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i) DukeNUS Background The Lancet Commissions I

www.thelancet.com Vol 391 April 7, 2018

Alleviating the access abyss in palliative care and pain relief— (@ ®)
an imperative of universal health coverage: the Lancet -
Commission report

Felicia Marie Knaul, Paul E Farmer*, Eric L Krakaver®, Liliana De Lima, Afsan Bhadelia, Xiaoxiao Jiang Kwete, Héctor Arreola-Ornelas,
Octavio Gémez-Dantés, Natalia M Rodriguez, George A O Alleyne, Stephen R Connor, David | Hunter, Diederik Lohman, Lukas Radbruch,
Maria del Rocio Sdenz Madrigal, Rifat Atunt, Kathleen M Foleyt, Julio Frenkt, Dean T Jamisont, M R Rajagopalt, on behalf of the Lancet
Commission on Palliative Care and Pain Relief Study Group?

« 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
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u" DukeNUS The Value of Death Mandate The Lancet Commissions I

wwwi thelancet.com Vol 399 February 26, 2022

Report of the Lancet Commission on the Value of Death: @x®
bringing death back into life

Libby Sallnow, Richard Smith, Sam H Ahmedzai, Afsan Bhadelia, Charlotte Chamberlain, Yali Cong, Brett Doble, Luckson Dullie, Robin Durie,
Eric A Finkelstein, Sam Guglani, Melanie Hodson, Bettina S Huseba, Allan Kellehear, Celia Kitzinger, Felicia Marie Knaul, Scott A Murray,
m.ﬂ]mus 0’Mahony, M R Rajagopal, Sarah Russell, Eriko Sase, Katherine E Sleeman, Sheldon Solomon, Ros Taylor,

Mpho Tutu van Furth, Katrina Wyatt, on behalf of the Lancet Commission on the Value of Death*

* 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

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

Whether the battle with death is beggaring us financially and spiritually

> W D

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
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LY /DukeNUS | 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



L}o|DukeNUS | Unmet Need: As Google Sees It
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« “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”

PATIENT PERSPECTIVE

emphasis on burden of
disease of the individual, from

These cases show examples of ooty o e
unmet medical need from rendng frestments
different stakeholder

perspectives

SOCIETAL
PERSPECTIVE

emphasis on (incremental)
improvements in diseases
with a high societal burden or
treatments that help prepare
for future pandemics

HEALTHCARE
SYSTEM PERSPECTIVE

emphasis on efficient resource allocation
and cost-effectiveness of treatments
that support and improve the overall
functioning of the system

« “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....

e But it does not!

 Recommendation: Avoid the term
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L) DukeNUS | 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!
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L}o|DukeNUS | 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
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47|bukeNUS | 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
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4.2/ DukeNUS | What do the following terms have in common?

* Overtreatment

« Marginally beneficial treatment
* Non-beneficial treatment
 Inappropriate treatment

« Medically futile treatment

« Like “unmet need”, they are difficult to define, especially ex ante
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U)o DukeNUS | 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



4.2/ DukeNUS | Qyertreatment (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

Supply
Equilibrium

Price ($)
—

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

O
*

Demand
(D)
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* 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 |V,
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



(T} -] DukeNUS We asked Advanced Cancer patients from our COMPASS
Medical Sehool Cohort Study in Singapore (n = 263) to Predict Age at Death
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Hope, bias and survival expectations of advanced cancer
patients: A cross-sectional study

Eric A. Finkelstein®?® | Drishti Baid® | Yin Bun Cheung?®® |
Maurice E. Schweitzer® | Chetna Malhotra?® | Kevin Volpp? |
Ravindran Kanesvaran® @ | Lai Heng Lee® | Rebecca Alexandra Dent® |

Matthew Ng Chau Hsien® | Mohamad Farid Bin Harunal Rashid® |
Nagavali Somasundaram®

Psycho-Oncology. 2021;1-9. wileyonlinelibrary.com/journal/pon i© 2021 John Wiley & Sons Lid. 1
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‘ Medical School | (S HAPE Study)

