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Advance Directives for Seriously Ill Hospitalized Patients:
Effectiveness with the Patient Self-Determination Act and the

SUPPORT Intervention

Joan Teno, MD, MS,” ]wwme Lysen, MD,” Neil Wenger, MD, " Russell 5. Phiilips, MD, ¥
Donald P, Murply, MD,' Alfred F. Commors, Jr., MD," Norman Desbiens, MD,”
William Fulkerson, MD,”" Paul Bellamy, MD, ' and Wiiliam A. Knaus, MD" for the

SUPPORT lnvestigators

U.B!FE‘IT\'F To assest the effectiveness u{ waitwn, advance
digectives (ADs} i the care of sericusly I hospiealized patients.
In particular, to corduet an asseisment afier Als were peo-
maned by the Patient Self-Derermination Act {PSDA) and en-
hareed by the effors w improve decisbon-making in the Study o
Understand Prognoses and Preferences for Cuncomes and Rasks
of Treatments (SUPPORT), Focusing upon the impact of A an
decision-making shour resuscitation,
DESIGN: Observatianal cobort smudy conducred for 2 years
befare (PRE) and for 2 years after [POST) the PSDA, with a
randomized, comtrolied trial of an sddivonal screenton o
improve decisan-making afier the PSIA POST +SUFPORT)
SETTING: Five reaching bospitals in the Uniced Sestes
PATIENTS: A rotal of 9105 seriously il pariens creaved in
five teaching bospita b,
INTERVENTIONS: The PSDA mandated patient educarion
.bu:k ADi at hospital entry and docamentation of ADs in the
he SUPPORT intervention, in addition,
ate commanication among patients,
sutroganes, and physicians abow prefereaces for and our-
rrsatives and, when dinically appro-
pletion and ublizaton of ATk
erviews were conducted with pa-
tients, surrogates, and smvending physicians about awanenrss,
completian, and impact of ADs, Medical records were re-
wiewed bor discussion about preferences concerning restsci-
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ration, timieg and writing of *Do Mor Resuscitate® (DNK)
arders, evidence of A, and the use of forgoing of ressci-
eation a the time of death.

RESULTS: In the three cohorss, PRE, POST, and
POST+SUPPORT, sverage age was £3, One-quarrer of patienss
dheed dusing the initial hospitalieation, ane-half were dead withn
& months, and oac-half were ancomacious for their last 3 days,
Bedore the PSDA (PRE), 62'% were familiar with a living will, and
21% had an AD, These races were similar for the POST and
POST+SUPPORT cobwrts. Just 3616% ) of these dimcrives were
meemionesd in the medical records for FRE, but a stablke 35% were
dacamented for POST, and POST + SUPPORT had anincreasing
raie averagang T8% (P < 001}

As previcusly for PRE patiencs, the POST patiencs
with snd without .-\n. ad e swnﬁmm differences b the rares
af medical eSSt
mn’.ﬁ% vs.iﬂ ?DQTMMAD v POST with ADY, DR

d to forga (54% w3

58%), and xnrmprd sesscitations at desth [17% va 5% The
POST+SUPPORT patients had similar resulrs, with no evidence
that che interverion enlunced the eflect of ADs on these three
eneasures of resuscitation decision-making. Paties with ADs
more often repored thar preferences aboar resuscisbon were
discumed with & physician feg., for POST patients, 3% for
those with no AT and 43% for those with an AT, P < 05}

Oiny 12% of patients with ADs had tallked with 2 physician
when complering the AT, Only 42% reponcd cver having s
custed the AD with cheir physician. By the second swudy week,
anly one in four physkkios was awire of parenn’ ADs.
CONCLUSIONS: 3] duw seviously il patients, ADs did not

emhance phy P or

decaion-making abaat resuscication, This lack of effect was
not altered by the PSDA of by the enbanced efiorts in SLUP-
PORT, althaugh thess mcerventions each sbstansially in-
creased documentation of exiwing ADs. Carrent pracrice
pamerns indicate that increasing the frequency of ADs is
unlikely ta be a substantial element in improving the care of
seciowsly il pariends, Future work to improve decision
making shoald focus spon mmproving the earrent pattern of
peactice through berter communication and mere compre-
hensive advanie care plasning. ] Am Gerisw Soc
43:500-507, 1997,
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“..increasing the frequency of advance directives is
unlikely to be a substantial element in improving the

care of seriously ill patients.”

