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LY DukeNUS | Even in Death

| @ By Jenny Anderson
—— Senior reporter, Editor of How to be Human
Published October 6, 2015 * This article is more than 2 years old.
The 2015 Quality of Death Index 4

Ranking palliative care across the weeld

Britain may not be the best place to live, but it is the best place to die.

7 Netherlands

8 German
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YOU ARE AT: English News » India » Quality Of Death Index: UK tops, India 67th, above China

Quality Of Death Index: UK tops, India 67th, above China

India has been ranked 67th of 80 countries on the 2015 Quality of Death Index, lower than South Africa (34), Brazil (42), Russia (48),
Indonesia (53) and Sri Lanka (65) but above China (71). Rankings matter...

India TV News Desk No matter how flawed they may be!
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L) DukeNUS | Background: Prior Efforts to Quantify the Quality of ‘Death’

e Two prior efforts (2015 and 2010) ranked countries largelyusing a Donabedian approach that
focused on inputs, not outputs (i.e., a production function).

« The 2015 Quality of Death Index (QODI) evaluated 80 countries 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)

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

« Limitations
« Weights arbitrarily assigned by ‘experts’
 Indicators may be only weakly correlated with outcomes that matter (e.g., community engagement)
* Only as good as the data that is available
« Among others

« We aimed to do better
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L}/ DukeNUS | QODDI, Overview

« Our approach for QODDI 2021

« Aim 1: Identify core domains/sub-domains of EOL care important to patients and

families based on a literature review

« Aim 2: Quantify relative importance (i.e., preference weights) for key indicators (and
levels within indicators) for these domains/sub-domains using a discrete choice

experiment (DCE)

« Aim 3: Derive preference-weighted country-level rankings by fielding the indicators

survey to knowledgeable individuals in as many countries as possible



Aim 1: “Ildentifying the core domains and sub-domains to assess the ‘quality
of death’: A scoping review”

Authors: Afsan Bhadelia, Leslie E. Oldfield, Jennifer L. Cruz, Ratna Singh,
Eric A. Finkelstein
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L) DukeNUS | Aim 1: Scoping Review, Methods

The scoping review identified the core domains and subdomains that can be used to evaluate the
performance of end-of-life care within and across heath systems.

Search strategy: PubMed/MEDLINE (NCBI), PsycINFO (ProQuest), and CINHAL databases were
searched for peer-reviewed journal articles published prior to February,2020.

Screening criteria: A priori eligibility criteria was established. Only studies focussed on palliative care
with explicit reference to the EOL period were included.

Overview of search results : Of the 2728 results, 309 eligible articles were included.
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LY )DukeNUS | Aim 1: Scoping Review, Results

» The scoping review identified 7 domains and 33 sub-domains which capture key aspects of ‘quality of death’.

« 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 and these are outcomes

Overview of domains identified through scoping review

System Structure for Eol.O
Fatient amd Caregiver Experience of Eal.C

Financing

and Financial ! -
Protection Ceneration
OQuality of Quality of

Communication Care




Aim 2: What contributes to a good death? A choice experiment on care indicators
for patients at end of life.

Authors: Juan Marcos Gonzalez Sepulveda, Drishti Baid, F. Reed
Johnson, Eric Finkelstein
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Based on the scoping review, input from an Advisory Board, cognitive interviews, and pilot testing, we created 13

B
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Quality of Death and Dying Indicators

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 3 Cope emotionally
Health care providers gave patients support to help them cope
1 Clear and timely information emotionally
Health care providers gave patients clear and timely information _
so patient could make informed decisions 9 Clean and safe space
The centre was clean, safe, and comfortable.
2 Treated kindly 10  Care was well co-ordinated
Health care providers treated patients kindly and sympathetically Health care providers provided care that was well coordinated.
3 Spiritual needs 11  Non-medical concerns
Health care providers supported patients’ spiritual, religious, Health care providers helped with patients’ non-medical concerns
and/or cultural needs 12 Preferred place of death
4 Contact with family I—I_ealth care providers ma_de sure that patients were cared for and
Health care providers allowed patients to contact their friends and died at their place of choice.
family 13 Costs were not a barrier
5 Asked enough questions Costs were not a barrier to getting appropriate care.