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 iliness is curable

* 4 month increase in expected survival

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



47\ DukeNUS | Quality of Care for Patients with Advanced lliness
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Table 1.1 Selected definitions of quality, 1980-2018 https://www.ncbi.nIm.nih.gov/books/NBK549277/table/Ch1-t0001/?report=objectonly

Donabedian (1980) In: “Explorations in quality assessment and ~ Quality of care is the kind of care which is expected to maximize an inclusive measure of patient welfare, after one has taken
monitoring. The definition of quality and approaches to its asse account of the balance of expected gains and losses that attend the process of care in all its parts. [More generally, g uality in this

ssment” work is “the ability to achieve desirable objectives using legitimate means .|

Institute of Medicine, IOM (1990) In: “Medicare: A Strategy for  Quality of care is the degree to which health services for individuals and populations increase the likelihood of desired health
Quality Assurance” outcomes and are consistent with current professional knowledge.

Council of Europe (1997) In: “The development and implementa  Quality of care is the degree to which the treatment dispensed increases the patient’s chances of achieving the desired results and
tion of quality improvement systems (QIS) in health care. diminishes the chances of undesirable results, having regard to the current state of knowledge.
Recommendation No. R (97) 17"

European Commission (2010) In: “Quality of Health care. policy [Good quality care is] health care that is effective, safe and responds to the needs and preference of patients. The Paper also notes
actions at EU level. Reflection paper for the European Council”  that “Other dimensions of quality of care, such as efficiency, access and equity, are seen as being part of a wider debate and are
being addressed in other fora.”

WHO (2018) In: “Handboo k for national quality policy and Quality health services across the world should be:

strategy”™
¢ Effective: providing evidence-based health care services to those who need them.

» Safe: avoiding harm to people for whom the care is intended.

* People-centred: providing care that responds to individual preferences, needs and values.

In order to realize the benefits of quality health care, health services must be timely [...], equitable [...], integrated [...], and
efficient [...]

» 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
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The Intelligence
Economist Unit

The 2015 Quality of Death Index
Ranking palliative care across the world

A report by The Economist Intelligence Unit

Commissioned by
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LY )DukeNUS | Measuring the Quality of End of Life Care

* The 2015 Quiality 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)
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LI\ DukeNUS | 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 ...



)DukeNUS | 2021 Quality of Death And Dying Index
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* 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

System Structure for Eol.OC

Fatient amd Caregiver Experience of Eal.C

Financing
and Financial
Protection

Resource
CGeneration
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Quality Indicators for Patients with Advanced lliness

B

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.
Table 1: Indicators

No.

Indicators of patients® EOL experience over last 6 weeks of life

1

Clear and timely information
Health care providers gave patients clear and timely information
so patient could make informed decisions

]

Treated kindly
Health care providers treated patients kindly and sympathetically

Spiritual needs
Health care providers supported patients” spiritual, religious,
and/or cultural needs

Contact with family
Health care providers allowed patients to contact their friends and
family

Asked enough questions
Health care providers asked enough questions to understand
patients’ needs

8 Cope emotionally
Health care providers gave patients support to help them cope
emotionally
9 Clean and safe space
The centre was clean, safe, and comfortable.
10 Care was well co-ordinated
Health care providers provided care that was well coordinated.
11 Non-medical concerns
Health care providers helped with patients’ non-medical concerns
12 Preferred place of death
Health care providers made sure that patients were cared for and
died at their place of choice.
13 Costs were not a barrier

Costs were not a barrier to getting appropriate care.

Quality of life extending treatments
Health care providers provided appropriate level & quality of life-
extending treatments

Managed pain and discomfort
Health care providers controlled pain and discomfort as well as
the patient wanted

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.
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LY/ DukeNUS | 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?