“Future work to improve decision-making should focus
on improving the current pattern of practice through

better communication and more comprehensive
advance care planning.”
(Teno et al. 1997, JAGS 45:500-507)

Reach and Impact of a Mass Media Event Among Vulnerable
Patients: The Temi Schiavo Story
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Advance Care Planning in the International Literature
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Editorial: Advance Care Planning as Key to Person Centered Care: Ll

Evidence and Experiences, Programmes and Perspectives

=

Iniroduct o

This Sprvinl issue is devoted fo prowiding, for the first sime. an
averview of nationd) KEtivities 1 research, practice, a0d impleses.
tation of Advance Care Pl aroind the world It has beeo pre
pares In parel 1o 13 £ Internanional Conference on AGvanco
Care Pianning, 19 Singapore May X231}, 48 abstracts are avail
abie open sccess [2]) The Base of e Tnternacionl Avaace Case
ﬂmww Society (wwrm mp i) s Seen Enspied by the Specal

Ivsue of the Jourmal of Evidene and Guafity m Health Care ZEF0
Vo Jum 2022} on sharee decsion makaz from the 1 baer
Aol Shared DAcis 0 Maksag CORTerviice |11 whieh took gdace
n Kolding, Denmark in |une 2022,

Advance care planseg (ACP) and shared decisiua-making
(D) are two key cancepts and cramplex Interaentons 1o deliver
persor-centernd car. To csders st howe these conceses intee-
ot it = helpfs t0 look at the:r evalutwa. In 2012, 2= 3 contmibu
100 16 the 3 nermatooal ACP Conference in Chicapn - the 1”
2010 in Maourme 15 he Suncing comorenco

SUM). ool few arcicis on deciion als 1 advance o g
14 P o oly 13 articles

dicansing both AT M. Yet. in one of the firt definitiors
110], very Cese 1 iecent nternaronl comensus definitiors
[11124, AP was akready being described a3 shored decision:
IEAKINg for fUTer® CANO. (D STUSNINS WHORD 3 FErs0n 15 ncapable
of decsion mating:

“Acvanoe care planmlng s  pricess whereby 4 pacien, s con-
swkation with heakis cace providen. family members and inpor-
tant sthers, wakes decisions gt i or her fature health care

i the ethical principle of swtonomy 43 the lezsl

02 OF CORMAK JUANCE Care HANNINE MIDS 0 GHSHED TRIE e
orm of conset & become imcapabie
Of panicipadiog i rmcwme decisione Pysiciacs <0 play
Iragpnriant ok by (oFrrming pacieses ahout ahance care pacning
dircting them & approeiate resoures commelling therm ay they
enzage 13 advance core planming and belping them o taar
advance directives 10 thes progwss” (| 10]: 1639

To discuss and 3ine 3 prrson's Semeral gl of Care s W

one of the authors (TX) ;a-«r-vw & quick
e care plamies”, “sharest
Wecision 44" axd ol of L. searchi for
trae of lhun;'l relateg to these intertwined concepts. There
W o (AAVSING IOV a0 Also ARSI rel 14

I deerypst oo i atboen e
the most | mprtant

. Rocean SuEEESbors on an “inkepted model o
SDA |15 oMU R SOTTING E3€ CUTert 3 Baure Core, prior w

T 5 1935 4 dest ik she ekt of te o ik 1
the dairy cow at the el of bes [ (5] SOV was first imenciome
in a Grsraan Journal on Nursing Care in 1968 16 regwcted ter-
professional cocperation and education of nurses a0d physcans

