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Quality of Dying and Death
fe g R E % (QODD)

Table 1
Conceptual Domains and Items for Measuring the
Quality of Dying and Death (QODD)

1 Bk & (31%)
1A B A B3 i
2. = H#H

3. = i - Having a spiril s
4, 7l (Fe B &) )2 i ;;p
5

6

Moment of Death

r / / - . Dying = e ONe's ¢
% ﬂp % :%‘ m lﬁ] ‘&ﬂ. .e., asleep, awake,
u VA Y g
3. Having desired people present at the time of one’s

& A Eﬁﬁ’g o'ﬁ(.ﬂ'/ NN % 4 7}_—_[-_ g ) Fan}g;:uh-

nding time with ¢
pcn(lmu mm- wnh family, friends

'partner

A L L

P
2t

A
BRwa R4 k- REEJ

ugh and smile
md hugged
!l][lf1 'II'Itl }JLII [1()\(

ing one’s » and self-respect
rr——— B & PN




Good Death Inventory (GDI)

118 B & » (574
1. L §82 w0 chdhig

2. 7 E renp >

3. BEHE AR MLy
4. B3 & Z RN

5. & 5w k2 § i

6. BRrAMGLLF

7. PRI RAER
8. BB LR

9. 2 ¥ &£
10.2 ¢ 2 = =
11. 8% K39 ok
12.p X7

13,57+~ ##
14. F #- A &

15.7g v 2 #-3

16. £ 45 ¢t B
178 R 2 &5 i &

18.% H &  frehd %

%
=

H

Good Death Inventory (GDI)

do you think the patient felt during the

ber next to each statement:

moment,

XII Natural de

XIII. Pref

Patient
membe
Patient

VI. Good

1t enough time with his or her

imily to whom he or she could

Pa

in up.

Pat

Patient was not t

VIIL Environmental c

Patient |
Patient Ii
not troubled by other people.

as an individual
not treated as an object or

ted for his or her values.
ient had no regrets,
his or her life was

atient felt that his

new huv. hru" he or she was

that he or

usual without th

and spiritual comfort

U|.J|m:1u1 by religi

I ne




Sasinu 2Jed

[e 19

@® ® . e o . SMBIAII| aARElEd 1007 uosuehsan)
uosuedwed slaguaw
WLISUOD Ajwey
Suisn paskjeue siuBned
SM3IAIDIUI puE SIBIOM
. ® @ . . sdnous snaoy andsoHq 000z  -eynpleig
MBIABS uoIulD
D . ® @ p . . aumesaIr 6661 PUE L
sasanu IMOT
. 'um.__mccomummso asidsop{ 9661  pueaukeg
sas4nuU e 13
[ ) e @ o [ ) @ AydesSoups 331dsoH  Sg6|  RIRLUBNDL
LENTER]
aeap jo
suondLiosap S3S.INU
o ® ] @ r sisAjeuy aidsoH €661 SN
syuapied yum
UONESIDAUO)
pade: Jo sasanu
' @ ® PI. sishipuy Aunwwoldy 76| wnH
poyIsp adwes Jeay  (s)1oyiny
g (=}
=5 A
s o g 9
E T MO a = 0
25 § £ 9o pEE 0=
w ™ £ 8 £ =3 @ @ w ok
65 S 5 SHYSE 5 598
£ s Bg = o Yy g o v wll U
& 3 wu 41 E = okl e e H £
= S S5 2 = g ol §.0 a = oo
= 8.2 g 2 g9l2vl 2 > | el8s5
o B kE Z 5 oflodl E = |s5)es
ST g9 a A T Yald sl o £ zjp E 2
X gl ¢ Moll o =~ & o
< <5 UEO & <aldaof] 0 & [J<f\ec
/\Auaw_u poo3 jo mu_um_..wuum..m.._c <
u
Al
» ; = :
. -
5 6 ;
o 2
= ™) - e
. N ® i
= J o -
. L s
. = A ,'- -
- (N L1
(J o
B RO it
® (J — w -
o i
OO i ut:
. (P
-
< O 00 O



