care of myself now. (Participant 2013, Semi-Prepared Group)  

 

Well, frankly, I need to follow whatever I need to stay alive, you know; 

whatever they wanted to do to me, I had to agree to it, because I wanted to 

stay alive. (Participant 2005, Semi-Prepared Group) 

 

I know I got to do the treatment, so, that’s where I’m at. I mean, I can’t 

say no. I know I have to do this, to keep my blood clean. I know. It’s 

simple, really. Or, I’m really gonna die, if that’s what I want to choose to 

do, because without me cleaning my blood, I’m not gonna last long… As 

long as they can keep me alive, I’m gonna do it, I’m gonna make sure I 

make all my treatments. I’m going to stay away from things that hurt my 

body. (Participant 3005, Unprepared Group) 

 

I’m just gonna have to do what I have to do to stay healthy, you know. If it 

means that I have to have dialysis the rest of my life, then so be it. If not, 

then even better, but I will do what I need to do to keep my kidneys 
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functioning and make sure I can live the best that I can. (Participant 3009, 

Unprepared Group) 

 

I [am] gonna do what the doctor said and do the best I could. (Participant 

3003, Unprepared Group) 

 

Subtheme: Planning for the future. Making plans for their future and assessing 

how they planned to incorporate ESRD and RRT into their lives was a common theme 

among participants in the Unprepared Group, and making these necessary plans seemed 

to be at the forefront of their minds. This was corroborated by the median scores on the 

Planning subscale of the BC, which included the following items: “I’ve been trying to 

come up with a strategy about what to do” and “I’ve been thinking hard about what steps 

to take”. Although it did not reach statistical significance (2 = 2.657, df  = 2, p = 0.265), 

the median score on this subscale was a full one point higher for the Unprepared Group 

than for the Prepared and Semi-Prepared Groups (see Table 3.7 for Planning subscale 

scores and all subscale scores of the BC for all participant groups). 

I don’t know if I’m gonna be able to work doing anything and dialysis. I 

don’t, I don’t know how that’s gonna pan out. ‘Cause, you know, I work, I 

worked all my life, so, you know, the disability or whatever I can get. 

(Participant 3001, Unprepared Group) 

 

I was contemplating my future and how I’m going to be able to move, like 

how I was going to be able to handle stuff I needed to handle, you know? 

(Participant 3007, Unprepared Group) 

 

Notably, one participant from the Semi-Prepared Group commented that he is making 

plans for a home dialysis modality: “I plan on getting this changed over to the home one, 
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so that I can go ahead and not be worried about it” Participant 2003, Semi-Prepared 

Group. 

 

Theme 5: Resilience 

 Participants across groups demonstrated resiliency in how they coped or expected 

to cope with the ESRD diagnosis and RRT initiation. Resiliency in the face of this 

traumatic and life-changing event was expressed in a variety of ways by participants, but 

the most common were maintaining a positive attitude and finding comfort in religion. 

These subthemes are discussed in additional detail below, along with corresponding 

quotations from participants. 

So, basically, like you don’t have time to mope around or feel sorry for 

yourself. Meaning where I come from, like as far as like, it’s real, you 

don’t have time to be like “Oh, you depressed” or “You gonna have a 

mental breakdown and all that?” No, you gotta be strong and just hold it 

together, you know? I feel like that’s not always the best, but that’s just 

how it is, you know like…but you know ain’t got time to mope around, 

can’t cry or nothing so, be strong and keep it movin’. (Participant 3007, 

Unprepared Group) 

 

Subtheme: Positive attitudes. A positive outlook or attitude about the situation 

was expressed across participant groups, but was particularly common among 

participants in the Unprepared Group, with all but one remarking about the importance of 

maintaining positivity during their ordeal. This corresponds with the median scores on 

the Positive Reframing subscale of the BC; the scale included the following items: “I’ve 

been trying to see it in a different light, to make it seem more positive” and “I’ve been 
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looking for something good in what is happening”. Although the Kruskal-Wallis test did 

not reach statistical significance (2 = 0.638, df = 2, p = 0.727), the median scores on the 

Positive Reframing subscale were trending half a point higher for the Unprepared Group 

compared to the Prepared and Semi-Prepared Groups (see Table 3.7 for Positive 

Reframing subscale scores and all subscale scores of the BC for all participant groups). 

 For some participants, a positive outlook was essential to maintaining their 

morale. In addition, like the subtheme related to adherence described above in theme 

four, several participants expressed that although much of their situation was outside of 

their control, their personal outlook was something they perceived was within their 

control, and they therefore elected to maintain a positive attitude.  

I can’t change what it is, but I can change the way I think about my 

situation. I can change the things I do about my situation. Like I said, I 

can’t blame myself, it happens, it happens, I’m not the only one. Millions 

of people have dialysis – on dialysis – for kidney disease, and whoever 

knows what. (Participant 3005, Unprepared Group) 

 

…You have to try to stay positive. You’re still normal, you just basically 

can’t eat drink and do things like everyone else do. You’re the exact same 

as a normal human being, you just gotta watch your fluids and eat 

healthier. Try to take care of yourself a little more. (Participant 3007, 

Unprepared Group) 

 

I knew it was going to be a whole journey with this, and I am 45 years old; 

I’m still young, I have a fabulous body. But I cannot show these tubes 

hanging out my chest. It’s just something I have to cope with, and I have 

to deal with. I still be fabulous on the outside. (Participant 3006, 

Unprepared Group) 
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…It depends I guess on the person – who is accepting and who is not. You 

know what I mean? Who is making it into an illness and who is making it 

into a lifeline. (Participant 3011, Unprepared Group) 

 

Coping through humor was an uncommon strategy; this was also reflected in the 

corresponding Humor subscale of the BC (see Table 3.7 for the Humor subscale scores of 

the BC for all participant groups). However, a participant in the Prepared Group 

frequently mentioned how he used humor to cope with his illness and treatment: 

Really, my perspective, I look at it and I say, “You know, it’s a serious 

business, now let’s not get it twisted, it’s very serious.” My life depends 

on it, but I choose to look at it and laugh in its face and stick my tongue at 

it. (Participant 1002, Prepared Group) 

 

Subtheme: Religiosity. Relying on religious beliefs to cope with their situation 

was mentioned by participants in all groups but was most common among participants in 

the Semi-Prepared Group. Religious strategies for coping were also reflected in the 

Religion subscale of the BC. A Kruskal-Wallis test revealed no statistically significant 

association between the Religion subscale scores and participant group (2 = 0.190, df = 

2, p = 0.909). Refer to Table 3.7 for all BC Religion subscale scores.  

Participants frequently stated that prayer helped them to “get through it” or helped 

them cope with their difficult situation.  Religious beliefs were also described as 

providing a sense of hope and comfort.  

The only thing that got me through it was prayer and my faith in God. I 

had nothing to do with it. I kind of just resigned myself to, “Okay, this is 
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how it’s gonna be and I gotta do it so let’s get it done.” (Participant 1020, 

Prepared Group) 

 

I prayed about it and I said you know, if this is what I have to do, this is 

what I have to do. (Participant 2002, Semi-Prepared Group) 

 

I kind of just let it soak in and I cried. Then you know, I composed myself 

and said there’s really nothing I can do. All I can do is hope and pray for 

the better. (Participant 2008, Semi-Prepared Group) 

 

Prayer and keeping a good outlook on life, because it’s happening. If 

something is happening and you can’t do nothing about it, you gonna roll 

with it, or it’s gonna roll over. (Participant 3001, Unprepared Group) 

 

 

Treatment Decision-Making: Emerging Themes 

 Final analyses revealed that RRT decision-making experiences and preferences 

varied across groups, specifically with regard to perception of a choice of RRT and SDM 

behaviors. Although there were no significant associations between scores on the SDM-

Q-9, DRS, or CPS and participant group, there were noteworthy trends in median scores. 

The qualitative responses often mirrored those trends and the following four themes 

emerged through inductive and deductive analyses: (1) perception of a decision point, (2) 

RRT decision-maker influences and preferences, (3) information promotes and inhibits 

decision-making, and (4) desire to pursue alternative RRTs. These and relevant 

subthemes are discussed in detail, along with relevant quotations, in the proceeding 

pages.  
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Theme 1: Perception of a Decision Point 

 Participants were directly queried as to whether they had perceived they had a 

choice of initiating to RRT and also if they had a choice of therapies (i.e., ICHD, HHD, 

PD, and kidney transplantation). The responses revealed differences across participant 

groups, with a majority of participants in the Prepared Group reporting that they 

perceived that they had a choice regarding RRT initiation. 

I do think I did have a choice and I made that choice. My choice was [to] 

go on dialysis. (Participant 1002, Prepared Group) 

 

They gave me a choice. Dr. [nephrologist] gave me a choice, but it was to 

my benefit if I did it. (Participant 1006, Prepared Group) 

 

I always have the option of if I want to do something or I don’t. I’m not 

gonna just let somebody talk me into something. (Participant 1011, 

Prepared Group) 

 

It’s like I don’t have to. It’s up to me if I want to do it. And then it was 

like, man, I know I got it, they’ve been told me about it. I just gotta be 

stronger. So, my attitude was just, let’s have it. (Participant 1023, Prepared 

Group) 

 

More participants in the Prepared Group also reported having a choice of RRTs 

compared to the other groups.  

They said I could refuse and die, or I can deal with this treatment here or 

at home and there was another thing they told me I could do, which I 

forgot… And they asked me which treatment I prefer, I said the one at the 

center, you know because they said the one at home would be more 

complicated. (Participant 1014, Prepared Group) 
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I was aware of the different types of treatment and I could choose which 

one I wanted to do, if I was gonna choose treatment. I chose hemodialysis 

instead of peritoneal. (Participant 1020, Prepared Group) 

 

Participant 1009 from the Prepared Group had a divergent narrative and described a 

perceived lack of a decision point or choice when it came to RRT; he was very 

dissatisfied with how this occurred: 

All the options weren’t put on the table. They were never – they have 

never been put on the table for me as a choice... I wasn’t given a choice 

from the time that she [nephrologist] made the statement, “You go on 

dialysis, or you die.” That was it. There was no, “Maybe we can get you a 

new kidney, or maybe you don’t have to do dialysis at the center.” 

(Participant 1009, Prepared Group) 

 

Few participants in the Semi-Prepared Group perceived a decision point for 

initiating to RRT or a choice of RRTs. Interestingly, although a Kruskal-Wallis test 

revealed it statistically insignificant (2 = 3.113, df = 2, p = 0.211), the median score on 

the DRS was trending higher for the Semi-Prepared Group than for the other groups (see 

Table 3.10 for DRS scores for all participant groups), suggesting participants in this 

group may experience the most regret regarding their RRT decision. This could be 

attributed to their own indecisiveness during the pre-ESRD period. Notably, participant 

2012 in the Semi-Prepared Group indicated he perceived that he had a choice but lacked 

knowledge of the available modalities: “Yes, I got a chance to choose. I got a chance to… 

they told me that I could do it here, there’s different ways I could do it, they told me that. 

I don’t remember the ways” Participant 2012, Semi-Prepared Group. 
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Table 3.10 

Decision Regret Scale Scores 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Median Score (IQR) 15.0 (40.0) 10.0 (30.0) 40.0 (40.0) 10.0 (35.0) NS, p = 0.211 

Note: aNS = Not significant. 

 

 

Likewise, most participants in the Unprepared Group did not perceive an RRT 

decision point. This is largely because they had not received care for their disease and 

presented more urgently, and with practically no preparation. For many, it seemed their 

situation was so medically critical, postponement of RRT initiation would have been met 

with serious consequences. Nevertheless, participants in this group were generally 

displeased with their perceived lack of a decision point or choice in the matter. 

Interestingly, and somewhat contrary to the qualitative findings, the median scores on the 

SDM-Q-9 were relatively high for all participant groups, suggesting they perceived SDM 

with respect to RRT initiation and selection. However, the median score for the 

Unprepared Group was trending 17.8 and 4.5 points lower than the median scores of the 

Prepared and Semi-Prepared Groups, respectively, suggesting they may have experienced 

the least perceived SDM with regard to RRT of all the groups (see Table 3.11 for SDM-

Q-9 scores for all participant groups). However, a Kruskal-Wallis test revealed this was 

not statistically significant (2 = 5.449, df = 2, p = .066).  
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Before they put the catheter in, they said, “You know, this is up to you, 

whether you want to do it or not, but you know, as far as the dialysis is, 

you need it.” I had a choice to have it or not, but see, I asked them, “Is 

[this] the final result – the final option?” And she said, “Yeah.” So, the 

choice became no more choice. It was a necessity. Somebody tell you you 

gotta have it done, what’s the damn choice? Even if I was prepared, I 

didn’t want it. I didn’t want it, but there was no more choice. I didn’t want 

no [sic] catheter. I didn’t want to go to surgery. I didn’t wanna do none of 

it, but it had to be done… Emotionally, I just didn’t wanna do it. But I had 

no choice. I felt down about doing it. But, like I said, I didn’t have no 

choice. (Participant 3001, Unprepared Group) 

 

I kept trying to figure out if there was anything else that they could do… 

there’s always an option, people don’t want to take the options, they wanna 

take the gung-ho – do it like this and do it like that – and if there’s options, 

then they don’t want to let you know that there’s other options that you can 

take... Because every time I tried to figure a way out, they said, “No, this is 

the way it has to be,” and that was that... Soon as they tell you, soon as they 

told me, I didn’t have no choice to make any decisions. (Participant 3002, 

Unprepared Group) 

 

That decision really sucks. It’s not a decision… it just happened so quick. 

I knew it was coming – but this soon in the hospital? And then they say, 

“You gotta get it in your neck,” and then they put it in your chest. I got a 

scar on my neck and tube in my chest, like yeah… that decision hit me 

like a baseball bat. (Participant 3006, Unprepared Group) 

 

I don’t think I had a choice. It was either that or death, I think. That’s 

where I was at. (Participant 3009, Unprepared Group) 

Table 3.11 

9-item Shared Decision Making Questionnaire Scores 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Median Score (IQR) 80.0 (37.8) 88.9 (35.6) 75.6 (31.1) 71.1 (42.2) NS, p = 0.066 

Note: aNS = Not significant. 
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There was no decision made, they just told me this is what’s going to 

happen. (Participant 3010, Unprepared Group) 

 

A younger participant in the Unprepared Group was particularly distraught that 

she had not ever been informed of or offered the option of PD, as she felt it was more 

conducive to her family and employment obligations: “I mean it’s upsetting because you 

know I would’ve chosen a different outcome, I would’ve chosen PD” Participant 3008, 

Unprepared Group. In addition, few participants across all groups reported that they were 

offered the option of supportive care – in other words, refusing RRT altogether. 

However, one participant from the Unprepared Group recalled being told: “You need it, 

or you don’t, or you can refuse it. But he said there’s nothing they can do if I refuse it” 

Participant 3011, Unprepared Group. 

 

Theme 2: RRT Decision-Maker Influences and Preferences 

 Participants were also queried on their views of the RRT decision-maker, 

influences on their RRT decision, and preferences for RRT selection and initiation 

decision-making. The subthemes that emerged included decisional autonomy, social 

support involvement in decision-making, and a desire for provider recommendations.   

Subtheme: Decisional autonomy. Although a majority of participants in the 

Unprepared Group voiced that they did not experience autonomy regarding their RRT 

selection and initiation, many voiced a preference for an autonomous decision. This was 

reflected in the CPS results, with almost half (n=5, 45.5%) in that group electing an 
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“Active” role statement from the measure; these items included: “I prefer to make the 

final selection of my kidney disease treatment after seriously considering the doctor’s 

opinion” and “I prefer to make the final selection about which kidney disease treatment I 

will receive” (see Table 3.12 for CPS results for all participant groups).  

I would like to be heard, you know. Let my opinions be heard and see if 

this is optional. If I can do that or not, instead of them saying, “No, do it 

like this,” and that’s it. (Participant 3002, Unprepared Group) 

 

 

Table 3.12 

Control Preferences Scale Results 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 
Significancea 

Decision-Making 

Role n (%) 

    
 

Active 14 (29.8) 6 (26.1) 3 (23.1) 5 (45.4) 

NS, p = 0.092 Collaborative 20 (42.6) 13 (56.5) 3 (23.1) 4 (36.4) 

Passive 13 (27.6) 4 (17.4) 7 (53.8) 2 (18.2) 

Note: aNS = Not significant. 

 

 

 

For participants in the Prepared Group, their interview responses indicated that 

their decision experiences and preferences were more aligned with SDM. These 

responses also corresponded to their choices on the CPS, with a majority (n=13, 56.5%) 

selecting the “Collaborative” decision-making statement among the options: “I prefer that 

the doctor and I share responsibility for deciding which treatment is best for my kidney 

disease” (see Table 3.12 for CPS results for all participant groups).  
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Because she [nephrologist] never forced me to do anything, she let me 

make the final decision. We talked things over, and it was all up to me. 

(Participant 1011, Prepared Group) 

 

I made those decisions by myself, with my doctor’s information that he 

gave me. I used what I would learn about kidney disease from my doctor 

and from reading in the clinic to make my decision. (Participant 1020, 

Prepared Group) 

 

Conversely, a majority (n=7, 53.8%) of participants in the Semi-Prepared Group 

selected the “Passive” decision-making role preference among the choices: “I prefer to 

leave all decisions regarding my kidney disease treatment to the doctor” and “I prefer that 

the doctor make the final decision about which treatment will be used, but seriously 

consider my opinion” (see Table 3.12 for CPS results for all participant groups). This 

may partially explain their semi-prepared group status and lack of a permanent dialysis 

access at the time of ESRD diagnosis and RRT initiation.  

Subtheme: Social support involvement in decision-making. Participants across 

groups reported involving their social support networks or having desired to involve them 

in the RRT decision-making process. Interestingly, some participants reported that 

members of their social support networks (often a spouse or a child) essentially instructed 

them what to do, whereas other participants more often described seeking out advice 

from trusted members of their social support networks.  

I came back and I discussed it with my wife because my wife was at 

another appointment at that time and she said, “No, we’re gonna go to the 

clinic, we’re not gonna do this at home.” And so that’s why I’m here. 

(Participant 1002, Prepared Group) 
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I was down to 126 pounds, and I knew I had to do something, because I 

wasn’t eating or anything, so I had to do something. I couldn’t just give 

up, you know. I wasn’t gonna do that, so I talked to my sister, and you 

know, other family members, and I decided that I was gonna try the 

dialysis. (Participant 1011, Prepared Group) 

 

I would actually look at the information myself. If it’s concerning me, I 

want to know about, get that information myself. Then I would discuss it 

with my family. (Participant 2004, Semi-Prepared Group) 

 

I didn’t wanna do it, but I talked to family and friends, and it was the best 

thing to do to go ahead and do it [dialysis]. (Participant 3005, Unprepared 

Group) 

 

I feel like it was my only option on the table, you know. So, I was like, “I 

don’t want to do dialysis, I can just go without, whatever,” you know? But 

then my mom and everyone were like, “If you don’t do it, you’ll die, you 

gotta do it, you know, you ain’t got no choice if you wanna live.” 

(Participant 3007, Unprepared Group) 

 

Two participants in the Prepared Group relayed how members of their social support 

networks indirectly influenced their decision-making as they contemplated their decision 

to pursue treatment and its effects on their families. 

I had told my doctor that I didn’t think I wanted to live like that, and I was 

thinking about not going on it, but my children seemed to have thought 

that would be a very selfish move or decision on my part. So, I 

reconsidered having this [dialysis] done. (Participant 1005, Prepared 

Group) 

 

I mean, I told him that I wasn’t interested in dialysis at all in any situation 

hemo or peritoneal, you know? I looked up the symptoms and discomfort 

levels of dying of kidney disease and I was pretty much resigned to not 

doing anything; letting the disease take its course and call it a day. And I 

didn’t change my mind about that until a couple months ago when my 
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grandson – my son and his children were down here visiting, and my son 

told my grandson that grandpa was really sick, and that grandpa was 

probably gonna die and explained the disease to a nine year-old. And he 

came out and sat on my porch with me and said, “Grandpa, daddy told me 

you’re sick and if you don’t do something, you’re gonna die,” and he burst 

out in tears. That pretty much made me change my mind that I could deal 

with dialysis. I didn’t want to be responsible for that kind of hurt in a 

young man. (Participant 1020, Prepared Group) 

 

One participant in the Semi-Prepared Group relied on his brother, who was also 

on dialysis, for advice about which RRT to use: “My brother, I talked to him about it 

[PD], but he suggested no because of him getting all those infections and stuff like that” 

Participant 2006, Semi-Prepared Group. A participant in the Unprepared Group noted 

that her mother acted as her surrogate decision-maker because she was simply too sick to 

make decisions independently: “I believe my mother probably made the [RRT] decision, 

or the doctors did. ‘Cause once again, I wasn’t with it the first couple weeks” Participant 

3009, Unprepared Group. 

Subtheme: Desire for provider recommendations. For many participants, 

receiving recommendations from their providers about RRT selection and initiation was 

important. This theme emerged across the three participant groups. Curiously, some 

participants’ comments, as seen in the quotations below, seemed to imply that they 

trusted the providers to make the decision more than they trusted themselves, because the 

provider presumably has the information necessary to make the decision. And, as 

reported in Chapter 2, participants did not always have the necessary information to make 

such decisions.  
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You gotta let the doctor help you go through the steps, ‘cause you know, 

by yourself, you might not be able to, you know, deal with it. But if you 

listen to the doctors and let them guide you and let them teach you, if you 

don’t know about what’s going on. (Participant 1008, Prepared Group) 

 

I was just following what the doctors were saying, I was not, you know, 

able to really decide on my own, I figure the doctors were, you know, 

have the education for that. (Participant 3003, Unprepared Group) 

 

Participant 1002 from the Prepared Group described his RRT initiation as truly a shared 

decision in which there was reciprocal communication between him and his provider: 

He posed it as a question, which I think made a lot of sense, opposed to 

him having to tell me, he posed it as a question. He came to me and he 

said, “You know, I’m ready for you to go on dialysis. Are you ready to go 

on dialysis?” And I said, “Well, I’m ready if you are.” He said, “Well, 

let’s do it.” And I said, “Well, let’s do it!” (Participant 1002, Prepared 

Group) 

 

Another participant from the Prepared Group discussed how her provider had strongly 

encouraged her to pursue a home RRT, and she had gone along with it, despite having 

reservations. 

She suggested that, because I’m younger and move around a little better, 

she suggested that I come here to where I could learn it – learn to do it on 

my own... She’s still saying she wants me to do it at home but secretly I 

don’t want to do it at home. (Participant 1023, Prepared Group) 

 

Theme 3: Information Promotes and Inhibits Treatment Decision-Making 

 Participant responses revealed that receipt of RRT information, such as informing 

patients of the different RRT options as well as survival statistics, potential side effects, 
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and complications, can promote better or more SDM. Conversely, the absence of this 

information can certainly inhibit decision-making. The negative effects from a lack of 

information on treatment decision-making were most profound for participants in the 

Unprepared Group. Many mentioned that they could not make any decisions because 

they did not have the “facts”: “Not only did I feel that I couldn’t make any major 

decisions, I, you know – I didn’t have enough facts. I didn’t know enough data” 

Participant 3001, Unprepared Group. “I needed discussion, I needed information, I need 

to be able to understand exactly what was going on or what would go on” Participant 

3010, Unprepared Group. Only a minority of participants in the Prepared Group shared 

this sentiment, presumably because they had benefited from more pre-ESRD care and 

education. 

I would like to talk to somebody, like I don’t know. I just need to get 

things into perspective right now. I just gotta find out – have everything on 

the table, look at everything and then go from there. And then make 

decisions as they go along. (Participant 1018, Prepared Group) 

 

I ask all the questions I need, but like I said I still don’t know about all the 

different treatments they have. I guess I would like to still know. 