00 aids Bave treir wots 10 (ayenan) rish cakuitin and
evidence-based oedicne. WEth 12 Dt tele en 2 deckzian 3k
fousd i3 3 Germun biostatisbcin jourrul publisbed (3 1577 (7}
ACE b6 3 (=laThely Dew concept. oot in Anglo-American egal-
ethical éncusions on weiene atonomy. |t vess fint mencosesd
in 1993 by Emanuet et al in the Araeican Mecce Jourmal as an
early cvaiusten of the Fatiest Self Determinaticn Act {6, Accoed

WL el moctid patients. ta GG uch dacuieers have Lkm
phoce since the 1990% with ACE. 00 the acher hand, & aough besng
part o some ACP grogrammes. such s Respert ing Chaioes (3 e ||
Fespectingeces. o the use of evidence-based decion ads and
FEATERCES 1o evidmce s woll a3 best wctces i SOM have not
besrs 25 Sentral 2 Ceuld Be eXPectsd in the ACP comamunity. Add)
il ACP R sfufted 115 focus ups tream from the "end of fe” b2
plannling and prepareg for fuure care. when et ceteriraes
aml when 4 persn mght be acutely ar chronically incapebie of
decision makeng. The ociety has coneequently been renamed 2=
“Advance Cate Planring intrnaticmal (ACT )" at st G Intera-
tional Conferance in B3, Canaca.

on sBM 191 SO has been deveicped 25 2

L, paticnt S0 Team COmETNCATION, 0dUCKTO0 e doc sion-
g & critigue of forma) Informaed comsent. and con
sidered tockay as “the pirmacle of patient-cemerd can” (9] 1)

12 was f
fow atticles 0n SOM doaling with end of kfe (60 cut o 1537 of

Vi g
frees 2

A 16], person.cecered
Bestth care movements Luce many chaSongrs Ac comples lomi-
i et iy 1 i e i 0 M Y

2 A com-
Bl nterventons mSluding com memeIban s . 1 ace 5
eral myths, e.2 thet it s akeady Seen done in an excellent wy

)180’s
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Review

Definition and recommendations for advance care planning:
an international consensus supported by the European

Association for Palliative Care

Ak A Fonjer, B L Sk Wi Loy, Jobemrrs | v Dk, Mg A v, Mipars Do
wiero D Sheds Peyre Jasw Seyrmoar: Raf o bda |

ge. oo beba o she

Achvance care planning (ACP) is iicesingly fmplemenicd in ancology and beyeod, bt  definltion of ACP aod

resoeamendstions

concerning its s ane lacking, W used 3 formal Eelphi consensus process o holp develop 3

defimition of ACT and provide recomanendations: for ity applicatisn. OF the 109 ewperts {82 from Furope, 16 from
North America. and 11 from Australia] who rated the ACP definitions and s 41 agreement for

rcferoncrs if approprisr.
|M|hmmmo{mm-m the readines of the indivkdeal urpﬁn;acrmunhmdmn

i comdith tradied

and. ACE process.
arm”;mmmwhmm(u(mpmum.umm W beliere that s

Introductson

Advance care planming [ACE) ensbbes. individush o
make plans aboal their funse health care Hobur
evilece (o dvsematic reviews shows that ACF
inereases she enmpletion of adrenre e dirstes and
eccurrence of discassions abows futare health care in
clinical practice and lmqoves coaststency af care wiih
patienss’ geals in varks patient populations. (ecludieg
anculoge™ ACP <o imperve the quality of patiens-
o b v v
hoepitals, increase the use of pallistive case. and inerease
paticnn satsuizhon wnd quatiy of W™ |s 2006,
spsteinatic prview’ suggrsiel Drosd ssppon fer ACF
wmong pasesss with cancer and their health-cine
e Tocessn ACP qutiies i . i

pregrammes, Liws, and pehn: ANEETIESS Gl o
the togic. Himerer, sereral challenges in ACP mine

First, the concept )nd Mm of ACP sabstambally
varkes. Originaby, ACR was conceptusdisal as ealy e

e, Mowe eventy, ACP ir ncreasingly conzidersl o be
1 anpk.pm» that includes persanal refiection and
disc abeal the paieaCy wishis, the
lwrmml of a besfth-care representative, completion
of an advarce care disective, and changes i the beakth-
am systom. These dewicpmenis have resded in
grewing (nterest in ACE beyond peratric study, such as
In anoslogy” Previcus miriatives o define ACE buve o
genaralisshility becasse fhey are mostly restricied o
Wurth America or the UK, of o specfic patient groups
ar disciplines* Second, thers i 3 nesd for gusdince
regurding the tising of ACP. For examiple, intradacing

[ Rp—— g e—— ]

ACP policy, s rescarch.