% 4 4 B

(% 4 154" )

I8 B \4 #ikc 04 14 24 34

1. Jﬁ 9;125_1 HEEYE [ 5 [14p§ 7 j# HEE NN
(awareness)

2.8 T F ek 2278 [1&ai (]38 i (= 2 5=
(acceptance)

ez Oxras (I * 5 % (1 2 75 HEREF-
(propriety) pR#E

ApEFedEr HOz2Fk4 [lp* 2 EH [lp* 7 B4 O 2%4 4
(timeliness) R FARER

5.47if 14 [ oot 12 = [J4r% A = [JEFR = [ % 3%
(comfort)

(4 FrRsf-FRRS)







T%ﬂg{;g ERA R Y ) i }_' 2 VR B A

/31 Ik 2
|

A

v

» VS d r / y—>
BELEY T MPenp ok

FERBHERAET PR R G ETA R NTREL

|39

A TE S R R TR R AL (5]




p ™
B &)
(Individual)
i y
el
TE

%ﬁ%
% -

[%%;ﬁj& %‘r] (* < 4% » 2008)

..
.o
......
.o
..

(F&E ERTE)

B e



A ¥ HF_&K (Definition)

#® A gradual process that allows time for personal
growth and acceptance, spiritual exploration, life
review, and the opportunity to mend relationships
and say good-byes. (Long, 2003)

# One that Is free from avoidable distress and
suffering for patients, families, and caregivers; in
general accord with patient’s and family’s wishes;
and reasonably consistent with clinical, cultural, and

ethical standards. (Institute of Mediine,1997; Wenger

& Rosenfeld, 2001)
« Pain free, dignified, and one in which active resuscitation

never occurs. (Jones & Willis, 2003)

® Patients’ wants and needs are met. ( Mak & Clinton, 1999)
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Last 48 hours before death
(- =48] )

End of life Supportive Palliative Terminal Death
care care care care
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BAppropriate death
BPeaceful death
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(theoretical trajectories of dying)
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Physician
survival & prognosis prediction ?

B clinical uncertainty as to medical treatment (Masuda et al., 2003)

W difficulties in assessment of life expectancy and in determination
of the onset of dying process for patients (Masuda et al., 2003)

Barriers for health care professionals to
Initiate communication or execute ADs

v

B Advance Care Planning (ACP; ¢ = ¥ % B3 31 )



Dialysis Quality of Dying Apgar (Qoba)
EHpLTREETE A

DIALYSIS QUALITY OF DYING APGAR (QODA)
Physicl (symptom management) dimensions

1. Pain (during the st week of fg] 0 = severe & distressing pain
1 = thepain isressed the patent somewht

2 = no pain, orth paindid nof distressthe atient

2, Nonpein symptoms (st week of ]
i confusion, dysprez, spiifual distress, efc.
0 = sevete & distressing symptom
1 = the symptom distessed patiet somewht
2 = 1o symptom ot the symptom did not distes patient

Psychosocial (peace) dimensions:

3, Advance cate planning

llowed-regarding a course
O .

oftretment that focused on extending ife as much 258 i qeant more pain and
discomfort-or, on a plan ofcae that ocused ondleving pain and discomfort &3Yyuch as pos-

sible even ff it meant not living as long

0 = formal health care proxy or living will had not been
completed, documented, or communicated to staff who
managed the terminal care.

1 = intermediate

2 = formal health care proxy or living will had been com-
pleted, documented, and communicated to staff who
managed the terminal care

4. Peace/Dignity

During the last wk of life, did the patient die on his/her own terms? (Consider the following
information, if available):

Was the patient lucid, coherent, able to take leave of loved-ones or have them say good-bye,
complete most of the desired tasks, attend to spiritual matters, die where the patient chose, and
leave the family united?

