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Background 

• The highly burdensome effects of kidney failure 
and its management impose many life-altering 
changes on patients.  

 

• Better understanding of successful coping 
strategies will inform patients and help health 
care providers support patients' needs as they 
navigate these changes together. 
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• At the end of 2013, there were 655,435 people in the United 
States with kidney failure, an increase of 68% since 2000. 
Treatment options for kidney failure include kidney 
transplantation (2.6% of incident patients in 2013) and dialysis 
(97.2%). 2016 USRDS annual data report: Epidemiology of kidney disease in the United States. Bethesda, MD: National 

Institutes of Health, National Institute of Diabetes and Digestive and Kidney Diseases; 2016. 

  

• Chronic kidney disease (CKD) requires a multi-faceted treatment 
plan that affects many aspects of everyday life, including diet, 
fluid intake, time available for leisure activities, and self-
management of multiple therapeutic interventions and 
medications. Clarke AL, Yates T, Smith AC, Chilcot J. Patient's perceptions of chronic kidney disease and their 

association with psychosocial and clinical outcomes: a narrative review. Clin Kidney J. 2016;9(3):494–502. 

 

• CKD patients often also have to deal with several other chronic 
comorbidities, especially diabetes, hypertension, and 
cardiovascular diseases. Ronksley PE, Hemmelgarn BR. Optimizing care for patients with CKD. Am J Kidney 

Dis. 2012;60(1):133–8. 
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• These patients also face the challenge and burden of the intrusive and 
irreversible consequences of kidney failure on their physical and mental 
health, as well as on their quality of life, including the impact on their family, 
lifestyle, relationships, and employment. Reid C, Seymour J, Jones C. A thematic synthesis of the 

experiences of adults living with hemodialysis. Clin J Am Soc Nephrol. 2016;11(7):1206–18. 

• The clinical effects of kidney failure include fluid retention, anemia, elevated 
blood pressure, bone and mineral disorders, accelerated cardiovascular 
disease, and sexual dysfunction. Ahmad MM, Al Nazly EK. Hemodialysis: stressors and coping strategies. 

Psychol Health Med. 2015;20(4):477–87. 

• The effects of kidney failure and its treatment, the lack of a cure, and 
the impact of treatment options on lifestyle and well-being contribute 
to a sustained source of stressors in the lives of these patients. Clarke AL, 

Yates T, Smith AC, Chilcot J. Patient's perceptions of chronic kidney disease and their association with psychosocial and clinical 
outcomes: a narrative review. Clin Kidney J. 2016;9(3):494–502. 

• While CKD onset is most common later in life (mean age 62.5 years in the 
United States), some patients develop kidney failure in childhood, resulting in 
a lifetime of managing the disease and its impact on their lives. 2016 USRDS annual data 

report: Epidemiology of kidney disease in the United States. Bethesda, MD: National Institutes of Health, National Institute of 
Diabetes and Digestive and Kidney Diseases; 2016. 
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If I were an out-sider, I would 
probably say: 

“ How the f* (tuuuuuut) they cope 
with all that sh* (tuuuuuut)!!!” 
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Schematic of the classification of primary, secondary and 
tertiary subscales within the Coping Strategies Index (CSI) 

Figure  1 
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*This primary subscale was not identified in our data 
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• A qualitative, cross-sectional study of advanced CKD 
patients in the US (n = 179): 
– not yet on dialysis (CKD-ND, n = 65) 

– on dialysis (HD, n = 76; PD, n = 38)  

• Data gathered via semi-structured telephone interviews 
including open- and closed-ended questions 

• Recruitment via social media and in-person contacts from 
June to December 2013 

• Themes identified through content analysis of interview 
transcripts were classified based on the Coping Strategies 
Index (CSI) and compared across groups by demographics, 
treatment modality, and health status 

Methods 
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Characteristics of participants by treatment 
modality and attributes at the time of interviews 

Table 1 
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Attributes 

CKD-ND 
(n=65) 

HD 
 (n=76) 