(Participant 1019, Prepared Group) 

 

For one participant in the Unprepared Group, the lack of information had a negative 

impact on her ability to make an RRT decision that was appropriate for her family and 

employment situation. 

Well, now I see that it’s kind of neglect on their part, you know? ‘Cause if I had 

known about PD, I would’ve preferred to do PD, given the tight schedule that I 
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have. You know, I didn’t know, I just thought “Oh, I have to go to a dialysis 

center to get done.” (Participant 3008, Unprepared Group) 

 

A participant in the Semi-Prepared Group also expressed frustration at a lack of 

information, implying he did not even know what information he did not have: “I still 

want information. I don’t know on what, but, there’s gotta be more to this. It can’t be just 

this, hook me up to a machine and that’s it. Tell me something—give me more” 

Participant 2004, Semi-Prepared Group. Whereas, another participant in that group 

praised a formal education class he had attended that helped him learn about his disease 

and engage in treatment decision-making: 

If it wasn’t for Kidney Smart, I wouldn’t have known nothing, ya know? 

[I] would’ve known very, very little about dialysis and kidney failure and 

what causes it, and I wouldn’t have known nothing. What to eat, how to 

eat, I wouldn’t know nothing. But I had a head start with Kidney Smart, 

and I kind of praise them for being involved. (Participant 2005, Semi-

Prepared Group) 

 

Some participants in the Prepared Group wanted more prevention-related information 

related to the relationship between other illnesses and kidney disease presented to them 

earlier. 

There should be a push for informing people about the causes. If they have 

a knowledge of what the cause of failing kidneys is, to make that aware 

[sic] to people so that they can be serious about it, because I did a lot of 

preventive maintenance that allowed me to exist this long. I think if 

there’s information out there on preventing, or extending the 

circumstances, it would be well-appreciated. I think it would be 

appreciated. (Participant 1009, Prepared Group) 
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Theme 4: Desire to Pursue Alternative RRTs 

 It was common for participants across groups to express a desire to pursue 

alternative treatments to ICHD, such as home-based modalities or kidney transplantation. 

In fact, a large majority of participants in the Prepared Group (n=19, 90.5%) and all 

participants in the Semi-Prepared Group (n=12, 100.0%) expressed a desire for kidney 

transplantation. However, fewer than two thirds of participants in the Prepared Group 

(n=13, 59.1%), fewer than half of participants in the Semi-Prepared Group (n=5, 41.7%), 

and no participants in the Unprepared Group reported having been referred for kidney 

transplant evaluation at the time of the interview. Few participants reported being on the 

waiting list for kidney transplant in the Prepared and Semi-Prepared Groups (n=5, 23.8% 

and n=2, 18.2%, respectively). Refer to Table 3.13 for alternative RRT behaviors data for 

all participant groups. 

I don’t really wanna be on this for a long time. I can’t remember how my 

dad did it—I guess he went through the tests and stuff, but he had got a 

transplant, but his transplant was bad. But eventually I want a transplant. I 

don’t wanna be on dialysis all the time. I know I gotta take care of that 

kidney, but hopefully I can get a kidney, and it’ll last me a good while, 

and I’ll take care of it. I’ll baby it, you know. (Participant 2004, Semi-

Prepared Group) 

 

Like I said, if I stay healthy, I believe I’ll be able to get a kidney, and 

that’s what I want. That’s what I want to do. (Participant 2013, Semi-

Prepared Group) 
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Table 3.13  

Alternative RRT Behaviors 

Group 
Total 

n=47 

Prepared 

n=23 

Semi-Prepared 

n=13 

Unprepared 

n=11 

Behavior n (%)     

Self-reported 

referred for kidney 

transplant 

evaluation 

an=45 

18 (40.0) 

an=22 

13 (59.1) 

an=12 

5 (41.7) 

an=11 

0 (0.0) 

Self-reported on 

kidney transplant 

wait-list 

an=43 

7 (16.3) 

an=21 

5 (23.8) 

an=11 

2 (18.2) 

an=11 

0 (0.0) 

Desire kidney 

transplant 

an=44 

36 (81.8) 

an=21 

19 (90.5) 

an=12 

12 (100.0) 

an=11 

5 (45.5) 

Desire living donor 

kidney transplant 

an=36 

18 (50.0) 

an=17 

9 (52.9) 

an=10 

7 (70.0) 

an=9 

2 (22.2) 

Self-reported 

discussed living 

kidney donation 

with family or 

friends 

an=35 

21 (60.0) 

an=17 

12 (70.6) 

an=9 

6 (66.7) 

an=9 

3 (33.3) 

Note: aN different due to missing values. 

 

 

If participants were aware of other RRTs, and not all were, many were interested 

in the perceived positive impact these treatments could have on their lifestyles compared 

to ICHD. However, barriers to pursuing these treatments were frequently mentioned. 

These subthemes, along with relevant quotations are described below.  

Subtheme: Barriers to pursuing alternative treatment options. Participants in all 

groups commonly expressed an interest in pursuing alternative treatments, with most 

interested in kidney transplantation and living donor kidney transplantation. However, for 

many, they perceived barriers that made transplant seem like an unattainable option. For 

instance, many participants were concerned and discouraged about the lengthy waiting 

times for a deceased donor kidney transplant. 
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Knowing it was going to take so long to get a kidney if I don’t get it done. 

That’s stressful every day. Every single day I have to think; I don’t think 

about it, but I know that’s what it is. It’s like, it could take, I’m always 

knowing that it’s gonna be anywhere between four and seven years that 

I’ll get a kidney. (Participant 1006, Prepared Group) 

 

I don’t know, I haven’t really given it much thought. And it’s a process, I 

know the waiting list is a couple years long and I don’t think I’d find a 

living donor who’s willing to donate. So, to me, it just sounds more of a 

stressor than just dealing with the dialysis the way I have to at the 

moment. (Participant 3009, Unprepared Group) 

 

I found out that there is a waiting list longer than ever, so I’m not even 

worried about a transplant. By the time they get to me, I’ll be dead 

anyway… I mean, it’s like one in a million that I’m gonna get a kidney 

transplant, so I’m not even really thinking about that. You got people on 

the waiting list for forever and a day. (Participant 3005, Unprepared 

Group) 

 

Others who had either started or attempted to start the kidney transplant 

evaluation process complained about the complexity of navigating the transplant system, 

from getting basic information about starting the process to attending the vast number of 

appointments while adhering to a demanding dialysis schedule. These sentiments were 

most common among participants in the Prepared and Semi-Prepared Groups, 

presumably because the Unprepared Group had received such minimal information about 

the transplant process.  

It was like day after day. It was a lot. I felt like I did all of this stuff and I 

just missed one appointment at the end. Well, because of that, I couldn’t 

be on the transplant list and now today I’m still not on it. And now today 

they still telling me I need to come to appointments. They’re not sending 

me appointments in the mail. Right now, I have no idea when I have a 

transplant appointment. I had [name] look up all the appointments that I 
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have and there is none listed. So, like, I don’t know. I’m having a hard 

time getting on this transplant list. (Participant 1023, Prepared Group) 

 

From what I’m understanding now is, they told me I need a renal card… 

Because I’m on the kidney list, I still gotta get stuff and they told me I 

needed another primary insurance to get on the kidney list. And then, 

when I got that, I still wasn’t on the list. So, I don’t know what’s going on 

you know. (Participant 1017, Prepared Group) 

 

Pretty much she said, I can get on the list, and she just told me there are a 

lot of tests that I have to go through to get on that list… And then that list 

was for just that one hospital. And then, if I want to go to another hospital, 

I gotta transfer—and I was like aw, man. So, I guess that’s why I haven’t 

done that yet. It’s pretty time consuming, and I don’t have the time to take 

all these tests. Even though I want a transplant, I just haven’t had time to 

go on and take these tests and everything. And I—I don’t even know what 

the tests involve! It might be a simple test, a simple blood-work test that’s 

gonna give me my blood. So, I mean, I don’t know… I really need to find 

out – find out what the tests actually involve. (Participant 2004, Semi-

Prepared Group) 

 

I get off dialysis around two-thirty or two-forty and I’m constantly – I was 

constantly talking to them about getting a transplant, so much that I just 

left it alone ‘cause wasn’t nobody listening to me. Like you gotta talk to 

your social worker, but I just gave up on it. (Participant 2013, Semi-

Prepared Group) 

 

The lack of accurate information and education about other RRTs acted as a barrier for 

some participants. For example, a participant in the Prepared Group did not think he 

would be a candidate for transplant due to his diabetes diagnosis: “And with the diabetes 

and things of that nature, I don’t think I would be a candidate for kidney transplant” 

Participant 1005. Another participant was unsure of the side effects of the 

immunosuppressive medications post-transplantation, stating:  
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I don’t want to go that route [kidney transplant], because then you got to 

take a whole lot of medicines, more medicines, and not telling if you still 

gotta be on this machine, or I don’t know what the after effects and the 

side effects that would be. (Participant 3002, Unprepared Group) 

 

And another was unconvinced that kidney transplant is a better treatment option than 

ICHD. This participant noted: 

I only wanna do this. So, I ain’t trying to push forward on nothing like that 

[kidney transplant]. Dialysis, like I said, all of this is new. This is fresh. 

This ain’t no long period of time. You know? If I get a kidney, can I stop 

all this dumb stuff? (Participant 3001, Unprepared Group) 

 

Participant 1020 from the Prepared Group, who reported receiving substantial education 

on kidney transplantation, expressed some fear and anxiety about the side effects of the 

medications post-transplant.  

I’m on the list. I’m not sure that I want one; I’ve been reading about the 

rejection drugs and side effects and the increased risk of cancer from 

taking those things. So, but I’m still on the list. (Participant 1020, Prepared 

Group) 

 

Participants from within each group also described apprehension and discomfort related 

to asking for a living donor kidney transplant. They articulated difficulties with broaching 

the subject, as illustrated in the quote below from a participant in the Semi-Prepared 

Group. 

I don’t know how to bring that up, you know? I’ll play with them, 

jokingly, like sometimes they ask me, “Can we help you, can we help you 

right now?” And I say, “If you wanna help me, give me your kidneys!” I’ll 
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play with them like that, but you know, I want them to know, yet I don’t 

know how to bring it up to them. So, it’s a hard subject, to ask a person to 

give me one of your body parts, you know? (Participant 2004, Semi-

Prepared Group) 

 

Interviewees also expressed fears for the health and well-being of living donors. 

This sentiment was evidenced in a statement made by a participant from the Unprepared 

Group: “I want a kidney transplant, but I don’t want to lose my living donors” Participant 

3008. Another interviewee acknowledged a lack of education about living donation 

among potential donors: “I mean you asking somebody to give up something out of their 

body that belongs there. So, you know, everybody don’t [sic] have the information to 

know that you can survive with one kidney” Participant 1011, Prepared Group. Finally, a 

participant in the Unprepared Group described a desire to pursue a home modality, but 

explained how a psychosocial issue – unsuitable housing – prevented him from pursuing 

that option: “I’m in a room right now, I’m waiting for my apartment to get done, but 

yeah, I would like to do it in my home” Participant 3006. 

Subtheme: Impact of alternative treatment options on life. Participants expressing 

a desire to pursue alternative RRTs expressed that a different RRT would likely have a 

positive impact on their lives; this theme emerged in all three participant groups. For 

example, one younger female patient in the Unprepared Group with small children and a 

job in the food industry expressed a strong desire to pursue PD and commented on the 

burdensome nature of her current ICHD schedule.  

I work, so they put me on the third shift… and my schedule is not working 

out, because when I got home, they are not ready for me and I have to wait 
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about an hour before they put me on the machine. You know, so the 

schedule is beating me. (Participant 3008, Unprepared Group) 

 

Participants from the Prepared and Unprepared Groups expressed enthusiasm about 

pursuing a home modality, with one saying that it would permit him to “have a normal 

life,” with a schedule conducive to employment.  

Because I would actually have a normal life. It would be done at night 

time, while I sleep, so if during the day, if I’m able to get back to work at 

some point or need to go do things with doctor appointments, I don’t have 

to schedule around going out of the house three days a week for dialysis. 

(Participant 3009, Unprepared Group) 

 

Possibly, I could do it at home! And if I can do it at home, I can do a 

better job more than like when I come in here three days out of the week. 

(Participant 1009, Prepared Group) 

 

Participants who expressed a desire for kidney transplantation identified several 

potential benefits of transplant compared to their current treatment. They believed kidney 

transplant would afford them increased freedom compared to the cumbersome ICHD 

schedule and believed it would also provide improved health and a better overall QOL. 

Others mentioned that it would permit them the ability to return to the workforce. 

My friend, who has a kidney [transplant], is now free of the lifeline of 

dialysis. And he’s free, and he’s like taking his line, and he’s walking free. 

Which is what I want to do, you know? I’m not finished with swimming 

yet, and he’s been going to the beach and things like that… He’s free, and 

he’s able to eat stuff, and urinate – the normal rhythms of life. (Participant 

2005, Semi-Prepared Group) 
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Because I think that if I did get it [transplant], it would give me the quality 

of life that I don’t have anymore, that I want back. (Participant 1011, 

Prepared Group) 

 

If I get a kidney, I go back to work! I’m on disability, and I if don’t take 

care of my business in the first couple months, I’m in trouble. It’s hard 

being on disability. You know, I worked all my life and people thinking, 

“Oh, you on disability, that’s what you want to do.” And no, I would love 

to go back to work; I mean, I’m still young enough to go back to work. 

(Participant 1017, Prepared Group) 

 

Discussion 

The findings of this exploratory study reveal that patients’ ESRD diagnosis and 

RRT initiation coping- and decision-making-related needs, irrespective of levels of pre-

ESRD nephrology care, are inadequately addressed by the current health care system. We 

hypothesized that there would be significant differences in ESRD diagnosis and RRT 

initiation coping and decision-making across participant groups. The results were 

unexpected in that both similarities and differences in coping and decision-making were 

seen across participant groups. Further, the differences across groups were more subtle 

than expected given the dramatic differences in amounts of pre-ESRD nephrology care 

among the groups. However, the differences observed among the groups were often 

because of the varying levels of preparedness for ESRD. Although participants from each 

group experienced almost every reported theme, how or when they experienced the 

theme frequently differed according to group status. For example, participants in the 

Prepared Group reported experiencing more psychological distress at the time of CKD 

diagnosis versus those in the other groups, who reported more psychological distress at 
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the time of ESRD diagnosis. Further, participants in the Prepared Group reported 

experiencing a sense of denial about their illness during the CKD diagnosis stage, 

whereas the Semi-Prepared Group reported a sense of denial during the follow-up period 

between CKD and ESRD, while the Unprepared Group reported feelings of denial when 

they first learned of the ESRD diagnosis. In these examples, participants in the Prepared 

Group had the obvious benefit of additional time to deal with and work through negative 

feelings and reactions towards the illness and eventual treatment. The lack of preparation 

for the Semi-Prepared and Unprepared Groups suggest that more intensive interventions 

at the time of ESRD diagnosis and RRT initiation that utilize interdisciplinary providers 

(e.g., social workers, psychologists, dieticians, nurses) may be beneficial to “make up for 

lost time.”  

Participants uniformly reported difficulty coping with the ESRD diagnosis and 

RRT initiation, and by their reports, the health care system offered limited assistance in 

helping them adjust to their new illness. Instead, patients were largely left to fend for 

themselves. Notably, while patients were left to cope with their illness alone and 

independently navigate the impact of the illness and treatment on their lives, they were at 

the same time, seldom given opportunities to participate in their own disease and 

treatment decision-making. Together, these findings suggest an overall systemic failure 

on the part of the health care system in helping patients newly diagnosed with ESRD 

adjust to and make decisions about their ESRD diagnosis and RRT initiation. 

The findings from this study suggest that even in the presence of substantial pre-

ESRD nephrology care, patients have trouble coping with their illness and treatment. 
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Specifically, the results indicate that participants in the Semi-Prepared Group – those 

who had received some pre-ESRD nephrology care but lacked a permanent dialysis 

access – may be at a unique disadvantage. They had the highest median score on the 

Problem-Focused Disengagement subscale of the CSI-SF and the lowest median score for 

Active Coping of the BC across groups, and the existing literature suggests that problem-

focused engagement and active coping styles may be beneficial for patients in their 

situation (Gilbar et al., 2005; Keskin & Engin, 2011; Subramanian et al., 2017). Further, 

they reported that fear often interfered with their ability to adhere to medical advice 

during the pre-ESRD care period. Thus, there appears to be a group of patients who 

receive pre-ESRD care but who are at risk of having difficulty coping with and adjusting 

to their illness, and also experience poorer health outcomes (e.g., no permanent dialysis 

access). Future research should investigate how to screen for and identify patients 

receiving pre-ESRD nephrology care who may be at a greater risk for poor adjustment to 

ESRD. Therein lies opportunity to offer meaningful intervention, including connecting 

patients with other patients or peers to help them adjust. 

Additionally, participants in all groups reported that the psychosocial aspects of 

ESRD and RRT were not adequately addressed and overall, there was minimal 

involvement from the interdisciplinary team (e.g., nursing, social work). This is 

particularly concerning because the psychosocial risks of ESRD and RRT are well-

documented (Kimmel, 2001; Kimmel et al., 2003; Porter et al., 2012). It is also 

substantiated in the existing literature that this information is important to patients 

(Depasquale et al., 2013). Interdisciplinary team members, such as nephrology-trained 
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nurses and social workers, are well-suited and trained to provide this critical information. 

While these disciplines are mandatory in the ICHD setting, they are not currently 

required in the outpatient CKD clinic setting or the inpatient setting. Their involvement in 

the outpatient CKD clinic and inpatient ESRD diagnosis and RRT initiation 

hospitalization setting may help improve disease adjustment and coping for patients with 

various amounts of pre-ESRD care. In addition, several participants from across groups 

remarked (often after the recorder was shut off), that talking about their experience with 

kidney disease and dialysis was helpful, with Participant 2013 stating: “It’s been a very 

big, scary experience. But the period of time that I have talked to you has been a very 

great help.” This suggests that patients are eager to talk about what is happening to them 

and that this need is not being adequately met.  

Furthermore, the qualitative themes identified from participants’ responses 

regarding influences on the primary appraisal of the stressor (i.e., ESRD diagnosis and 

RRT initiation), suggest that some may be modifiable and represent areas for 

intervention. Specifically, lack of knowledge is an area that can be intervened upon 

through an inpatient educational intervention. This approach has been successfully 

executed in both Canada (Rioux et al., 2011) and Germany (Schanz et al., 2018). Among 

228 patients who had urgent start dialysis and participated in an inpatient RRT 

educational intervention in Canada, nearly a third (n=71) chose HHD or PD as their RRT 

(Rioux et al., 2011). Similarly, another study observed a 66% increase in PD rates after 

implementing an inpatient RRT educational intervention with patients who urgently 

started dialysis in the hospital (Schanz et al., 2018).  
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The differences across groups when it came to treatment decision-making were 

similarly subtle. The participants in the Prepared Group perceived a decision point and 

viewed themselves as an autonomous or collaborative decision-maker during the RRT 

selection and initiation processes. However, participants in the other two groups did not 

perceive a choice for RRT initiation or selection. Notably, the scores on the SDM-Q-9 

diverged slightly from the qualitative findings with all participant groups scoring 

relatively high on that measure (range: 71.1 - 88.9), suggesting most participants 

perceived some degree of SDM.  

Although it may be impractical to initiate a patient who “crashes” onto dialysis to 

a home modality, it may be beneficial to explain to patients that ICHD is a “bridge” to 

another therapy of their choice. This requires that early education be provided on all 

available RRTs, so they are aware they have options, which as reported in Chapter 2, is 

happening inconsistently. However, a change in communication regarding the modalities 

in which ICHD is presented as a “bridge” to the patient’s preferred “final destination” 

modality could have an effect on patients’ perception of the disease and treatment and 

ultimate RRT decision (Vandecasteele & Tamura, 2014). Others have also argued this 

would be a more “patient-centered” approach to presenting RRTs (Vandecasteele & 

Tamura, 2014), and this warrants further investigation. Participants in this study were 

also vocal about their desires for alternative RRTs, but it is clear from the barriers they 

mentioned that they would benefit from additional education.  

Additionally, a majority (n=9, 81.8%) of participants in the Unprepared Group, 

those without a history of pre-ESRD nephrology care, elected an active or collaborative 
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role on the CPS as their preference for RRT decision-making, suggesting they desire 

SDM practices. This is consistent with existing research that suggests patients with 

ESRD prefer SDM or independent decision-making for RRT selection (Orsino et al., 

2003). However, they had the lowest median score on the SDM-Q-9, which inquired 

about their actual RRT decision-making experience. This apparent disconnect between 

decision-making preference and experience warrants further investigation.  

Interpretation of the study’s findings should be made within the context of its 

limitations. Primarily, the study is limited by a small, convenient sample from one 

geographic region, therefore threatening external validity by limiting generalizability of 

the study’s findings. Additionally, because of the small sample and unequal group sizes, 

the study lacked statistical power, limiting statistical analyses. Threats to internal validity 

include recall bias among study participants as data collection relied heavily on 

participants’ ability to recall very specific information. Lastly, because providers (i.e., 

nephrologists) at the study sites were aware of the research and some served as 

participants in the research, the study was vulnerable to the “demand characteristics bias” 

(Orne, 1962), and they may have practiced differently because they were aware they were 

being observed for research purposes. Future research is critical and should include a 

larger and more geographically diverse study sample to determine if the study’s findings 

are replicable.  

To our knowledge, this is the first U.S.-based comparison of the coping styles and 

strategies and RRT decision-making experiences and preferences among patients newly 

diagnosed with ESRD and with varying amounts of pre-ESRD nephrology care. The use 
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of a mixed methods design with the qualitative component providing a rich illustration of 

the subjective patient experience and the quantitative component enumerating these 

experiences is a considerable strength. This study represents an initial step in improving 

our understanding of the coping styles and strategies and RRT decision-making 

preferences of patients newly diagnosed with ESRD with varying amounts of pre-ESRD 

nephrology care and preparation. Its strengths lie in the innovation of the formative work 

and the study design, using both qualitative and quantitative methods to comprehensively 

explain the problem.  