Health care providers asked enough questions to understand
patients’ needs

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

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

. . i
7 Managed pain and discomfort Anythmg ObVIOUS|y MISSINg -

Health care providers controlled pain and discomfort as well as
the patient wanted
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L) DukeNUS | Aim 2, Overview

o Using the identified attributes, we created a discrete-choice experiment (DCE) to measure the
relative importance of each attribute.

o Whatis a DCE?

« A quantitative method increasingly used in healthcare to elicit preferences and tradeoffs for
‘products’ with multiple attributes (such as efficacy, safety, and cost)

« Participants are typically presented with a series of hypothetical scenarios containing different
levels of the attributes

« If enough questions are asked we can quantify the relative importance of each attribute
compared to the others and the value of moving from lower to higher levels within attributes

o Why use a DCE for this effort?

« Allows for generating weights for each level of each of our 13 indicators to create an overall
score that is preference-based

« Can be administered fairly quickly and cheaply using existing web panels
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Sampling Frame: We used caregivers as a proxy for patients (must have died within past two
years)

How bad is that?
We asked participants to rate patients’ experience in the last 6 weeks of life

In each of the DCE choice questions, respondents were asked to consider three hypothetical
healthcare provider groups that were rated by other caregivers on each of the attributes using a 5-

star rating system, from strongly disagree to strongly agree
» Asked which provider group they would choose among the 3

To limit cognitive burden, respondents evaluated only 4 attributes at a time and only 3 levels (1, 3, or
5 stars) in each of 6 DCE questions but which 4 varied across respondents

Prior to fielding the DCE we provided respondents with an explanation of each attribute. Example:
Health care providers controlled her pain and discomfort to her desired levels.

Health care providers use medicines and other methods to help people deal with
pain and other discomfort. Some of these can limit patients' ability to stay alert
and to talk with people around them. Consider whether your grandmother wanted
., more or less treatment for her pain and other physical symptoms.
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L DukeNUS | Aim 2, Example DCE Question 1

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

Experience over last 6 weeks of patient's life P""V'de: el ProwdeBr Group PFOV'ng Group

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 LE | DukeNUS | Aim 2, Example 2

How about for this one?

Experience over last 6 weeks of patient's life ProwdeDr Group ProwdeEr Group ProwdeFr Group

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

Health care providers mostly treated patients kindly and
sympathetically

Health care providers controlled patient's pain and discomfort to
patient's desired levels

Health care providers helped with patients’ non-medical concerns

If these were the only options, which Provider Group (D, E or F)
would you choose based on these ratings?

Continue »
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L1/ DukeNUS | Aim 2, DCE Example 3

One more

Experience over last 6 weeks of patient' life Prowdt(e;r Group Pr°‘”d‘: Group PTOV'dEIF Group

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

Health care providers helped with patients' non-medical concerns

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

Costs were not a barrier to getting appropriate care

If these were the only options, which Provider Group (G, H or I)
would you choose based on these ratings?

Continue »
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L L1/ DukeNUS | Aim 2, Methods (continued)

Data analysis

« Survey and DCE design were created according to best practices

« After pilot testing, we fielded the online DCE survey to a web-panel of 1,250 caregivers of a
deceased (2 years or less) family member or close friend.

« 250 responses in each of 5 countries: India, Singapore, Kenya, UK and USA.

« Latent-class analysis was used to evaluate preference heterogeneity and determine preference
weights for each attribute-level.

« Latent class allows for identifying subgroups with different preferences but is also very good to
identify those who do not take the exercise seriously (or who don'’t get it)
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L) DukeNUS | Aim 2, Results

A 2-class latent class model was chosen as the best fit.

« Class 1 (= 65% of sample) preference weights were logically ordered and highly significant

« Class 2 estimates were generally disordered with high variance, suggesting respondents either
did not pay attention or did not understand the task.

