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Increasing prevalence of “old old” on 
RRT

UK Renal Registry

RRT prevalence by age (per 
million age related 
population)

75-84 yrs >85 yrs
2009 5463 1030
2014 6647 1507

↑ 22% 46%
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Data source: Special analyses, USRDS ESRD Database. Data 
presented only for countries from which relevant information was 
available. The prevalence is unadjusted and reflects prevalence at 
the end of 2013. ^United Kingdom: England, Wales, Northern Ireland 
(Scotland data reported separately). Japan and Taiwan include 
dialysis patients only. Data for Spain include 18 of 19 regions. Data 
for France include 22 regions. Abbreviations: ESRD, end-stage renal 
disease; sp., speaking.

Prevalence of treated ESRD, per 
million population, by age group 

and country, 2013

Vol 2, ESRD, Ch 13 3

(a)≥ 75 years old

USRDS 2015 – International Comparisons

Finland

United Kingdom

Australia

1389

1785

2334

France 3162

5442United States

Belgium 4443
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Technological society has forgotten what 
scholars call the “dying role” and its importance 
to people as life approaches the end.  People 
want to share memories, pass on wisdoms and 
keepsakes, settle relationships, establish their 
legacies, make peace with God….This role is, 
observers argue, among life’s most important, 
for both the dying and those left behind

Atul Gawande: Being Mortal, 2014BGS SPRIN
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Rembrandt: Jacob blessing the sons of Joseph 
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Ethical dilemmas

• Sanctity of life
– Modern medicine can result in unnatural extension or lingering death

• Autonomy and decision-making
– Adult patients can decide not to have treatment even where decision 

results in harm or death

• Determining best interests in patients lacking capacity
• Withholding or withdrawal of treatment
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Ethical dilemmas

• Determining ceiling of care
– Resuscitation status
– Artificial hydration and nutrition

• Non-discrimination
• Conscientious objection
• Conflict with patient and/or family

– Futile treatment
– Culture and religion
– Health care resourcesBGS SPRIN
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Case 1 - Tom

• Tom – age 67; diabetes; vascular dementia; started peritoneal 
dialysis April 2016

• Lives with Fred; has sister – she phones every week
• June 16 – long discussion with Fred present.  Aware of 

dementia. Wants to stop dialysis if no longer recognising
people; does not want resuscitation.  Has capacity

• Does not tolerate APD (cycling machine at night) as wanders; 
tried during day; then changed to CAPD – 3 exchanges x 5 days

• Dec 16 – Fred has MI; changed to assisted CAPD – 2 exchangesBGS SPRIN
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Case 1 - Tom
• March 17. Fred had another MI and says he cannot have Tom 

home.  Failed to find respite care
• April 17. Crisis - Tom gets up while exchange being done; 

disconnects catheter. Admitted to MfE ward. Not possible to 
do dialysis there. Now confused, inappropriate defaecation 
and urination. 
– Residual renal function 6ml/min – potential life expectancy several 

months or longer without dialysis
– Geriatric and capacity assessments.  Does not have capacity for 

dialysis or placement decisionsBGS SPRIN
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Case 1 - Tom
• Sister agrees with decision not to continue dialysis as repeat 

catheter disconnection could cause peritonitis (severe 
abdominal pain) and that we should focus on supportive care 
for progressive dementia

• Fred objects – says we are ‘killing’ him, does not accept he is 
demented or capacity assessment
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Ethical questions posed by Tom’s story

• Enabling individual autonomy and ceilings of care
• Resolving conflict with close persons
• How to achieve what is ‘best’ for individuals without capacity 

and avoiding harm
• Justice: limited resources – time, finance and healthcare
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Knowledge or Wisdom
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Issues to be covered in talk

• Dialysis withdrawal
• Predicting mortality
• Advance care planning
• Cultural awareness
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Dialysis withdrawal

• What happens when stopping dialysis?
• When?
• How common?
• Is it ethical?
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Stopping dialysis – what happens?