In conclusion, this study highlights how the current health care system neglects 

patients newly diagnosed with ESRD when they are at their most vulnerable. The lack of 

holistic, interdisciplinary care for patients suddenly confronted with a dramatically life-

altering illness is a systemic failure, and patients are the casualties. Additional 

investigations, including intervention-based research and cost-benefit analyses for 

offering nephrology-specific interdisciplinary care at the pre-ESRD care stage, as well as 

for patients who experience the inpatient ESRD diagnosis and RRT initiation phase, are 

essential.  
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CHAPTER 4 

“I DON’T THINK HE KNEW WHAT TO ASK” – NEHPROLOGISTS’ 

PRACTICES, PERSPECTIVES, AND EXPERIENCES PROVIDING CARE  

AND RENAL REPLACEMENT THERAPY EDUCATION  

TO PATIENTS WITH VARYING AMOUNTS OF  

PRE-END-STAGE RENAL DISEASE NEPHROLOGY CARE:  

A MIXED-METHODS STUDY 

 

Abstract 

One third of patients newly diagnosed with end-stage renal disease (ESRD) in the 

U.S. had minimal or no pre-ESRD nephrology care and “crashed” onto dialysis. Little is 

known about treating nephrologists’ practices and perspectives on RRT information 

delivery and decision-making for this subset of patients at the time of their ESRD 

diagnosis and RRT initiation.  A convergent, mixed methods study design was used, and 

semi-structured interviews were conducted with nephrologists from one academic 

hospital in Philadelphia and a community nephrology practice in the surrounding 

counties. Participants were queried on general practices and perspectives on RRT 

information delivery and decision-making practices for patients with varying amounts of 

pre-ESRD nephrology care and also queried on their experiences providing care to 

patients recently diagnosed with ESRD. Applied thematic analysis was used to analyze 

the qualitative responses and all quantitative data were fully described. A total of 15 
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nephrologists participated. Participants had been practicing nephrology for a median of 

seven years and one third of participants were trainees at the time of the interview (i.e., 

nephrology fellows). The qualitative analyses revealed 12 themes, including: proactive 

pre-ESRD care for patients known to nephrology, patients’ clinical presentation guides 

RRT initiation, RRT initiation often occurs urgently irrespective of pre-ESRD care, 

utilize direct communication style during diagnosis, reliance on other providers for 

patient education, challenges to providing patient education, desire improved access to 

educational resources, and desire engaging patient in shared decision-making for RRT 

selection and initiation. Notably, participants identified patient- and institutional-level 

barriers inhibiting their ability to provide quality care to patients presenting with ESRD 

diagnosis for RRT initiation. Nephrologists face significant challenges in providing 

quality care to patients with varying amounts of pre-ESRD nephrology care. Increasing 

availability of nephrology-trained interdisciplinary staff in outpatient chronic kidney 

disease clinics and inpatient settings to assist providers with the logistics associated with 

RRT education and initiation has the potential to improve care for patients newly 

diagnosed with ESRD. 

 

Introduction 

 In 2019, chronic kidney disease (CKD) received much-deserved attention when 

the U.S. Department of Health and Human Services unveiled its Advancing American 

Kidney Health initiative (U.S. Department of Health and Human Services, 2019). This 
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ambitious initiative has three goals: (1) reduce the number of individuals developing end-

stage renal disease (ESRD) by 25% by the year 2030; (2) increase the proportion of 

incident ESRD patients initiating with a home dialysis modality or receiving a kidney 

transplant to 80%; and (3) have twice the number of kidneys available for transplant by 

2030 (U.S. Department of Health and Human Services, 2019). This is a long overdue 

initiative as approximately 37 million, or one in seven, U.S. adults are currently living 

with CKD and it is the ninth leading cause of death among U.S. adults (Heron, 2019; 

United States Renal Data System [USRDS,] 2019). Moreover, among those living with 

CKD, over 746,000 have progressed to stage five – ESRD (USRDS, 2019) and require 

life-sustaining renal replacement therapy (RRT) by a form of dialysis or kidney 

transplantation. (Taal et al., 2011). Currently, a majority of patients with ESRD use in-

center hemodialysis as their RRT (USRDS, 2019). Despite the superior health and 

quality-of life (QOL) outcomes, in 2017, only 10.1% of incident patients with ESRD 

used peritoneal or home-hemodialysis, and only 2.9% received a preemptive kidney 

transplant (USRDS, 2019). 

 Nephrologists are uniquely positioned to help bring the Advancing American 

Kidney Health initiative goals to fruition. In their role, they are essentially the 

gatekeepers to RRT information, selection, and initiation for patients with progressive 

CKD. They are tasked with providing RRT education, and they largely determine when 

patients under their care initiate to RRT. Ideally, nephrologists make shared decisions 

with patients regarding RRT selection. However, while there is abundant research 

regarding patient perspectives on RRT education practices and decision-making 
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(Depasquale et al., 2013; Finkelstein et al., 2008; Harwood & Clark, 2013; Ladin et al., 

2017; Manns et al., 2005; Morton et al., 2010; Murray et al., 2009; Song et al., 2013; 

Winterbottom, Bekker, Conner, & Mooney, 2014), far fewer studies have investigated the 

RRT education and decision-making practices and perspectives from nephrologists’ 

points of view. One such study investigated nephrologists’ (n=58) views on patient-

centered outcomes in dialysis and found that nephrologists were interested in 

understanding patients’ priorities, including an interest in shared-decision making 

(SDM), and desired to enhance patients’ overall health (Tong et al., 2017). Another study 

interviewed nephrologists regarding dialysis decision-making in older adults and found 

that these experiences were often “emotionally burdensome” for providers because of 

end-of-life conversations (Wachterman et al., 2019). Additionally, an international study 

of nephrologists found that although nephrologists predominantly treat patients with in-

center hemodialysis, most believe that home therapies offer a better QOL for patients 

(Fluck, Fouque, & Lockridge, 2014). To date, no studies have examined and compared 

the RRT education and decision-making practices and perspectives among nephrologists. 

Furthermore, an important and underexamined population is the subset of patients 

with ESRD who had minimal or no prior history of pre-ESRD nephrology care and who 

“crash” onto dialysis. This population represents one third of incident patients with 

ESRD in the U.S. (USRDS, 2019). Distinct from patients who suffer from acute kidney 

injury (AKI) that results in ESRD (representing only 2-3% of incident ESRD patients) 

(USRDS, 2018a), the subgroup of patients that experience sudden and unexpected ESRD 

diagnosis have a disease etiology which is chronic in nature. Thus, these patients do not 
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present until their illness is fully symptomatic and at a life-threatening stage. This delay 

in treatment is both traumatic to the individual and costly to society, as it is well known 

that sudden and unexpected ESRD is associated with poorer long-term health outcomes 

and greater health care utilization (Cass et al., 2002; Fischer et al., 2016; Gillespie et al., 

2015; Innes, Rowe, Burden, & Morgan, 1992; Jungers et al., 2001; Kazmi et al., 2004; 

Mendelssohn et al., 2011, 2009; Smart & Titus, 2011; Stack, 2003). Sometimes referred 

to as “unplanned” or “urgent initiation” or “late nephrology referral,” the extant literature 

suggests that little or no pre-ESRD nephrological care and unplanned dialysis initiation 

increases morbidity and mortality (Cass et al., 2002; Fischer et al., 2016; Gillespie et al., 

2015; Innes, Rowe, Burden, & Morgan, 1992; Jungers et al., 2001; Kazmi et al., 2004; 

Mendelssohn et al., 2011, 2009; Smart & Titus, 2011; Stack, 2003), and late referral for 

pre-ESRD or nephrological care limits access to kidney transplantation (Cass et al., 2003; 

Winkelmayer et al., 2007). One study found early mortality rates among patients with 

unplanned dialysis initiation up to 8.9 times greater than those with prior dialysis 

planning and nephrological care (Metcalfe et al., 2000). Despite representing a large 

minority of the ESRD population and a cost burden to the health care system, the extant 

research has not examined nephrologists’ practices and perspectives in providing care to 

this unique subset of patients.   

The results reported herein represent a portion of a larger study with the overall 

objective of addressing the gaps in our existing knowledge. Specifically, the parent study 

explored the ESRD diagnosis and RRT initiation experiences, coping styles and 

strategies, and RRT decision-making needs and preferences among patients newly 
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diagnosed with ESRD, and the perspectives of their diagnosing and treating 

nephrologists. The specific aim of this report was to assess the current practices and 

perspectives among nephrologists on the manner and timing of RRT education and RRT 

initiation and selection decision-making for patients with varying amounts of pre-ESRD 

nephrology care. 

 

Methods 

Methodological Approach 

 A convergent mixed methods study design was used (Creswell & Plano Clark, 

2017) to explore nephrologists’ current practices and perspectives on RRT education 

delivery. This mixed methods approach synchronously employs qualitative and 

quantitative data collection techniques with equal consideration given to both 

methodologies. The approach couples the strengths and offsets the weaknesses 

characteristic to each method (Creswell & Plano Clark, 2017). 

 

Participants 

Study participants were nephrologists purposively sampled and recruited from 

one academic hospital in North Philadelphia and one community nephrology practice in 

the surrounding region from December 2018 through January 2020. Participants were 

identified and screened by the study’s principal investigator (PI) (MAU) via a review of 

the medical records of the patient participant who signed HIPAA waivers in Chapters 2 
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and 3, and were the nephrologists who provided care at the time of ESRD diagnosis and 

RRT initiation to patient participants. If more than one nephrologist was listed, the most 

frequently consulted nephrologist was invited to participate. Potential participants 

received an invitation to participate via a direct verbal invitation and/or an email from the 

study PI (MAU) and provided informed written consent upon enrolling. The participants 

were offered a nominal $5 gift card as compensation for their time. The study received 

approval from the Institutional Review Board at Temple University (Protocol No. 

25097). 

Procedures 

Data Collection Procedures 

Semi-structured interviews were conducted by the PI (MAU), a trained social 

scientist, within one to three months of the patient participant’s participation, in-person or 

via telephone. Telephone interviews are comparable to in-person interviews and are less 

onerous, a particularly salient consideration for health care providers who have 

demanding schedules (Holt, 2010). Providers were interviewed about general practices 

and their experience providing care to the patient participants from Chapters 2 and 3. 

Separate semi-structured interview guides were used for the general interview and for 

their experience with the patient participant (see Appendices D, E, and F, respectively, 

for nephrologist interview guides). The combination of closed- and open-ended questions 

provided flexibility so that participants could offer perspectives and experiences that 
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were not directly queried but may be pertinent to the research question (Sankar & Jones, 

2007).  

In the general interview, the primary domains of inquiry included: RRT education 

practices and perspectives for patients with progressive CKD who had a history of pre-

ESRD  nephrology care, RRT education practices and perspectives for patients with and 

without a history of pre-ESRD nephrology care, perceptions of patient coping with the 

diagnosis, RRT decision-making, and general attitudes related to RRT education and 

educational resources preferences. Primary domains of inquiry for the patient-specific 

interviews included: experience of patient’s ESRD diagnosis and perception of patient 

coping, RRT education and information delivery, and RRT decision-making with the 

patient participants. All interviews were audio-recorded, and general interviews lasted an 

average of 36 minutes and patient-specific interviews lasted an average of 13 minutes. 

The interview procedures and guides were reviewed by two providers for face validity. 

They were then pilot-tested and refined with three providers prior to enrolling study 

participants.  

Quantitative data, collected via paper and pencil surveys, included: 

sociodemographic and professional data and surveys regarding the amount and nature of 

ESRD- and RRT-related information provided generally and to the specific patient 

participant. Participants completed these surveys independently or with the assistance of 

the PI (MAU), if requested. The general interview and associated surveys were 

completed only once by each participant, but participants could have been invited to 
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participate multiple times for the patient-specific interview and related survey if they 

treated more than one patient participant. 

Measures 

General interview. Self-reported sociodemographic and professional information 

collected from participants included: age, sex, race, ethnicity, medical training location, 

degrees, number of years in practice, medical specialty, professional title, and primary 

patient population treated. The general interview covered several topics including the 

practice and perspectives related to ESRD diagnosis, coping and RRT education for 

patients known and unknown to nephrology, and general attitudes related to RRT 

education and educational resource preferences. Participants were given a survey that 

queried them on their information delivery practices for patients known and unknown to 

nephrology at distinct time points (e.g., during pre-ESRD care, at the time of ESRD 

diagnosis, during ESRD diagnosis hospital stay). Specifically, they were queried on their 

general information delivery related to kidney disease, permanent dialysis access, and all 

available RRTs, specific information related to RRTs (e.g., risks, benefits, survival 

statistics, side effects, complications, and QOL issues), as well as their perception of 

whether patients desire this information. Additional items on the survey queried 

participants about specific education resources for RRT delivery, including resource 

platform (e.g., video, brochures) and resource content. 

Patient-Specific interview. The patient-specific interview covered topics that 

included the patient’s ESRD diagnosis experience and perceived coping, RRT education 
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and information delivery, and RRT decision-making. Participants were also given a 

survey that queried them on the information they delivered to the patient participant they 

treated, and these questions covered disease-related information, RRT information, 

specific RRT information (e.g., risks, benefits), and perceptions regarding the patient’s 

desire for the information. 

Additionally, the Shared Decision Making Questionnaire – physician version 

(SDM-Q-DOC) (Scholl et al., 2012) was administered to capture participants’ assessment 

of the degree of SDM that occurred between themselves and the patient participant (see 

Appendix G, p. 280 for the complete measure). The SDM-Q-DOC is a nine-item 

questionnaire and uses a six-point Likert-type scale (0 = completely disagree and 5 = 

completely agree) (Scholl et al., 2012. The items are summed for a raw score between 

zero and 45 and transformed for scores between zero and 100, with zero representing the 

least amount of perceived SDM and 100 suggesting the greatest amount of perceived 

SDM (Scholl et al., 2012). The scale has been validated in German, in a population of 

outpatient physicians (n=29 physicians for 324 patients) (Cronbach’s α of 0.88) (Scholl et 

al., 2012), and Dutch, in a population of general practitioners and specialists (n=43 

physicians for 182 patients) (Cronbach’s α of 0.87) (Rodenburg-Vandenbussche et al., 

2015).  There is also an English version of the measure available that was used among 

endocrinologists and their patients with Graves’ disease (Brito et al., 2015). 
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Data Analyses 

Qualitative Data Analyses 

Reporting of the qualitative analyses and results were guided by the Consolidated 

Criteria for Reporting Qualitative Research [COREQ] (Tong et al., 2007). All interviews 

were audio-recorded for accuracy and transcribed verbatim by trained research assistants. 

64% (n=9) of general interview transcripts and 65% (n=17) of the patient specific 

interviews were checked against the audio recordings for accuracy. MAXQDA version 

12 (VERBI Software, 2012), a qualitative data analysis software, was used to facilitate 

analyses. Applied thematic analysis was used, with codes generated both deductively 

from specific questions included in the interview guides and inductively through the 

iterative identification of topics emerging during the interviews to produce two initial 

codebooks – one for the general interview data and one for the patient-specific interview 

data (Guest, MacQueen, & Namey, 2014; Strauss & Corbin, 1990). The codebooks were 

continuously refined using an iterative process until saturation was achieved. The PI 

(MAU) and four trained research assistants coded each of the transcripts independently; 

inter-rater reliability was greater than 80% for both sets of transcripts, and all 

discrepancies in code application were resolved through discussion to consensus 

(Kurasaki, 2000; Neuendorf, 2016). The codes were then synthesized into themes and 

subthemes by the PI (MAU) and discussed with co-authors (HMG, LAS, and AW) who 

have expertise in conducting qualitative research and analyses.  
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Quantitative Data Analyses 

The quantitative data were fully described using univariate statistics, including 

medians and interquartile ranges for continuous variables and frequency distributions for 

categorical and ordinal variables. All quantitative analyses were conducted in SPSS 

version 25.0.  

 

Results 

Study Sample 

A total of 26 nephrologists were identified as having provided care at the time of 

ESRD diagnosis and RRT initiation to a patient participant in Chapters 2 and 3, and all 

were invited to participate in the study. Among those, nine did not respond to the 

invitation, two declined, and 15 agreed to participate, resulting in a participation rate of 

58.0%. Five participants completed more than one patient-specific interview because they 

diagnosed and/or treated more than one patient participant from the parent study, 

resulting in a total of 26 patient-specific interviews. One participant was lost to follow up 

and did not complete the general interview but completed a patient-specific interview and 

related quantitative questionnaire. Refer to Figure 4.1 for the Study Flow Diagram.
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Figure 4.1  

Study Flow Diagram 

Notes: a = One participant was lost to follow-up and did not complete the General Interview. b = Five participants treated more than one patient 

participant and thus completed more than one patient-specific interview and survey. 
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Sociodemographic and Professional Data 

 The median age of study participants was 39, slightly more than half were male 

(n=8, 53.3%), and a majority identified as Asian (n=11, 73.3%); all were non-Hispanic. 

All participants possessed a medical degree (e.g., MD, DO, or MBBS), had been 

practicing medicine for a median of seven years, and one third (n=5, 33.3%) identified 

themselves as a trainee (i.e., nephrology fellow). A majority of participants practiced in 

an academic hospital setting (n=13, 86.7%) and a majority reported providing care to 

patients with CKD stages one through four (n=13, 86.7%) and patients receiving 

hemodialysis (n=11, 73.3%) (see Table 4.1 for complete participant sociodemographic 

and professional data). 
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Table 4.1  

Participant Sociodemographic and Professional Data 

Characteristic n (%) 
Nephrologists 

n=15 

Age 

Median (IQR) 

an=14 

39 (28.75) 

Sex 

    Male 

    Female 

 

8 (53.3) 

7 (46.7) 

Race 

    White 

    Asian 

    Other 

 

3 (20.0) 

11 (73.3) 

1 (6.7) 

Ethnicity 

    Non-Hispanic 

    Hispanic 

 

15 (100.0) 

0 (0.0) 

Degreeb 

    MD/DO/MBBS 

    PhD 

 

15 (100.0) 

2 (13.3) 

Years in Practice 

Median (IQR) 

 

7 (21.0) 

Practice Setting 

    Academic hospital 

    Community practice 

 

13 (86.7) 

2 (13.3) 

Training Status  

    Attending 

    Trainee (i.e., Nephrology Fellow) 

 

10 (66.7) 

5 (33.3) 

Primary Patient Populationb 

    Inpatient kidney disease consults 

    Chronic kidney disease stage 1-4    

    Outpatient hemodialysis  

    Home hemodialysis 

    Peritoneal dialysis 

    Kidney Transplant 

    Living Donor Transplant 

 

3 (20.0) 

13 (86.7) 

11 (73.3) 

5 (33.3) 

7 (46.7) 

5 (33.3) 

4 (26.7) 

Notes: a = Different N due to missing values. b = Category does 

not sum to 100 due to ability to choose more than one option. 
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End-Stage Renal Disease Diagnosis and Renal Replacement Therapy Initiation Practices 

and Perspectives 

Participants were directly queried on how they provide ESRD diagnosis and RRT 

initiation communication and care to patients they had been following in the outpatient 

CKD clinic and who are transitioning to ESRD. They were also queried on how they 

provide this care in the unique situation of patients who are hospitalized with unexpected 

ESRD without a history of pre-ESRD nephrology care. Responses revealed five themes: 

(1) proactive pre-ESRD care for patients known to nephrology, (2) patients’ clinical 

presentation guides RRT initiation, (3) RRT initiation often occurs urgently irrespective 

of amount of pre-ESRD care, (4) utilize direct communication style during diagnosis, and 

(5) perception that diagnosis and RRT initiation are overwhelming for patients. These 

themes and corresponding subthemes are detailed below. 

 

Theme 1: Proactive Pre-ESRD Care for Patients Known to Nephrology 

A majority of providers described a proactive approach when providing pre-

ESRD nephrology care to patients who followed up with them in the outpatient CKD 

clinic setting (i.e., patients with a history of pre-ESRD nephrology care). They described 

attempts to prepare patients for transition to ESRD but noted that often the ideal timing 

for preparatory interventions, such as permanent access placement, is difficult to predict 

due to the variable nature of the disease.  
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...But actual active surgery, I usually wait until their GFR is closer to 15. 

Between ten and 15, depending… depending on how fast they’re 

progressing. So, yeah, that’s usually when I refer them. So, remember, PD 

catheters, usually I need them placed about a month before they start, so 

that one’s much more, like I say… I call it “catching the knife.” 

(Participant 4008) 

 

If it was somebody who is definitely stage four, I mean less than 30 GFR 

would be the time when you can refer to transplant and less than 20 is 

when they can list. So, we would always send them for [transplant], you 

know, and then send to vascular surgeons for access, have discussions 

about access, what modalities they wanted to choose, and then you know 

based on that, plan for the next year or so. (Participant 4005) 

 

Providers commonly reported that they independently screen (i.e., without input from the 

transplant team) patients for suitability for kidney transplantation and make referrals 

accordingly for kidney transplant evaluation prior to RRT initiation. Participant 4001 

reported that he also invites patients to meet with kidney transplant recipients.  

And in my medical judgement, if they are a transplant candidate, I will 

move mountains to convince them and set them up with an appointment, 

including meeting with post-transplantations. (Participant 4001) 

 

I’m gonna refer you for transplant as long as they pass the “eyeball test” 

for kidney transplant. And if they don’t pass the eyeball test, I say that, “I 

would like to have referred you for a transplant if x, y, and z weren’t 

there.” (Participant 4008) 

 

However, a majority indicated that they prefer the patients take initiative with the 

transplant process and they do not offer assistance with scheduling transplant-related 

appointments, but rather provide the information and allow the patient to make their own 
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preparations. Participant 4017 remarked that this is so the patient can demonstrate their 

interest in and commitment to transplant. 

I also actually as an add on to that, give them the phone number to a 

kidney transplant [program], because they do an education class initially 

to educate people about what that process involves. But I also tell them 

that unfortunately I can’t make that appointment for you because they 

want you to call to show that the person is interested. So, I definitely 

encourage people to call. (Participant 4017) 

 

I don’t schedule the appointment for them, but I give them the phone 

number and I tell them, you know, I give them some little pep talk saying 

that, you know, the first step is you have to make the call. (Participant 

4008) 

 

One provider mentioned that he also probes patients about potential living kidney 

donors: 

I also talk to them to see if they have any potential living donors who 

would be willing to give them a kidney. If they say, “Oh yeah, I probably 

have like two sons, or I have a cousin, or someone probably who can give 

me the kidney,” I can, you know, I refer them to transplant clinic. 

(Participant 4011) 

 

Interestingly, providers expressed frustration with what they perceived as significant 

resistance to proactive ESRD and RRT preparations among some patients with a history 

of pre-ESRD care. 

I have actually made a few referrals [for transplant]. But I find some of 

those patients, maybe they don’t sense that urgency in my voice, or, 

because one of the patients I have, I’ve literally referred him four times, 
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and he hasn’t called yet. He isn’t on dialysis yet. So, it is kind of 

preemptive, you know? (Participant 4010) 

 

It’s a frustration for us that we really try to gear people up for it—and I 

would say it succeeds in the majority—but there is always a small percent 

of people that don’t want to deal with it, don’t want to face it, yet it’s 

going to happen anyway. And it’s frustrating for us, because they come in 

the middle of the night, they unfortunately torture the staff in the respect 

that some of these people literally come in at two in the morning with 

congestive heart failure, fluid overloading, high potassium—and it’s really 

abusing the system. They should have done it more electively. And we 

also know that clinically, they don’t do as well, when they come in 

urgently like that—they don’t have an access, they aren’t prepared as 

well—they don’t do as well. We tell him that, I told him that. So, it’s very 

frustrating as a caregiver to deal with someone so in denial. But you have 

to, so it is what it is. Ultimately, it is their choice how they want to deal 

with it. (Participant 4015) 

 

I think when we first wanted to talk about dialysis, she did not really want 

to think about it much because her reasoning was… “I may die, something 

else may happen to me, so I really don’t want to think about it.” I mean, in 

her head, she also did not commit like – “I don’t ever want dialysis, I’d 

rather die than be on dialysis.” So, basically it was sort of, you’d try to 

give her information, she didn’t really want to actively participate in 

picking a modality or even getting ready for it even though she was given 

all the information. (Participant 4007) 

 

One provider identified institutional issues, including a lack of available appointments for 

permanent access surgery, as inhibiting proactive RRT preparation for his patients. 

I mean, in terms of like institutional barriers, the one thing that comes to 

mind is lack of appointment availability, I mean I think it just has to do 

with patient volume and I don’t know if it’s an issue with patient volume 

or the patients that we serve or lack of providers, but a lot of the times, 

I’ve heard from my patients that they did make an attempt to get surgery 

or like get an appointment for vascular surgery, however they were told 
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and that they were gonna have to wait for several months prior to them 

being seen. (Participant 4004) 

 

Conversely, for patients with no history of pre-ESRD nephrology care, few providers 

indicated that they make any preparations such as home modality training or kidney 

transplant referrals for this group of patients during their ESRD diagnosis and RRT 

initiation hospitalization. Their comments are reported below. 