0 = mostly not peaceful /dignified
1 = mostly peaceful /dignified intermediate
V= l_war:s:ful/digniﬁcd

5. Duration dimension
Time—Dying was prolonged or brief?

0 = prolonged—in that the dying period lasted 6 months
or more. If dialysis was discontinued, then death oc-
curred 3 weeks or more after the last dialysis treatment

1 = intermediate—in that the dying period (terminal pe-
riod) less than 6 months but more than 1 month, If dial-
ysis discontinued, death occurred between 2 and 3
weeks after the last dialysis session

2 = brief—the dying took place in sleep/suddenly /unex-
pected, or occurred within one month of being in a ter-
minal state. If dialysis was discontinued, then death
took place 2 weeks or less from the time of the last treat-
ment.

TOTAL DIALYSIS QODA SCORE ___
(Mark the score with an asterisk?, if some aspect was unusual and warrants a narrative)
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Advance Care Planning (ACP)
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‘\“’jﬂ ( Advance Directives: ADs)
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B 19/5 Karen Ann Quinlan Case

eremoval of the ventilator
*Quinlan’s case led to the development of ethics -

committees Iin healthcare institutions as well as
the development of advance directives

B 1989/1990 Nancy Cruzan Case
sremoval of her feeding tube

*new evidence presented by three more
friends constituted "'clear and convincing"
evidence that Nancy would not want to
cgr][tmue existing In a persistent vegetative
state.



B Patient Self-Determination Act; Natural Death Act (USA)
Bz P fr% K 1% &] (Hospice-Palliative Care Act) (Taiwan, 2000)

%l; - l‘$ :_,éflrn
- % a#wu —Corevalues

B Respétt S:-paflerfw&a/\

W Proteéts theif rf e, o, Ot
s | RRELATIE AR L
¥~ 0F ‘'R EX 33

(2 $4d: R0 ‘L R E B E

a’;_.x_,.jg_

Ch

}%ﬂ&—/r-% ﬁ’ ’*i‘r}?‘;/\ ‘V’?»\%o fg_;}ﬁfj/\vﬁ
ﬂgro&lu%‘ﬂ“ﬁﬂ‘ﬁ-ﬂ'}?‘} %EEE & = ?/\L" ]
\'\\\ /




s
"4 "'II

“’jﬂ ¥ ORI 2 4pom L AR

= Instructive directives (37 %)

PR IRk S cL Lﬁ'—ﬁ@é}iﬁ%iﬁ'fr (e i AR AP LR
,zr%w}e,m%drﬂi‘)”'“r'#*’ #@;(;ﬁ;ﬁ*)mglﬁ‘/&ﬁi%ﬁ
fLIf ©
b4 ERE BEFRAME

m Proxy directives (=
#pﬁ;u*mé&’&ﬁﬁ%ﬁJ&%ﬁ’ﬁi # 4
i A 'J,‘ ¥ f-—?' %‘%‘d—iﬁ ’ é’.f‘k’ fr'i‘a\fi "J..i“g ’ fb‘.‘f’:?
Fd EAIERE G ARSI g %)}%m#—i
7] 4 f}%‘i = ,Ju}f]_&i ,;r-‘a'—

%)

(Brown, 2003; Klein, 2005; Navarro Michel, 2005 ; Randall & Downie, 2006; Ulrich, 1999)



?? N % },%f #ﬂ 7T (ADs in Taiwan)

(2000#87 12p 2 & 02 3 1t )
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Have You Completed Your Advance Directive?
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m 60% of general public: W 45% of patients:
preference in consultation with more likely to establish ADs
the doctor (miyata, Shiraishi, & Kai, 2006) (Gordon & Shade, 1999; Seymour, Gott,

Bellamy, Ahmeqlzai, & Clark, 2004)
| ’

