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Abstract

Context: Psychological distress is associated with adverse health outcomes in serious illness and 

magnified among patients of low socioeconomic status. Aspects of one’s culture, such as religion 

and spirituality, can influence these patients’ coping response to distress. Advanced chronic kidney 

disease (CKD) is a serious illness that disproportionately affects patients of low socioeconomic 

status, but a theory-based understanding of this group’s lived experience of CKD is lacking.

Objectives: We explored the cognitions, emotions, and coping behaviors of patients with CKD 

with emphasis on those of low socioeconomic status. We further inquired into any influences of 

religion or spirituality.
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Methods: We interviewed 50 English or Spanish-speaking adults with advanced CKD from three 

medical centers in Nashville, Tennessee. Analyses occurred with 1) isolation of themes; 2) 

development of a coding system; and 3) creation of a conceptual framework using an inductive-

deductive approach.

Results: Median age was 65 years old, median annual income was $17,500 per year, and 48% of 

participants had not progressed beyond high school. Key beliefs (awareness of mortality, lack of 
control) influenced patients’ emotions (existential distress in the form of death anxiety, prognostic 
uncertainty, hopelessness) and coping behaviors (acceptance, avoidance, emotion regulation via 

spirituality, seeking social support via a religious community).

Conclusions: Individuals with advanced CKD and low socioeconomic status lack control over 

disease progression, experience death anxiety and existential distress, and emphasize spirituality to 

cope. Our study identifies novel components for a psychotherapeutic intervention for patients with 

advanced CKD at high risk for adverse health outcomes.
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Introduction

Psychological distress, which occurs when the cognitive, emotional, and behavioral 

resources to adapt to stress are exceeded, is prevalent in serious illness.1,2 Individuals with 

serious illness and limited socioeconomic resources, defined as having a low annual income, 

financial instability, or poor educational attainment, experience higher rates of psychological 

distress as compared to those with adequate resources.3 Advanced chronic kidney disease 

(CKD) is a serious illness that disproportionately affects those with limited socioeconomic 

resources, but psychological adaptation to distress remains poorly investigated in this group.
4 Most existing studies use quantitative surveys that only include depressive symptoms, 

focus on patients who have already become dialysis-dependent, exclude those who are 

economically disadvantaged and from diverse cultural backgrounds, and do not ground 

analyses in psychological theory.5–7 Aspects of culture, such as religious or spiritual beliefs, 

have been shown to strongly influence how individuals of low socioeconomic status cope 

with psychological distress.8–10 Yet, these areas have not been sufficiently explored in 

patients living with advanced CKD.

Cognitive behavioral interventions reduce psychological distress by challenging distressing 

beliefs, or cognitions, and improving emotion regulation to facilitate adapting coping 

responses to a perceived threat.11 Evidence supports the use of tailored psychotherapeutic 

interventions to treat psychological distress in individuals with heart disease and 

malignancy, but there is a paucity of theoretical models to inform these interventions in 

CKD.12 Furthermore, patients with advanced CKD of all backgrounds continue to report 

that they have unmet psychosocial needs.13

Burdensome cognitive representations, distressing emotional reactions, or maladaptive 

coping responses to advanced CKD have not been identified in subgroups at highest risk for 
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adverse outcomes, and meaningful targets for psychotherapeutic interventions to decrease 

psychological distress and improve health outcomes in this group remain undefined. This 

study represents a first step toward meeting this need by exploring the cognitive, emotional, 

and behavioral response to adapting to life with advanced CKD among individuals with low 

socioeconomic status from diverse cultural backgrounds with special inquiry into any 

emotion regulation facilitated by religious or spiritual beliefs.

Materials and Methods

Study Design and Sample

Semi-structured interviews of 50 adults from Vanderbilt University Medical Center, Meharry 

Medical College, and the Siloam Health Center in Nashville, Tennessee were conducted. 

Individuals were eligible if they were English or Spanish speaking, above the age of 18, able 

to consent, and had Stage 4-5 CKD (estimated glomerular filtration rate of <30 mL/min/

1.73m2) as documented in the medical record. Participants receiving dialysis, with a kidney 

transplant, or with dementia were excluded. The study was approved by Institutional Review 

Boards or study committees at each site.