Usually in the inpatient setting, we try to make sure that they are good 

candidates. We give them information about how they can get transplant. 

(Participant 4016) 

 

So, before they leave the hospital, I try to give them the number or, well, 

what I’ll do is I’ll wait until they are actually seen in the outpatient 

dialysis unit for the treatment and then we’ll make the referral. (Participant 

4004) 

 

Theme 2: Patients’ Clinical Presentation Guides RRT Initiation 

 For patients known to nephrology, providers noted that a patient’s clinical 

presentation or symptoms is the primary guide for the timing of RRT initiation as 

opposed to laboratory findings. Participants indicated that they frequently delay RRT 

initiation until a patient reports physical symptoms of ESRD progression, such as loss of 

appetite or retention of fluid.  

But one of the things I tell my patients is that, “When I start you on 

dialysis, you know, I usually wait until I can’t wait any longer and you 

become symptomatic.” (Participant 4008) 
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…They have my cellphone number, I see them every month and I say, 

“These are the symptoms you need to look out for and once you become 

symptomatic enough, we’ll start you on dialysis.” (Participant 4008) 

 

One provider noted that she does this because patients were often resistant to initiation to 

treatment in the absence of any physical symptoms, because she believed patients were 

fearful of dialysis. 

I have the talk and, you know, I tell them that we just don’t look at the 

number to start on dialysis, we look at how [sic] clinically you’re doing, in 

addition to the blood test. I reassure them that we don’t start it unless it’s 

really needed or indicated, so we don’t start it right away, because some 

patients are kind of afraid of going on dialysis despite feeling okay. 

(Participant 4013) 

 

It can pose challenging when patients are not forthcoming about or minimize their 

symptoms, as relayed by several participants who described such scenarios with patients 

they treated, some of whom had to rely on family members or caregivers to report the 

patient’s change in symptoms. 

…One of my patients most recently, he was really hesitant, I guess scared 

of starting dialysis because he had seen his grandfather or uncle go on it, 

and he didn’t want to start. But he was denying some of the uremic 

symptoms, though I was seeing that he was losing weight. So, I was kind 

of suggesting that he start, but he didn’t want to. And finally, his mom 

called me and said, “You know this patient”—she used her son’s name—

she said, “This person, he missed work for the first time ever, and he never 

misses work; he stayed home because he wasn’t feeling well.” And then 

she described his symptoms, and then I guess she got more information 

out of him eventually that he was actually nauseated and vomiting – he 

was just hiding it. (Participant 4017) 
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Sometimes I didn’t know that she [patient] thought that her symptoms 

were not progressing, but she found the truth when she came in with her 

daughter. [She was] going off and going to sleep during the day, not being 

able to eat…I think that also made her realize that she needed this 

treatment. And for me, the provider, I think it is been good information for 

me as well. (Participant 4016) 

 

One provider commented that it can be difficult to distinguish symptoms of ESRD from 

symptoms common of advanced age.  

I’m the least likely to start someone for numbers and I told her that, I told 

her I would start for symptoms, and I think she was minimizing her 

symptoms but opted not to start dialysis especially as she got older and 

more frail. But she would attribute the same symptoms of uremia to her 

frail and advancing age and that becomes very difficult to separate when 

someone is 78 years old. (Participant 4007) 

 

Conversely, for patients who are unknown to nephrology, it is typically symptoms that 

compel patients to seek emergency treatment, although few are expecting an ESRD 

diagnosis.  

They will either have like loss of appetite, weight loss, nausea, vomiting, 

some confusion, and then a lot of times, [it is] their family members who 

bring up the symptoms. And then, that’s actually one of the biggest 

reasons why they’re prompted to come to the ER. And then the emergency 

room physicians will do a set of blood work, and then low and behold, you 

will find out they have pretty advanced CKD. (Participant 4004) 

 

They come in… to the emergency room, either they have seen a doctor or 

they have never seen a doctor before… just come in, had no idea, just feel 

sick… they became short of breath or they have nausea and vomiting, or 

the family noticed that he or she is crazy. So those are the symptoms they 

come in with. (Participant 4001) 
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Theme 3: RRT Initiation Often Occurs Urgently Irrespective of Pre-ESRD Care 

 Providers reported that RRT initiation often occurs urgently and in the emergency 

or hospital setting, regardless of amount of pre-ESRD nephrology care. This was an 

expected response for patients with no history of pre-ESRD care who “crash” onto 

dialysis, which understandably occurs in the emergency or acute-care setting. However, 

providers spoke of initiating long-standing patients to RRT in an urgent fashion for a 

variety of reasons, including patient-level factors, such as reluctance, nonadherence, and 

psychosocial issues, as well as institutional-level factors, such as inadequate staffing. For 

some, it was clear patients’ clinical presentation warranted inpatient initiation. Others 

described RRT initiation occurring in the inpatient setting as though it is standard of care, 

with some even indicating a preference for inpatient RRT initiation. 

Typically, if they walk into the clinic and you see that they’re not doing 

well, they walk into their routine appointment, they have some uremic 

symptoms or they don’t have any volume overload or uremic symptoms, 

but at home they, you know, they lost like 20 pounds or, you know, 

they’re not eating very well – they’re not able to function. So, even though 

sometimes they may not entirely meet the uremia criteria and all, but 

clinically, if they look like they’re not doing very well, then we start. So, 

we send them to the ED and then get a catheter if they don’t have a fistula. 

(Participant 4005) 

 

I did see one patient sent from the clinic because the patient [had] nausea, 

vomiting, and diarrhea…and they think the patient [had] this uremic 

colitis, which is a sign of uremia, so [they] really needed urgent dialysis. 

So, they sent the patient from the clinic to the ED, and then we just 

admitted her and initiated dialysis. (Participant 4021) 
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She had a fistula. She was ready, she could have started at that point, and I 

can be honest with you, if she didn’t have the diarrhea, she could have 

started outpatient. She was having really bad diarrhea, and she expressed 

concern. She said she didn’t even know, she used it as an excuse saying, “I 

don’t know if I can stay on the machine that long because I have all of this 

diarrhea,” and I told her some of the diarrhea may be part of the fact that 

she needed to start dialysis. But she kind of couldn’t get that in her head, 

and that’s why we agreed to try this out as inpatient, but then she didn’t 

come in the day we wanted her to, or the next day, and it took more 

coaxing. (Participant 4007) 

 

I think it was okay until the time that he definitely needed to start. And I 

think quite honestly, it was a little rough on him, especially since being in 

the hospital and then he was actually – he came in fluid overloaded and we 

tried to be conservative with him by giving him diuretics. And then, he 

didn’t really respond as well to the diuretics, so eventually he started on 

dialysis. So, there was a time that he actually wanted to leave the hospital, 

but he wasn’t really stable enough to do it. I guess a week or maybe two 

weeks into the hospital stay, is when he started dialysis. (Participant 4023) 

 

So, the night before when he presented in the ED, they called me and they 

said this is a guy that’s CKD five whose been lost to follow up, comes in, 

he’s barely able to breathe, he can’t lie flat, he’s volume overloaded. He’s 

been on Lasix and he says he’s not responding to it anymore. So, we gave 

him a dose of – a higher dose Lasix. He actually responded to it quite a bit. 

So, the next morning, we decided that since he was loss to follow up as 

advanced kidney disease and the fact that he’s presenting with fluid 

overload, not responsive to oral diuretics, we felt like this, he was, even if 

we didn’t start him on dialysis, he was going to come back again and 

again. So, we decided to, we talked to the patient, he was agreeable to 

dialysis, though he decided that for long-term, he wanted to pursue PD. 

Because PD takes time and he needed to be urgently dialyzed, we decided 

to get a catheter in him which he agreed to. (Participant 4005)  

 

I met him that day in the clinic and interestingly I had not seen him ever 

before. It seemed like he was having progressive renal disease and was 

being followed by nephrology before. He had a fistula placed before and 

we were working to find out if it was functional or not. So, it seemed like 

he already had a modality picked. There was already a plan underway to 

start dialysis in the near future, and then he was following with the kidney 
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clinic. And the day he presented to the clinic, he was just very 

symptomatic with uremia and both of us discussed that he could either 

start dialysis there and that you know, get admitted in the next day or two 

or he could start as outpatient in a week or so. But because he was feeling 

extremely bad, he felt that he just wanted to get admitted and get this 

taken care of. (Participant 4003)  

 

Subtheme: Patient-level issues that contributed to inpatient RRT initiation. 

Providers identified patient-level issues that necessitated inpatient RRT inpatient for 

patients who had a history of pre-ESRD nephrology care. Among those, patient 

nonadherence with follow-up appointments and laboratory work, patient reluctance to 

initiate to treatment, and psychosocial issues, such as loss of or inadequate health 

insurance for outpatient start, were commonly expressed. 

There were a lot of conversations between me and her primary [physician] 

because she was having profuse diarrhea, losing weight; she was 

obviously not feeling well, and yet she kept saying, “I’m fine, I’m fine, 

I’m fine.” Basically, we told her, “If you wait much longer you will be 

deathly ill.” And even then, it was interesting. She came to see me in 

clinic, and came back the next day to be admitted because at that point she 

was having so much diarrhea, I didn’t think she could be let in as 

outpatient because I didn’t think she could last the treatment. And she saw 

me on a Tuesday, and she should’ve come back on a Wednesday, like the 

same day or the next day, and she just didn’t come. And so, she finally 

called the clinic nurse and said, “I missed my appointment… It’s okay [I] 

can come another time,” to which [clinic nurse] said, “You know Mrs. 

[patient name], you really need to start. If you come in tomorrow, I will 

get you admitted.” And that’s how it happened. So basically, it was 

basically like she was seeking permission… But it was a lot of work on 

the primary [physician], on me, and on the clinic nurse, there were a lot of 

phone calls back and forth. (Participant 4007)  

 

He needed to have labs every three months and you know, there was a 

time I think when his mother died that he [was] sort of not going to the 
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labs or visits as frequently as we had liked to, and I think he just sort of 

ended up in the hospital after that. (Participant 4023)  

 

I think some people with insurance issues, they cannot, you know, go to a 

dialysis unit outside, so they may come to the ED to get dialysis… That’s 

not good for the patient care. But sometimes, you know, it’s—I mean—

it’s a reality. (Participant 4021) 

 

Unfortunately, there is a significant number of patients who will do that—

once you tell them they need to start shortly, they are “Bye, see you later,” 

and won’t follow up. And then they come in in the middle of the night 

when they are in trouble… (Participant 4015) 

 

Subtheme: Institutional and health care system level issues that contributed to 

inpatient RRT initiation. Providers also described issues at the institutional and health 

care system levels that contribute to inpatient RRT initiation among patients with a 

history of pre-ESRD nephrology care. Inadequate interdisciplinary staffing at the CKD 

clinic and outpatient dialysis clinic levels and poorly designed institutional policies were 

among the reasons reported.  

For the outpatient initiation, things are more complicated because you 

have to get everything ready for the outpatient. Especially for this patient 

who just got this fistula done. And you are not so sure if the fistula is 

working well, and you need to put everything, together right? So, I would 

like to start the patient inpatient, like we can get the duplex or can get the 

vascular consult, so if the fistula is not working, we can replace it with an 

internal catheter. (Participant 4011) 

 

Places I’ve worked at before, it was much easier to start someone on 

dialysis without admission, I think they had more support like they…we 

had enough staff that they you know can help you get the patient get the 
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catheter, if the fistula is not mature yet, and take care of their paper work 

and place them in the dialysis unit sooner than later. (Participant 4013) 

 

One participant noted that outpatient dialysis facilities are ill-equipped to manage the 

logistics of RRT initiation and often lack the appropriately trained staff.  

You need to have a social worker to actually get you a [dialysis] spot, 

right? Whether it’s inpatient or outpatient. So, I think it’s more of a 

logistic issue, even for patients who are healthy. Some of the units are 

staffed by techs, not by RNs, so they’re not really very enthusiastic, or 

even trained well enough to deal with really sick patients… So, I don’t 

know if it was a unit thing, you know, if it was a patient preference, or a 

physician preference. But I think my understanding was it’s easier to find 

a dialysis spot from the hospital. (Participant 4005) 

 

Another described a frustrating situation in which their patient’s assigned outpatient 

dialysis facility had an “inpatient admission policy”: 

I had a patient who needed to start dialysis, and they wanted me to start 

him as an outpatient but I couldn’t start him as an outpatient because I 

couldn’t start him at my own dialysis clinic and, the clinic he wanted to go 

to, they require an inpatient admission policy. That’s how they start the 

patients, so that was very frustrating. (Participant 4008) 

 

One provider indicated that they prefer an inpatient RRT initiation because of the 

frequent logistical issues associated with outpatient RRT initiation.  

I actually prefer inpatient initiation versus outpatient, especially in this 

patient population because, as I mentioned, there’s a lot of logistical issues 

both on the institutional level and patient level. So, to me, it makes more 

sense to initiate these patients in the hospital, because a lot of times, again, 

there are times where these patients don’t have appropriate insurances and 
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because of that it becomes a challenge of trying to get them started in an 

outpatient. So, at least when they get admitted to the hospital, the dialysis 

unit social worker in the hospital is able to like take over their care and 

then start making, or able to coordinate their care better than let’s say if 

you tried to do that as an outpatient. (Participant 4004) 

 

Conversely, a minority of participants expressed a preference for and a consistent 

practice of outpatient, non-urgent RRT initiation. Participant 4007 reported she has 

patients routinely meet with outpatient clinic staff prior to initiation.  

I try to start people as outpatients. You know, ideally they will have met 

with people. I actually have them meet with the social worker, everybody 

there. And so, they just come in and they start, and I’ll be there as part of 

their first treatment. (Participant 4007) 

 

Theme 4: Utilize Direct Communication Style During Diagnosis 

 Participants were queried about how they deliver the news of the ESRD 

diagnosis. A majority of participants indicated that they use a direct communication style.  

The way I practice, I mean I’ll usually, when I see them for the first time 

for CKD diagnosis, I’ll present to them the full spectrum of CKD, starting 

from stage one to stage five, and I’ll typically let them know if they’re 

stage three they’re right in the middle and once you get to stage five, that 

you’re now at the cutoff where the GFR reaches 15 when we would have 

to start preparing for dialysis. So, that way I think it gives them a clear 

idea of like what we’re looking at in terms of what the trajectory might be. 

And I think the other reason I do that is so that when they do start to 

progress, they hopefully won’t be surprised in terms of what’s going on. 

(Participant 4004) 
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However, for patients who had a history of pre-ESRD care and for whom they had been 

treating, providers indicated that they preferred to prepare the patient for the diagnosis 

over the course of several appointments.  

Well, I kind of prep them in advance. So, every time they come in, I say, 

“Oh, your labs look good but just be aware that the next visit it could be 

coming.” You know, if I feel it coming very soon, I will tell them it could 

be coming in the next few months, next couple of visits to the office. 

(Participant 4023) 

 

I actually also let them know very quickly too if I know this is going to be 

the fate of this patient, that this is a possibility so that they don’t get into 

an issue where this is a surprise. So, it’s something that you talk to them 

all the times so you kind of build up some kind of a sense that this is 

what’s coming. (Participant 4002) 

 

For patients without a history of pre-ESRD nephrology care, providers indicated that they 

also use a direct communication style, but tailored to the patient’s clinical situation (i.e., 

presence of severe uremia that compromises cognitive functioning). However, some 

commented on the limitations of providing effective communication in the emergency 

setting for this group of patients.  

If it’s all acute and I don’t think they are going to recover, I typically just 

tell them, I don’t sugar coat it –“I don’t think you are going to recover, 

and if those people think that you are going to recover, I’m going to keep 

monitoring the levels. But if I were a betting person, I would bet on you 

not recovering.” (Participant 4023) 

 

We try to be realistic rather than give them false hope. We try to tell them 

on a day-to-day basis that this is what the lab work is showing, and this is 

what the imaging is showing and this is how you are presenting to us. So, 
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we try to keep it very direct and to the point, and at the same time, make 

sure that the patient understands. (Participant 4016) 

 

I’m just straight forward with them. “You need to do dialysis now. You 

cannot wait. You’re uremic, you’re losing weight, you cannot eat 

anything, you can’t keep anything down, it won’t fill you, so this is not 

good.” (Participant 4011) 

 

Theme 5: Perception that Diagnosis and RRT Initiation are Overwhelming for Patients 

Providers were asked about their perceptions of patient coping with the ESRD 

diagnosis and RRT initiation, and some articulated that they perceived the patients to be 

overwhelmed by the events – even those with a history of pre-ESRD care.  

I think it is overwhelming. I think even if you know that you will need 

dialysis at some point, not being followed closely where you’re not 

entirely sure what you will experience before dialysis… I think if you 

don’t have that information, it’s much harder and then coming to the 

hospital with the overwhelming symptoms, feeling really bad, being 

uremic, being tired, and then just finding out that your kidneys are not 

working very well… I think that’s much more overwhelming. (Participant 

4003) 

 

Particularly, providers commented on the difficulty patients have adjusting to the 

diagnosis and how RRT negatively interferes with patients’ QOL (e.g., employment, 

family responsibilities). 

They get worried about their health, their family members start to get 

worried, a lot of people realize, when it comes to dialysis, their entire life 

changes. They get bound to a machine, they have a schedule to follow, 

they have to take care of their diet and heart and other organs as well. So, I 
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think the patients get scared when they hear about dialysis. (Participant 

4016) 

 

I don’t know if you can ever feel 100% motivated to start dialysis, you 

know what I’m saying? It always, there has to be some level of feeling of 

unpreparedness, or anxiety about it, no matter what situation you do it in. 

Cause they don’t know how it’s actually going to go for them once they 

start, right? (Participant 4010) 

 

I think the patients who felt most frustrated are either in their 40s or 50s, 

because they are working to take care of their family… and they just feel 

like they are disabled. So, I guess this is the most frustrating part about 

this conversation. (Participant 4011) 

 

The problem is, it’s really hard. I don’t know what to say. I told a lady that 

she needed an access and we talked about it her last visit and her numbers 

were up. And she said, “Oh, thank you for telling me… I’m gonna hang 

up the phone and I’m gonna cry.” And I don’t know, I was always taught 

that you have to tell the patient, and if they want to bring social support 

into it, it’s good, but you have to tell them first. That’s like the dignity you 

give them and they kind of go another way, but you encourage social 

support. And I did it over the phone because I already prepared her a little 

bit yesterday, but I didn’t know her labs. You know, I had to call her. I 

guess she was expecting the call, but it’s never an easy call to have. 

(Participant 4007) 

 

One provider recalled having been a patient herself, which seemed to help her sympathize 

with her patients’ situations: 

I think it’s the life adjustment. I mean, I was a patient once. I had a C-

section. I came home and I needed meds and there was nobody to go pick 

it up at the pharmacy. You know, and that was so stressful. And can you 

imagine these people going from the hospital to home, have a new 

catheter, don’t know how to really take care of it, I’m sure people are 

terrified about that catheter in their chest. And then they have to take care 

of, in addition to the rest of the house, the new diagnosis, the medications, 
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the appointments. So, I think it’s the adjustment that goes with the 

diagnosis. (Participant 4005) 

 

Participants expressed that the ESRD diagnosis and RRT initiation events are particularly 

overwhelming and “traumatic” for patients with no history of pre-ESRD care because 

they lack information about the disease and treatment. 

You know, like, they come in, they don’t know they have kidney 

disease—so I got a patient, [who] came in thinking that he just had some 

nausea and vomiting, and ended up getting a catheter, dialysis… you try to 

make the least painful as you can, but it can’t be, it has to be pretty 

traumatic. (Participant 4010) 

 

I think when, you know, you’re staring death in the face in the hospital, 

you can’t breathe, you know, you can’t lay flat or you’re confused and you 

have family members who are sitting there and they’re watching their 

loved ones go through this. (Participant 4005) 

 

Some of them really sort of get depressed that they’re gonna be on dialysis 

because they don’t really know anything about it. (Participant 4002) 

 

I think it’s more difficult for the patient. They… don’t know what to ask. 

Because … nobody ever told them anything about their kidneys before, 

right? They don’t know what to ask. Which I think was partially the 

problem with [patient] – I don’t think he knew what to ask. (Participant 

4010) 

 

Participants were also queried on whether they do anything specifically to help patients 

cope with or adjust to the situation, with one participant citing that he tries to instill some 

hope. 
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Once they get over the initial shock, anger, and grief they usually seem 

pretty good with it and you know, I always try to give them, I try to make 

them a little hopeful at the end so they’re okay. (Participant 4008) 

 

Participants were also asked about their opinions on what providers could do to mitigate 

the stress of the ESRD diagnosis and RRT initiation. Some responses included the 

involvement of interdisciplinary team members such as social workers to help patients 

address the psychological and QOL impacts of the ESRD diagnosis and RRT initiation.  

But I think that the best thing, the one thing that we could improve on is if 

we had a coordinator that will be sort of the point person that the patient 

can discuss everything with and be the liaison between myself and the 

dialysis unit. I think that would make the transition much easier. 

Historically we have never had that type of manpower, it has really been 

the doctors that have been doing it, but I think part of the issue is that the 

patients don’t bother the doctors as much as they would talk to a 

coordinator or something like that. And it does take a lot of time and 

preparation. But I think that could ease patients’ transition from CKD to 

ESRD… If you had, again, like a case manager, who could actually see 

you as an inpatient and then follow up with you as an outpatient, or some 

sort of coordinator or liaison—who can see you as an inpatient, talk about 

how well you are doing, or what the plan is—and then, once you get out of 

the hospital, can follow up and say, “How was your dialysis treatment as 

an outpatient,” or just, “Remember to go to your dialysis unit at this time, 

on this day, and this is the plan.” Somebody who sort of is a constant 

between the inpatient and the outpatient world. Because I don’t think there 

is a person like that who exists. (Participant 4023) 

 

I mean, I think it’s a big transition in terms of lifestyle. Often their whole 

sort of normal has to change to a new normal. So, I don’t anticipate that its 

ever easy, and I think that renal clinic should all have social workers like 

they do in Canada. (Participant 4017) 

 



 

181 
 

Additionally, one participant suggested that patients become acquainted with the 

outpatient unit staff and patients prior to commencing treatment to help ease the 

transition.  

Well, I think getting an access, like a well-done access strategy, that helps; 

going to the CKD classes, that helps. And then, having a plan, as to not 

crash-land in the hospital, you know, starting here, like having the time to 

actually send them to the unit, go talk to people there, or maybe visit a few 

units around. That might be good, to get to go to a unit, talk to some 

people. Because there are some people in the outpatient hemodialysis unit, 

they have a good social circle there, like they all come to dialysis at the 

same time. That might make it not so…painful for them, you know. 

(Participant 4010) 

 

 

Renal Replacement Therapy Information Delivery Practices and Perspectives 

 Participants were asked about their specific RRT information delivery 

perspectives and practices for both categories of patients – those with and those without a 

history of pre-ESRD nephrology care. These data were captured both quantitatively and 

qualitatively, and final analyses revealed five themes: (1) information delivery practices, 

(2) perceptions of patient information delivery preferences, (3) reliance on other 

providers for patient education, (4) challenges to providing patient education, and (5) 

desire improved access to educational resources. 
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Theme 1: Information Delivery Practices 

 All participants were asked about their disease and RRT-related information 

practices with both groups of patients. Participants commonly reported giving 

information on every available RRT to patients with a history of pre-ESRD care that they 

followed in the CKD outpatient clinic. Far fewer reported providing information on all 

available RRTs to patients who present needing urgent RRT without a history of pre-

ESRD care. See Table 4.2 for complete provider self-reported information delivery 

practices. For example, only half of participants queried reported routinely giving 

information on kidney transplantation or living donor kidney transplantation (n=7, 50.0% 

and n=5, 50.0%, respectively) to this group during their ESRD diagnosis hospitalization. 