B many physicians Honly 15% of patients report
may not want to participate in having been asked about their
the decision making process advanced care preferences by
(Cherniack, 2002) a physician or nurse

l the important issue l

to Initiate or participate in the communication
of end-of-life care decisions or to execute ADs
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Family distress Patient autonomy




Family
encounter difficult
end-of-life decisions



W CoA826%FHA  Mgr 3|7 S PP
fREAerIR2 RgALLs AR
VA% REFFR A pHA HADNRA
f'% f)”lj P\ ? (Hu, Chiu, Lue, %‘ = },i\\" E'J f é .Eﬂﬁbé (7 ~
Chen, Hsieh, & Chen, 2001) o o~ 2RO 3R 2004)

«&%‘i%$% (TR AR A REH®m R
= et Ao i
(Jenkins, Fallowfield & Saul, 2001; Wenrich, et al., 2001 ; Twohig & Byock,
2004 ; Moore, 2007 Starks, Vig, & Pearlman, 2007;Thomas & Lobo, 2011)
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it ) }]‘;\‘5 [ 4 FF| 5 (Hu, 2008 ; Chiu et al., 2000)
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£ & ADsehis B

/ N\

Western countries (culture) Eastern countries (Confucian culture)

® based on individualism, B family-centered model

B ADs are acceptable, ® family member might become
regarded as basic rights the designated medical agent.

mR] A B R E PO 4R ‘r?’&z"
¥4 RFADs @~ = B d 7
£ =DNRF & 2 (Liu, 1999; #8% > 1998)
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health curative 10l disease & J supportive treatment
promotion || treatment gterm care & palliative care

" Physical
Spiritual . Symptoms

Cultural Psychological

& % ADsejx =~ fi
(Advance directives)




Family

W fear of abuse of ADs by medical staffs (sahm,will,&Hommel, 2005)

- E PR AF ASH A R LA R FDNR

B EE¥R R A BRIERS SROD Y
oV R AREe BRI ER > BEAKE 2 fiRieK

( Shalowitz, Garrett-Mayer, & Wendler, 2006;Tang, Liu, Lai, Liu & Chen, 2007)
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Withholding/Withdrawing
Futile Life-Supports Systems

(7 4 &A% &AFR)




g B ACP=nBarriers?
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(Kolarik et al., 2002; Lorenz, 2004;Tulsky, 2005; Wilkinson, et al.42007)



Withholding/Withdrawing

Futile Life-Supports Systems

M |t can lead to the inappropriate continued use of
Invasive technology.

B Often it is not prolonging life, it is merely prolonging
the dying process

B Removal of futile treatment is good medical practice
However, no definition of futility in law; generally
agreed, when burden outweighs benefits — but
“pburden” and “benefit” should be from patient’s

viewpoint.




Are We Killing The Patient

When we stop life supports?

m Killing refers to actions which are the direct causation
of another’s death (ex: 1V push KCL)

m Allowing dying is the intentional avoidance of
Interventions in situations in which disease or injury
causes a natural death.

mWhile letting die is acceptable, allowing a natural

death means to withhold or withdraw life-sustaining
devices and interventions, also known as life supports.

m Doing nothing is not an option.



Advance Care Planning in USA

Traditional model

Purpose
prepare for incapacity

Focus
written advance directives

Context
doctor/patient relationship

Developing model

Purpose

prepare for death

achieved control in health system
relieve burden

strengthen relationships

Focus
written advance directives only one
aspect

Context
doctor/patient/family

(Thomas, 2011) 49



m 3% ADs= = & (Ramsaroop & Reid et al., 2007)

m 2 AR
Lr&ﬁﬁﬁiﬁﬁ%&Jﬁ@’E@rﬁﬁ&ﬁﬁﬁﬁJ
# .8 (Brown, 2003; Taylor & Cameron, 2002)
2. TR et B4k & ACPRI 5 | X
(Teno, Gruneir,Schwartz, Nanda, & Wetle, 2007)
3. PRy 2 7 & it F R