• Survival determined by 
– haemodynamic status
– comorbidity disease progression
– residual renal function

• Median survival of 7 days if anuric and haemodynamically
stable

• Survival can be months (or longer) if GFR >5 ml/min 
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Patient story (1)

• 89 year old woman; she and 90 year old husband live 
independently. She is not keen on dialysis of any sort, but 
owing to family pressures, she starts on CAPD

• Within 2 weeks has fluid leak, migrated non-functioning 
catheter and rectal prolapse

• Says that if she knew life would have been like this, would not 
have started any dialysis

• Stopped dialysis, catheter removed and returned to referring 
predialysis clinic
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Patient story (2)

• 3 years later….
– Still alive age 92, no dialysis
– Still living with husband age 93, fully independent and no social 

support
– Creatinine remains in 500s
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UK Renal Association guideline: planning, 
initiating & withdrawal of RRT 

6.3 Patients deteriorating despite dialysis: Patients struggling to cope as result 
of progressive deterioration of underlying, irreversible clinical problems, or 
sudden onset of catastrophic clinical event, e.g. stroke, should be recognized as 
being in need of EOL care (1C)
6.5 Advance Care Planning: Patients with recognised need for EOL care, 
including those deteriorating despite dialysis, should be offered opportunity to 
create an Advance Care Plan (1C)
6.6 Dialysis Withdrawal: Any decision to discontinue HD should be made 
within context of ongoing EOL care planning. It should be made jointly by 
patient and nephrologist in full consultation with relatives and carers, family 
practitioner and members of caring team.  Assessment of competence should 
be carried out; depression may need to be formally excluded (1C)

Ren Ass website: published 1.2.14
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Frequency of dialysis withdrawal: Scottish 
Renal Registry

• Dialysis withdrawal as primary cause or contributor to death 
accounted for 36.2% deaths

• Significant variation in proportion of deaths attributed to 
dialysis withdrawal described between renal units: 3.3-55.8% 
of all deaths/unit (P <0.001)

• % deaths attributed to dialysis withdrawal per annum did not 
change over 7-year period

Findley MD et al. NDT 2016
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Factors associated with dialysis 
withdrawal (multivariable regression)

• Older age  
• Female sex  
• Prior history cerebrovascular disease  
• COPD  
• Not associated: late referral, duration of RRT, diabetes, socio-

economic deprivation, rurality

Findley MD et al. NDT 2016
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Themes described by clinician free-text 
comments for death from dialysis withdrawal 

Findley MD et al. NDT 2016
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Scottish Renal Registry: dialysis withdrawal -
CONCLUSIONS

• Withdrawal from dialysis is frequent, influencing more than 
1/3 of deaths

• Associated with older age, female sex, cerebrovascular 
disease and COPD

• Clinician comments confirm patient influence on decision-
making

• Timing withdrawal of dialysis requires regular careful open 
discussion with patients and families when factors frequently 
associated with withdrawal occur

Findley MD et al. NDT 2016
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Dialysis withdrawal

• What happens when stopping dialysis?
• When?
• How common?
• Is it ethical?
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KDIGO: Withdrawal of dialysis recommendations
• Withdrawal from dialysis is ethically and clinically 

acceptable after process of shared decision making
• It is incumbent upon all providers caring for patient 

contemplating stopping dialysis to address potentially 
remedial factors contributing to the decision such as 
depression or other symptoms such as pain as well as 
potentially reversible social factors
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KDIGO: Situations in which it is appropriate to 
withdraw dialysis

• Patients with decision-making capacity, who being fully informed and 
making voluntary choices, refuse dialysis or request that dialysis be 
discontinued

• Patients who no longer possess decision-making capacity 
– who have previously indicated refusal of dialysis 
– whose legal agents/surrogates request that it be discontinued

• Patients with irreversible, profound neurological impairment such that 
they lack signs of thought, sensation, purposeful behaviour and 
awareness of self and environment
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KDIGO: Situations in which it is appropriate to 
withdraw dialysis

• Patients with decision-making capacity, who being fully informed and 
making voluntary choices, refuse dialysis or request that dialysis be 
discontinued

• Patients who no longer possess decision-making capacity 
– who have previously indicated refusal of dialysis 
– whose legal agents/surrogates request that it be discontinued

• Patients with irreversible, profound neurological impairment such that 
they lack signs of thought, sensation, purposeful behaviour and 
awareness of self and environment

Ensuring access to appropriate 

supportive and/or hospice care is an 

integral part of care following 

decision to withdraw dialysis
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Issues to be covered in talk

• Dialysis withdrawal
• Predicting mortality
• Advance care planning
• Cultural awareness
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Cranach: Fountain of Youth
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http://aro-score.askimed.com
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Issues to be covered in talk

• Dialysis withdrawal
• Predicting mortality
• Advance care planning
• Cultural awareness
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ACP: Enabling quality of life at end of life

• Communication with patient and family about prognosis and realistic 
impact of treatment

• Treatment of symptoms including pain
• Allow time to answer questions
• Plan ahead to enable patient to achieve goals, acceptable ceilings of 

care and place of care
• Cultural sensitivity so discussions can be attuned to needs of patient 

and family
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ACP: Supporting patient to improve experience