Participants were also queried on specific information they provided regarding each RRT 

to both groups, and while a majority often reported providing information on the risks 

and benefits of each modality, few reported giving information on survival statistics (see 

Table 4.3 for complete provider self-reported specific RRT information delivered). 
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Table 4.2 

Provider Self-Reported Information Delivery Practices 

 Timeframe (Patient Group) 

Information Delivered n (%) 

Pre-ESRD Care  

(Patients known to 

nephrology) 

ESRD Diagnosis 

Hospital Stay  

(Patients unknown to 

nephrology) 

Kidney disease and how it affects overall health 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

 

15 (100.0) 

0 (0.0) 

Permanent access placement 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

an = 12 

12 (100.0) 

0 (0.0) 

Hemodialysis  

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

an = 14 

13 (92.9) 

1 (7.1) 

Peritoneal dialysis  

    Yes 

    No 

 

13 (86.7) 

2 (13.3) 

an = 14 

9 (64.3) 

5 (35.7) 

Home-hemodialysis 

    Yes 

    No 

 

13 (86.7) 

2 (13.3) 

an = 14 

6 (42.9) 

8 (57.1) 

Kidney transplantation 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

an = 14 

7 (50.0) 

7 (50.0) 

Living donor kidney transplantation 

    Yes 

    No 

an=13 

10 (76.9) 

3 (23.1) 

an = 10 

5 (50.0) 

5 (50.0) 

Note: a = Different N due to missing values. 
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Table 4.3 

Provider Self-Reported Specific RRT Information Delivered 
 Timeframe (Patient Group) 

Information Delivered n (%) 

Pre-ESRD Care 

 (Patients known to 

nephrology) 

ESRD Diagnosis Hospital Stay  

(Patients unknown to 

nephrology) 

Hemodialysis  

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues
b
 

    Insurance  

a
n = 15 

11 (73.3) 

13 (86.7) 

9 (60.0) 

12 (80.0) 

12 (80.0) 

8 (53.3) 

a
n = 13 

11 (84.6) 

12 (92.3) 

7 (53.8) 

10 (76.9) 

10 (76.9) 

2 (15.4) 

Peritoneal dialysis  

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues
b
 

    Insurance  

a
n = 13 

11 (84.6) 

12 (92.3) 

8 (61.5) 

10 (76.9) 

9 (69.2) 

4 (30.8) 

a
n = 9 

8 (88.9) 

8 (88.9) 

6 (75.0) 

8 (88.9) 

7 (77.8) 

1 (11.1) 

Home-hemodialysis 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues
b
 

    Insurance  

a
n = 13 

7 (53.8) 

10 (76.9) 

8 (61.5) 

8 (61.5) 

7 (53.8) 

5 (38.5) 

a
n = 6 

4 (66.7) 

5 (83.3) 

3 (50.0) 

4 (66.7) 

5 (83.3) 

1 (16.7) 

Kidney transplantation 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues
b
 

    Insurance  

a
n = 15 

12 (80.0) 

13 (86.7) 

10 (66.7) 

9 (60.0) 

7 (46.7) 

5 (33.3) 

a
n = 7 

5 (71.4)  

6 (85.7) 

5 (71.4)  

5 (71.4) 

6 (85.7) 

6 (85.7) 

Living donor kidney 

transplantation 

    Risks 

    Benefits 

    Survival 

    Side Effects/Complications 

    QOL Issues
b
 

    Insurance  

 

a
n=10 

6 (60.0) 

7 (70.0) 

6 (60.0) 

6 (60.0) 

6 (60.0) 

2 (20.0) 

 

a
n = 5 

3 (60.0) 

5 (100.0) 

4 (80.0) 

4 (80.0) 

4 (80.0) 

1 (20.0) 

Notes: a = Only participants who indicted ‘Yes’ to delivering information in Table 4.2 included. b = 

QOL issues included sexual health, ability to work, or fertility issues and included in count if 

marked any one option 
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Subtheme: Information delivery varies according to patient characteristics. 

Providers reported that their information delivery practices often vary according to 

characteristics of the patient, such as presence of clinical symptoms, past adherence to 

medical advice, as well as their perception of the patient’s suitability for particular 

modalities (e.g., home dialysis and transplantation). 

It depends on the patient, you know dialysis involves a lot of patient 

involvement, and the patient has to be proactive with PD. I typically prefer 

PD, and I put it out there if I feel like the person is a good candidate I will 

just say, “You know, I think you would be a good candidate for peritoneal 

dialysis.” And if I don’t feel like they would be compliant enough, I would 

offer PD, but I would kind of steer them toward hemo if I feel like it’ll be 

safer that way. And I’ll tell them, you know, I think it’ll be safer for you 

this way. But typically, PD is the first thing I’ll suggest to someone who is 

compliant. (Participant 4023) 

 

If I look at it objectively, because I am like if they didn’t take care of their 

symptoms for this long, will I trust them with a PD catheter at home, 

right? No, you know? So, it depends on patient to patient. If you know, I 

feel like they’re invested in their health, which obviously they’re not 

because they haven’t been, and also if I feel like they can follow 

instructions enough to be able to do home hemo, or home PD, or if they 

have enough social support, then I might offer the modalities. But if it 

doesn’t look like they’re, you know, going to be that reliable, then I think 

in-center option is better. (Participant 4005) 

 

Theme 2: Perceptions of Patient Information Delivery Preferences 

 Participants were directly queried on their perceptions of the information 

preferences of patients with and without pre-ESRD nephrology care, regarding specific 

RRTs. For patients with a history of pre-ESRD care, large majorities of providers 

indicated that they perceived patients in this category desire information on each 
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available RRT. Smaller majorities indicated that they perceived patients with no history 

of pre-ESRD care would desire to receive information on each available RRT during the 

diagnosis hospitalization, with the fewest indicating that they perceive patients in this 

group desire information on transplant or living donor kidney transplantation during the 

ESRD diagnosis hospitalization (n=10, 71.4% and n=8, 66.7%, respectively). Participants 

explained their reasoning for why they perceived patients in this group may be less 

receptive to information at that time, with several citing the patient is likely too 

overwhelmed to process the information. Table 4.4 presents all data on provider beliefs 

about patient RRT information preferences along with illustrative quotations. 
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Table 4.4  

Provider Beliefs about Patient RRT Information Preferences 

 Timeframe (Patient Group) Illustrative Quotations 

Do patients want 

information about…? 

n (%) 

Pre-ESRD Care 

(Patients known to 

nephrology) 

ESRD Diagnosis 

Hospital Stay  

(Patients unknown to 

nephrology) 

I think they’d wanna hear, so, I think they need to hear about transplant and 

dialysis the very first time they put their foot through the nephrologist office 

door. (Participant 4008) 

 

I think it’s better when they’re more stable outside of the hospital. It’s already 

kind of shocking to them to know that they have kidney disease that’s not 

gonna recover and now they’re dependent on dialysis. (Participant 4013) 

 

I don’t think so professionally, I think that’s just too much hitting them at one 

moment. You know, just overwhelming them with information…Maybe once 

they’re more stable and they’re, like, going to their outpatient dialysis, and 

they feel well enough. That would be a good time to at least talk to them about 

it, say, “Hey, have you ever been talked to about all of these other options we 

have?” (Participant 4001) 

 

‘Cause, you know, when you’re in the hospital you don’t really have much else 

to do, you know? I mean, I think we waste it. We waste a lot of time in the 

hospital. The patient wastes a lot of time, and then also while they’re getting 

their dialysis treatment as well too, that’s big time. I mean everyone consumes 

their stuff differently, but, you know, even in the hospital everyone has the TV 

on, so. (Participant 4008) 

Hemodialysis  

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

a
n = 12 

11 (91.7) 

1 (8.3) 

Peritoneal dialysis  

    Yes 

    No 

 

13 (86.7) 

2 (13.3) 

a
n = 14 

10 (71.4) 

4 (28.6) 

Home-hemodialysis 

    Yes 

    No 

 

13 (86.7) 

2 (13.3) 

a
n = 14 

11 (78.6) 

3 (21.4) 

Kidney 

transplantation 

    Yes 

    No 

 

 

14 (93.3) 

1 (6.7) 

 
a
n = 14 

10 (71.4) 

4 (28.6) 

Living donor kidney 

transplantation 

    Yes 

    No 

 
a
n = 14 

13 (92.9) 

1 (7.1) 

 
a
n = 12 

8 (66.7) 

4 (33.3) 

Note: 
a
 = N different due to missing values. 
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Theme 3: Reliance on of Other Providers for Patient Education 

 It was common among participants to indicate that they relied on other health care 

providers to deliver information about kidney disease and the available RRTs to patients 

under their care. This was often due to time constraints which limited their ability to 

cover the breadth and complexity of the available treatments. For patients with a history 

of pre-ESRD care, providers reported that this was often accomplished by referrals to 

other team members or a formal education class. For patients with no history of pre-

ESRD care, providers often articulated assumptions that the patient would receive this 

information once discharged to the outpatient dialysis facility. These subthemes are 

described in detail below, along with illustrative quotations. 

Subtheme: Referrals to multidisciplinary team members. Providers in both the 

general interviews and patient-specific interviews reported utilizing other health care 

providers (i.e., nurses, nurse practitioners) to help ensure their patients received 

information on the RRTs. This was only true for patients who had been receiving pre-

ESRD nephrology care in the outpatient clinic. Nursing staff and formal CKD education 

classes were commonly utilized for patient education purposes.  

There are certain things that the nurse practitioners also do, they have 

classes on CKD education. Especially when it comes to their diet and the 

types of dialysis; and there’s also transplant education as well, which is 

done in outpatient or after clinic. (Participant 4016) 

 

I also refer them to the home dialysis unit that I go to, because the nurses 

there do an education session as well. And the advantage of that is that 

anyone who is sort of eligible or thinking about home dialysis is that they 

get to see the machines, they get to see the home dialysis like cycler 
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machines for PD, they get to see the little dialysis machine for home 

hemodialysis, and they get to talk to the nurses who actually train patients. 

(Participant 4017) 

 

I really leave it up to the nurse practitioners to go through the nitty gritty 

and really sit down with them, so I think that they’re very receptive to the 

nurse practitioners… I think they like getting it from nurses as well too. 

(Participant 4008) 

 

Two providers also mentioned that they try and connect patients with other patients with 

CKD for a peer-mentoring approach to education. 

I try to encourage them to get information from other patients; it’s always 

a relief if they’ve known someone on dialysis, if they’ve known someone 

who’s had a transplant, if they’ve known someone, that makes it much 

easier… Sometimes I’ve given them, what is it like the patient mentor line 

or the patient chat line.” (Participant 4008) 

 

I also give them the NKF peer support number if they want to talk to 

people who are on [a different] modality. (Participant 4017) 

 

Subtheme: Assumption that education will occur in outpatient dialysis unit. When 

providers were asked about their RRT information delivery practices during the ESRD 

diagnosis hospitalization of patients who had no history of pre-ESRD nephrology care, 

several reported that they often do not provide comprehensive RRT information during 

the hospital stay because the assumption is the patient will receive this information after 

they are discharged and in the outpatient dialysis facility setting. Time limitations was 

again cited as a contributing factor as well as the perception that the patient needed more 

time to adjust to their new diagnosis before being given complex information.  
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The way to approach home dialysis is that you have to establish a 

relationship with that patient… Then you can start to talk to them. The 

way that this patient was presented was that he had no outpatient 

relationships with any nephrologists and then he was presented as really, 

really sick. So, the way that we stabilized the patient – let him stabilize in 

an outpatient dialysis regimen before you approach him about the other 

modalities, including transplant. (Participant 4001)  

 

Unfortunately, we don’t, as physicians, we don’t always have this time to 

kind of sit for an hour or more with every patient and try, but this would 

be something very important and I think the idea of having someone – a 

nurse a dietician – you know people we can work with and send them to 

those patients to do those things. The education part is very important. 

They don’t get enough education in the hospital about that. But on the 

other hand, in the dialysis unit, we do have that. So, if they end up in the 

dialysis unit then they have, you know, a dietician, a social worker, they 

will have a physician and sometimes a nurse practitioner, where we can 

talk more about other modalities, referring them to a home program if they 

are interested in, and telling them about transplant. We refer everyone to 

transplant in the dialysis unit so they will get that there. But at the hospital, 

they don’t have enough exposure or information about their disease. 

(Participant 4013) 

 

I think we all just think – most of us, I guess think that now they have 

initiated dialysis, they are going to by default choose a unit, and someone 

in that outpatient unit is going to talk to them about maybe transitioning 

the modality, or talking about home-hemo. I don’t know how much of that 

actually happens out in the real world. (Participant 4010) 

 

Theme 4: Challenges to Providing Patient Education 

 Participants noted a variety of challenges that interfere with their ability to 

effectively provide RRT-related information and education to patients. These challenges 

can be separated into two categories: patient-level challenges and institutional- and 
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setting-level challenges. These subthemes are described in detail below, along with 

relevant statements from the interviews.  

Subtheme: Patient-level challenges. Patient-level challenges, such as limited 

understanding either due to low literacy, low health literacy, or symptom-related 

cognitive impairment were commonly reported by participants.  

They want to know what’s going on, you know? The problem is that some 

of them don’t know what’s going on because if they don’t have the ability 

to understand, they’re so sick. (Participant 4002) 

 

Providers also commented that for patients who had been unknown to nephrology and 

who often present with severe uremia, the symptoms often interfere with their ability to 

understand or process information at the time of ESRD diagnosis and RRT initiation. 

Well, usually they’re very sick. So, unlike the other patients, ‘cause you 

pick them up earlier, so they start when they’re not sick. A lot of times 

when you start them in the hospital, they are so uremic, they’re really kind 

of out of it and I don’t think they actually quite understand it very well. 

And again, afterwards, I think it’s like deer in the headlights. You wake up 

and you’re not so uremic anymore, you can breathe, and you’re no longer 

intubated and you’re on the dialysis machine. And it’s really, just because, 

the push is to get you out as soon as possible, kind of, don’t have much 

time to process all of this stuff. (Participant 4007) 

 

Well, so, sometimes people come in and start dialysis and are 

unconscious, or, you know, so, they kind of wake up and find out they’re 

on dialysis. (Participant 4008) 

 

Usually they may not understand. Usually I have to talk to the family, to 

be honest, because by the time they get to be so uremic they usually, you 

know, you can’t even, let me put it this way, you [can’t] get consent – it’s 
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not good. Ok, so usually they are accompanied by family, so I usually talk 

to the family. (Participant 4001) 

 

It’s kind of frustrating. Because, we needed to explain to him that, because 

you’re uremic, these are signs, you know… even for emergent dialysis. 

So, you need to get dialysis, like, tomorrow. But, in order to do dialysis, 

you need to get the access, and the catheter. So, we need to explain all 

these things to him. But, you know, we did not explain other options, like 

the PD, because we think, “Oh, he’s pretty uremic,” and the most effective 

treatment for this scenario is just hemodialysis. (Participant 4011)  

 

Providers also expressed frustration with patients’ nonadherence and lack of follow-up, 

particularly among participants with a history of pre-ESRD nephrology care. This was 

often cited as a barrier to both preparing patients for and educating them on RRTs.  

But most of our patients here, in clinic, they don’t even come for follow 

up, so you know, so there are a lot of no shows we send them to CKD 

classes and they don’t even go there…  So, it’s a limitation to what you 

can do. (Participant 4013) 

 

Patients not going to their vascular appointments. So, we keep, I have a 

patient who hasn’t gone to his vascular appointment, like, four times now. 

I think that’s one of the biggest hurdles. (Participant 4010) 

 

Some providers attributed these behaviors to patients’ being in denial about their 

condition. 

So, the issue with this patient in particular is that he is fully non-

compliant, and he was very bad with follow-up. In fact, he initiated 

dialysis after missing follow-up purposefully, he didn’t want to face 

reality. (Participant 4015) 
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Subtheme: Institutional- and systems-level challenges to information delivery. 

Providers also identified challenges at the institutional and systemic levels that negatively 

impacted their abilities to provide RRT information and preparation. These included 

challenges inherent to the communication environment (e.g., emergency department or 

acute-care setting) as well as time constraints due to volume of patients both in the clinic 

and the hospital setting, and lack of available interdisciplinary staff (e.g., nursing, social 

work) to help implement RRT preparations and information delivery. 

The focus unfortunately in hospital tends to be to treat them as quickly as 

possible and sort of have them leave hospital as quickly as possible. 

Another barrier at certain centers can be that if you don’t have a good 

setup to initiate people on a home modality, either in terms of access of 

getting PD catheters placed safely, and in that acute group because you 

know you want to make sure it’s done in a way the person isn’t likely to 

have mechanical or infectious complications. (Participant 4017) 

 

I kind of tell them about the option of dialysis in center versus home 

dialysis you know home-hemo versus PD. But due to the short clinic visit 

unfortunately, the clinic would be kind of packed with patients so we 

never have enough time to go through the discussion like it should be. So 

that’s why I tell them about the options, if they have questions, of course 

I’ll answer them. But I encourage them to go to the CKD class where they 

can get more education and materials. (Participant 4013) 

 

I think one thing is, we don’t have like CKD classes scheduled every 

month or very frequently, so sometimes it is kind of difficult for these 

patients to go to these CKD classes. (Participant 4011) 

 

Well, I think we do have a CKD education class here, right? Well, I think 

the barrier is being able to have enough patients come in for each session 

to be able to sustain it long-term, right? So, you have to be really proactive 

about recruiting patients to that CKD education class. (Participant 4005) 
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You know, just, having like a nurse navigator or a patient navigator to 

help them navigate through this process. I think I would be able to spend 

more time discussing a living donor if I wasn’t so much in the muck, I feel 

that I don’t discuss living donor as well as I should. But that’s a provider 

level thing, just because I’m so busy trying to get everything wrapped up. 

It would be, better if I could talk with, you know, some practices – they 

have their CKD office in their dialysis clinic, so then they can, “Well here 

come, lets walk to the dialysis unit and I’ll show you what it looks like,” 

you know? (Provider 4008) 

 

We are in charge of so many patients, everyone may only get five or ten 

minutes or so, it’s really hard. Yeah, it’s really hard to do the full 

education with them. (Participant 4021) 

 

One participant also commented on the complexity of the kidney transplant evaluation 

process, which makes it difficult for patients to successfully navigate this treatment 

option independently. 

I mean, I think the biggest challenge is that kidney disease is so 

involved—there is the uremia part, they have to see a dietician, and then 

maybe if you refer them to a transplant, they have to do another visit, and 

a gazillion tests for transplant—I think a lot of what holds us back is all 

the testing that needs to be done, and it can be overwhelming. And that’s 

in addition to whatever other doctor’s visits the patient has. (Participant 

4023) 

 

Theme 5: Desire Improved Access to Educational Resources 

Nearly all providers indicated that additional and tangible educational resources 

would be beneficial to them in their practices. This was particularly salient to them for 

patients who were unknown to nephrology and initiated to RRT urgently, in the hospital. 

They expressed frustration with the current constraints on their time and indicated that 
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educational resources would be useful for this group of patients. An educational class was 

endorsed by all providers as being potentially useful in this scenario, as seen in Table 4.5, 

which displays data on providers’ perceptions of education resource development utility. 

Providers also provided insight into what they perceived as inadequate patient education 

practices. 

I mean, we try to tell them about the dialysis, but it’s not like you know, 

it’s not like we have videos or anything to show them or whatever. So, if 

people are interested in reading – some patients don’t even read – but 

those patients who are interested in reading we give them handouts. But I 

think we should do it for everyone. But we don’t do it for everyone – only 

when they ask for more information. So, I don’t think we’re doing a good 

job in that. (Participant 4013) 

 

I think the biggest thing is if there is way that, and again, this would be at 

the institutional level or maybe even like a division level change, but if 

there is a way that we are able to get like an educator for inpatient setting 

which would be something similar to the outpatient setting, where we have 

CKD classes, then I think that would make our lives like much easier and I 

feel like that would also help the patients make a much more informed 

decision. (Participant 4004) 

 

I think, you know give handouts to everyone English and Spanish; it 

would be nice to have a dialysis nurse who can kind of have free time to 

do CKD education to patients who are new to dialysis and to know what 

that is, especially the diet change for them. And you know, also as I said 

she can bring up better the different dialysis modalities and maybe she will 

have something to show them, maybe like a video. (Participant 4013) 

 

If we could have, if you think someone has crashed, they could get that 

CKD class while in the hospital, like have a consult for them, a consult for 

CKD, like they have heart failure education, right? We could have CKD 

education, that would help. (Participant 4010) 
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I think, you know, in the clinic, if there’s a video that tells people, PD, you 

know, tells them about hemodialysis, shows them the mechanics. We used 

to do that, not with a video, but we sent them to that, that would be very 

helpful. (Participant 4001) 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



 

197 

 

Table 4.5 

Provider Perceptions of Education Resource Development Utility 

Educational Resource Type n (%) 
Nephrologists 

n=15 

Written materials (e.g., pamphlets, 

brochures) 

    Yes 

    No 

 

 

13 (86.7) 

2 (13.3) 

Video  

    Yes 

    No 

 

14 (93.3) 

1 (6.7) 

Smartphone/Tablet application 

    Yes 

    No 

 

12 (80.0) 

3 (20.0) 

In-person education class 

    Yes 

     No 

 

15 (100.0) 

0 (0.0) 

Education Resource Content n (%) 
Nephrologists 

n=15 

Permanent access 

    Yes 

     No 

a
n = 14 

14 (100.0) 

 (0.0) 

Hemodialysis 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

Peritoneal dialysis 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

Home-hemodialysis 

    Yes 

    No 

 

15 (100.0) 

0 (0.0) 

Kidney transplantation 

    Yes 

     No 

a
n = 14 

14 (100.0) 

0 (0.0) 

Living donor kidney transplant 

    Yes 

    No 

a
n = 13 

13 (100.0) 

0 (0.0) 

Risks of all RRTs 

    Yes 

    No 

a
n = 13 

13 (100.0) 

0 (0.0) 

Benefits of all RRTS 

    Yes 

    No 

a
n = 13 

13 (100.0) 

0 (0.0) 

Survival with each RRT 

    Yes 

    No 

a
n = 13 

12 (92.3) 

1 (7.7) 

Side effects/complications of each RRT 

    Yes 

    No 

a
n = 13 

13 (100.0) 

0 (0.0) 

Note: 
a
 = Different N due to missing values. 
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Table 4.5 (continued) 

Education Resource Content n (%) 
Nephrologists 

n=15 

QOL issues with each RRTb 

    Yes 

    No 

a
n = 11 

10 (90.9) 

1 (9.1) 

Insurance coverage with each RRT 

    Yes 

    No 

a
n = 11 

11 (100.0) 

0 (0.0) 

Notes: 
a
 = Different N due to missing values. b = QOL issues included sexual 

health, ability to work, or fertility issues and included in count if marked any one 

option 

 

 

 

Renal Replacement Therapy Decision-Making Practices and Perspectives 

 Participants were asked about their RRT decision-making practices and 

preferences with both groups of patients. Two themes emerged from the analyses: (1) 

present an RRT decision to patients, and (2) desire engaging patient in SDM for RRT 

selection and initiation. The SDM-DOC was also administered to assess their perceptions 

of SDM with the patient participants they treated from Chapters 2 and 3. These and 

relevant subthemes are described below. 