(Degenholtz, et al., 2004; Teno, et al., 2007)
4, TERL ¥z T B RE | ot KRB (Stuart, et al., 2003)

m 5 @g:)% R 3L <hE * (Connolly,2005; Kish et al.,2001)
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1.2 M 515 5 4 3 6ADSA B
( presenting and illustrating topic )

2 u,}#r}»‘}‘ﬁ]ﬁa&m@ ﬁﬁﬁﬂf{?%‘

’% ’\
2’

( facilitating a structured discussion )

3.22ADsT a2 2 5 %

(completing document with advanced directives)

4.3 B~ 2 { A;TADS 3

( reviewing and updating the ADs )

5. %% ;‘ga ADs* ek RE LR 8
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B Process to determine
the general direction
of care choices...

B “Which way Is the wind

ACP R - B3 515 m,i R A%
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ks

——

blowing In the approach
to care?”
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ACP discussion

B How?
* opportunistic informal conversation W h en ]

* Formalized systematic ...........

B What?

* What matters to you?

* What do you wish to happen?
* What do you do not want to happen? ...........

B Who?

* Named spokesperson (informal)
* Lasting power of Attorney (formal) .........

B Where?

* Preferred place of care
* Carer’s preferred place of care............

B Others?

*

Special instructions-oraan/tissue donation




Anticancer Palliative
Tradition (o) care

Death

13 Tt 3 AL i 7 P I B 7

Anticancer
Current (F77%) Bereavement

palliative -
care

Death



When?
A m TR SRR P
By LR (84%)
lﬁ“‘/fi’f:’*l trF P (ex: SR ® ~ RA DRI XA )
¢Wk€4$é%ﬁ$%@x&m
lﬁ@kfﬁ
(4o % BFE T A EAR IR B R RS )
WE R F R P R
BEAf »pE
Wy m A LB RE 2R PR LR

(NHS, 2007;Thomas, 2011; Maxfield, Pohl et al., 2003)
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(Walling et al ., 2008)
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Who ?

mEZE A (9X3'P€‘%‘Ti'lé‘.:)yi3£\13£v%)
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(Gulati, Bhan et al., 1983; Murphy, Murray et al., 1989; Weiss & Hite,
2000; Costello, 2002; Vanpee & Swine, 2004)
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How?
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COMMUANICATION
commumcmmu E MATTERS

-# 2 (Silence)  * " (listening)
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conference

.o a
£
| \ F .
v e A= !
. . i i -‘r - o
LW
1 ¥ i ; % 1 ; -.
A ) 5 .
! -
-
il o
| L& -
! 3 i
| 'JLH_ » ity i - i kj
e S . 1 o
R o T .
e - ) \ e e - S TR

Nurse 1S an advocate and coordinator

physician - patient — family
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1) .%—é—’}#;‘ 2% 2% (Structured interviews)

2) € & (Meetings)

3) & F° eig * (Use of videotapes)

4) PP+ I FRedp T 2 iZ (Booklets or written ADs)

IR

~ Communication skills



Sharing Your Wishes Materials
Information Booklet, Agent Invitation, Planning Guide

wishes”

agharing YOUr Tough Cholees-

a, Mot
Give Than Peac® i

!nformahﬂn Booklet




B Taiwan: nationwide guidelines for truth telling

Assess and preparation
4 eh gnRtip B R g)

‘Communication with family

(B BT iy Fil)

“Truth telling process
2 AR VB P

‘Support and follow up
2 ety et 2 LB

,#Jﬁiﬁ: http://health99.doh.gov.tw/educZone/edu_detail.aspx?Catid=21568& Type=SEARCH
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Support and follow up (£ s e 3 21 3¢ i)
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[Patient&