Qualitative Interviews

We adhered to the Consolidated Criteria for reporting Qualitative Research (COREQ) 

guidelines to ensure the rigor of our qualitative methods (Supplementary File 1).14 The 

principal investigator (DN) developed a semi-structured interview guide informed by 

validated, cross-cultural communication frameworks in health psychology, the Kleinman 

Explanatory Model of Illness and Leventhal’s Common-Sense Model of Self-Regulation.
15–16 According to these frameworks, adaptation to an illness is informed by perceptions of 

its intrusiveness, controllability, and consequences. Questions were not copied verbatim 

from these frameworks and remained broad and open-ended to allow for participants to 

respond in their own words. The interview guide and consent forms were written in English 

and Spanish. Interview questions were pilot tested for comprehension and clarity in a 

community engagement studio of six patients who met study inclusion criteria.17 Two 

questions identified as vague or uncomfortable were removed. Participants unanimously 

agreed on adequacy of study compensation ($40 per interview) and the relevance of the 

study to their daily lives. The final version was agreed upon by all investigators 

(Supplementary File 2).

The principal investigator used purposive sampling to ensure that an adequate sample of 

participants of low socioeconomic strata and from diverse cultural and religious 

backgrounds were included, within the limitations of geography. Participants were recruited 

based on zip code, insurance status, and the following self-reported characteristics: race, 

educational attainment, annual income, and religious affiliation. Recruitment was done via 

telephone from electronic medical record review or in-person in clinic waiting rooms. Four 

participants who were initially approached refused due to scheduling issues, resulting in a 

total of 50 participants who were ultimately interviewed.
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Interviews were conducted in-person by investigators with formal training in qualitative 

research (DN and KB). Neither investigator had any prior relationship with the participants, 

and participants were aware of the investigators’ professions (researchers in nephrology and 

health psychology, respectively). Research bias was minimized in the following ways: 

neither investigator had any expectations regarding the results, and the study used 

investigators with different, unrelated professions. Interviews occurred between November 

2018 and February 2019 at each site, ranged from 30 to 90 minutes, were conducted in 

English or Spanish according to participant preference, and were audio-recorded on a secure 

device in real time. Spanish interviews were translated into English in real time using an on-

site translator. Only the interviewer and participant were present, no notes were taken, and 

no repeat interviews were conducted. Interviews were conducted until thematic saturation 

was achieved (N = 50 participants), meaning that after 50 interviews, no new themes were 

generated from participant quotations.18 Audio recordings were transcribed using an IRB-

approved professional transcription service (http://rev.com). Transcripts were offered to 

participants, but all declined.

Coding and Data Analysis

Analyses occurred in real-time as ongoing interviews were conducted. Using an iterative, 

inductive and deductive approach as has been described in the literature, DN and KB coded 

quotations from the interviews onto a framework (Supplementary File 3).19–20 Inductively, 

content from participant quotations was used to identify themes and subthemes for the 

coding system from three initial transcripts. Deductively, the researchers reviewed literature 

on psychological distress and adaptation to illness to name and divide themes and 

subthemes.1,9–11

Coding was managed using a Microsoft Excel spreadsheet template developed by the 

Vanderbilt University Qualitative Research Core. Once the first three transcripts were coded 

independently and agreement was established, each subsequent transcript was coded by both 

investigators. Transcripts were analyzed in English using quotations that were input into the 

Statistical Package for the Social Sciences software (version 25) which was used to 

manipulate text and sort the data.21

Results

Table 1 lists the demographic, clinical, and sociocultural characteristics of participants. The 

median age of participants was 65 years old. There were similar numbers of participants 

across the following demographic characteristics: gender, marital status, race, and area of 

residence (urban vs. rural). Though this information had been documented by nephrologists 

in clinic visit notes, sixteen participants could not name the cause of their CKD. Median 

annual income was under $17,500 per year, and 48% of participants had not progressed 

beyond a high school education. ‘Low income’ and ‘very low income’ are defined by the 

United States Department of Housing and Urban Development as ‘less than or equal to 80%’ 

or ‘less than or equal to 50%’ of the median family income of the area, respectively.22–23 

The interquartile range of income reported by participants qualities as ‘low income,’ and the 

median income of our participants falls into the ‘very low income’ range.