« Those predicted to be in Class 2 were also more likely to fail internal validity tests

« Estimates from Class 1 were used to estimate:
« Relative importance for each indicator
» Preference weighted scores for every possible attribute-level combination
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Class 1 (65%0)
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Class 1 (65%)
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* Attributes were not equa”y Class 1: Relative Attribute Importance (%)
valued by caregivers
Managed pain and discomfort 11.476% I—|—|
PrOVIder'.S ablllty to ContrOI Clean and safe space 9.998% |—|—|
patients’ pain was most
important, followed access to rreated dndly i —
clean, safe, and comfortable | Qualiy of fe extending reatments _____ emsm I
faCIIItIeS Clear and timely information 9.333% I—|—|
* Providers’ support for spiritual Asked enough questions 8.18%% —3— e.g. Relative
needs and for non-medlcal Cope emotionally 7.239% |—|—| attribute
Concerns were Of IeaSt Care was well co-ordinated T.023% I—|—| importance T
Importance. 9.75%
Preferred place of death 6.161% |—|—|
Valued at IeSS than half the Costs were not a barrier 6.151% I—|—|
value of managing pain and
having clean and safe spaces Contact with family 5.458% —t—
for care de|ivery spiritual needs 4.938% —
° Any idea Why? Mon-medical concerns 444455 |—|—|
0.000% 2.000% 4.000% 5.000% B.000% 10.000% 12.000% 14.000%

Would patients have the same
rankings?

Mote: 95% Confidence intervals are shown
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L) DukeNUS | Aim 2, Results (continued)

Using the regression results for Class 1, we created an index where:

« The worst possible score of 1-star on every attribute =0
« The best possible score of 5-stars on every attribute = 100

« Higher the overall score, better the end of life care

* The 5-level 13 attribute (weighted) survey can be administered to patients, caregivers, or any
qualified respondent and scored using the above approach

« We could also apply preference weights for the 5 countries independently
« But the instrument is not without limitations

* Hold that thought



Aim 3: Quality of Death and Dying Index 2021: A Preference-Based Approach

Authors: Eric A. Finkelstein, Afsan Bhadelia, Cynthia Goh, Drishti Baid, Ratna
Singh, Sushma Bhatnagar, Stephen R Connor
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Lo\ DukeNUS | Aim 3, Methods

« Sampling frame: 2 experts in each of 169 countries were invited to take a survey including the 13
indicator questions related to patient experiences in their country.

« How bad is that?
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Aim 3, Methods

Sampling frame: 2 experts in each of 169 countries were invited to take a survey including the 13

indicator questions related to patient experiences in their country.

How bad is that?

We weight country-expert scores for each indicator by relative importance weights calculated in Aim 2.

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

Question 1:

Question 2:

Health-care providers generally deliver clear and timely information so patients can

make informed decisions.
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.

)

""" Strongly Somewhat Meither agree Somewhat

disagree disagree nor disagree agree Strongly agree

Overall score = sum of scores corresponding to expert’s ratings



L} DukeNUS | Aim 3, Methods (continued)
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« For each country, overall scores from experts were averaged to obtain a country-level score.
« Countries were ranked and graded (A to F based on ten point decrements)

« 181 experts representing 81 countries provided responses (excluding countries with only 1

respondent)

Breakdown by region > 2m population + at least 2 experts
East Asia & Pacific 15/20

Europe & Central Asia 26/50

Latin America & Caribbean 16/26

Middle East & North Africa 5/20

North America 2/2

South Asia 417

Sub-Saharan Africa 13/44

Total 81/169
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Aim 3, Results (cont.)

Expert level unweighted scores (1-5), n

There was variation
in responses

Number of KOLs
=NW-LOINI0O
OOOOOOOOOO

1 2 3 4 5
Clear and timely information

Number of KOLs
=NW-LOIH~I0XO
OOOOOOOOOO

i 2 3 4 5
Asked enough questions

Number of KOLs
=NW-HLUID~IO
OOOOOOOOOO

1 2 3 4 5
Clean and safe space

Number of KOLs
=NW-HOIH~I00O
OOOOOOOOOO

1 2 3 4 5
Costs were not a barrier

Number of KOLs Number of KOLs

Number of KOLs

3
0
® c
6 S
2 )
Qo
3 §
1 z
1 2 3 4 5 1 2 3 4 5
Contact with family Spiritual needs
3
8 ¢
7§ < gg
60 © 60
50 5 90
40 o 40
30 £ 30
20 S 20
10 z 10
0 0
1 2 3 4 5 1 2 83 4 5
Quality of life extending treatments Managed pain and discomfort
3
90 90
% <%
o =
4 21
3 E 3
1 z 1
0 0
1 2 3 4 5 1 2 3 4 5