Benefits <= (experiential assessment) = Burdens

Medical staffj

Positive Effects <= (clinical assessment) =»  Side Effects
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(Brown, 2003; Taylor & Cameron, 2002; Ulrich, 1999)
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for Compassionate Care
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Systems Change: Health Files
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New York Health Care Proxy
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supportive treatment
& palliative care

health curative POl disease &
promotion || treatment giterm care

& quality of life

Spiritual
Disease FRNFTTRA RE
\ % X B ADSH 3 th
Cultural Psychological P\ ? _ i’/( 'H’_ % f'&

__ Social _ (Danis et al., 1991)

& B r%’ﬁif"fﬁ &3k 3 3 (ACP)

(L. L. Emanuel & Emanuel, 2000; Walling et al., 2008)
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d 7% (2000+# ) =39 % (2010) =» 50% (2011) =» 70%

AEDGIR TR

(Physician of Life
Support Treatment)
4. DNR order

_

Advance directive
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PLOST

Physician Orders

for Li[s-Susiaining Treatment (POLBT] Firsi Baama hakddle Inalal of Patient’ Rasidend
This iz & Physician Crder Sneet. It s based on patantresident madical
condition and wishes. It summanzes any Advanca Diective.

Last Mame of Patient’ Rasident

Pationt’ Rasident Date ol Binh  Garuder

ANY SECTION NOT COMPLETED INDICATES FULL TREATMENT £ LR s
FOR THAT SECTION. WHEM THE NEED OCCURS, FIRST FOLLOW | Cinic & Clinic
THESE ORDERS. THEN CONTACT PHYSICIAN.

Treatment oplionz when the patientresident (s not breathing and has no pulse.
I Resuscitate (] Do Mot stiempt or consinue any Resuscitation (DNRA)

Treatment aptions when the Patient/Resident has pulse and/or ia breathing.
| | comfort Measures Only. The patentissidant i tremted with digalty, respact and kept clean, warm
and dry,  Aeascnable meansums are made 1o offer ioad and fuids. by mouth, and atienticn B paid ke
hygiena. Medicatsion, positioning, wourd case, and other measures an used 1o refieve pain and sudforing,
(Omypan, suction and manual rsatment of ainway obstructian moy ba used =5 - =eded lor comfor. Thasa
measunes gro fo be used whene the patientinesident Ives. It comfor messunes (ad contact prygician,
For 0N tranaler o
] Limited Additional Interventions: Inshudes care abave, Wi, indo - canf.¢ monitor and oral 1V
madicaticns. . Transtar to haspitad il indicated, bl no snoo scnaad I hation of g term fife support mea-
sures. Usually no inensive cans,
[ ] Agoressive Treatment: Includas e 6o g ondatchesl intubatian, advanced sinvay, and
cardiperrsion'aulomatis defibllagian,
Other Instructions: S M

Antibiolics
P antibsotics excopd | ooaded

[T ho inwarve {/MAV) atsibiotics
D Afposssiir TrrarTi:l

Other Insf —
Artiticially Admindstered Fluids and Nutrilion Comfor masunss s alwiys provided.

D Me lpang b/l Muids.
D Delined bial period of leeding lubelV! Neds

[2] Lena torm fooding subey fuids
Other instructions:

witn: [ gdent || Hosth Caro fgent || Cowdappointed Guardan
(] thor spesity)
Mame of agent'guardian: Phone &
THE BASIS FOR THESE ORDERS I15:

"O3DHYHISIO HO OIHHIASHYHL NIHM LNSQISTHLNILYY ANYAWOIIY LENK MHOE TYNIDIHO
ORIGINAL FORM MUST ACCOMPANY PATIENT/RESIDENT WHEN TRANSFERRED OR DISCHARGED.

