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Background 

• Quantified ‘Serious Health Suffering (SHS)’ worldwide and proposed an essential medicines package for 
palliative care

• International collective action is necessary to ensure that all people, including poor people, have access to 
palliative care and pain relief for life-threatening and life-limiting health conditions and end-of-life care



The Value of Death Mandate

• Richard Smith: The Lancet Commission on the Value of Death will have a global focus and 
concentrate on four issues: 

1. The medicalisation and possible demedicalisation of death 

2. How people die and think of death in different countries and cultures 

3. Whether the battle with death is beggaring us financially and spiritually 

4. The utility of attempts to tame death, including advance decisions, assisted suicide, 
palliative care, the concept of a good death, and the pursuit of immortality



Value of Death: Problems with consensus

• Some problems the Commission aimed to address
• Unmet need
• High EOL costs
• Overtreatment
• Low quality care

• There was general agreement that many people die badly both in high- and low income 
countries.

• But beyond trying to reduce SHS, there was little agreement (at least by me) on what ‘problem’ 
the Commission was meant to address

• Terminology and lack of data confounded the task



Unmet Need: As Google Sees It

• “Addressing unmet need is written in our DNA”

• “Defining and quantifying unmet medical need is challenging” 

• “Every patient’s perspective is shaped by their experience of living with disease and each 
constituency’s view of unmet need is formed by their own professional expertise and opinion”

• “The concept of unmet medical need is meant to help the research and healthcare communities 
distinguish more pressing patient and societal health needs from the myriad of other health needs…. “

• But it does not!

• Recommendation: Avoid the term



High EOL Costs

• A study from Denmark showed that the roughly 1% of people who died in a year were responsible 
for 10% of annual costs 

• So what?
• Healthcare costs accrue when people are sick! 
• We know that.
• High costs may or may not be a sign of a problem

• Example:
• Person A spent $100K in the last year of life (Maybe she died getting a risky 

surgery)
• Sounds like a lot of $

• What if 100 others also spent the same $100K and completely recovered?
• That seems like a pretty good deal! 



Addressing High EoL Costs

• The point
• Looking at end of life costs is fundamentally flawed
• We only know it was end of life after death

• Recommendation: Performance indicators related to costs should have the 
same lens as the treating clinican



High EOL Costs (cont.)

• Why do we care about high costs anyway?

• If individuals or families want to bankrupt themselves to try to extend their lives who are we to say they 
should not? 

• But what if it’s our money? 
• Don’t offer ‘a free lunch’ if you are not prepared to foot the bill
• There is an easy solution to address high public sector costs

• Medishield used to have age caps for this very reason
• Another solution is to restrict the ‘menu’ to what you see as good value for money 

• Recommendation: Greater application of cost effectiveness analysis to limit access to what society 
sees as low value treatments, recognizing this is not a one size fits all approach



• Overtreatment
• Marginally beneficial treatment 
• Non-beneficial treatment
• Inappropriate treatment
• Medically futile treatment

• Like “unmet need”, they are difficult to define, especially ex ante 

What do the following terms have in common? 



Futility of defining overtreatment

Any effort to define overtreatment ex post is fundamentally flawed
• The definition should not be outcome dependent
• Example: Chemotherapy in the last month of life 

• At the time of treatment, we don’t know if it’s the last month of life 

• Recommendation: Definitions of these terms and corresponding performance 
indicators should have the same lens as the treating clinician

• No doubt overtreatment exists, but that is largely by design



Overtreatment (Cont.)

• Health insurance and government subsidies lower out of pocket costs and thus increase 
demand for medical care

• Gov. subsidies and private insurance are the largest causes of ‘overtreatment’

• But also offer substantial benefits in terms of health equity and reducing financial uncertainty
• Can’t have one without the other

• If gov. wants to reduce overtreatment, cut the subsidies
• Reality is public sector funding is getting more generous
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Recommendation: In addition to limiting coverage/reimbursement 
to high value treatments, greater use of ‘rationing’ so that 
subsidized treatments go to those who benefit most

• Not everyone is a great candidate for dialysis, for example
• But this won’t solve the problem



• Question 1:  How long do you think someone diagnosed with Advanced, Stage 
IV, metastatic cancer is likely to live?

• Question 2: How long do you think people diagnosed with Advanced, Stage IV, 
metastatic cancer believe they are likely to live?

Why the disconnect?

• Hope!
• Hope causes a series of biases that lead to over-estimating the benefits of 

treatment and likely greater utilization and costs

Two Questions



• 94% overestimated their 
survival 

• Mean over-estimation was 
6.7 years

• This finding is pervasive 
among advanced illness 
patients

20
30

40
50

60
70

80
90

10
0

Ex
pe

ct
ed

 a
ge

 a
t d

ea
th

20 30 40 50 60 70 80 90 100
Actual age at death

p    g    ( )

We asked Advanced Cancer patients from our COMPASS 
Cohort Study in Singapore (n = 263) to Predict Age at Death





• 40% stated a belief that they would be cured with treatment

• 50% believed survival would be better than average, 46% said average, and only 4% said 
worse  

• Each 1-point increase in the Herth Hope Index was associated with a:
• 6% increase in the odds of believing their illness is curable 
• 4 month increase in expected survival

• More hopeful patients were also more likely to state that they are very well-informed

Hope and Bias Among Advanced Cancer Patients 
(SHAPE Study)



Rational individuals only exist in econ textbooks!

Recommendation: Do not assume patients (or their families) are making choices 
based on the information provided 

• They are often recoding the information to suit their objective
• This suggests that restricting choice may make patients better off 
• You remove a choice that they (or their families) would ultimately come to regret

But how do we know if we are doing right by our patients? 