 

Theme 1: Present an RRT Decision to Patients 

 Participants indicated that they presented patients with a history of pre-ESRD 

nephrology care a decision regarding with both RRT initiation and RRT selection but 

acknowledged that these are not easy or enviable decisions to have to make. Participant 

4007 described it as “like choosing between two bad things.”  
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I think a lot of times, they feel helpless about it and so what it is, we 

present it as decisions, but I don’t know. It’s almost like they’re not good 

decisions you have to make. And that’s where it becomes really odd. It’s 

like choosing between chocolate and vanilla. It’s like choosing between 

two bad things, like catheter versus an enema, you know, it’s all very 

difficult for them, because they’re getting these choices, but they’re bad 

choices and one person had said to me, “The best choice is that I have a 

pill and you’ll cure me and I won’t have to do this at all.” (Participant 

4007) 

 

I mean, I also present it to people, especially those who are struggling to 

make a decision, like, “Look—no one wants to start dialysis. But, if it 

ends up that you need to start, is there one that would work best for you?” 

(Participant 4017) 

 

I think a lot of patients need to realize that it is their choice and that’s 

where we end the conversation. We need to hear about what they want as 

their treatment. Whether they want peritoneal or hemo or transplant, or 

whatever it is that they understand first. (Participant 4016) 

 

Participants suggested that RRT initiation and modality selection are less of a decision or 

choice for patients who experience sudden ESRD and had no history of pre-ESRD 

nephrology care due to the grave and critical nature of the situation. 

Is there a choice? Is it really a choice, right? Whereas in the outpatient, I 

think you have time to think about it, you know, weigh your pros and 

cons, how and what you want, what you don’t want, you know, you can 

actually come to a decision in an objective way if you can. I don’t think 

you can be very objective when you are very, very sick. (Participant 4005) 

 

Subtheme: Offer option of forgoing dialysis. Participants were also asked if they 

present RRT initiation as a choice that patients can refuse altogether – in other words – 

do they offer palliative treatment as an option. Providers indicated that they offer this 
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option, but only to select patients. Factors such as age and comorbidities influenced 

whether they offer the option of forgoing dialysis entirely; such offers were unlikely to be 

presented to younger or healthier patients.  

I might present it differently depending on the patient, but I still think that 

I present it as an option. I do say though, if I’m talking to a 40-year-old, I 

might say there is an option of no-dialysis; however, I imagine that 

because you’re relatively young, you’d want to pick a modality that will 

help your survival. I do explain that conservative management means that 

we wouldn’t offer them dialysis, it means no dialysis and that’s for usually 

people who feel that they’ve have a good quality of life and they’re ok 

with nature taking its course. And if that means they’re not going to 

survive, usually when I say that most people who wouldn’t have been 

DNR or have a terminal illness, or another reason to need or want 

conservative management, usually don’t choose it. (Participant 4017) 

 

I’ll tell you, if the patient is young, typically I think I sound more like, 

“This is something you have to do.” But if [the] patient tends to be older, 

has a lot of other comorbidities, I do tend to present it to them more as a 

choice, and then say that there are some people that choose to not do 

dialysis, and instead opt for palliative care. But I find myself not doing 

that as much with younger patients, or patients I think would be good 

transplant candidates. Or you know, you talk to the patient a few times, 

you get a sense that that’s not something they’ll want to do. But actively 

asking them, I think younger patients tend not to get asked if they want to 

do it, you know. Because I saw this patient who was in his 30s, and I don’t 

think I presented it to him as a choice. The modality was presented as a 

choice. (Participant 4010) 

 

Theme 2: Desire Engaging Patient in SDM for RRT Selection and Initiation 

 Participants were asked about how they prefer the decision is made for both 

modality selection and RRT initiation. Participants expressed a desire for an SDM 

approach for these decisions. This was reflected in both qualitative responses below and 

in their responses to the SDM-DOC, which resulted in a median score among all 
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participants of 82.2 (29.0), suggesting they perceived high degrees of SDM occurred 

during the RRT decision-making with the patient participants they treated from Chapters 

2 and 3.  

My preference for it is that that they’ve done all of their homework and 

they come to [me] with a reasonable choice and I help them actualize their 

decision. (Participant 4008) 

 

Yeah, I think it would be good for both parties to make the decision. It 

would be even better, if there’s a multidisciplinary team making the 

decision together, including my social workers, and maybe like vascular 

surgeons – like those who are involved in this. Yeah, but I think it’s good 

that patient and the medical professionals make the decision together. 

(Participant 4021) 

 

Well, what I tell my patients is that, my greatest satisfaction is when 

someone in stage 5 needs dialysis and they become uremic… I told them, I 

don’t start for numbers. I start with a mutually agreed upon decision. I 

don’t make you. I will never say you have to start unless you have some 

kind of complication that means that you will die if you don’t start. Other 

than that, we usually give a lot more say in this. It’s a joint decision. 

(Participant 4007) 

 

Additionally, one participant noted that patients sometimes ask her for RRT 

recommendations.  

I would say it’s a joint decision most of the time, but then there are certain 

situations where the patients will ask me directly like what would I do and 

so I’ll give them my point of view and I’m not sure how that affects their 

decision-making but, I would say most of the time it’s a joint decision. 

(Participant 4004) 
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Discussion 

 This study’s findings reveal that, in the case of ESRD diagnosis and RRT 

initiation for both patients with and without a history of pre-ESRD nephrology care, 

providers are not routinely adhering to professional recommendations with regard to pre-

ESRD preparations or RRT education, and they are not providing the quality of care they 

aspire to provide. Providers in this study described patient-level and institutional-level 

barriers that prevented them from providing quality care at several junctures during the 

ESRD diagnosis or transition and RRT initiation processes. Fortunately, many of the 

barriers identified are potentially modifiable and thus warrant further investigation.  

Professional nephrology organizations recommend that preparations for patients’ 

transition to ESRD begin approximately 12 months in advance of RRT initiation and that 

RRT is initiated with a permanent access and in the outpatient setting (KDIGO CKD 

Work Group, 2013; National Kidney Foundation, 2006). This of course is not feasible for 

patients who were previously unknown to nephrology. However, providers in this study 

reported that routinely, RRT initiation occurs urgently in the emergency- or hospital 

setting, irrespective of the amount of a patient’s pre-ESRD care. This mirrors the findings 

in Chapter 2 in which most patients, regardless of their amount of pre-ESRD care, 

reported initiation to RRT in an urgent fashion. Unfortunately, for most providers in this 

study this phenomenon was viewed as unproblematic and even preferred by some. This 

was often because institutional-level barriers simply made inpatient RRT initiation less 

problematic for the provider. For instance, the lack of interdisciplinary staff, such as 

nephrology trained nursing and social work staff in the outpatient CKD clinics, make 
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arranging for outpatient RRT initiation burdensome because of time-consuming 

insurance verifications and admissions paperwork. However, providers reported that such 

staffing exists in the hospital setting, thus making the arrangement for outpatient 

treatment significantly less onerous for them. This issue is easily rectifiable with the 

addition of nephrology nurses and social workers in every outpatient CKD clinic.  

Moreover, providers commented that some outpatient dialysis facilities lack adequately 

trained staff to oversee RRT initiation in their settings and therefore have policies which 

restrict or prohibit RRT initiation. This is unacceptable given that all outpatient dialysis 

facilities are mandated to have a medical director (i.e., a nephrologist) and highly 

qualified nursing staff at each facility.  

It may also be the case, given that participants in this study largely reported 

initiating patients to RRT based on a patient’s clinical symptoms rather than objective 

findings (i.e., laboratory findings such as glomerular filtration rate), that providers may 

simply be waiting too long to initiate patients to RRT. It is true that the existing research 

suggests that there is no survival advantage to initiating RRT earlier rather later (Cooper 

et al., 2010). However, postponing RRT until patients are experiencing serious symptoms 

of uremia may be contributing to the reliance on the inpatient initiation of RRT. Further, 

the current structure of nephrology care in the U.S. is not designed to accommodate the 

visit frequency or rapid outpatient RRT initiation necessary to wait until this occurs. 

Therefore, providers should consider initiating patients to RRT before they become 

severely symptomatic.  
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Providers also reported variation in RRT information delivery, which is consistent 

with the existing literature on RRT patient education practices (Depasquale et al., 2013; 

Mehrotra et al., 2005). Despite being the preferred RRT because of its survival and QOL 

benefits, only half of participants indicated that they discussed kidney transplantation 

with patients with no prior history of nephrology care during the ESRD diagnosis and 

RRT initiation hospitalization. Consider that the median hospital length of stay for ESRD 

diagnosis and RRT initiation for this group of patient participants in Chapters 2 and 3 

was 14 days. Withholding this critical information is particularly troublesome, given both 

the amount of time available for education during hospitalization and the critical need for 

RRT information for this subset of patients. Participant 4010 made an astute observation 

when she recalled her experience with a patient in his early 30s who had no prior history 

of pre-ESRD nephrology care and who needed urgent and chronic RRT. She remarked 

that during his ESRD diagnosis hospitalization, “I don’t think he knew what to ask.” 

Providers seemed to rely on patients to ask questions or assumed they already know as 

opposed to routinely and proactively providing information. It is likely very difficult, 

during the traumatic moments of ESRD diagnosis and RRT initiation hospitalization for 

patients to spontaneously ask all necessary questions. Further, patients, specifically those 

with no prior nephrology care, may lack basic information about the disease and are thus 

unable to formulate questions to fill in their knowledge gaps. Therefore, there is 

potentially a need for question prompt lists or other education aides to assist patients with 

question asking.  
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Additionally, it has been well documented that patients with advanced CKD and 

ESRD suffer from high rates of depression and the findings in Chapter 3 revealed that 

patients had difficulty coping with the ESRD diagnosis and RRT initiation. Thus, 

providers are uniquely tasked with providing disease- and treatment-related information 

in a sensitive manner that respects the emotional state of the patient. However, this 

study’s findings suggest that providers are poorly equipped for communicating with 

patients during these stressful times and may benefit from communication skills training 

to enhance both their comfort-level and skillset. 

Finally, providers reported that they are not offering the option of supportive care, 

or foregoing dialysis altogether to all patients equally. Instead, they tend to take a more 

paternalistic approach, often only presenting this option to older patients. Providers’ 

responses were similar regarding their “pre-screening” of patients before making referrals 

for kidney transplantation. This may be inadvertently limiting access to kidney 

transplantation given the variability in patient selection criteria among kidney transplant 

programs (White et al., 2015).  

To our knowledge, this is the first U.S.-based examination and comparison of 

providers’ practices and perspectives on providing care at the time of ESRD diagnosis 

and RRT initiation to patients with and without pre-ESRD nephrology care. This study 

represents an initial step in improving our understanding of the ESRD diagnosis and RRT 

initiation experiences of patients newly diagnosed with ESRD with varying amounts of 

pre-ESRD nephrology care and preparation from the provider’s standpoint. Its strengths 
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lie in the novelty of the formative work and its study design, using both qualitative and 

quantitative methodologies to fully explicate the problem.  

However, interpretation of the study’s results should be considered carefully 

within the context of its limitations. Primarily, the study is limited by a small, convenient 

sample from one geographic region, therefore threatening external validity by limiting 

generalizability of the study’s findings. Additionally, because of the small sample, the 

study was severely underpowered, limiting statistical analyses. Threats to internal validity 

include recall bias among study participants as data collection relied heavily on 

participants’ ability to recall very specific information. Participants were aware of the 

research, thus the study may have been vulnerable to the “demand characteristics bias” 

(Orne, 1962), and participants may have responded or practiced differently because they 

were aware they were being observed for research purposes. Further, although their 

responses did not diverge from attending-level nephrologists in a way that was 

discernible in the qualitative responses, because we included nephrology fellows in the 

sample, it is possible that their trainee status may have uniquely impacted their responses, 

specifically due to their differences in training and experience. Future research is critical 

and should include a larger and more geographically diverse study sample to determine if 

the study’s findings are replicable.  

To conclude, it is evident from the study’s findings that we must bridge the gap 

between the harsh reality of the current state of nephrology care provision for patients 

with ESRD and work toward providing the quality care that providers undoubtedly wish 

to provide. This will require intervention-based research of the addition of 
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interdisciplinary staff and increased access of evidenced-based educational resources in 

the outpatient and acute-care nephrology settings. Policy must also accurately reflect 

science so that patients with ESRD have the best fighting chance at winning the battle 

over this disease.  
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CHAPTER 5 

CONCLUSION 

 

Summary of Findings  

 The study’s findings were mostly contrary to the stated hypotheses, and despite 

the objective differences in pre-ESRD care and preparations among participant groups, 

their overall ESRD diagnosis and RRT initiation experiences, coping, and decision-

making did not differ significantly. Moreover, taken together, the collective findings from 

both study aims one and two revealed an incongruence between the ESRD diagnosis and 

RRT initiation care preferences of patients and providers and the reality of the care that 

was delivered. This incongruency suggest an overwhelming failure of the current 

nephrology health care system, which based on this study’s results, is currently ill-

equipped to meet the diverse needs of patients and their providers. 

Unfortunately, for many patient participants – even those with the greatest amount 

of pre-ESRD preparation (i.e., history of pre-ESRD nephrology care and presence of a 

permanent dialysis access) – ESRD transition or diagnosis and RRT initiation occurred in 

an urgent, unplanned, and traumatic fashion. Further, patients were provided few 

resources to learn about and cope with their new illness and treatment. They were mostly 

left to figure out how to navigate the effects of their illness on their physical health, 

family life and relationships, employment, and psychological well-being, all on their 

own. There is also considerable incongruence with respect to patients’ desire for RRT-
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related information and providers’ reported RRT information delivery practices, with 

patients wanting more information than they are being provided. This was particularly 

true for participants without a history of pre-ESRD nephrology care who were learning of 

their illness for the first time. As one provider participant pointed out, patients in this 

group may not have even had enough knowledge to actively seek out the necessary 

information or formulate questions for answers they may not be aware they needed. To 

bridge this gap, future investigations could include the development and testing of a 

question prompt for patients newly initiating to RRT.  

Additionally, it is evident from the findings that most providers earnestly desire to 

provide quality care to all patients at the time of ESRD diagnosis and RRT initiation and 

are sensitive to the unique needs of patients without a history of pre-ESRD care. 

However, the barriers imposed by institutions and the current system of care make it 

nearly impossible for them to deliver quality care. It is clear that to provide higher levels 

of care during these very difficult moments in patients’ lives, nephrologists require 

improved institutional and staffing support, including access to nephrology-trained 

interdisciplinary staff to assist with outpatient RRT initiations and readily available, 

efficient, and user-friendly RRT education resources. 

 

Study Challenges & Limitations 

 This study was confronted with numerous challenges during its implementation. 

As briefly mentioned in Chapter 1, there were significant issues related to participant 

recruitment and patient participant inclusion and exclusion criteria. The United States 
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Renal Data System’s (USRDS) 2019 Annual Report indicated that approximately one 

third of all incident patients with ESRD in 2017 had no or an unknown amount of pre-

ESRD care (USRDS, 2019). However, when recruitment began at the various recruitment 

sites, there appeared to be fewer than one third of patients screened who fell into that 

category. This may be a result of reporting inconsistencies on the Centers for Medicare 

and Medicaid Services 2828 forms used by the USRDS to collect that specific data point. 

The validity of the data from this form has been called into question by other researchers 

who suggested that providers who fill out the form often do not have access to patients’ 

medical records and many items on the form are left blank (Eggers, 2010; Layton et al., 

2010). Additionally, the most recent data from 2017 may not accurately reflect changes 

in patients’ access to pre-ESRD nephrology care from state Medicaid expansions. 

 Modifications were also made to the patient participant inclusion and exclusion 

criteria. After a few months of low recruitment, it became evident that there was not a 

clear dichotomy of pre-ESRD preparedness for patients based on pre-ESRD nephrology 

care and presence of a permanent dialysis access. Instead, a continuum of preparedness 

emerged and most patients could be categorized in one of three identified ways: (1) the 

Prepared Group, meaning they received pre-ESRD nephrology care and had a permanent 

dialysis access at the time of RRT initiation; (2) the Semi-Prepared Group, meaning they 

had received pre-ESRD nephrology care, but did not have a permanent dialysis access in 

place at the time of RRT initiation; and (3) and the Unprepared Group, patients who had 

not received any pre-ESRD nephrology care and had no permanent dialysis access in 

place at the time of RRT initiation. Expanding the patient participant groups for study 



 

211 

 

aim one helped with recruitment, but we were unable to achieve equal group sizes during 

the study period.  

 The small and unequal sample sizes of the patient participant groups are the most 

significant limitations when interpreting the study’s findings. Unfortunately, the Semi-

Prepared and Unprepared patient participant groups did not meet the minimum desired 

sample size of 16 in each group, thus limiting our ability to detect statistically significant 

differences in the domains of inquiry across participant groups. Additionally, participants 

in study aims one and two were recruited from one geographical region, thereby further 

limiting the generalizability of the findings. However, this study was intended as 

exploratory work, thus generalizability was not a goal of the study.  

 An additional limitation to the study included limited inquiry into the impact of 

patient participants’ culture and background on the domains under investigation. This is a 

particularly salient consideration for the ESRD patient population as prior research 

suggests that patients of varying racial and ethnic backgrounds have unique health care 

decision-making preferences (Mead et al., 2013). 

 

Public Health Relevance and Future Steps 

 The study’s findings have tremendous public health relevance and implications 

given current events related to the COVID-19 pandemic. Specifically, it is critical, now 

more than ever before, to avoid the use of emergency and inpatient hospital settings 
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unnecessarily. Thus, when clinically appropriate, RRT initiation should occur in the 

outpatient setting.  

The issues identified in this study are a result of failures at multiple levels of the 

health care system, thus, future research should include intervention at the patient-, 

institutional-, and policy-levels. Specifically, all patients should be thoroughly educated, 

and reeducated on all available RRTs in an effort to increase the uptake of home 

therapies and kidney transplantation. Therefore, the next step in this line of research will 

be the development of an inpatient RRT educational intervention targeted to patients 

newly diagnosed with sudden, unexpected ESRD and test the intervention’s impact on 

RRT uptake of home therapies and kidney transplantation. Interventional research that 

targets institutional-level issues should include interdisciplinary providers in the 

outpatient CKD clinics during the pre-ESRD care phase as well as interventions at the 

dialysis facilities that promote outpatient RRT initiation. Furthermore, cost-benefit 

analyses of these interventions are critical to justify and promote reform to the ESRD 

Medicare program.  

Finally, above all else, we have an ethical and, arguably moral, obligation to 

improve the quality of care received by some of the most vulnerable in our society, 

during one of the most stressful and traumatic moments in their lives. We as a community 

of researchers and providers act as the gatekeepers to information that can be life-

changing, and we must be worthy stewards of the implicit power that comes with our 

role, and use it to empower patients so that they may have the best fighting chance 

against this disease. 
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APPENDIX A 

INTERVIEW GUIDE FOR PATIENTS WITH A HISTORY OF PRE-END-

STAGE RENAL DISEASE CARE 

 

Section I: Diagnosis Experience and Coping with the News 

For the first set of questions, I would like for you to think back to when you were first 

given the news that you have kidney disease. 

A. CKD Diagnosis  

1. First, can you describe what happened? 

Probes:  

a. Why did you go to the doctor/hospital? 

b. How did you know something was wrong? 

c. What were your symptoms? 

d. How were you feeling? 

 

2. Who told you? (e.g., kidney doctor, ER doctor, family doctor)  

Probes: 

a. What did they say? 

b. How long did the doctor spend with you? 

 

3. What was the environment like where you were? 

Probes: 

a. Where were you? 

b. Were you able to hear and understand the doctor? 

 

4. Who was with you when you got the news? 

 

5. Did you have to make any decisions about your medical care at that time?  

Probes: 

a. What decisions did you have to make? 

b. How did you make these decisions? For example, did you get more 

information from the doctor? Or talk with family or friends? 

 

6. How well do you think you were able to understand what the doctor was telling you 

at that time? 
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B. Coping with the Diagnosis 

7. What was your initial reaction to the diagnosis? 

Probes: 

a. Was this news a surprise for you?  

b. What was most stressful about getting this news? 

 

8. At that time, how did you think you were going to deal with the fact that you have 

kidney disease? 

Probes: 

a. What helped you get through it? 

b. Was there anything that the doctor or other healthcare provider did 

or said that helped you process the news? 

c. Was there anything your family or friends did or said at the time that 

helped you? 

 

 

C. Kidney Disease Knowledge and RRT Education 

9. What did you know about kidney disease at that time? 

Probe: 

a. Did you have any personal experience with kidney disease – for 

instance did you know anyone with kidney disease? 

 

10. What is the cause of your kidney disease?  

Probes: 

a. Did you know you had <cause of disease> (e.g., diabetes)? 

b. What was the stage of your kidney disease? 

c. Does kidney disease run in your family? 

 

11. What information were you given about kidney disease and treatment at this time – 

the moments when you were first diagnosed? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 
d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

12. Were you given any type of education materials, like a handout, to help you 

understand the disease and treatment at that time?  

Probes: 
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a. If Yes: What and was it helpful? 

b. If No: Would anything like that have been useful then? 

 

13. Are you satisfied with how much information you were given at that time?  

 

 

D. CKD Management 

14. After you learned you had kidney disease, how did you manage it? 

Probes: 

a. Did you follow-up with a kidney doctor? How often? 

b. Did you make any changes to your life? 

c. Did you involve your family or friends? 

 

15. How did you deal with having kidney disease at that time? 

 

16. What information were you given about kidney disease and treatment during this time 

– the time between when you found out about your disease and now? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

17. Were you given any type of education materials, like a handout, to help you 

understand the disease and treatment at that time?  

Probes: 

a. If Yes: What and was it helpful? 

b. If No: Would anything like that have been useful then? 

 

18. Were any preparations made for future treatments? 

Probes: 

a. Was access surgery scheduled or completed? 

b. Did you participate in home-dialysis training? 

c. Were you referred for kidney transplant? 

d. Are you on the transplant list? 
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19. What decisions were made about your future treatment? How were these decisions 

made? 

 

20. Did you and your doctor have a plan for starting treatment? What was it? 

 

 

Section II: Transition to ESRD, Renal Replacement Initiation, and Hospital Stay  

A. Transition to ESRD  

Thanks for answering those questions. For these next set of questions, I would like you to 

think about when you learned that your kidney disease had gotten worse and you would 

need to start dialysis.   

 

21. How did you learn that your kidney disease had gotten worse? 

Probes: 

a. Why did you go to the doctor/hospital? 

b. How did you know something was wrong? 

c. What were your symptoms? 

d. How were you feeling? 

 

22. Who told you? (e.g., kidney doctor, ER doctor, family doctor)  

Probes: 

a. What did they say? 

b. How long did the doctor spend with you? 

 

23. What was the environment like where you were? 

Probes: 

a. Where were you? 

b. Were you able to hear and understand the doctor? 

 

24. Who was with you when you got the news? 

 

25. Did you have to make any decisions about your medical care at that time?  

Probes: 

a. What decisions did you have to make? 

b. How did you make these decisions? For example, did you get more 

information from the doctor? Or talk with family or friends? 

 

26. How well do you think you were able to understand what the doctor was telling you 

at that time? 
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B. Coping with ESRD Transition 

27. What was your reaction after you learned your disease had gotten worse and you 

would need dialysis? 

Probes: 

a. Was this news a surprise for you?  

b. What was most stressful about getting this news? 

 

28. At that time, how did you think you were going to deal with the fact that your disease 

had progressed? 

Probes: 

a. What helped you get through it? 

b. Was there anything that the doctor or other healthcare provider did 

or said that helped you process the news? 

c. Was there anything your family or friends did or said at the time that 

helped you? 