Nair et al. Page 4

J Pain Symptom Manage. Author manuscript; available in PMC 2022 January 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://rev.com


Across demographic and sociocultural characteristics, we identified three major themes and 

ten subthemes of patients’ cognitive, emotional, and behavioral response to advanced CKD. 

No themes distinguished individuals based on demographic, cultural, or clinical 

characteristics, including race, ethnicity, religion, residential area, and cause of CKD. Figure 

1 is a conceptual framework of the interrelationships between themes, and Table 2 lists 

themes and subthemes with corresponding illustrative quotes. As existing literature supports 

that the cognitive, emotional and behavioral response to an illness threat often occurs 

simultaneously and bidirectionally, a non-linear framework best fit our data.24 Exemplar 

quotes from each theme and subtheme are below.

Cognitive response to CKD

Awareness of mortality

When asked about the meaning and impact of CKD on daily life, participants viewed the 

disease as life-threatening and life-limiting. Participants emphasized the cognitive burden of 

being constantly reminded of impending death and viewed CKD as more psychologically 

burdensome than other illnesses. Participants described the uncertainty of having CKD, its 

asymptomatic nature, and the perceived inevitability of disease progression.

“It’s always threatening you, cutting short your time. Every day it reminds you. 
You can’t forget if you have kidney disease because you never know what’s going 
to happen.” (P34)

“Heart disease is no big deal. Worst case scenario, you get a pacemaker. For the 
kidneys, if you don’t keep following up with it, you may not wake up one day. You 
may not know that you’re toxic.” (P35)

“A cold is a cold. It’s not as bad as kidney disease. A cold can get worse, or it can 
get better. But kidney disease… it’s not going to get any better.” (P31)

Lack of control

Participants continued to emphasize feeling helpless, vulnerable, and powerless in the face 

of CKD and expressed a lack of control over disease prevention and treatment. Progression 

to death or dialysis was viewed as inevitable because of a lack of medications to improve or 

reverse kidney disease.

“I don’t have control over the creatinine. If I have another illness, it will affect my 
kidneys one way or the other.” (P17)

“There is nothing. There is no medication that’s going to enhance kidney function. 
If it’s damaged, it’s damaged.” (P33)

“I feel very vulnerable. I don’t feel in control of anything.” (P35)

“The more I think that I may have to undergo dialysis, the more helpless I feel.” 
(P46)
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Emotional response to CKD

Death anxiety and prognostic uncertainty

In response to living with what was perceived as a life-limiting illness, participants moved 

beyond depressive symptoms to describe fear, anxiety, uncertainty, hopelessness, and regret. 

Prognostic uncertainty related to the severity of kidney disease was particularly distressing, 

and participants expressed feeling fear and anxiety as a result of this uncertainty.

“That worries me more than anything. Dialysis is just two, three, four years away 

from death. I don’t see a future.” (P32)

“The prognosis of kidney disease is very stressful for me.” (P10)

“It’s scary because of the ‘not knowing.’ How do I live the rest of my life with this 

disease? What shouldn’t I do?” (P31)

Hopelessness and regret

Many participants described hopelessness in the face of impending dialysis and conveyed 

regret from missed opportunities in disease self-management. Participants expressed a desire 

to improve self-management but felt ill-equipped to do so. One participant admitted to 

having had prior suicidal thoughts as a result of regret.

“They told me, ‘It’ll never get better. All we can do is keep it from getting worse.’ I 

was surprised when I heard that… there isn’t any hope.” (P24)

“I have screwed up all of my life. This will make a good novel for you. I have 

screwed up all my life. I’ve had a lot of potential. I always intended to do 

something. I still have a chance to… but if I’m laid up and sickly, I can’t do it…” 

(P46)

“Kidney disease catches up from when you were a child. What’s that thing they 

say? ‘What you put in the wash will come out in the rinse?’ I was raised in the 

country, so we ate a lot of syrup, jelly. Now, I’m 53. Some days, I get depressed. 

