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Objectives &  
Background 

The Why The When The What Conclusion 

Objectives 

1. Explore why the end-of-life conversation should occur 

2. Recognize when to engage key players (who) 

3. Discuss what adaptations are needed when dialysis is discontinued 

 

Objectives 



Patient Perspective 



“exiled (Death) from medicine”” 

Feb 1, 2010 
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Why discuss the End-of-Life 

Death (and dying) are inevitable in any medical practice 

 

In Canada:   

 Mortality for ESRD averages > 10% per year 

    Mortality for ARF requiring RRT averages 50% 

 

And yet: 
 We have “exiled (Death) from medicine” (E Kubler Ross) 

 We have NOT accepted  Death as part of our work 

 We still view Death as FAILURE, as the ENEMY , 

   even when death is inevitable 

 

 The Why 
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One third of Dx patients undergo an intensive proceedure in 
their last 6m of life 

Eneanya, Am J Kidney Dis 2017 

Background 
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Shared decision making & patient-centred care 

• Ensure an openness & honesty 

• Talk about dying (and the fear of death) openly 

• Listen for fears, assumptions and misinterpretations 

• Consideration and respect for culture, community and personal 
belief 

 

The Why 
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Most Dx patients have no plan 

 

The Why 



Objectives &  
Background 

The Why The When The What Conclusion 

Advance Directives are often incomplete 

The Why 
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In Ontario, Advance Directives are not legally binding 
but… 

• A written advance directive is 
not legally binding but can 
inform decisions made by the 
SDM 

• Designation of a Power of 
Attorney for personal care is 
helpful, esp when the POA 
knows the medical history & 
has been involved 

 

The Why 



When?  
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AUDIENCE PARTICIPATION 

Do you own/drive a car? 

 

1.Yes 

 

2.No 

The ‘When’ 
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AUDIENCE PARTICIPATION 

Have you ever worried about having an accident? 

 

1.Yes 

 

2.No 

The ‘When’ 
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AUDIENCE PARTICIPATION 

When did you buy car insurance? 

 

1.When I felt my driving was getting poor 

2.In winter when the weather gets bad 

3.At the start when I first bought the car 

 

The ‘When’ 
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Societal Response to Adverse Events 

• Often we recognize and plan for events we feel are an accident  

 

• Often we do not recognize or plan for events we know will happen 

The ‘When’ 



How to start a discussion? 
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My personal methods 

• Include prognostication from the start 
• At some stage it would be good to talk about how kidney disease affects day-to-day life …  

• Introduce the topic ‘casually’ 
• I know some of my patients have said…  

• Use the words ‘death’ and ‘dying’ 

• Be clear about the interventions and what the patient will 
experience 

 

 

The When  

& Who 
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Mrs Roberta B 

• 74 yr old paed psychologist 

• Cardiorenal syndrome 

• Started PD 4 years ago but transferred to my care 2 years ago 

The When  

& Who 



AUDIENCE PARTICIPATION 

1. When the patient is diagnosed at having CHF/CKD 

2. At the first MCKC clinic visit 

3. At the start of dialysis 

4. Nope, give me other choices 

When would you start this conversation?  
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Talking about death 

About our patients 

•Normalize death 
• look for natural openings to bring up death and 

dying 

• Start with an impersonal approach 

• Be responsive 

• Ask questions “What was it like when your parents 
(or siblings) died?” 

• Tell stories 

About us 

• Ask questions of ourselves 
• Our own health (or of those we 

care for) 

• Our own care 

• Our own needs & decision makers 

The When  

& Who 
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Direct communication 

 

• Ask! Explore cultural beliefs and expectations 

• Address fears and misconceptions 

• Talk about what will happen with the dialysis treatments 

• Discuss what to expect over time, and give some guidance on how 
long it takes 

The When  

& Who 
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How do I start these conversations? 

• Early.. 

 

• “Are you the sort of person who .. 

• “Kidney disease is a tough disease, and people don’t always 
understand how you feel because its hard to see the disease itself” 

• “at some stage I’d like to be able to answer your questions about the 
future and what it may look like … perhaps you can remind me at..” 

The When  

& Who 
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Talking about death with Roberta 

• On transfer I estimated prognosis ~12-18mo 
• Age & reduced gait speed 

• On PD 2 years; 2 admissions in past 4 months 

• Cardiac comorbidity 

• Talked about cardiorenal disease  
• Experience of PD – diet restrictions, time &organizatn 

• Symptoms – dyspnoea, vascular disease (esp cognitive issues) 

• Death & the Dying Process 

The When  

& Who 



Who? 
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AUDIENCE PARTICIPATION 

Who should start this 
conversation? 

 

1. The family doctor 

2. The social worker 

3. The nephrologist 

4. The nephrology nurses 

5. The patient 

6. The patients’ family 

Who should you have this 
conversation with? 