Provider Group Provider Group Provider Group
A B C

Experience over last 6 weeks of patient's life

Health care providers encouraged contact with patient's friends and
family

Health care providers provided appropriate level & quality of life-
extending treatments

The places where health care providers treated patients were clean,
safe and comfortable

Health care providers made sure that patients were cared for and died
at their place of choice

If these were the only options, which Provider Group (A, B or C) would
you choose based on these ratings?
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L)) DukeNUS | Preference Weights

¢ AttribUteS were not equa”y Valued by Class 1: Relative Attribute Importance (%)
caregivers
Managed pain and discomfort 11.476% I—’—<
« Managing pain was most important, Clean and safe space 3 5o —
followed by access to clean, safe, and rrested kinly EEEEE —
Comfortable faCIIItIeS' I Quality of life extending treatments 8.757% |—|—< I
* Providers’ support for spiritual needs Clear and timely information 5333% —
and non-medical concerns were of Asked enough questions 3 18%% —— 2. Relative
least importance. Cope emotionally 725% —— attribute
: . . —1—— importance = 9.75%
 Using the preference weights, we core ves el corerdnetes — D °
. Preferred place of death 6.161% »—’—|
created a total score ranging from 0 (1- ]
. Costs were not a barrier 6.151% »—’—1
star on every attribute) to 100 (5-stars) eresct __
« Higher the overall score, better the Spritual nesds T
end_of_llfe Care. Non-medical concerns 4.444% »—’—i
0.000% 2.000% 4.000% 6.000% B.000% 10.000% 12.000% 14 0%

Mote: 95% Confidence intervals are shown
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4.2\ DukeNUS | Expert Opinion: Ranking Countries

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

Please tell us how much you agree or disagree with each statement as it applies to patients in your country.

Health-care providers generally deliver clear and timely information so patients can
make informed decisions.

s Strongly Somewhat Neither agree Somewhat

disagree disagree nor disagree agree Strongly agree

When possible, health-care providers generally encourage patients' contact with
friends and family.

wES Strongly Somewhat Neither agree Somewhat

disagree disagree nor disagree agree Strongly agree

* 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.
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Expert level unweighted scores (1-5), n=181

S S 3 3
0 0
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€ 3 € 3 c 3 € 30
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Clear and timely information Contact with family Spiritual needs Treated kindly
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Clean and safe space Care was well co-ordinated Non-medical concerns Preferred place of death

4
2 8
5 & *Scores correspond to agreement scores
52 1 - Strongly Disagree
£ f3,‘8 2 - Disagree
3 <4 3 - Neither Agree nor Disagree

0 4 - Agree

1.2 3 4 5 5 - Strongly Agree

Costs were not a barrier
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« Scores ranged from a low of 33.3 to a high of 93.1

Distribution of Overall Scores (n=81) Distribution of grades using 10-point increments (grade)
12_ 24_
111 50
10 o5
@ 7 18
£ & 161
o 7 >
(@] 8 14
S 6 3
%) 5 8-12
= 10-
= 4
8_
3_
6_
2_
11 7
O T T T T 2_
0O 10 20 30 40 50 60 70 80 90 100 0-

Overall Scores
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Mean unweighted attribute scores

Mean unweighted scores by Income Group (n=81 countries)

5
1

4
1

3

2
1

1
1

O_
EPFP PPPD PP PP PPRP SPRP PP PP PP RD DR RD PP RD BPRD PPPD AP PP PPPD
*“\‘b\(\-b\(\v\(\ s\ & \<‘ \“ @ { \° \° $\ & @ @ *‘\6\06\(\ & *‘\b\cb\o ¢ \g\ & \“ \“ qs\'b@'b@‘\@ *‘\6\(\6\0 & *‘\6\0 b\(\ N $\ & \“ \“ $\ ' \° \° *“\b\(\ & \“
VIFE YIS YOS VIS PP VIS YOS YRS YIS YOS YIRS o YIS
¢ P o O
3 f§ fﬁ ﬁ f§ f§ § 3 fﬁ &ﬁ § ﬁ f§
pt_clean pt_contact pt_coord pt_cope pt_cost pt_kindly pt_fonmed pt_pain pt_place pt_quest pt_spirit pt_timely pt_tmt