• This requires some assessment of the quality of care delivered



Quality of Care for Patients with Advanced Illness

• Clearly quality is multidimensional but also not so easy to define
• And more so for patients with life limiting illnesses where preferences, “needs” and 

values change with illness trajectory

https://www.ncbi.nlm.nih.gov/books/NBK549277/table/Ch1-t0001/?report=objectonly



Efforts to Measure Quality at ‘Death’



Measuring the Quality of End of Life Care

• The 2015 Quality of Death Index (QODI) evaluated quality using 20 quantitative and 

qualitative indicators across five categories using the following weights:

• Palliative and healthcare environment (20% weighting; 4 indicators) 

• Human resources (20% weighting; 5 indicators) 

• Affordability of care (20% weighting; 3 indicators) 

• Quality of Care (30% weighting; 6 indicators)

• Community engagement (10%; 2 indicators)  



Measuring the Quality of End of Life Care (2)

• Strengths

• Considers multiple dimensions

• Data driven (also a weakness)

• Limitations

• Assumes that if these indicators are met then the EOL experience is better

• But not all indicators are outcome indicators and some may be weakly correlated with 

outcomes that matter

• Weights arbitrarily assigned by ‘experts’ 

• We were asked by Lien Foundation to update the index

• We took a different tact …  



2021 Quality of Death And Dying Index

• A scoping review identified 7 domains and 33 sub-domains which capture key aspects of ‘quality of death and
dying’.

• Of the identified domains, 2 relate to patient and caregiver experience and 5 relate to the system structure to provide
EoLC.

• The instrument we developed focused on the domains of quality of care, quality of communication and
financing/financial protection with the idea that the remaining domains are inputs to these outcomes

Overview of domains identified through scoping review



Quality Indicators for Patients with Advanced Illness

• Each indicator could take values from strongly 
disagree to strongly agree (5 levels).

• This version is a general version for ‘experts’ but we 
also developed patient and caregiver versions.

Based on the scoping review, input from an Advisory Board, cognitive interviews, and pilot testing, we created 13 
indicators to capture quality of care delivery across the 3 core domains. 



QODDI (Cont.)

• Using the identified attributes, we fielded a discrete-choice experiment (DCE) to a web-panel of 
1250 caregivers of EOL patients in each of 5 countries to generate relative preference weights for 
each attribute

Which healthcare provider would you choose to care for a loved one?



Preference Weights 

• Attributes were not equally valued by 
caregivers

• Managing pain was most important, 
followed by access to clean, safe, and 
comfortable facilities.

• Providers’ support for spiritual needs 
and non-medical concerns were of 
least importance. 

• Using the preference weights, we 
created a total score ranging from 0 (1-
star on every attribute) to 100 (5-stars)

• Higher the overall score, better the 
end-of-life care.

e.g. Relative 
attribute 

importance = 9.75%



Results by Country



Experts around the world were invited to take the survey to rate their country. 

Expert Opinion: Ranking Countries

• 181 experts representing 81 countries provided responses. 

• Countries were ranked and graded (A to F based on ten-point decrements) based on the total score.



Results



• Scores ranged from a low of 33.3 to a high of 93.1

Results (continued)



• Low income countries suffer from high EOL costs (no UHC)

• But do comparatively better in non-medical concerns and spiritual needs

Results by Income (of the Country)



• Where would this group have scored Singapore? 

Aim 3, Results (cont.)



• Overall score: 75 (95% CI: 71 – 79)

• Lower than KOL overall score of 81

• More important is whether it suggests areas for improvement 
• Does it? 

Early Feedback from Attendees

Indicators Attendees’ scores 
(n=43)* 95% Confidence interval

Clean, safe, and comfortable places 4.6 4.4 4.8
Treat patients kindly and sympathetically 4.1 3.9 4.3
Provide appropriate levels and quality of life extending treatments 3.9 3.6 4.2
Control pain and discomfort to patients' desired levels 3.8 3.5 4.1
Encourage patients' contact with friends and family 3.8 3.5 4.1
Support patients' spiritual, religious, and cultural needs 3.6 3.2 3.9
Ask enough questions to understand patient needs 3.4 3 3.8
Clear and timely information 3.4 3.1 3.7
Be cared for and die at their place of choice 3.3 3 3.7
Costs generally are not a barrier 3.1 2.7 3.6
Help patients cope emotionally 3.1 2.7 3.5
Help with patients' non-medical concerns 3.1 2.7 3.5
Care  is well coordinated across different health-care providers 3 2.6 3.4



Quality of Death and Dying IndexQuality of Death and Dying Research Outputs

• More importantly, efforts are underway to 
convert our approach to a PRO tool to 
evaluate quality at multiple levels



Concluding Comments

• EOL experience for many is bad (even here)

• All governments would like to spend less money on EOL care

• Efforts to measure quality at EOL have been ad hoc and use metrics that, at best, are 
only loosely related to what matters most to patients and families at EOL

Summary of recommendations

• Apply cost-effectiveness thresholds and other rationing mechanisms as a means to 

define and limit “overtreatment”

• Identify (ex ante) quality metrics based on what patients truly value (or adopt ours)

• Link reimbursement to these metrics (this is Accountable Care)

• Don’t assume patients or their families know what’s best

• Hope clouds judgement so some paternalism is ok 



Thank You
To learn more about QODDI and LCPC, please visit our website: www.duke-nus.edu.sg/lcpc

http://www.duke-nus.edu.sg/lcpc
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