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What is End-of-Life Care?

The term “"End-of-Life” originates
from North America and encompasses

more than the phase immediately
before death (NCAOP, 2008)
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What is End-of-Life Care?

End-of-Life Care is for those who are
living with, or dying from, progressive
or chronic life-threatening
conditions...it is sensitive to personal,
cultural, and spiritual values, beliefs
and practices and encompasses
support for families and friends up to
and including the period of
bereavement (NCAOP, 2008)
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End-of-Life Care

]
Taiwanese Concept of End-of-Life Care

5 Wholes —AE"—
Whole person £ A
Whole journey £ £
Whole family =
Whole team E X
Whole community =L &

Family as the unit of care
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Family Members

As a secondary patient

The livelihood of patient and family members are
tied very closely together

Common for individual family members to see
the same clinician with the patients

Secondary patient as another individual to whom

the clinician offered a discernible service
(Hickman et al., 2014)
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Psychosocial Distress of

Patients and Families (N=324)
- (C

80

I Patient

¥ Family

-
Stress Anxiety Agitation Depressive Social Pain Suicidal Want to Anticipatory
Mood Ideation Hasten Death1 Grief2

1Want to Hasten Death applied to patient only

==Anticipatory grief applied to family only
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Psychosocial Distress of

Patients and Families (N=324)
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Place of Care
s

Table 2 Utilization of health care service and oncology treatment in last 6 months of life

Overall PCS-PCD PCS-NPCD NPCS-NPCD P-value
(n = 494) (n = 247) (n = 86) (n=161)
(A) Utilization of non-palliative care services (excluding oncology service)
Mean no. of admissions into 2.5(2.3) 2.2(1.9) 3.02.2) 2.7 (2.8) 0.013
non-palliative care wards (SD)
Mean duration of stay in non-palliative 25.1 (27.3) 30.0 (31.8) <0.001
care wards in days (SD)
Mean no. of attendance to 3.4 (3.4) 3.2(2.9) 3.2 (3.8) 3.7 (3.8) 0.249
non-palliative care clinics (SD)
Mean number of ICU/HDU 0.078 (0.343) 0.004 (0.636) 0.070 (0.369) 0.199 (0.570)  0.000

admissions (SD)
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Place of Care

Table 2 Utilization of health care service and oncology treatment in last 6 months of life

Overall PCS-PCD PCS-NPCD NPCS-NPCD P-value
(n = 494) (n = 247) (n = 86) (n=161)
(C) Utilization of palliative care service
o~
Mean total duration of stay in — w <0.001
palliative care ward in days (SD)
Mean no. of admissions into palliative — 1.5(0.9) 0.4 (0.8 <0.001
care ward (SD)
Mean no. of palliative care clinic — 1.3 (2.5) 1.1 (2.3) <0.001
visits (SD)
Mean no. of palliative care home — 3.7 (8.3) 1.6 (4.2) <0.001
visits (SD)
Inpatient PC (% yes within group) — 247(100.0%) 24 (27.9%) <0.001
Outpatient PC (% yes within group) — 113 (45.8%) 31 (36.1%) <0.001
Home care (% yes within group) — 124 (50.2%) 23 (26.7%) <0.001
Consultative (% yes within group) — 37 (15.0%) 37 (43.0%) <0.001
Referral to PC within last 2 weeks 67 (27.1%) 37 (43.0%) 0.267
of life (% within group)
Median time of referral to palliative 35 (13,93) 31 (10,112) 0.17
care service to death in days IOQR =80 IQR =102
(inter-quartile range)
Mean duration of stay in both 38.4 (31.1) 43.9 (29.5) 38.5 (31.1) 29.8 (31.8) 0.000

non-palliative care wards and
palliative care wards in days (SD)
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What are the sources of
stresses for family

Physical

o Caring stress
B Clinic visit
m Participation in different activities (OT, PT, alternative
medicine, medical investigation, emergency admission)

0 Quality of Life
H Sleep

m Meals

===
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What are the sources of

stresses for family members?
e

Psychological

O “Time is not on our side”

o0 “Am | am making the right choice?”
0 Worrying about future regrets

O Loss of control

0 Helplessness

0 Guilt of being relieved
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Disclosure Rate (Fielding et al,
1994)

Diagnostic disclosure 68%,

Prognostic disclosure (incurable nature of the
illness)

0 Partially 38%

O A specific statement on the expected outcome of the

illness 10% (But 70% of the patients’ families were
given this statement)
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Disclosure Rate (Fielding et al,
1994)

22% of family requested doctor not to tell the
patient and eventually 14% of the patient not
given the Dx & Prognosis
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Expectation of Disclosure

(Fielding and Hung, 1996)
1

2% preferred not to be given a diagnosis
2% preferred not be given a prognosis

5% did not want to be involved in the treatment
decision

===
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Why not Breaking it?
—

American researchers wanted to know why
Japanese physician not disclosing the diagnosis,
but Japanese researchers wanted to know why
American physicians were disclosing the diagnosis.

(Elwyn et al., 2002)
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What are the sources of
stresses for family members?

]
Social
0 Communication blocks
O Suspicious attitude
O Family Dynamics
m What is filial piety?
B The eldest or the most educated?