Some days, I’ve wanted to go to sleep and not wake up.” (P42)

Behavioral response to CKD

Coping behaviors – avoidance and acceptance

Participants used various strategies to cope with the psychological stressors associated with 

advanced CKD. Many avoided thinking about the topic entirely and hoped that the disease 

would resolve itself on its own. Others accepted the presence of the CKD in their daily lives.

“I hope it will go away. I’ll click my heels and the kidney disease will go away.” 

(P5)

“Fixating on something you’ve got no control over doesn’t help. What can you do 

to change the situation? If there’s nothing, fretting over it is not going to improve it 

in any way, shape, or form.” (P30)
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“You play the hand that you’ve been dealt. If fate has determined that this is what it 

is, then you accept it.” (P36)

Coping behaviors – emotion regulation and social support via spirituality and religion

Participants also used emotion regulation to cope with advanced CKD by turning to their 

spiritual beliefs or using mindfulness techniques. Many sought social support via engaging 

with their religious community. Spiritual coping was strongly emphasized by all individuals 

who had attained a high school education or less or reported an annual income of under 

$25,000. Three individuals who reported an annual income of over $100,000 also 

emphasized turning to spiritual beliefs to cope. Prayer was a means to effectively adapt to 

life with a serious illness and resulted in courage, comfort, and hope.

“Being able to cope helps. Being able to control your mind is very important.” 

(P25)

“Our church and congregation are close. I have friends who support me and will 

visit if I’m hospitalized.” (P13)

“I’m not scared of dying. Praying gives me hope. Even if I died tomorrow, there is a 

future for me.” (P22)

“I’m able to put into perspective that kidney disease is not a death sentence. It’s an 

opportunity for me to reexamine and do as much as I can on this side of my life.” 

(P34)

Discussion

We found that across racial, ethnic, and sociocultural characteristics, patients consider 

advanced CKD to be life-limiting; lack a sense of control over disease progression; 

experience death anxiety, prognostic uncertainty, and existential distress; and respond with 

acceptance, avoidance, turning to spiritual beliefs, or engaging with a religious community 

to adapt. Preoccupation with and fear of death are newly recognized sources of 

psychological distress in patients living with CKD. Additionally, our patients’ emphasis on 

spiritual coping provides new insights into the supportive care needs of individuals with 

advanced CKD and limited socioeconomic resources.

Depressive symptoms are the most frequently described form of psychopathology in patients 

with kidney disease. Furthermore, the few existing studies that move beyond depressive 

symptoms to further explore the illness experience of CKD focus on patients at earlier stages 

along their disease continuum, use quantitative surveys such that coping behaviors 

influenced by religion or spirituality are unable to be deeply explored, and do not include the 

perspectives of individuals of low socioeconomic status despite this group being 

disproportionately affected by CKD.4–6,13 Our qualitative study design allowed for the 

exploration of a more complex range of emotions. A strong awareness of death, or mortality 

salience, is prevalent in those with living with serious illness, and this awareness often 

coexists with anxiety related to impending demise.25 In cross-sectional analyses of patients 

with breast, gastrointestinal, genitourinary, lung, or endocrine malignancies, death anxiety 

was more frequently reported by those with a greater physical symptom burden, those with 
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children under the age of 18, and those who expressed depressive symptoms or prognostic 

uncertainty.26

A qualitative analysis describing the illness experience of undocumented immigrants with 

end-stage kidney disease (ESKD) revealed the presence of death anxiety among study 

participants.27 In a recent study of adults with CKD and their caregivers, being confronted 

with death was identified as a patient and caregiver priority. To our knowledge, this is the 

only other study that has described this concept in CKD.28 Our participants’ negative 

experiences related to peers who died while receiving hemodialysis may have significantly 

contributed to their own fears of impending death, but empirical data on several key aspects 

of death anxiety in CKD are lacking. It remains unknown whether death anxiety is worse 

among individuals with CKD who are ineligible for a transplant, who have a greater physical 

symptom burden, or whether similar emotions occur in those at even earlier stages of kidney 

disease. It also remains to be determined if death anxiety worsens perceptions of depression 

or contributes to difficulty in treating depression in patients with CKD.

