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• Dialysis patients have little awareness and understanding of the 
steps involved in EoL care planning, and typically do not engage in 
EoL care conversations with their physicians or other health care 
team members. 

• This study emphasizes the need for better patient education 
regarding the necessity of legal formalization/documentation of EoL 
preferences.
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Objective
• To learn what factors are most important to dialysis patients in the 

context of end-of-life care and planning. 

• To obtain preliminary understanding of patients’ preferences and 
needs for EoL conversations / planning and perceived barriers.

• To evaluate dialysis patients’ preferences for EoL care including pain 
management, frequency of hospitalizations and place of death. 

Introduction
• Despite high mortality rate for adults with end-stage kidney disease, 

little is known about the end-of-life (EoL) care needs and preferences 
among patients on chronic dialysis.

• Meaningful conversation about the EoL care are associated with 
increased hospice referral, less-aggressive and expensive medical 
treatment, and improved experience on the part of families.1,2 
However, previous studies revealed that <10% of patients discussed 
EoL issues with their nephrologist in the last year.3

Methods
Phase 1
• Exploratory qualitative telephone interviews with adult in-center hemodialysis 

(ICHD) patients were conducted in Mar-Apr 2021. 
• Questions were semi-structured in an effort to gain initial understanding of 

EoL care/expectations/themes from the patient perspective. 
 – What comes to your mind when I say end-of-life care?
 – If you had 5 wishes for your end of life care, what would they be? 

• Interviews were recorded and responses were analyzed using the inductive 
thematic analysis procedure (Braun and Clarke 2006).

Phase 2
• Online survey data collected from adult ICHD (97.8%) and home dialysis (2.2%) 

patients from Aug-Sep 2021. 

Emotional Evalutions

Phase 1
• 14 ICHD patients
• 43% female
• Avg. time on dialysis: 4.7 

years (range: 1-12 years)

Patients have low understanding of EoL Terminology

Results 
Patient Characteristics Phase 2

• 796 ICHD and home dialysis 
patients

• 40% female
• Median age: 54
• Race: 37% White, 35% Black, 

16% Hispanic, 5% Asian

Quality 
of Life

Hospice Advance 
Directive

Health 
Care Proxy

% understands 100% 100% 36% 29%
% misunderstands 14% 14%
% not familiar 50% 57%
• Patients misunderstood Advance Directive as an amendment 

to a will or power of attorney

Among patients who had an EoL conversation, most topics 
focused on practical issues related to dying

• Barriers to EoL conversations included death is an upsetting 
topic and patients do not want to think/talk about it, lack of 
understanding of the seriousness of their condition/prognosis

• Only 50% of Phase 1 patients have had an EoL conversation

Patient's EoL care preferences focus on their EoL priorities 
vs. specific aspects of EoL care

• At the EoL, the most common priority among patients is for a peaceful 
death and to be at home with their family

...not sure..I guess it's going in peace and 
making sure it's not painful. Peaceful and 

quiet and not painful...
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Phase 2

Majority of patients reported that preparing/planning for their death was 
important for them

• 74% of patients reported that they gave some or a great deal of thought to 
their wishes for EoL care. 
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Majority of patients discussed EoL care wishes with family, but not 
medical care team

• Additionally, only 28% of patients reported having completed a 
legal document stating EoL preferences. 