 

 

C. Education During ESRD Transition 

29. What information were you given about kidney disease and treatment during this time 

– the time when you were told your disease had progressed? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

30. Were you given any type of education materials, like a handout, to help you 

understand at that time?  

Probes: 

a. If Yes: What and was it helpful? 

b. If No: Would anything like that have been useful then? 

 

 

D. Renal Replacement Initiation 

Now, I would like you to think about when you started dialysis.  

31. Was starting treatment presented as a choice – were you told you could refuse 

treatment altogether? 
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32. How was the decision made to start dialysis? 

 

33. Who would you say made the decision for you to start dialysis? For example, was it 

you alone, or you and your doctor, or your doctor alone? 

 

34. Did you get to choose your treatment? 

 

35. When did you start dialysis? 

 

36. How did you get dialysis? 

 

37. How did you feel about starting treatment? 

Probes: 

a. Did you understand what would be happening? 

b. Did you feel prepared?  

c. Did you have enough information? 

 

38. What was the first dialysis treatment like for you? 

 

39. How did you deal with that first treatment? For example, some people pray or 

meditate or try to fall asleep. 

 

 

B. Hospital Stay 

 ***If initiated RRT in outpatient setting, skip to Section III*** 

40. I understand you started treatment in the hospital – Why?  

Probes: 

a. Was this always the plan with your doctor? 

b. What do you think about how you started dialysis? 

 

41. Now, can you tell me what happened while you were in the hospital? 

Probes: 

a. How long did you stay in the hospital? 

b. About how much time did the kidney doctor spend with you?  

c. Did anybody else, like a nurse or a social worker, talk to you about 

your kidney disease or treatment? 

 

42. How were you dealing with everything at that point? How were you feeling 

emotionally? 

Probes: 

a. What helped you to get through that time? 

b. Was there anything that the doctor or other healthcare provider did 

or said that helped you while in the hospital? 
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c. How about your family or friends? 

 

43. While in the hospital, what other information did you get about kidney disease or 

treatments? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

44. Were you given any type of education materials, like a handout, to help you 

understand the disease and treatment at any point while in the hospital?  

Probes: 

a. If Yes: What? Was it helpful? 

b. If No: Would anything like that have been useful?  

 

45. Are you satisfied with how much information you were given at that time?  

 

46. And how were you told to manage your kidney disease when you were discharged 

from the hospital? 

 

 

Section III: Adjusting to Disease 

***Skip Questions #49 & #50 for inpatient interviews*** 

Thank you for answering those questions. Now, I would like to talk about how you’re 

doing now with your kidney disease. 

 

47. Can you tell me how everything is going for you now? 

Probes: 

a. How are you feeling? 

b. How is the treatment going for your now? 

 

48. How do you think you’re handling things now? How do you feel emotionally? 

Probes: 

a. What helps get you through it? 

b. Is there anything that the doctor or other healthcare provider has 

done or said that is helping you manage everything now? 
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c. How about your family and friends – are they doing anything to 

support you? 

 

49. So far, what has been the most difficult part about having kidney disease and being on 

dialysis? 

 

50. How has your life changed because of all of this? 

 

51. How has this experience affected your mood and emotions? 

Probes: 

a. Has anyone talked to you about this? 

 

52. Has anyone talked to you about how having kidney disease might affect these things? 

 

53. Have you learned anything (more) here in the clinic about treatments for kidney 

disease? (Skip question for inpatient interview) 

Probes: Specifically, what have you been told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

54. Have you been given any type of education materials, like a handout, to help you 

understand the disease and treatment since you’ve been here at the clinic? (Skip 

question for inpatient interview) 

Probes: 

a. If Yes: What? Was it helpful? 

b. If No: Would anything like that be useful? 

 

55. Are you satisfied with how much information you have received so far? 

 

56. Are you interested in doing dialysis at home – peritoneal or home-hemodialysis? Why 

or why not? (Skip question if patient is on home therapy) 

 

57. Do you want your family and friends to learn about dialysis at home? 

Probe: 

a. Have you discussed this with them? 

 

58. When you were in the hospital, would you have liked training on how to do dialysis 

at home? 
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59. Would you like to have a kidney transplant? Why or why not? 

 

60. Do you want your family and friends to learn about kidney transplant? 

Probe: 

a. Have you discussed this with them? 

 

61. Would you like to have a living donor kidney transplant? Why or why not? 

 

62. Do you want your family and friends to learn about living donor kidney transplant? 

Probe: 

a. Have you discussed this with them? 

 

63. When you were in the hospital, would you have been ready to begin making plans for 

kidney transplant, such as scheduling an evaluation appointment? 

 

64. Have any preparations been made for other treatments? 

Probes: 

a. Is access surgery scheduled or completed? 

b. Are you going to do home-dialysis training? 

c. Have you been referred for kidney transplant? 

 

 

Section IV: Decision-Making and Patient-Provider Relationship and 

Communication 

Thank you for sharing your experiences with me. The next few questions are about how 

you made decisions related to your treatment and how you like to make medical decisions 

generally. 

 

A. Decision-Making 

65. Generally, how do you like to make decisions related to your health? What are the 

most important things for you to know? What information is important for you to 

have? 

 

66. Thinking back, what are your thoughts about how decisions were made about your 

kidney disease treatment? 

Probes: 

a. Did you have a choice? 

b. How involved were you in the decision-making? 

c. How involved was your doctor? 

d. How involved were your family and friends in this process? 

e. Would you change anything about this? 
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67. In your opinion, when is the best time to get information about kidney disease and 

treatments, so that you can make a decision?  

 

68. Have you made any plans to discuss your current treatment with your doctor and 

whether there is another type of treatment you can take?  

 

 

B. Patient-Provider Relationship and Communication  

For these next few questions, I would like for you to think of the doctor with whom 

you’ve interacted with the most throughout this experience.  

 

69. How is your relationship with Dr. <name>? 

 

70. Are you comfortable asking questions and bringing up your concerns?   

 

71. Do they talk to you so that you understand?  

 

72. Do they involve you in your care? For example, do they ask what you want for your 

health or treatment?  

 

73. Do they spend enough time with you? 

 

74. Is there anything they could do to improve? 

 

75. Is there another health care provider, like a nurse, who you rely on to get information 

about your disease?  

 

 

Section V: Renal Replacement Therapy Education Preferences 

Thanks for answering those questions. We’ve talked a lot about the different options for 

treating your kidney disease – hemodialysis, dialysis at home, kidney transplant, and 

living donor transplant. These next few questions are about how you prefer to learn about 

all of these treatments. 

 

76. What is the best way for you to learn medical information like the different treatment 

options for kidney disease? For example, some people like to read about it, while 

others want to watch a video, or talk directly with a health care provider. 

Probes: 

a. Do you want the information provided all at one time or a little bit 

spread over a longer period of time? 

b. Who should give you this information?  
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c. Do you want a provider to use any educational resource with you or 

do you prefer to learn about it alone? 

d. Is it important to you that your family and friends are also educated? 

 

77. What information is most important for you to know about all the different treatment 

options? 

 

78. In a situation like yours – when is the best time to get information about all of the 

different treatment options?  

Probes:  

a. How about when you were first diagnosed? Were you ready to get 

information at that time about kidney transplant or doing dialysis at 

home? 

b. How about during your time in the hospital? Were you ready to get 

information at that time about kidney transplant or doing dialysis at 

home? 

c. And now, here in the clinic? What information do you (still) want? 

 

 

Section VI: Reflections and Concluding Thoughts 

Thanks for answering all of that. Now, to wrap up, I have a few final questions.  

 

79. Why do you think you got kidney disease? 

Probes: 

a. Do you think your kidney disease could have been prevented?  

b. Could anything have been done differently?  

 

80. In your opinion, is dialysis a cure for kidney disease? 

 

81. Do you think one treatment for kidney disease is better than the others?  

 

82. How long do you think you will be able to do dialysis? 

 

83. As you incorporate kidney disease and dialysis into your life, what are your thoughts 

about the future?  

 

84. What advice would you give to someone else in your situation? 

 

85. Do you have any final thoughts or comments you would like to share about what this 

has been like for you? 
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APPENDIX B 

 

INTERVIEW GUIDE FOR PATIENTS WITHOUT A HISTORY OF PRE-END 

STAGE RENAL DISEASE CARE 

 

Section I: Diagnosis Experience and Coping with the News 

For the first few questions, I’d like for you to think back to recently, when you were first 

given the news that you have kidney disease. I’d like for you to think about that specific 

time period when answering the next few questions. 

 

A. ESRD Diagnosis  

1. First, can you describe what happened? 

Probes:  

a. Why did you go to the doctor/hospital? 

b. How did you know something was wrong? 

c. What were your symptoms? 

d. How were you feeling? 

 

2. Who told you? (e.g., kidney doctor, ER doctor, family doctor)  

Probes: 

a. What did they say? 

b. How long did the doctor spend with you? 

 

3. What was the environment like where you were? 

Probes: 

a. Where were you? 

b. Were you able to hear and understand the doctor? 

 

4. Who was with you when you got the news? 

 

5. Did you have to make any decisions about your medical care at that time?  

Probes: 

a. What decisions did you have to make? 

b. How did you make these decisions? For example, did you get more 

information from the doctor? Or talk with family or friends? 

 

6. How well do you think you were able to understand what the doctor was telling you 

at that time? 
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B. Coping with the Diagnosis 

7. What was your initial reaction to the diagnosis? 

Probes: 

a. Was this news a surprise for you? Tell me what that was like. 

b. What was most stressful about getting that news? 

 

 

8. At that time, how did you think you were going to deal with the fact that you have 

kidney disease? 

Probes: 

a. What helped you get through it? 

b. Was there anything that the doctor or other healthcare provider did 

or said that helped you process the news? 

c. Was there anything your family or friends did or said at the time that 

helped you? 

 

 

C. Kidney Disease Knowledge and RRT Education 

9. What did you know about kidney disease at that time? 

Probe: 

a. Did you have any personal experience with kidney disease – for 

instance did you know anyone with kidney disease? 

 

10. What was the cause of your kidney disease?  

Probes: 

a. Did you know you had <cause of disease> (e.g., diabetes)? 

b. What was the stage of your kidney disease? 

c. Does kidney disease run in your family? 

 

11. What information were you given about kidney disease and treatment at this time – 

the moments when you were first diagnosed? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 
c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 
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12. Were you given any type of education materials, like a handout, to help you 

understand the disease and treatment at that time?  

Probes: 

a. If Yes: What and was it helpful? 

b. If No: Would anything like that have been useful then? 

 

13. Are you satisfied with how much information you were given at that time?  

 

 

Section II: Renal Replacement Initiation and Hospital Stay  

 

A. Renal Replacement Initiation 

Thanks for answering those questions. For these next set of questions, I would like you to 

think back to your first dialysis treatment and your time in the hospital.   

 

14. So, after you were told you had kidney disease and talked with the doctor – what 

happened next? 

 

15. Was starting treatment presented as a choice – were you told you could refuse 

treatment altogether? 

 
16. How was the decision made to start treatment? 

 

17. Who would you say made the decision about your kidney disease treatment? For 

example, was it you alone, or you and your doctor, or your doctor alone? 

 

18. Did you get to choose your treatment? 

 

19. When did you start dialysis? 

 

20. How did you get dialysis? 

 

21. How did you feel about starting all of this (i.e., starting dialysis)? 

Probes: 

a. Did you understand what would be happening? 

b. Did you feel prepared?  

c. Did you have enough information? 

 

22. What was the first dialysis treatment like for you? 
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23. How did you deal with that first treatment? For example, some people pray or 

meditate or try to fall asleep. 

 

 

B. Hospital Stay  

24. Now, can you tell me what happened during the rest of your time in the hospital? 

Probes: 

a. How long did you stay in the hospital? 

b. About how much time did the kidney doctor spend with you?  

c. Did anybody else, like a nurse or a social worker, come and talk to 

you about your kidney disease or treatment while you were in the 

hospital? 

 

25. How were you dealing with everything at that point? How were you feeling 

emotionally? 

Probes: 

a. What helped you to get through that time? 

b. Was there anything that the doctor or other healthcare provider did 

or said that helped you while in the hospital? 

c. How about your family or friends? 

 

26. While in the hospital, what other information did you get about kidney disease or 

treatments? 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

27. Were you given any type of education materials, like a handout, to help you 

understand the disease and treatment at any point while in the hospital?  

Probes: 

a. If Yes: What? Was it helpful? 

b. If No: Would anything like that have been useful?  

 

28. Were you satisfied with how much information you were given at that time?  

 

29. And how were you told to manage your kidney disease when you were discharged 

from the hospital? 
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Section III: Adjusting to Disease 

***Skip Questions #33 & #34 for inpatient interviews*** 

Thank you for answering those questions. Now, I would like to talk about how you’re 

doing now with your kidney disease. 

 

30. Can you tell me how everything is going for you now? 

Probes: 

a. How are you feeling? 

b. How is the treatment going for your now? 

 

31. How do you think you’re handling things now? How do you feel emotionally? 

Probes: 

a. What helps get you through it? 

b. Is there anything that the doctor or other healthcare provider has 

done or said that is helping you manage everything now? 

c. How about your family and friends – are they doing anything to 

support you? 

 

32. So far, what has been the most difficult part about having kidney disease and being on 

dialysis? 

 

33. How has your life changed because of all of this? 

 

34. How has this experience affected your mood and emotions? 

Probes: 

a. Has anyone talked to you about this? 

 

35. Have you learned anything (more) here in the clinic about treatments for kidney 

disease? (Skip if inpatient interview) 

Probes: Specifically, what were you told about… 

a. Kidney disease? 

b. Hemodialysis? 

c. Peritoneal dialysis? 

d. Home-hemodialysis? 

e. Kidney transplant? 

f. Living donor transplant? 

g. Getting an access for dialysis? 

 

36. Have you been given any type of education materials, like a handout, to help you 

understand the disease and treatment since you’ve been here at the clinic? (Skip if 

inpatient interview) 

Probes: 
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a. If Yes: What? Was it helpful? 

b. If No: Would anything like that be useful? 

 

37. Are you satisfied with how much information you have received so far? 

 

38. Are you interested in doing dialysis at home – peritoneal or home-hemodialysis? Why 

or why not? 

 

39. Do you want your family and friends to learn about dialysis at home? 

Probe: 

a. Have you discussed this with them? 

 

40. When you were in the hospital, would you have liked training on how to do dialysis 

at home? 

 

41. Would you like to have a kidney transplant? Why or why not? 

 

42. Do you want your family and friends to learn about kidney transplant? 

Probe: 

a. Have you discussed this with them? 

 

43. Would you like to have a living donor kidney transplant? Why or why not? 

 

44. Do you want your family and friends to learn about living donor kidney transplant? 

Probe: 

a. Have you discussed this with them? 

 

45. When you were in the hospital, would you have been ready to begin making plans for 

kidney transplant, such as scheduling an evaluation appointment? 

 

46. Have any preparations been made for other treatments? 

Probes: 

a. Is access surgery scheduled or completed? 

b. Are you going to do home-dialysis training? 

c. Have you been referred for kidney transplant? 

 

 

Section IV: Decision-Making and Patient-Provider Relationship and 

Communication 

Thank you for sharing your experiences with me. The next few questions are about how 

you made decisions related to your treatment and also how you like to make medical 

decisions generally. 
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A. Decision-Making 

47. Generally, how do you make decisions related to your medical care? What are the 

most important things for you to know? What information is important for you to 

have? 

 

48. Thinking back, what are your thoughts about how decisions were made about your 

kidney disease treatment? 

Probes: 

a. Did you have a choice? 

b. How involved were you in the decision-making? 

c. How involved was your doctor? 

d. How involved were your family and friends in this process? 

e. Would you change anything about this? 

 

49. In your opinion, when is the best time to get information about kidney disease and 

treatments, so that you can make a decision?  

 

50. Have you made any plans to discuss your current treatment with your doctor and 

whether there is another type of treatment you can take?  

 

 

B. Patient-Provider Relationship and Communication  

For these next few questions, I would like for you to think of the doctor with whom 

you’ve interacted with the most throughout this experience.  

 

51. How is your relationship with Dr. <name>? 

 

52. Are you comfortable asking questions and bringing up your concerns?   

 

53. Do they talk to you so that you understand?  

 

54. Do they involve you in your care? For example, do they ask what you want for your 

health or treatment?  

 

55. Do they spend enough time with you? 

 

56. Is there anything they could do to improve? 

 

57. Is there another health care provider, like a nurse, who you rely on to get information 

about your disease?  
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Section V: Renal Replacement Therapy Education Preferences 

Thanks for answering those questions. We’ve talked a lot about the different options for 

treating your kidney disease – hemodialysis, dialysis at home, kidney transplant, and 

living donor transplant. These next few questions are about how you prefer to learn about 

all of these treatments. 

 

58. What is the best way for you to learn medical information like the different treatment 

options for kidney disease? For example, some people like to read about it, while 

others want to watch a video, or talk directly with a health care provider. 

Probes: 

a. Do you want the information provided all at one time or a little bit 

over a longer period of time? 

b. Who should give you this information?  

c. Do you want a provider to use any educational resource with you or 

do you prefer to learn about it alone? 

d. Is it important to you that your family and friends are also educated? 

 

59. What information is important for you to know about all the different treatment 

options?  

 

 

60. In a situation like yours – when is the best time to get information about all of the 

different treatment options?  

Probes:  

a. How about when you were first diagnosed? Were you ready for 

information at that time about kidney transplant or doing dialysis at 

home? 

b. How about during your time in the hospital? Were you ready for 

information at that time about kidney transplant or doing dialysis at 

home? 

c. And now, here in the clinic? What information do you (still) want? 

 

Section VI: Reflections and Concluding Thoughts 

Thanks for answering all of that. Now, to wrap up, I have a few final questions.  

 

61. Why do you think you got kidney disease? 

Probes: 

a. Do you think your kidney disease could have been prevented?  

b. Could anything have been done differently? 
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62. In your opinion, is dialysis a cure for kidney disease? 

 

63. Do you think one treatment for kidney disease is better than the others?  

 

64. How long do you think you will be able to do dialysis? 

 

65. As you incorporate kidney disease and dialysis into your life, what are your thoughts 

about the future?  

 

66. What advice would you give to someone else in your situation? 

 

67. Do you have any final thoughts or comments you would like to share about what this 

has been like for you? 



 

252 

 

APPENDIX C 

 

PATIENT PARTICIPANT SURVEY OF VALIDATED MEASURES 

Communication Assessment Tool 

Read each statement and think about how the doctor or other healthcare providers who diagnosed 

your kidney disease and treated you in the hospital communicated with you. Please think back to 

those conversations and when you read each statement and rate the doctor’s communication as: 1 

for poor, 2 for fair, 3 for good, 4 for very good, or 5 for excellent.  

 

The doctor… 

 Poor Fair Good Very 

Good 

Excellent 

a. Greeted me in a way 

that made me feel 

comfortable 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

b. Treated me with 

respect 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

c. Showed interest in my 

ideas about my health 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

d. Understood my main 

health concerns 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

e. Paid attention to me 

(looked at me, 

listened carefully) 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

f.  

Let me talk without 

interruptions 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

g. Gave me as much 

information as I 

wanted 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

h. Talked in terms I 

could understand 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

i. Checked to be sure I 

understand 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 
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Communication Assessment Tool (continued) 

 

 Poor Fair Good Very 

Good 

Excellent 

j. Encouraged me to ask 

questions 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

k. Involved me in 

decisions as much as I 

wanted 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

l. Discussed next steps, 

including any follow-

up plans 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

m. Showed care and 

concern 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

n. Spent the right 

amount of time with 

me 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

o. Staff treated me with 

respect 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5    ☐ 

Citation: Makoul, G., Krupat, E., & Chang, C. H. (2007). Measuring patient views of physician 

communication skills: development and testing of the Communication Assessment Tool. Patient Education 

and Counseling, 67(3), 333-342. 
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9-item Shared Decision Making Questionnaire 

The following questions ask you to think about how you made the decision for your kidney disease treatment. When answering these questions, 

think back to when they gave you the dialysis that saved your life and while you were recovering in the hospital. For each question, please mark: 0 

if you completely disagree, 1 if you strongly disagree, 2 if you somewhat disagree, 3 if you somewhat agree, 4 if you strongly agree, or 5 if 

you completely agree.  

 

 Completely 

Disagree 

Strongly 

Disagree 

Somewhat 

Disagree 

Somewhat 

Agree 

Strongly 

Agree 

Completely 

Agree 

a. My doctor made clear that 

a decision needs to be 

made about kidney disease 

treatment 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

b. My doctor wanted to know 

exactly how I want to be 

involved in making the 

decision for my kidney 

disease treatment 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

c. My doctor told me that 

there are different options 

for treating my kidney 

disease 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

d. My doctor precisely 

explained the advantages 

and disadvantages of the 

treatment options 

 

 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 
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9-item Shared Decision Making Questionnaire (continued) 
 

 Completely 

Disagree 

Strongly 

Disagree 

Somewhat 

Disagree 

Somewhat 

Agree 

Strongly 

Agree 

Completely 

Agree 

e. My doctor helped me 

understand all the 

information 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

f. My doctor asked me which 

treatment option I prefer 

for kidney disease 

treatment 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

g. My doctor and I 

thoroughly weighed the 

different kidney disease 

treatment options 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

h. My doctor and I selected a 

kidney disease treatment 

option together 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

i. My doctor and I reached an 

agreement on how to 

proceed with my kidney 

disease treatment 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

Citation: Kriston, L., Scholl, I., Hölzel, L., Simon, D., Loh, A., & Härter, M. (2010). The 9-item Shared Decision Making Questionnaire (SDM-Q-9). 

Development and psychometric properties in a primary care sample. Patient Education and Counseling, 80(1), 94-99. 
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Decisional Regret Scale 

Please think about the decision you made or that was made for you about your kidney disease treatment. Please show how you feel about that 

decision and mark: 1 if you strongly agree, 2 if you agree, 3 if you neither agree nor disagree, 4 if you disagree, and 5 if you strongly 

disagree. 

 Strongly 

Agree 

Agree Neither 

Agree nor 

Disagree 

Disagree Strongly 

Disagree 

a. It was the right decision 

 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

b. I regret the choice that 

was made 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

c. I would go for the same 

choice if I had to do it 

over again 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

d. The choice did me a lot 

of harm 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

e. The decision was a wise 

one 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

Citation: Brehaut, J. C., O'Connor, A. M., Wood, T. J., Hack, T. F., Siminoff, L., Gordon, E., & Feldman-Stewart, D. (2003). Validation of a decision regret 

scale. Medical decision making, 23(4), 281-292.
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Brief COPE 

The questions below ask about how you are dealing with the news that you have kidney disease. Each of the statements describes a different way 

of coping. For each statement, please mark: 3 if you have been doing this activity a lot, 2 for a medium amount, 1 for a little bit, or 0 if you 

haven’t been doing this at all in the past week.  