Care was well co-ordinated Non-medical concerns

*Scores correspond to agreement scores
1 - Strongly Disagree

2 - Disagree

3 - Neither Agree nor Disagree

4 - Agree

5 - Strongly Agree

Number of KOLs

Number of KOLs
=NIWHUINN0©O
OOOOOOOOOO

Number of KOLs
—=NIW-HUIONIO
OOOOOOOOOO

181

1 2 3 4 5
Treated kindly

1 2 3 4 5
Cope emotionally

1 2 3 4 5
Preferred place of death
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 In total, transformed 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 -
11 22-
10- 20-
2 9 18-
_§ 8 _ 16 -
5 g 141
e 6 3 12
3 0
£ ° = 10
Z 47 5-
3- N
2- n
14
2_
O T T T T
0O 10 20 30 40 5 60 70 8 90 100 0-

Overall Scores
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 If you have to die, better to die in a high income country

* Beyond that, does not seem to matter

Overall Scores by Income group (n=81)
90

80

70
60
50
40
30
20
10
0-

Low (n 5) Lower Mlddle (n=20) Upper Mlddle (n=24) High (n_32)
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Mean unweighted scores by Income Group (n=81 countries)

2 3 4 5
1 1 1 1

1
1

Mean unweighted attribute scores

CLEE LPEP ﬁ,;é’\w“\@ EPPH PPPDY PAPP LPPD PSPPI ﬁ‘é’\w“\@ CPPP PPPIS PAPP S fé‘\fv*\(b‘”\
& \\“ &\“6@\0 *‘\é e)\“\“ *‘\6\(\6\0\0 \6\06@\“ *‘\6® °\° &6\“\0\“ *‘\6\0\0\0 *‘\6 \<‘\° *‘\6\(\b®® \6\06\(‘\“ *‘\QQQ\Q *‘\b\(\é\
»\\é‘ »@@ @W\‘,\@ @W\‘Y\% ®\® V®® 0’@@‘ V®W\‘ V‘N\@\ @W“ ®® @‘@‘ V‘N\@\\@
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pt_clean pt_contact pt_coord pt_cope pt_costs pt_kindly pt_nonmed 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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Aim 3, Results (cont.)

Rank Country
1 United Kiﬁdnm
2 Ireland
929
3 Taiwan
- 928]
=4 Australia
- 903]
=4 Korea, Rep.
=4 Costa Rica
. 903]
7 North Macedonia
89.0
8 Panama
88.8
] Hong Kol
88.4
10 ithuania
11 Nnr'l.l.rai
12 New Zealand
B87.7
13 Switzerland
87.6
14 Poland
87.0
15 Germa
16 Sri Lanka
86.1
17 Sweden
. 853]
18 Mnﬁnlia
19 France
. 85|
20 Finland

8.7

21

22

23

24

25

26

27

28

29

30

31

32

33

34

35

36

37

38

39

40

41

Belarus

(2]
=
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Canada

2]
=
]
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=
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2
]

Israel

Jordan

Uganda

Zimbabwe

d
po
]

Ur!

Ghana

=~
o
oo

E , Arab Rep.

Thailand

=4
wn
(=]

Denmark

=4
in
I

Philippines

Guatemala
73.6
Migeria

Romania
721

« High income countries tend to feature higher in the ranking
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Aim 3, Results (cont.)

o But there are SW

anomalies

* Do results pass the sniff
test?

Rank Country
42 Colombia
719
43 United States
71.5
44 Mia nmar
a5 Mexico
70.0

46 Ecuadoar

696
a7 Venezuela, RB

67.1

48 Maoldova

670
49 El Salvadaor

. 669
50 Vietnam
51 Indonesia

- 665
52 Chile

- 659]
53 China

- 654
54 Geni ia
55 I{eﬂa
56 Slovak Heiublic
57 Russian Federation

63.7

58 Peru

- 615]
59 India
&0 Greece
61 Ethiopia

!
|

62

63

65

&7

&9

71

72

73

74

75

76

78

81

Malaysia

¢

Armenia

Czech Republic

|

Sierra Leone

Ira

|

Ukraine

Bangladesh

|

Argentina

|

Lesotho

51.5
South Africa

51.1
Benin

50.9
Port ﬁal
Bolivia
499
Haiti
kﬁal
Brazil

38.7

Lebanon
360

Paragua

ﬂ!