PD  
(n=38) 

All 
 (n=179) 

Age, years, % 
   <45 15.4 32.9 34.2 26.8 
   45-59 15.4 31.6 34.2 26.3 
   60-74 36.9 19.7 28.9 27.9 
   75 32.3 15.8 2.6 19.0 

Gender, % 
   Male 33.8 52.6 47.4 44.7 
   Female 66.2 47.4 52.6 55.3 

Race/Ethnicity*, % 
   Caucasian/White 53.8 50.7 60.0 53.7 
   African American/Black 40.0 44.0 31.4 40.0 
   Other 6.2 5.3 8.6 6.3 
When did you first find out you had kidney problems, % 
   Within the past yr 16.9 5.3 0.0 8.4 
   1-5 yrs ago 30.8 29.3 31.6 30.3 
   6-10 yrs ago 18.5 12.0 21.1 16.3 
   10+ yrs ago 26.2 37.3 34.2 32.6 
   Since birth or childhood 7.7 16.0 13.2 12.4 

Self-rated health status, % 
   Excellent 4.6 5.3 5.3 5.0 
   Very good 12.3 18.4 21.1 16.8 
   Good 36.9 40.8 50.0 41.3 
   Fair 33.8 31.6 21.1 30.2 
   Poor 12.3 3.9 2.6 6.7 
Limitations in daily activities, % 
   Yes 49.2 72.0 84.2 66.3 
   No 50.8 28.0 15.8 33.7 
Number of Other Chronic Conditions, % 

0 9.2 6.6 2.6 6.7 
1 16.9 15.8 34.2 20.1 
2 21.5 32.9 21.1 26.3 
3 or more 52.3 44.7 42.1 46.9 

   *1 HD and 3 PD patients did not provide race/ethnicity information. 



Number of coping themes identified by 
patients, classified by treatment modality 

Figure 2 
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Classification of emergent themes from 
data to the CSI framework 

Table 2 
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Sample Quotes Representative themes Primary Secondary Tertiary 

“I like to crack jokes… make people laugh …when I go there for 4 

hours I got a whole new audience to impress!” 

Keep my sense of humor or  use 

humor 
Express emotion 

EF
E 

EN
G

A
G

EM
EN

T
 

“If I didn’t have my wife, I probly  [sic] wouldn’t be alive… I’m 

coping…because of her.” 

“I have a lot of family around me so that helps. You know, they’re 

always there for me.” 

Rely on family or friends for support 

and encouragement 

  

  Social support 

“If I didn’t have God, I know I wouldn’t be able to deal with it.” 

 “Well, I’ve gotten more spiritual now… attending church more.” 

Spiritual or pray 

“I have to accept it, for what it is.  I just, accept it and try to live a 

productive life.” 

Accept it 
Cognitive 

restructuring 

P
FE

 

“I can still try to do the best that I can right now.” Do the best I can 

“You’ve got to keep your access sites clean and …I’ve worked 

pretty hard at that…  And I try not to get colds and …I’ve tried to 

stay healthy” 

Take care of myself and follow 

doctor’s orders (e.g. medications, 

diet, fluid, rest) 
Problem solving “I like hobbies….[listed several hobbies], I learned to crochet” 

“ I still want to build a company, I still want to make money…I 

could retire …but it’s the last thing on my mind.” 

Stay active and busy with hobbies or 

work 

“I have to be very careful, like I don’t use my cane … I don’t…let 

them see how vulnerable I am.” 

Protect myself and not let others 

see how vulnerable I am 

Social 

withdrawal EF
D

 

D
IS

EN
G

A
G

EM
EN

T
 

“I don’t think of it in terms of kidney problems, I suspect I 

probably should” 

Ignore it 

Problem 

avoidance 

P
FD

 “It’s not a problem…I don’t see where I have to cope, I just go 

through life .” 

Feel fine, don’t need a way to cope 

“I hope…to get better…the doctor says that it wouldn’t get any 

better so I guess the dialysis is …the way to keep you alive.” 