Prognostic uncertainty was particularly distressing to individuals in our study. Similar 

findings have been demonstrated in other studies of patients with kidney disease and other 

serious illnesses. In a qualitative analysis of young adults receiving chronic dialysis or who 

had received a kidney transplant, prognostic uncertainty emerged as a patient and caregiver-

prioritized outcome.29 In a study of patients with advanced malignancy, prognostic 

uncertainty was significantly associated with greater psychological distress and poorer 

perceptions of health-related quality of life.30 In addition to expressing distress related to 

prognostic uncertainty, many participants in our study could not name the cause of their 

disease or whether they were eligible for a transplant. While it has been established that 

CKD awareness in the general population is low, it is concerning that many participants in 

our study could not name the cause of their disease or their transplant status despite having 

been in nephrology care for a median of four years.31 These findings point to the importance 

of assessing kidney disease-specific knowledge and clearly communicating information 

regarding estimates of disease progression to prevent prognostic uncertainty in individuals 

with advanced CKD.32–33

Death anxiety, prognostic uncertainty, hopelessness, and feeling a decreased sense of 

control, all emphasized by our study participants, are core components of a multi-

dimensional construct known in health psychology as existential distress. Defined as 

emotional turmoil in the face of imminent death, existential distress threatens individuals’ 

personal, physical, and spiritual identities.34 Often a result of living with a life-limiting 

illness, existential distress can cause individuals to feel isolated, lack a sense of purpose, and 

question their life’s meaning. Existential distress is best documented in individuals who live 

with or have survived a malignancy, and researchers have begun to identify and quantify the 

impact of existential distress on health outcomes. High levels of existential distress are 

associated with a greater frequency of depressive symptoms and an increased tendency for 

suicidal behavior in those living with malignancy.35–36 Pinpointing individuals at highest 

risk for existential distress as well as identifying factors to facilitate psychological 

adaptation are currently research priorities in serious illness care.37
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Participants in our study turned to several coping behaviors, ranging from acceptance to 

avoidance, to adapt to living with advanced CKD, but for many, turning to spiritual beliefs 

was most meaningful. Spirituality, or having a relationship with the sacred in order to give 

life meaning, improves psychological adaptation to serious illness, and even more so for 

those with fewer social and economic resources.38–39 The awareness of death and existential 

distress emphasized by participants in our study may explain why so many turned to their 

spiritual beliefs to cope, as spiritual well-being has been linked to improvements in death 

anxiety. In a cross-sectional analysis of 190 patients with advanced malignancy, spiritual 

well-being was associated with decreased death anxiety, and in a sample of community-

dwelling older adults receiving hospice care, spirituality, as opposed to adhering to a specific 

religious faith, was linked to decreased anxiety at the end of life.40

The hope, comfort, courage, and life meaning that participants derived from spiritual coping 

in our study deserve close attention. According to terror management theory, death anxiety 

occurs when an individual becomes strongly aware of his or her own mortality. As a result, 

individuals engage in coping behaviors to allay these fears, including denial, avoidance, or 

turning to religion or spirituality to find meaning in life.41 Similar to the needs expressed by 

our participants, individuals with both non-dialysis and dialysis-dependent CKD in another 

study expressed a strong need to find hope and meaning in the face of their illness.42 That 

study included mostly white participants at a university-affiliated medical center, and 

demographics did not predict participants’ desire for spiritual support. This suggests 

individuals with advanced CKD may benefit from a psychosocial and spiritual assessment 

regardless of demographics.

Patients with kidney disease who report higher levels of spirituality experience fewer 

depressive symptoms, greater resilience, improved health-related quality of life, and, in one 

analysis, increased survival.43–47 Psychotherapeutic interventions rooted in principles of 

spirituality improve psychological adaptation to serious illness, particularly among cancer 

survivors. Meaning-Centered Psychotherapy-- an intervention consisting of renegotiating 

life goals, learning how to cope with loss, making peace with missed opportunities, and 

accepting uncertainty related to death and dying-- decreased depressive symptoms and 

improved perceptions of meaning in life in a randomized controlled trial of 147 cancer 

survivors.48 Six, group-based sessions of Acceptance and Commitment Psychotherapy, 

which uses mindfulness and acceptance of intrusive thoughts to increase psychological 

flexibility, reduced avoidant coping, anxiety, depression, and fear of cancer recurrence in a 

pilot randomized controlled trial of breast cancer survivors.49 An ongoing cognitive 

existential intervention targets death anxiety and existential distress to decrease fear of 

cancer recurrence in women who have survived breast or gynecological malignancy.50 