T T T e T T

ORIGINAL FORM MUST ACCOMPANY PATIENT/RESIDENT WHEN TRANSFERRED OR DISCHARGED.
La Crmseo Avaa Advancad Dimotiae Task Force™ PACE B08-791-4334 Marth 2002




POLST
(1997)

(Respecting Choices, it is
effective in determining
and implementing “what
the patient wants for their
end-of-life care™)

MOLST

(Medical Orders for Life
Sustaining Treatment)

Based on the POLST paradigm
DNR Order Used to describe programs

(Entered into law in 1998) that have consistent

components but different

S names
Allows an individual to

communicate their
wishes about
resuscitation to medical
personnel inside or
outside a hospital or
nursing home setting.

cnnr o mvnAlAatr A
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POLST / MOLST

B Discussion involves ™ Discussion includes

® Patient ® CPR wishes

® Durable health care ® Medical interventions
power of attorney o

® Caregiver QAnt-Ik-)I(-)tIC use

® Anyone else the ® Artificial
patient may wish to nutrition/hydration
Include

'?‘ &



Goals of the POLST / MOLST

B For patients with serious, life-limiting illnesses, terminal
Iliness or advanced frailty. To provide timely opportunities
for informed end-of-life treatment decisions

B Advance care planning is not a “one size fits all”” discussion.
Must be individualized to each patient and their goals,
values, stage of health, and readiness.

mDiscussion involves more than just checking off a list of
guestions. Serves as a set of medical orders.

BA portable document that transfers with the patient from
one setting to the next.

B Requires advanced care planning facilitation skills to address
the appropriate stage of planning. Requires presenting options
and discussing potential outcomes of decisions. Provides
directions for providing or forgoing aggressive treatment.



Role of Advance Care Planning Facilitator

B Introduce the MOLST Program to patient/caregiver

B Explore the understanding of the role of the
durable power of attorney (DPOA)

B Explore the patients goals/values regarding
e Their medical condition
ePotential complications
ePast experiences
eConcept of what it means to live will

B Support and validate the patient as he/she makes
Informed treatment decisions

B Make referrals, as necessary for the patient to feel
comfortable with his/her treatment decisions



——

Statement of Desire

M Special requests
BEXpress life values

m\What gives life meaning
m\What quality of life means
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2h #%k g REFO7R)
‘;’ (Case manager)
BT ‘?

FF o \%

X

(Nurse practitioner)

[«‘%‘r PR (88)

(Clinical research nurse)

E:@%P § 5 f(101%)

el LS -

XL RERG (90&)]

(Palliative shared care nurse)

% B 3 i 7 (84 5

(Palliative care nurse)

.

(Pal

[—? ® B FIEIE(862)

liative home care nurse)
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FsreropiERE 36.6%
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201
55 2008 2009 010

Yo % (%) | 43.9% | 43.8% | 46.6%

F % (%)| 84.5% | 89.6% | 80.2%
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(Hewitt & Simone, 1999)
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(Teno, 2003)



Respecting Patient Choices (Austin)

(Deterring, K Hancock, A Reade, M Silvester, W 2010, “The impact of advance care planning on end of
life care in elderly patients: randomised controlled trial,” BMJ vol. 340)

B RCT of ACP In 308 patients over 80 admitted to
medical wards

M Intervention: formal advance care planning

B Outcomes

B End of life wishes were known and respected in 86%
of patients who died in the intervention group
compared with only 30% of controls

B Family of intervention group patients had less post
traumatic stress, depression and anxiety and were
more likely to be satisfied with the guality of death
(83% to 48%0)
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EIRAF = X BIph Py %%
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The difference between the Western / Eastern

principle of autonomy (Fan, 1997)

M “ For Western people, the issues of life and
death are too important to be left with
others even If they are members of one’s

famiIIEy” _
" For Eastern people, these issues above are too

Important to be left only with oneself, even if one
IS competent”
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Sharing Your Wishes

Advance Care Planning



Respect choice




t;‘eramework What i1s GSF?

B Enabling generalists in end of life care

B Frameworks to deliver a “gold standard”
of care for all people nearing the end of life.