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

« But do comparatively better in non-medical concerns and spiritual needs
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Rank Country

1 United Kingdom
21 Belarus

-]
=y
=Y

2 Ireland 22 ‘Canada

oo
=
L)

3 Taiwan 23 Singapore

=4 Australia 5T 3

=]
=
]

n

Korea, Rep. 75 Hunga

1]
=
2]
(=]
-]

=4 Costa Rica 26 Belgium l
909 _ﬂ
7 MNorth Macedonia 27 Botswana
B9.0

8 Panama 2B

2
oo
W
5
%

9 Hong Kol 29 Israel
88.4 - 736|
10 ithuania 30 lordan
78.5
11 Nnrwai 31 Uianda
12 New Zealand 32  Zimbabwe
87.7 . 782]
13 Switzerland 33 Ur#uai
87.6
14 Poland 34 Ghana -
87.0 -
15 Germa 35 Eiii, Arab REi.
EE.Q ;
36  Thailand
16 Sri Lanka = 75.6
§6.1 37 Denmark
17 Sweden 75.4
85.3 38 Philippines
13 Mongolia b
_ 39 Guatemala
19  France
826 40  Nigeria

I

20 Finland
41 Romania

(1]
£
~

72.1

« Where would this group have scored Singapore?
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Attendees’ scores

Indicators (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 35
Care is well coordinated across different health-care providers 3 2.6 3.4

» 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?
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Jorernal of Pain and Symfpiom Management |

Review Article

Identifying Core Domains to Assess the “Quality of

Death”™: A Scoping Review
Afsan Bhadelia, MS, PhD, Leslie E. Oldfield, !
Eric A. Finkelstein, PhID

Department of Clobal Health and Population (A8 ), M
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Original Article

What 1s a Good Death? A Choice Exp{:rimcnt on Care
Indicators for Patients at End of Life

Juan Marcos Gonzalez Sepulveda, PhD, Drishti Baid, BSoc! 120 000 00w 2021 Journal of Pain and Symptom Management

1

Depeartment of Popadation Health Scences (JMGS., FRL), Duke Univ
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eva I u ate q u a I Ity at m u Itl p I e I eve I S USA; Department of Palliative Medicine, National Cancer Cenire Stngapore (C.0. ), Singapore; Sol Price School of Public Policy, University of

Southern Califormia (DB}, Los Angeles, California, USA; Lien Centre for Palliative Care, Duke-NUS Medical School (RS ), Stngapore;
Institute Rotary Cancer Hospital, Al fndia Institute of Medical Soences (8.8, ), New Dethi, India; Worldwide Hospace Palliatioe Care Alliance
(8., London, UK.
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« 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
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Thank You

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

SingHealth DukeNUS

ACADEMIC MEDICAL CENTRE



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

	Musings on the “Value of Death”
	Background 
	The Value of Death Mandate
	Value of Death: Problems with consensus
	Unmet Need: As Google Sees It	
	High EOL Costs
	Addressing High EoL Costs
	High EOL Costs (cont.)
	Slide Number 9
	Futility of defining overtreatment
	Overtreatment (Cont.)  
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Hope and Bias Among Advanced Cancer Patients (SHAPE Study)
	Rational individuals only exist in econ textbooks!
	Quality of Care for Patients with Advanced Illness
	Efforts to Measure Quality at ‘Death’
	Measuring the Quality of End of Life Care
	Measuring the Quality of End of Life Care (2)
	2021 Quality of Death And Dying Index
	Quality Indicators for Patients with Advanced Illness
	QODDI (Cont.)
	Preference Weights 
	Results by Country
	Expert Opinion: Ranking Countries
	Results
	Results (continued)
	Results by Income (of the Country)
	Aim 3, Results (cont.)
	Early Feedback from Attendees
	Quality of Death and Dying Index
	Concluding Comments	
	Thank You