Results from these studies suggest that psychotherapeutic interventions may be feasible in 

and applicable to person-centered CKD care, though existing models of care delivery do not 

yet allow for their seamless implementation and update.

This study has limitations to acknowledge. Views expressed largely represent individuals in 

one geographic location, though findings may remain generalizable to other regions. The 

median age of our cohort was 65. While this is representative of the fastest-growing CKD 

population in the United States, we cannot draw conclusions related to psychological 
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adaptation in younger individuals.51 Though on-site translators were available to translate 

interview responses for Spanish-speaking participants, some aspects of their responses may 

have been lost in translation to English. Though this was not the purpose of our study, we 

did not ask probing questions related to patients’ reactions to transplant ineligibility or 

specific sources of financial distress that may have affected CKD self-management. These 

questions would have provided insight into external and environmental drivers of 

psychological distress in this patient group.

This study amplifies underrecognized psychological stressors experienced by patients with 

CKD. Furthermore, it advances the methodological rigor of research in this area by 

providing a novel, theory-based framework of actionable targets to improve psychological 

adaptation to advanced CKD. Finally, this study illuminates perspectives of individuals who 

are often underrepresented in clinical research. Our findings provide empiric support for a 

tailored, psychotherapeutic intervention to reduce psychological distress and improve 

psychological adaptation for individuals with advanced CKD who are at high risk for 

adverse health outcomes.
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Key Message:

This study demonstrates for the first time that individuals with advanced chronic kidney 

disease (CKD) and economic disadvantage experience death anxiety, existential distress, 

and emphasize spirituality to cope. It identifies novel targets for a psychotherapeutic 

intervention to reduce psychological distress and improve health outcomes in this group.
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Figure 1: 
Psychological adaptation to advanced chronic kidney disease: a conceptual framework

↔ indicates hypothesized bidirectional relationship
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Table 1:

Demographic and sociocultural characteristics of participants (N = 50)

Age in years (Median [IQR]) 65 [53 – 72]

Gender Male (28)
Female (22)

Marital status Married (22)
Single (11)
Widowed (10)
Divorced (6)
In a relationship (1)

Self-identified race White (24)
Black or African American (21)
American Indian or Alaska Native (1)

Ethnicity Hispanic or Latino (4)
Not Hispanic or Latino (46)

Annual income (Median [IQR]) $17,500 [$11,000 – 40,000]

Highest educational attainment ≤ High school (24)
Associate degree (4)
≥ College (15)
Post-graduate degree (7)

Health insurance status Some insurance (35)
No insurance (15)

Years in nephrology care (Median [IQR]) 4 [2 – 10]

Number of medical comorbidities (Median [IQR]) 3 [2 – 4]

Cause of chronic kidney disease Patient did not know** (16)
Diabetes (14)
Medication side effects (8)
Hereditary genetic disease (4)
Hypertension (2)
Infection (2)
Malignancy (2)
Congenital defect (1)
Sequelae of pregnancy (1)

Kidney transplant eligibility Patient did not know** (10)
Yes (22)
No (18)

Religious affiliation Christian (29)
- Baptist (13)
- Non-denominational (5)
- Church of Christ (3)
- East Orthodox (2)
- Evangelical (2)
- Roman Catholic (1)
- Methodist (1)
- Protestant (1)
- Pentecostal (1)
- Quaker (1)

Jewish (8)
Jehovah’s Witness (4)
Muslim (3)
Buddhist (1)
Mormon (1)
Spiritual (1)
Not religious or spiritual (2)

Country of origin United States (42)
Mexico (3)
Serbia (2)
Sudan (1)
Nigeria (1)
Ethiopia (1)

Area of residence Urban (30)
Rural (20)