• Treatment of symptoms, including pain
• Involvement in decisions 

• Dialysis or not
• Which type of dialysis
• Continue dialysis or not
• Other invasive Rx, e.g., CABG – or not

• Enable achievement of goals, e.g. travel, grandchild’s wedding
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Shared-decision making
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Issues to be covered in talk

• Dialysis withdrawal
• Predicting mortality
• Advance care planning
• Cultural awareness
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Cultural aspects that influence the provider-
patient interaction

Brown EA et al, CJASN 2016
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Dialysis withdrawal more common in countries 
perceived to have permissive attitude to stopping life 

sustaining treatment

van Biesen W et al; NDT 2015 
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Decision-making: cultural differences and the 
medical system

• Balance of autonomy and beneficence:
• UK/USA: 

• emphasis on AUTONOMY
• Europe/Asia: 

• emphasis on BENEFICENCE 

• Primary locus of decision-making:
• UK/Western Europe/USA: 

• more often the patient
• Asia/Southern Europe and other cultures:

• more often the familyBGS SPRIN
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Truth telling

• Informed consent major tenet in UK/USA health care, but truth telling 
re diagnosis/prognosis, like cancer, not norm in some cultures:

• Italy, France, Eastern Europe, Asia, Central and South America, and Middle 
East, HCPs and patients - withholding medical information more humane, 
ethical (Kagawa Singer 2001) 

• USA  - in the early 1970s, physicians commonly withheld diagnosis of 
cancer (Oken 1971) 
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Filial responsibility

• Expectation that children will care for parents 
without question in gratitude for parent's caring and 
sacrifices

• Hospice may dishonour parents - send message to 
family as well as to the community that family unable 
to provide adequate care
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Canadian data: HR (95% CI) for race as variable 
associated with dialysis withdrawal

Race All patients Age < 75 
years

Age > 75 years

White 
(reference)

1.00 1.00 1.00

Black 0.31 (0.22-
0.44)

0.29 (0.19-
0.43)

0.37 (0.24-
0.56)

Asian 0.38 (0.28-
0.51)

0.42 (0.29-
0.59)

0.36 (0.25-
0.51)

Native 
Canadian

0.76 (0.59-
0.99

0.87 (0.63-
1.20)

0.58 (0.35-
0.97)

Ellwood, CJASN 2013
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Some useful questions/statements I use in 
annual review discussion

• How is your health now compared to a few months ago?
• It is always hard to predict the future, but it would not be a 

surprise if some major acute event occurred or your health 
deteriorated significantly in the next few months (or other 
applicable timescale).  We should therefore discuss what your 
wishes would be should this occur….

• Different people make decisions in different ways.  Do you 
make decisions on your own, do you involve your family, or 
does someone from your family make important decisions for 
you?
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Some useful questions/statements I use in 
annual review discussion

• Have you ever thought how much treatment you would 
want if you are very ill and unable to communicate to 
make your own decisions, and unlikely to leave hospital 
and be independent?

• Some people decide to stop dialysis when their health has 
deteriorated and they feel that dialysis has become a 
burden and is no longer of benefit.  We don’t need to 
mention that any further now, but it is something you may 
want to discuss later
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Patient story – SG 
• 76 year old Asian man on PD for 3 years
• Background: diabetes, ischaemic heart disease, recurrent 

chest infections and COPD
• Lives with daughter; now needs assistance with PD
• Independent with ADLs, but slower walking and occasional 

falls; does not go out on own
• Yearly conversations about prognosis; has decided that he 

does not want “heroic” management or “lingering death”. 
Does not want resuscitationBGS SPRIN
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Patient story – SG

• Admitted with pulmonary oedema secondary to ACS
• Transferred to ITU where he is about to be intubated
• Daughter very anxious about lack of control of events
• Notes from last planning meeting taken to ITU
• Not intubated and sent back to ward next day
• Plan made for CABG; ACP notes highlighted with team
• PCI and stenting: 2 episodes of pulmonary oedema
• Patient decides to stop dialysisBGS SPRIN
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The problem with medicine and the institutions it has 
spawned for the care of the sick and the old is not that they 
have had an incorrect view of what makes life significant. The 
problem is that they have had almost no view at all.  
Medicine’s focus is narrow.  Medical professionals 
concentrate on repair of health, not sustenance of the 
soul…..For more than half a century, we have treated the 
trials of sickness, aging and mortality as medical 
concerns…That experiment has failed

Atul Gawande: Being Mortal (2014)  BGS SPRIN
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Edward Munch: Between the Clock and the Bed 1940-42
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