Grade A
Grade B

Grade C
Grade D
Grade F
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» There was a high correlation between 2021 QODDI scores and 1) 2015 QODI scores and 2)
2020 Human Development Index.

Correlation with the EIU 2015 QODI score Correlation with Human Development Index (HDI) 2020

ent Index 2020

arsson's correlation coefficient r = 0.5755 Pearson correlation coefficient r = 0.5348
R-squared=0.3312 Rsquare = 0.2860
n=65 n=2380
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* And between QODDI scores and 3) 2019 GDP per-capita and 4) 2017 Palliative Care
Development Index.

Correlation with per-capita GDP 2019 Correlation with Palliative Care Development Index 2017

I
80000 100000
Income per capita (USD, PPP, 2019) ative Care Development Index 2017
Pearson correlation coefficient r = 0.5465 Pearson correlation coefficient r = 0.5810
Rsquare = 0.2987 R-square = 0.3376
n=79 n =80

IClark D, Baur N, Clelland D, et al. Mapping Levels of Palliative Care Development in 198 Countries: The Situation in 2017. J Pain Symptom Manage. Apr 2020;59(4):794-807.e4.
doi:10.1016/j.jpainsymman.2019.11.009
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Strengths
* Transparent and systematic

« Adopts a patient-centered approach by paying attention to the preferences and considerations that
matter most to patients and familes at EOL

* Not limited by data availability (just need to administer the survey)

« The survey and the preference weights developed through this study can be used by a single entity
or an entire country to quantify EOL health system performance

Limitations

« Weights genered from caregivers due to difficulty in collecting patient data at critical EOL period
« Scores from Country Experts for same reasons

« Small sample sizes

* Not a validated PREM instrument

But these limitations can be overcome in future efforts
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Limitations (cont).
» Results likely suffer from reporting heterogeneity

« This will be expored in a subsequent manuscript

Taylor had advanced cancer and recently died at home
surrounded by friends and family. In the months prior to
death, he saw many different health-care providers. All
treated him with compassion, but some providers
recommended he keep trying new treatments to extend his
life whereas others recommended he seek palliative care
and look to get his affairs in order. Feeling increasingly tired
and confused he eventually gave up on treatment. In the
last weeks of life his pain was well managed, but he was
anxious and depressed wondering if he should have
stopped treatment earlier.

Taylor's vignette question 1
Health-care providers provided appropriate level
and quality of life extending treatments to Taylor (n=180)

80

D
o
L

o
o
|

Number of Experts

20

Taylor's vignette question 2
Health-care providers asked enough questions to
understand Taylor's needs and wants from treatment (n=180

80+

D
o
L

Number of Experts
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* Near universal agreement that EOL experience for many is bad

« Measuring quality at EOL is complicated due to inherent biases of patients, familes, and even
doctors

« Ex ante and ex post assessments may differ
« But, we cannot improve what we don’t measure (Peter Drucker)
« Ultimately, focusing on quality from the patient perspective should improve EOL outcomes

« 2021 QODDI-2021 provides a superior (we think) approach for ranking quality of EOL care that can
be improved in future iterations

» |t also provides a framework that can be applied in many settings

« Current status — all 3 papers are under journal review
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Discussion?
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To be made available in JPSM and on our website: www.duke-nus.edu.sg/lcpc

u @ DukeNUS fl I-IFN("L‘”'»“‘ COVID-19  APPLY  GIVING  DIRECTORY  ALUMNI Q

Medical School RN for Palliative Care

ABOUT LCPC ABOUT PALLIATIVE CARE RESEARCH EDUCATION RESOURCES CONTACT US

Quality Of Death and Dying Index 2021

ABOUT THE INDEX RANKINGS COUNTRY REPORTS METHODOLOGY OUR TEAM

Quuality of Death and Dying Index Ranking of top 10 Countries

The Lien Centre for Palliative Care at Duke-NUS Medical School, commissioned by the Lien Foundation, has produced
the rankings of the Quality of End-of-Life Care across countries as they relate to end-of-life care for individuals with life-
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