B The daughter or the son? Or the spouse?

o Torn between other roles

===
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What are the sources of

stresses for family members?
e

Spiritual
O Spiritual doubts
m “why bad things happen to good people?”
m “why him/her?” “ why not me?” “why me?”
O Testing of faith

O Being powerless
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Other Challenges

]
Aging Population

In 2013, 14.3% are aged 65 above but is expe
raise to 33.3% in 2041

Chart 1: Our population is ageing fast
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Other Challenges

]
More forms of illnesses are included...

Disease Group Male Female Total No.
Malignant Neoplasms (Oncology) 7934 5655 13589
Diseases of heart 3210 2624 5834
Pneumonia 3690 3140 6830
Cerebrovascular Diseases 1657 1595 3252
External causes of morbidty/mortality 1202 658 1860
Chronic lower respiratory disease 1325 418 1743
Nephritis, nephrotic syndrome and nephrosi 763 826 1589
Septicaemia 406 446 852
Dementia 388 611 999
Diabetes mellitus 181 179 360
All other causes 3396 3095 6491
All causes of Deaths 24152 19247 43399

e =

2% 5
1 35 |
s

(Rgta from Centre of Health Protection, 2015)

&Y

%
Vg



Other Challenges

Fig. 2 Location of death BHospital O Residential aged care O Other incl. private home
among people aged 654 years

in 21 populations reporting Japan (Kyushu) 2000-04; 50 857 2 | 1/ |
deaths in residential aged care Korea 2009; 169 002 M
[percentage of all deaths Malta 2001-10; 25 050 15 18
oocurning in hospital, residental Wales 2001: 27 532 ™ ™

aged care (RAC) and Other incl.
private home], showing the

Czech Republic 2008; 81 835 17

years covered and total number England 2005-07; 392 785 = =
of deaths in the perod, ordered Ireland 2000-10; 248 016 14
by percent of deaths in hospital France 2005-06: B33 366 | 0 |
Singapore 2006; 10 399 35 |
England & Wales 2008; 421 074 | 23 |
Australia 2005; 104 443 2 | 14 |
Place of Death A |
lcaland 2007-09; 4 875 e 2
(Deaths Of Age Austria 2009-10; 127 268 2 l
65+ . Canada (Manitoba) 2008; 7 678 17
)- an Canada (Ontario) 2002; 56 680 20
. . Croalia 2009; 41 363 4 ]
international (IS 2003; 1806 070 27
o Cyprus 2007-00; 12 678 42
view USA 2005; 1790 062 | 2 ]
Mew Zealand 2003-07; 140 836 | 2 |

= Broad et al, 2013, p. 261
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Other Challenges
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the changing death patterns lead to
different death trajectories (Murray et al.,

GP has 20
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of 2000
patients per
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Figure 1 Causes of death in the United Kingdom and trajectories of function of chronic il Inesses. Source: [8]
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Other Challenges

Reducing mean house-hold size in
Hong Kong
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Other Challenges

]
Reducing number of children
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International Solution
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Promoting palliative care in the community:

Community Palliative Care
is an agenda for different O sy Ao BT

countries internationally

countiries around the

Repoart of the Eurcpean Association of Palliative Care (EAPC)
Teskforce in Primary Palliative Care
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World Health
DOrganization

Global Atlas of Palliative
Care at the End of Life

Janwary 2012
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SINTY-SEVENTIE WORLD HEALTH ASSEMBLY WLHAGT.19

Agenda irem 15.5 24 May 2014

Strengthening of palliative care as a component of
comprehensive care throughout the life course

| he Sxty-seventh World Llealth Assembly,

Tlaving considercd the reporl on strengthening of pallistive care as 3 compenent of integraled
Iredtoneny rougliond the lile course;!

Reca
palliative care:
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Possible local strategies

Community End-of-Life Care

Empowering family members and
community in caregiving
Consolidating community services
with better social and health care
interfaces

Staff development

Cultural changes

Flexible models

=
L2 Amy Chow, SWSA, HKU
s A8

G




Possible local strategies

More choices of place of care and
place of death

Home

Long term care facilities

Hong Kong Jockey Club Hospice
Home (Society for the Promotion of
Hospice Care)
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Possible local strategies

T
More Support for Family Caregiving
Caregiving leave

Donation of unclaimed leave to
colleagues

More Life and death education
Discussion of advanced care planning

Reduction of fear of death
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Quality of Death .
Hong Kong ranked 20™ out of 40. o —
——
The quality of death :
Ranking end-of-life care

across the world

A report from the Economist Intelligence Unit
Commissioned by

LIEN -

foundation
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Only a minority of countries across the world recognise end-of-life care in their healthcare and medical
education policies. In the Index, one indicatorin the “Availability” category is “Existence of a government-
led national palliative care strateqy”, registering whether the country has a formal strategy specific to
such care. Of the 40 countriesin the Index, 29 have no such strategy, with only seven—Australia, Mexico,
New Zealand, Poland, Switzerland, Turkey and the United Kingdom—having a national policy in place, and
four—Austria, Canada, Ireland and Italy—in the process of developing this kind of policy.

Economist Intelligence Unit (2010). The Quality of death: Ranking
end-of-life care across the world. London, The Author. (p.27)
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Singapore is moving ahea

REPORT ON THE
NATIONAL STRATEGY FOR PN..LIATNE. CARE

coordinated bY Lien Centre for Palliative care, Duke-NUS
Graduate Medical school

supmitted 10 the Ministry of Health, Singapore
40ct 2011
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