 

1. The family doctor 

2. The social worker 

3. The nephrologist 

4. The nephrology nurses 

5. The patient 

6. The patients’ family 

 
The When  

& Who 



Who? 

     …   well, You! 
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Phrases I used with Roberta (possibly!) 

“as we get to know each other, you may want us to sit down and talk 
about …. your future/what to expect” 

“right now I think I can help by....” 

“there will come a time in the future when..” 

“sometimes people gradually decline … and we see…” 

“what one thing do you think I can help with” 

The When  

& Who 



My personal system 
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Recognizing ‘Triggers’ 

• Recurrent admissions 

• Gradual physical decline 

• Family expectations remain unrealistic 
 

• “Like you I see the deterioration …. I’m hoping we can get you well 
enough to go home…. It bothers me to see (hear you say)….  not yet 
enter the dying process ..” 

The When  

& Who 
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33 

Where are the 
transition or trigger 

points on this 
trajectory ? 

The When  

& Who 



Objectives &  
Background 

The Why The When The What Conclusion 
The When  

& Who 



Objectives &  
Background 

The Why The When The What Conclusion 

Further progression – nearing EoL 

“I wanted to talk to you because I’m worried Roberta is declining a lot more than I 
had hoped” 

 

 

 

The When  

& Who 
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Further progression – nearing EoL 

I wanted to talk to you because I’m worried Roberta is entering the dying process” 

 

“I want to stay as positive as I can, and keep trying the IV’s to control how 
comfortable her breathing is but I’m concerned that ..” 

 

“Do you have any ideas of what would help her the most …” 

The When  

& Who 



The What? 



3 scenarios 

• 82 yo mother of 3 

• Independent at home, with 
iADL help for 

• Decides on CCRC pathway, 
until nausea and anorexia ++. 
Brother is visiting from 
overseas and she changes her 
mind. 

• Starts PD emergently 

Annie the Reluctant Andy the Rejector 

• 62 yo father of 4 

• Ambitious, successful, driven 
business man 

• Hodkins lymphoma; CAD 
with cardiac cirrhosis & ESRD 

• Aggressively wants 
everything done so he can 
get to work, and The Game 

• Starts PD after unburied 
catheter is exposed  

John the Prepared 

• 56 yo father of 2 

• Chronic illness since a MVA, 
multiple admissions & 
comorbidities incl end-stage 
heart. Not for transplant 

• Starts PD as an inpatient after 
being followed in MCKC clinics 
for 8 mo 



3 scenarios 

• 80+ 

 

• Age related 

 

 

• Had opted for CCRC until 
recently 

 

Annie the Reluctant Andy the Rejector 

• 60’s 

 

• Childhood, chronic 

 

 

• Successful despite 
longstanding ill-health  

John the Prepared 

• 50’s 

 

• Unexpected, traumatic 

 

 

• Followed in MCKC but lots 
going on; realistic 

Demog 

Aware 

Beliefs 



Dialysis started 
Level of 

functioning 

Death 

Usually 

months 

Diagnosis Time 
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As patients deteriorate 

• Explicit about dialysis 
continuing, start to modify it 

 

• Rejiggle medications, be explicit 
about those that 

• prevent future disease 
• modify current disease 
• modify the experience of disease 

 

• Explicitly relax diet 

• Explicitly start to transition care 

• Explicitly start to create 
communication pathways 

• Home toolkit 

The What 
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Recognizing End-of-Life (EoL) 

• “Gut feeling” 

 

• Increased drowsiness 

• Eating/drinking diminishes 

• Swallowing issues 

• Breathing patterns 

• Limb movements 

 

The What 



3 scenarios 

• Early as possible 

 

• Prognostication re function 

• Decides on palliative dialysis 
pathway 

• 9-10 months later incr. 
nausea, anorexia, fatigue 

• Unable to tolerate exchanges 
and stops 

Annie the Reluctant Andy the Rejector 

• Early as possible 

 

• Wife comes to meet at 6 
months to further discuss 
prognosis 

• Develops skin lesions, 
progress; with pain. 
Intensification of Rx leads to 
distress  

• Stops dialysis close to end of 
life  

John the Prepared 

• Early as possible 

 

• Prognostication re transplant  

• Does PD without 
complication. Finds diet 
restrictive =>palliative PD 
approach. Open discussions. 

• Breathing continues to 
worsen, hates the diet 
restriction. Decides to 
discontinue 
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Conclusion - 4 common principles 

• Offer a prognosis (and dialysis discontinuation)  

• Listen 

• Acknowledge the hardship(s) and change over time 

• Be honest 

The End 



In accepting death as inevitable, we don't label it as 

a good thing or a bad thing.  

 

As one of my teachers once said to me, “Death 

happens. It is just death, and how we meet it is up to 

us.”   

 

       Joan Halifax 