Resigned but hope it will get better 
Wishful thinking 

EFE=emotion-focused engagement strategies; PFE=problem-focused engagement strategies; EFD=emotion-focused 

disengagement; PFD=problem-focused disengagement  



Relative use of coping strategies (themes)  
classified within primary subscales and by age, 
gender, and race/ethnicity 

Table 3 
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Tertiary Secondary Primary 

Age, % Gender, % Race/ethnicity, % 

<45 45-59 60-74 75+ Male Female White Black Other 

      N=48 N=47 N=50 N=34 N=80 N=99 N=94 N=70 N=11 

EN
G

A
G

EM
EN

T 

EF
E 

Express emotion 6 2 6 12 6 6 7 4 9 

Social support 46 36 26 12 28 34 24 40 36 

P
FE

 Cognitive restructuring 50* 51* 56* 41 45 55* 44 57* 64* 

Problem solving 19 15 16 32 20 19 22 16 45 

D
IS

EN
G

A
G

EM
EN

T 

EF
D

 

Social withdrawal 0 0 0 3 0 1 0 1 0 

P
FD

 Problem avoidance 35 53 40 56* 49* 42 56* 33 27 

Wishful thinking 0 2 0 3 1 1 0 1 0 

Note: Four people are missing race/ethnicity information. *-Most frequently used primary subscale within each subgroup; EFE=emotion-focused 

engagement strategies; PFE=problem-focused engagement strategies; EFD=emotion-focused disengagement; PFD=problem-focused disengagement  

 



Network of coping strategies used by 
individuals, by subscales 

Black dots represent individuals. Lines connect individuals (black dots) to one or more of the engagement (red square, diamonds, 

and red circles) and disengagement (blue square, diamonds, and blue circles) strategies used by that person within each of the 

coping subscales (Panels: a – Primary; b-Secondary; c- Tertiary). In panels a and b, circular nodes represent problem-focused 

strategies (red circles: problem solving, cognitive restructuring; blue circles: problem avoidance, wishful thinking) and diamonds 

represent emotion-focused strategies (red diamonds: social support, express emotion; blue diamond: social withdrawal). In panel c, 
the red square represents all engagement strategies while blue represents all disengagement strategies 

Subramanian et al. BMC Neph 18(1): 119, 2017 

A. Primary Subscales 

 
 

B. Secondary Subscales 

 

C. Tertiary Subscales 



Comparison of coping strategies classified within the 
primary subscale used by percentage of patients based on 
treatment modality at the time of interviews 

Table 4 
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Modality 

CKD-ND HD PD All 

Express emotion, % 6.2 9.2 0.0 6.1 

Social support, % 21.5 40.8 28.9 31.3 

Cognitive restructuring, % 50.8 46.1 57.9 50.3 

Problem solving, % 53.8 42.1 36.8 45.3 

Social withdrawal, % 1.5 0.0 0.0 0.6 

Problem avoidance, % 20.0 18.4 21.1 19.6 

Wishful thinking, % 1.5 0.0 2.6 1.1 

N 65 76 38 179 



Results 
• Overall, more engagement than disengagement 

strategies were observed.  

• Common coping themes: 
– "Take care of myself and follow doctors' orders“ 

– "accept it"  

– "rely on family and friends"  

• Participants often used multiple coping strategies. 

• Various factors such as treatment modality, time since 

diagnosis, presence of other chronic comorbidities, and 

self-perceived limitations contributed to types of coping 

strategies used by CKD patients. 
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Conclusions 
• The simultaneous use of coping strategies that span 

different categories within each of the CSI subscales by 
CKD patients reflects the complex and reactive 
response to the variable demands of the disease and 
its treatment options on their lives.  

• Learning from the lived experience of others could 
empower patients to more frequently use positive 
coping strategies depending on their personal context 
as well as the stage of the disease and associated 
stressors.  

• Moreover, this understanding can improve the support 
provided by health care systems and providers 
to patients to better deal with the many challenges 
they face in living with kidney disease. 
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