 

In the past week… 

 Not at all Little Bit Medium A Lot 

a. I've been turning to work or other activities to take 
my mind off things 

 

0☐ 1☐ 2☐ 3☐ 

b. I've been concentrating my efforts on doing 

something about the situation I'm in 

 

0☐ 1☐ 2☐ 3☐ 

c. I've been saying to myself "this isn't real" 

 
0☐ 1☐ 2☐ 3☐ 

d. I've been using alcohol or other drugs to make 

myself feel better 

 

0☐ 1☐ 2☐ 3☐ 

e. I've been getting emotional support from others 

 
0☐ 1☐ 2☐ 3☐ 

f. I've been giving up trying to deal with it 

 
0☐ 1☐ 2☐ 3☐ 

g. I've been taking action to try to make the situation 

better 
0☐ 1☐ 2☐ 3☐ 
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Brief COPE (continued) 

 Not at all Little Bit Medium A Lot 

h. I've been refusing to believe that it has happened 

 
0☐ 1☐ 2☐ 3☐ 

i. I've been saying things to let my unpleasant 

feelings escape 

 

0☐ 1☐ 2☐ 3☐ 

j. I’ve been getting help and advice from other people 

 
0☐ 1☐ 2☐ 3☐ 

k. I've been using alcohol or other drugs to help me 

get through it 

 

0☐ 1☐ 2☐ 3☐ 

l. I've been trying to see it in a different light, to make 

it seem more positive 

 

0☐ 1☐ 2☐ 3☐ 

m. I’ve been criticizing myself 

 
0☐ 1☐ 2☐ 3☐ 

n. I've been trying to come up with a strategy about 

what to do 

 

0☐ 1☐ 2☐ 3☐ 

o. I've been getting comfort and understanding from 

someone 

 

0☐ 1☐ 2☐ 3☐ 

p. I've been giving up the attempt to cope 0☐ 1☐ 2☐ 3☐ 
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Brief COPE (continued) 

 Not at all Little Bit Medium A Lot 

q. I've been looking for something good in what is 

happening 

 

0☐ 1☐ 2☐ 3☐ 

 

r. I've been making jokes about it 

 
0☐ 1☐ 2☐ 3☐ 

s. I've been doing something to think about it less, 

such as going to movies, watching TV, reading, 

daydreaming, sleeping, or shopping 

 

0☐ 1☐ 2☐ 3☐ 

t. I've been accepting the reality of the fact that it has 

happened 

 

0☐ 1☐ 2☐ 3☐ 

u. I've been expressing my negative feelings 

 
0☐ 1☐ 2☐ 3☐ 

v. I've been trying to find comfort in my religion or 

spiritual beliefs 

 

0☐ 1☐ 2☐ 3☐ 

w. I’ve been trying to get advice or help from other 

people about what to do 

 

0☐ 1☐ 2☐ 3☐ 

x. I've been learning to live with it 

 
0☐ 1☐ 2☐ 3☐ 

y. I've been thinking hard about what steps to take 

 

 

 

0☐ 1☐ 2☐ 3☐ 
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Brief COPE (continued) 

 Not at 

all 

Little Bit Medium A Lot 

z. I’ve been blaming myself for things that happened 

 
0☐ 1☐ 2☐ 3☐ 

aa. I've been praying or meditating 

 
0☐ 1☐ 2☐ 3☐ 

bb. I've been making fun of the situation 

 
0☐ 1☐ 2☐ 3☐ 

Citation: Carver, C. S. (1997). You want to measure coping but your protocol’s too long: Consider the brief cope. International journal of Behavioral 

Medicine, 4(1), 92. 
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Center for Epidemiologic Studies Depression Scale 

The next questions ask about how you have been feeling lately. After each statement, please mark if it happened to you within the past week. You 

can mark 0 if it happened rarely or none of the time, 1 if it happened some or a little of the time, 2 if it happened occasionally or a moderate 

amount, or 3 if it happened most or all of the time.  

 Rarely or none of 
the time  

(less than 1 day) 

Some or a little 
of the time  

(1-2 days) 

Occasionally or 
a moderate 

amount 

(3-4 days) 

Most or all of the 
time  

(5-7 days) 

a. I was bothered by things that usually don’t 

bother me 

 

0☐ 1☐ 2☐ 3☐ 

b. I did not feel like eating; my appetite was 

poor 

 

0☐ 1☐ 2☐ 3☐ 

c. I felt that I could not shake off the blues 

even with help from my family or friends 

 

0☐ 1☐ 2☐ 3☐ 

d. I felt I was just as good as other people 

 
0☐ 1☐ 2☐ 3☐ 

e. I had trouble keeping my mind on what I 

was doing  

 

0☐ 1☐ 2☐ 3☐ 

f. I felt depressed 

 
0☐ 1☐ 2☐ 3☐ 

g. I felt that everything I did was an effort  

 
0☐ 

 

1☐ 2☐ 3☐ 
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Center for Epidemiologic Studies Depression Scale (continued) 

 Rarely or none 

of the time 

(less than 1 day) 

Some or a 

little of the 

time  

(1-2 days) 

Occasionally or 

a moderate 

amount 

(3-4 days) 

Most or all of 

the time  

(5-7 days) 

h. I felt hopeful about the future 

 
0☐ 1☐ 2☐ 3☐ 

i. I thought my life had been a failure 

 
0☐ 1☐ 2☐ 3☐ 

j. I felt fearful 

 
0☐ 1☐ 2☐ 3☐ 

k. My sleep was restless 

 
0☐ 1☐ 2☐ 3☐ 

l. I was happy 

 
0☐ 1☐ 2☐ 3☐ 

m. I talked less than usual 

 
0☐ 1☐ 2☐ 3☐ 

n. I felt lonely 

 
0☐ 1☐ 2☐ 3☐ 

o. People were unfriendly 

 
0☐ 1☐ 2☐ 3☐ 

p. I enjoyed life 

 
0☐ 1☐ 2☐ 3☐ 

q. I had crying spells 

 
0☐ 1☐ 2☐ 3☐ 
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Center for Epidemiologic Studies Depression Scale (continued) 

 Rarely or none 

of the time 

(less than 1 day) 

Some or a 

little of the 

time  

(1-2 days) 

Occasionally or 

a moderate 

amount 

(3-4 days) 

Most or all of 

the time  

(5-7 days) 

r. I felt sad 

 
0☐ 1☐ 2☐ 3☐ 

s. I felt that people disliked me 

 
0☐ 1☐ 2☐ 3☐ 

t. I could not get going  

 
0☐ 1☐ 2☐ 3☐ 

Citation: Radloff, L. S. (1991). The use of the Center for Epidemiologic Studies Depression Scale in adolescents and young adults. Journal of Youth and 

Adolescence, 20(2), 149-166. 
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Coping Strategies Inventory Short-Form 

Finally, read each statement and mark how often the statement applies to you as it relates to your kidney disease, with 1 meaning it never applies, 

2 meaning in seldom applies, 3 meaning it sometimes applies, 4 meaning it applies often, and 5 meaning it applies almost always. 

 Never Seldom Sometimes Often Almost 

Always 

a. I make a plan of 

action and follow it 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

b. I look for the silver 

lining or try to look 

on the bright side of 

things 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

c. I try to spend time 

alone 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

d. I hope the problem 

will take care of itself 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

e. I try to let my 

emotions out 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 
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Coping Strategies Inventory Short-Form (continued) 

 Never Seldom Sometimes Often Almost 

Always 

f. I try to talk about it 

with a family or 

friend 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

g. I try to put the 

problem out of my 

mind 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

h. I tackle the problem 

head on 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

i. I step back from the 

situation and try to 

put things into 

perspective 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

j. I tend to blame 

myself 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 
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Coping Strategies Inventory Short-Form (continued) 

 Never Seldom Sometimes Often Almost 

Always 

k. I let my feelings out 

to reduce the stress 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

l. I hope for a miracle 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

m. I ask a close friend or 

relative that I respect 

for help or advice 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

n. I try not to think 

about the problem 
1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

o. I tend to criticize 

myself 

 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

p. I keep my thoughts 

and feelings to 

myself 

1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

Citation: Addison, C. C., Campbell-Jenkins, B. W., Sarpong, D. F., Kibler, J., Singh, M., Dubbert, P., ... & Taylor, H. (2007). Psychometric evaluation of a 

coping strategies inventory short-form (CSI-SF) in the Jackson heart study cohort. International Journal of Environmental Research and Public Health, 4(4), 

289-295. 
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Control Preferences Scale 

Below are some statements about making medical decisions. Please select the statement that best describes what you believe would be 

the best way for you to make a decision about your kidney disease treatment. Choose only one statement.  
 

I prefer to make the final selection about which kidney disease treatment I will receive. 

 

 

I prefer to make the final selection of my kidney disease treatment after seriously considering the 

doctor’s opinion. 

 

I prefer that the doctor and I share responsibility for deciding which treatment is best for my kidney 

disease. 

 

I prefer that the doctor make the final decision about which treatment will be used, but seriously 

consider my opinion. 

 

I prefer to leave all decisions regarding my kidney disease treatment to the doctor.  

Citation: Degner, L. F., Sloan, J. A., & Venkatesh, P. (1997). The control preferences scale. Canadian Journal of Nursing Research Archive, 29(3). 
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APPENDIX D 

NEPHROLOGIST GENERAL INTERVIEW GUIDE  

During this portion of the interview, I will be asking you to think about two groups of 

patients with ESRD – first, those you have been following in the outpatient clinic and 

who begin dialysis in a planned or semi-planned way. Second, I will be asking your 

opinion about the group of patients who were unaware they had CKD before it 

progressed to ESRD – the patients who “crash”. During the first portion of the interview, 

we will focus on that first group of patients I described – those who had a more ideal 

transition to ESRD and a planned transition to dialysis.  

 

Section I: Planned Start Patient Group - Diagnosis, Coping, and Education 

Practices 

1. First, can you tell me how you generally manage the care of patients whose CKD is 

progressing – for example, patients with CKD stage 3 or 4? 

Probes: 

a. How frequently do you prefer to see them? 

b. Do they meet with anyone else, like a nurse 

 

2. Specifically, what information do you generally provide about the disease and 

different renal replacement options at this time? 

Probes: 

a. Do you give all patients the same information? 

b. Do you involve social support in these discussions? 

c. When do you have these discussions? 

 

3. What preparations are made for future treatments? (e.g., access placement) 

Probes: 

a. Do you make a preemptive kidney transplant referral? 

 

4. Do you make a plan for renal replacement initiation? How? 

 

5. How do you typically deliver the news to this group of patients when they transition 

from CKD to ESRD? 

Probes: 

a. When do these conversations typically start? 

b. Is this typically discussed during one appointment or over several 

appointments? 
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c. Are support systems – like family or friends – generally present? Do 

you prefer this?  

d. Does anyone else typically meet with the patient, like a nurse or 

social worker? Who and for what purpose? 

e. Does anything affect how you deliver the news?  

 

6. What information do you give about kidney disease and the renal replacement options 

at this time? 

Probes: 

a. Do you give all patients the same information? 

b. Do you involve social support in these discussions? 

 

7. Do you use any resources like brochures or a video when discussing this information?  

 

8. Is there a treatment you typically recommend over the others?  

 

9. How would you say most patients react to or cope with the news? 

Probes: 

a. Do you do anything to help them prepare for or cope with receiving 

this news? 

b. What do you think could help them cope with receiving this news 

and be more successful navigating their disease and treatments? Are 

these things readily available? 

 

10. What do you think is most difficult or stressful for patients who’ve learned their 

disease has progressed to end-stage? 

 

11. What are the typical next steps after you have told a patient about their disease 

progression? 

Probes: 

a. Do you refer them for access surgery if it has not already been done? 

b. Do you refer them to an outpatient unit? 

c. Do you connect them with any resources? 

d. How do they typically start dialysis? 

 

12. Do you always present renal replacement as a choice that the patient can decline? 

 

13. How is the final treatment decision made? Who makes the decision? 

 

14. How is the decision to initiate treatment made? 
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15. What are some of the decisions patients have to make at this time? 

Probes: 

a. Do you think patients understand there are decisions that need to be 

made?  

b. In your experience, do most patients make the decision for their 

therapy themselves or do they ask for you to make the decision for 

them? 

c. What is your preference for how the decision is made?  

d. Do you want the family or support system involved in the treatment 

decision? 

 

16. What are the logistics involved with initiating a patient to treatment? 

 

17. What is the first dialysis treatment typically like for these patients? 

 

18. What do you think is most stressful for this group of patients when they initiate 

dialysis? 

 

19. What do you think could mitigate that stress or help patients cope when initiating to 

dialysis in this way? 

 

20. What are your opinions on how they typically initiate to treatment? For example, if 

they initiate in the inpatient hospital setting. 

 

21. When do you think this group of patients, those who have known about their kidney 

disease, want to hear about their treatment options? 

 

22. Who do you think this group of patients wants to get their information about 

treatment options from? 

 

23. How do you think they want to receive this information? 

Probes: 

a. Over several visits or all at once? 

b. In what format – for example, during office visits or in a formal 

class?  
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Section II: Patients with “Crash” Start – Diagnosis, Coping, and Education 

Practices 

Now, I’d like you to think about the patients who “crash” onto dialysis, meaning they 

hadn’t seen a nephrologist prior to progression to ESRD and were likely unaware of their 

kidney disease before needing to initiate dialysis. 

 

24. First, can you paint a picture of the experience of finding out about kidney disease 

and dialysis for this group of patients?  

 

25.  How do you typically deliver the diagnosis to this group of patients? 

Probes: 

a. Where does it take place? What is the environment like? 

b. What kind of physical state is the patient typically in? 

c. Are support systems – like family or friends – generally present? Do 

you prefer this?  

d. Does anyone else typically meet with the patient, like a nurse or 

social worker at this time? Who and for what purpose? 

e. Does anything affect how you deliver the news? 

 

26. What information do you give about kidney disease and the renal replacement options 

at this time (i.e., time of diagnosis)? And how about during the hospital stay? 

Probes: 

a. Do you give all patients the same information? 

b. Do you involve social support in these discussions?  

 

27. Do you use any resources like brochures or a video when having these discussions? 

 

28. Is there a treatment you typically recommend over the others? 

 

29. How would you say most patients react to or cope with the news? 

Probes: 

a. Do you do anything to help them prepare for or cope with receiving 

this news? 

b. What do you think could help them cope with receiving this news 

and be more successful navigating their disease and treatments in 

this setting? Are these things readily available? 

 

30. What do you think is most difficult or stressful for patients who learn about their 

disease in this way? 
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31. What are the typical next steps after the diagnosis? 

Probes: 

a. Do you refer them for access surgery if it hasn’t already been done? 

b. Do you refer them to an outpatient unit? 

c. Do you connect them with any resources? 

d. How do they typically start dialysis? 

 

32. Do you always present renal replacement as a choice that the patient can decline? 

 

33. How is the final treatment decision made? Who makes the decision? 

 

34. How is the decision to initiate treatment made? 

 

35. What are some of the decisions patients have to make at this time? 

Probes: 

a. Do you think patients understand there are decisions that need to be 

made?  

b. In your experience, do most patients make the decision for their 

therapy themselves or do they ask for you to make the decision for 

them? 

c. What is your preference for how the decision is made?  

d. Do you want the family or support system involved in the treatment 

decision? 

 

36. What are the logistics involved with initiating a patient to treatment? 

 

37. What is the first dialysis treatment typically like for these patients? 

 

38. What do you think could mitigate that stress or help patients cope when initiating to 

dialysis in this way? 

 

39. What are your opinions on how they typically initiate to treatment? For example, if 

they initiate in the inpatient hospital setting. 

 

40. When do you think this group of patients, those who had not received pre-ESRD care, 

want to hear about their treatment options? 

 

41. Who do you think this group of patients wants to get their information about 

treatment options from? 
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42. How do you think they want to receive this information? 

Probes: 

a. Over several visits or all at once? 

b. In what format – for example, during office visits or in a formal 

class?  

43. Do you think educating this group of patients earlier in the process, for example, 

during their hospital stay, could influence their ultimate treatment trajectory? 

 

44. What are your thoughts about initiating this group of patients on a home therapy 

while in the hospital? 

 

45. In the absence of any contraindications, do you ever make referrals for kidney 

transplant for patients who crash as we have defined it here while they’re still in the 

hospital?  

 

 

Section III: General Attitudes to Renal Replacement Therapy Education & 

Educational Resource Preferences 

Now, I would like to ask a few questions about your opinions and attitudes regarding 

renal replacement therapy education practices. 

 

46. What are some of the barriers you experience when trying to adhere to the 

recommendations of educating patients about the modalities approximately one year 

before progress to ESRD? 

Probes: 

a. Provider-level barriers? 

b. Patient-level barriers? 

c. Healthcare system-level barriers? 

d. Are any of these barriers modifiable? 

 

47. As a provider, what would be the most effective and efficient way for your patients to 

get renal replacement therapy education while they’re in the hospital? 

Probes: 

a. Who should provide the education? 
b. What should it look like (e.g., video, pamphlets) 

 

48. How could an educational resource or intervention as you described it help you in 

your practice? 

 

49. Do you have any final thoughts or comments you would like to share about providing 

care and modality education to these two groups of patients? 
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APPENDIX E 

 

NEPHROLOGIST PATIENT-SPECIFIC INTERVIEW GUIDE FOR PATIENT 

PARTICIPANTS WITH A HISTORY OF PRE-END-STAGE RENAL DISEASE 

NEPHROLOGY CARE  

 

Section I: Patient Diagnosis Experience and Coping 

1. Can you tell me about your history of treating [patient’s name] for kidney 

disease? 

 

2. Can you describe the relationship and rapport you have with the patient? 

Probe: 

a. Do they bring up concerns and ask questions? 

 

3. Now, can you tell me about what happened when [patient’s name] was found to 

have progressed to ESRD? 

 

4. How did they find out that their disease had progressed? 

Probes: 

a. Who was present? 

b. Where were you? 

c. What information did you relay at that time?  

d. About how long did you spend delivering this news? 

 

5. How would you describe the patient’s understanding of their disease and their 

disease progression? 

 

6. How would you describe their reaction to the news? 

Probes: 

a. What was their emotional state – how would you say they coped 

with this news? 

b. Do you think they felt prepared to get this news? 

c. Did they have questions? 

 

7. Were there any preparations made for this stage of their illness, such as a vascular 

access or kidney transplant referral? 
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Section II: Education and Information Delivery 

8. What kinds of information or education had they been given about kidney disease 

and renal replacement therapies? 

Probes: Specifically: 

a. Permanent access?  

b. Hemodialysis?  

c. Peritoneal Dialysis?  

d. Home-Hemodialysis? 

e. Kidney Transplant? 

f. Living Donor Kidney Transplant? 

 

g. How long or over how many visits did you spend discussing? 

h. Did you ever give or use any type of educational materials like a 

handout or video?  

 

9. Did they get any additional information while in the hospital? 

 

10. Was the patient interested in learning about the different treatment modalities? 

 

11. Who do you think this patient wants to get this information from? 

 

12. Was anything done to prepare them for dialysis? For example, did they visit a 

dialysis unit or meet with other patients on dialysis? 

 

13. Do you think this patient is interested in doing a home dialysis therapy?  

 

14. Do you think this patient wants a kidney transplant?  

 

 

Section III: Decision-Making 

Now, I’d like to ask a few questions about the decision-making related to the patient’s 

treatment. 

15. Did you present renal replacement as a choice that the patient could decline? 

 

 

16. How was the final modality selection chosen? 

Probe: 

a. Who would you say made the final treatment decision? 

 

17. What was the dialysis initiation plan? 
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18. How did dialysis initiation happen?  

 

19. What do you think influenced this patient’s decision for their kidney disease 

treatment? 

 

20. What do you think this overall experience was like for him/her? 

 

21. What was your experience like providing care in this situation? 

 

22. What were some of the challenges you faced as a provider  providing care in this 

situation? 

 

23. Do you have any concluding thoughts you would like to add? 
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APPENDIX F 

 

NEPHROLOGIST PATIENT-SPECIFIC INTERVIEW GUIDE FOR 

PARTICIPANTS WITHOUT A HISTORY OF PRE-END-STAGE RENAL 

DISEASE NEPHROLOGY CARE  

 

Section I: Patient Diagnosis Experience and Coping 

1. Can you tell me about what happened when you treated [patient’s name] when 

they were found to have ESRD? 

 

2. Can you describe the relationship and rapport you have with the patient? 

Probe: 

a. Did they bring up concerns and ask questions? 

 

3. How did you deliver the news that they have ESRD? 

Probes: 

a. Who was present? 

b. Where were you? 

c. What information did you relay at that time?  

d. About how long did you spend? 

 

4. How would you describe the patient’s understanding of what was happening? 

 

5. How would you describe their reaction to the news? 

Probes: 

a. What was their emotional state – how would you say they coped 

with this news? 

 

b. Do you think they felt prepared to get this news? 

c. Did they ask questions? 

 

 

Section II: Education and Information Delivery 

6. What kinds of information or education did you give to them about kidney disease 

and renal replacement therapies? 

Probes: Specifically: 

a. Permanent access?  

b. Hemodialysis?  
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c. Peritoneal Dialysis?  

d. Home-Hemodialysis? 

e. Kidney Transplant? 

f. Living Donor Kidney Transplant? 

g. How long or over how many visits did you spend discussing? 

h. Did you ever give or use any type of resource like a handout or 

video?  

 

7. Did they get any additional information while in the hospital? 

 

8. Was the patient interested in learning about the different treatment modalities? 

 

9. Who do you think this patient wants to get this information from? 

 

10. Was anything done to prepare them for dialysis? For example, did they visit the 

dialysis unit or meet with other patients on dialysis? 

 

11. Do you think this patient is interested in doing a home dialysis therapy? Why or 

why not? 

 

12. Do you think this patient wants a kidney transplant? Why or why not? 

 

Section III: Decision-Making 

Now, I’d like to ask a few questions about the decision-making related to the patient’s 

treatment. 

 

13. Did you present renal replacement as a choice that the patient could decline? 

 

14. How was the decision made to start them on dialysis? 

Probe: 

a. Who would you say made the final treatment decision? 

 

15. How did dialysis initiation happen? 

 

16. What do you think influenced this patient’s decision for their kidney disease 

treatment? 

 

17. What do you think this experience was like for him/her? 

 

18. What was your experience like providing care in this situation? 
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19. What were some of the challenges you faced as a provider providing care in this 

situation? 

 

20. Do you have any concluding thoughts you’d like to add? 
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APPENDIX G 

SHARED DECISION MAKING QUESTIONNAIRE – PHYSICIAN VERSION 

The following questions ask you about the care you provided to the patient we discussed today. Specifically, think back to when you discussed 

treatment options with that particular patient. For each question, please mark 0 if you completely disagree, 1 if you strongly disagree, 2 if you 

somewhat disagree, 3 if you somewhat agree, 4 if you strongly agree, or 5 if you completely agree.  

 Completely 

Disagree 

Strongly 

Disagree 

Somewhat 

Disagree 

Somewhat 

Agree 

Strongly 

Agree 

Completely 

Agree 
a. I made clear to my patient that a 

decision about kidney disease 

treatment needs to be made 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

b. I wanted to know exactly from my 

patient how he/she wants to be 

involved in making the kidney disease 

treatment decision 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

c. I told my patient there are different 

options for treating his/her kidney 

disease 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

d. I precisely explained the advantages 

and disadvantages of the kidney 

disease treatment options to my patient 

 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 
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Shared Decision Makin Questionnaire – Physician Version (continued) 

 

 

Completely 

Disagree 

Strongly 

Disagree 

Somewhat 

Disagree 

Somewhat 

Agree 

Strongly 

Agree 

Completely 

Agree 

e. I helped my patient understand all the 

information 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

f. I asked my patient which kidney 

disease treatment option he/she prefers   

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

g. My patient and I thoroughly weighed 

the different kidney disease treatment 

options 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

h. My patient and I selected a kidney 

disease treatment option together 

 

 
 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

i. My patient and I reached an agreement 

on how to proceed with his/her kidney 

disease treatment 

 

0 ☐ 1 ☐ 2 ☐ 3 ☐ 4 ☐ 5 ☐ 

Citation: Scholl, I., Kriston, L., Dirmaier, J., Buchholz, A., & Härter, M. (2012). Development and psychometric properties of the Shared Decision Making 

Questionnaire–physician version (SDM-Q-Doc). Patient Education and Counseling, 88(2), 284-290. 

 