B Every organization involved in providing
end of life care will be expected to adopt
a coordination process, such as the GSF.



1 The Gold Standard

“The care of ALL dying patients is
raised to the level of the best.”

\ { Vision

Its about living well
until you die.

(NHS Cancer Plan 2000)

-

K (FH 3 7) -

framework




Ranking care for the dying by Country
(Economist Intelligence Unit, 2010)

“Quality of death” rankings
§ T’Lm—u Index on end-ol-life care strategies, wilh 10 as the best
s e — | pOssible score, compiled by the Economist Intelligence Unit
? b—ﬁ] i
e — _ AUSTEE - reiang Netherlands
& l:“m_"'::: Erﬁaln Hﬂ'ﬂ' | EEI?”[‘“
[, - Zealand ' Austria Germany
G C-Elnﬂﬁﬂ

LIE

Top achievers
th nations

W — “End-of-life care” in this report includes palliative care
R — (WHO definition) but also refers to broader social, legal

© e and spiritual elements of care relevant to quality of death.

Source: Ecomomist Intelligemce Unit.



Public awareness of end of life care

Highest ranking (excellent) Lowest ranking (poor)
5 @ 3 2 1

Belgium Australia Canada Brazil China
Ireland Austria Czech Republic Finland
UK France Denmark Greece

Hungary Germany India

Japan Hong Kong Italy

South Korea Iceland Luxembourg

Netherlands Malaysia Mexico

New Zealand Poland Portugal

Norway Singapore Russia

Slovakia Switzerland
Tatwan South Africa Turkey
Uganda Spain
us

Seurce: Economist Intelligence Unit ranking. based on input from Ministries of Health, country palliative care advocacy organisations.

(Economist Intelligence Unit, 2010)






health curative ol disease & @ Supportive treatment
promotion || treatment gterm care & palliative care

U/

sl strvival & quality of life

Family
distress

Social

/.

Advance care planning

Advance directives
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Questions?

Thank You! 90
N



3 Simple Steps

( Develop plan of care for cross boundary needs
Plan carer support, cross boundary communication,
Care in the final days
(EpAdieprand b FREFE ORETS)

m + communicate

Current and future clinical needs and personal needs
Using assessment tools, Advance Care Planning etc.....
(e PRk ReafRR RAEZ K2 B F &)

i 5
- 0

Patient who may be in the last year of life and identify their stage
Use of the surprise question + prognostic guidance + needs based coding
(FER2 AW A B R o))




5 Goals of GSF

Patients are enabled to have a ‘good death’

1. Symptoms controlled Ca44])
2. Preferred place of care (4 BAEH-#7)

3. Safe + secure with fewer crises (% 2> ¥ > 2
7> )

4. Carers feel supported, involved, empowered, and
satisfied. (RAEF X FHRLEF - $8 - BiE2 5 L
)

5. Staff confidence, teamwork, satlsfactlcgn CO-

amework
workina with enecialicte and caommiinicatinn



Cl

Advanced care planning (ACP)

Protocol C7 Communication GEx FRREH)
G*&3 (FiL)
Care of the C2
dying pathwa
‘?y PR BT, Co-ordination
()
National Carer’s Strateo ¥

Identified co-ordinator
(FERFHH L)

GRS EEY)

C6

Carer Support

Control of
Symptoms

CREA* 43271)

Assessment tools

C5 (321 L)
Learf".”g 190U : Continued Continuity
conditions on patients / Learning G0 e
reflective’practice (FEEY) B R4 4 12)/ Handover form
(é_;;%&p_pgsg CTERRAD
/RIEFE )

7 Key taSkS framework



Different places of change

GSF mainly as organisational change
M ndividual - workforce staff

M Organisation -team GSF :practice, care home,
ward

B Community - local area
® National - regulation + policy



GSF Training programmes
- Cross boundar care

1.Home

Primary Care Domiciliary Care

iramework
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