**
known in electronic medical record

Abbreviations: IQR = interquartile range
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Table 2:

Themes, subthemes, and corresponding illustrative quotes

Theme Subtheme Illustrative quotes

Cognitive 
response to CKD

Awareness of 
mortality

“It’s a chronic, fatal disease. It diminishes my ability to do things. Sometimes I’m functional, 
sometimes I’m not.” (P14)
“My mother was on dialysis for three or four years, and it was really hard on her. She lived at the 
hospital. She’s talked about how people would die and bleed out, and how some people would get 
horribly bad cramps and be crying and screaming.” (P16)
“I have a certain length to my freedom. I know that my days are numbered.” (P18)
“To me, it’s like a death sentence.” (P23)
“It’s like hitting a brick wall. ” (P35)
“There is an expiration date on all of us.” (P16)
“It’s going to get worse until you die.” (P42)

Lack of control “You can’t do anything about it and sooner or later, that’s it.” (P46)
“I can’t control the deterioration of my kidneys.” (P26)
“I don’t think there’s anything. There’s nothing that can be done.” (P33)

Emotional 
response to CKD
Existential 
distress

Death anxiety “I get antsy. I get nervous. I can’t eat because I’m so worried about what’s going to happen next. It’s 
been a rough road.” (P23)
“I’m stressed about it, because I know it could be very fatal. I know folks that died on the machine. I 
know people have died when their other organs started failing.” (P24)
“Well, the worst thing about having kidney disease is it will kill you.” (P39)

Prognostic 
uncertainty

“I don’t know if I’m going to live.” (P49)
“You can’t really forget it if you have chronic kidney disease because you never know what’s going 
to happen next.” (P34)
“You know I feel like I may just be biding my time.” (P50)

Hopelessness “I know I’m going to die if I don’t go on the machine. But if I go on the machine, I may only live two 
or three months.
I’m going to die anyhow. I’d rather take the few months.” (P34)
“If you just sit and think about it, it makes you more depressed on a regular basis.” (P42)

Regret “I could have taken better care of myself earlier and controlled my blood pressure. I did develop high 
blood pressure 30-some odd years ago and at times didn’t take care of it.” (P15)
“I could have done a lot of things - going to the doctor earlier, taking medication for high blood 
pressure, which I didn’t. I never took care of myself like I should’ve. I know I’m at fault.” (P28)

Behavioral 
response to CKD
Coping behaviors

Emotion 
regulation
(prayer, 
mindfulness)

“My faith helps me with everything in life, because I’m not scared of dying.” (P6)
“If your time comes, it comes. And if the doctor can’t help you, he can’t help you. And then, you just 
pray that you go to heaven… pray for a reunion.” (P33)
“I pray about my kidneys. I know He’s got the power. I’ll say a prayer every night. Then, I thank Him 
for letting me live long enough to see my babies grow up to be old enough to take care of 
themselves.” (P48)
“Praying gives me hope, faith, courage, and strength.” (P5)
“For me, it’s a matter of praying. Inside, I feel hopeless when it comes to this disease. When I let it 
out, I don’t feel I’m a burden to those around me. At least I can get it off my chest.” (P3)
“God answers my prayers. He understands. He gives me courage.” (P49)

Seeking social 
support
(religious 
service 
attendance)

“Our faith group are really supportive of us and helped us cope with the day to day tragedies.” (P30)
“Religious groups are a very strong source of support.” (P19)

Avoidance “I haven’t gotten there yet, I don’t want to think that far ahead.” (P40)
“Actually, that would probably stress me out more. I try not to think about it.” (P6)
“The less I think about it, the better. Otherwise, I would be stressed all the time.” (P20)
“I try to think about something else, what we’re going to do this weekend, what we’re going to eat, 
things like that.” (P2)

Acceptance “I’ve got to bear with it. I’ve got to do everything I can to keep the kidney disease from getting worse 
than what it is. I try to do exactly what I’m supposed to.” (P26)
“I don’t worry about it. I don’t dwell on it. I don’t let it control my life.” (P31)
“It’s something that I’ve just got to live with.” (P29)

Abbreviations: CKD = chronic kidney disease
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