ACP oo earfy could Jead to 3 reluctance tn engage in

We presentalist Caauns oo

ALF, whilst engagieg m ACF (b the Goe of 3 crisss or - edsih
shortly befoer dying could be 100 late-* A third challenge Seee

it ACE is that diflerenoes i patiens prefereae.
bnowledge. and health Ieracy could complicsse
navigatien of ACP by health-car: profsssorals.* Finally,
there s an trgent need 10 determine the most rebevant
U M fr e luating ACF.

To e, thiw is no comsenms regarding the defimition
‘of ACP. nos amr there any practice recommmendetions that
are applicable % various culturl settings and persomal
sabies. This lack of agreement hinders e deselopment
amd the cubunioa of ACPs

dcfinition of ACP and present
thar can be used by Beakhcare poovders.
aned mscarchivs across 8 bmad spectrum of patient
populatins, disense crirgurien. and osures

Methods

An internationsd tsddoree conssting of 15 rosgamad
waperts fom gt cousnrics (Belgiarm, Cansda, Germnasy,
Trotarad. Dby, Netheelnds, UK, and LS Ay esigrn s fve-
roumd Dredphi sbady to builé 3 systermate consensur oo
ALP. The Earpein Assocation fur Pllatne Care

foc ACP

T
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Abstract

Comtext. Despite ineressdug interes) in aikance care: plaming |NCP) 20d resious ACP deseriptiors, a conmensis
defiritinm does ot yer exist v jguide elimieal, ocoh, sl policy iniiatres

Objective. The akm (o this sty was (0 devedop it consensus dedinition of ACP for sl

Methreds. We comencnl 4 Delphi el of oubidiscipdiney, nemmatonal M exp
resmrchers, and policy leadess from four couniries and 2 patent, o ackisory commites, We conccted 10 soumds
wsing & i o aned queatitatively asobered panelists’ imput. Paneits ientiied saeral themes lacking
conernus and \eratively discussed and developed 3 Anal consensis defimitson,

Rewles. Panclives il "

iwsn g of 52 Climichans
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et severul femens o
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W, writien udvance directins; patients’ vaiues . treatimeat prefevences; current shared decsion making v
futre merdical decasomy amd whi shoubl be mcduded in e proces. The puocl achicved o final corec s oneaer:
definition and accompanying goals stawement: *Advance care planming b o process tiat supports ol 4t any age or sage of
health i woderstanding and sharmg their peremal values, (e goals. and preferences egording Biture medion care, The gosl
of achance care plariing & 10 help ensmre du people teceie medical cire s i consisear with thelt valies. gra® and
preterenees during serious and chronse ilines” The pancl also described serategis 10 best saupport adils i ACK,
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Advance Care Planning - Becoming More International
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hac Caken piace In 2010 (1 MaBoUrne 35 the o6 ng Corersnc
of the “&CPEL” [tnjersationsl Sacsecy of Advance Care FLinning and
Ead of Lée Care) - one of the authors (TK) perforwed & quick
Pristed review of the terms “sdvance care plawmg”. “shared
drcivon mwking”, “decsion o and *oad of Hie”, searchicg fos
trawce of thought relabez o these intertmined concepts. There
WEHE JOMD (MATPSING TEVAUIE 308 al50 WADEICE rasults |4

e, an

SUAT) 0oy fow aroces on deciiin auly 1 a0 vance cane planmng
{7 cuit o€ 612 om ACP wd 614 on declsion aids) snd ooly 13 aricles
dincassing both ACP and SOM. Vet. in one of the fint definitiorn
110), very cear o fecent lnternatomil comensus definitions
(11121, ACP was already being described ay shared decision-
IFKING f0r SUTW CATS (N STLANINI WHOTR 3 £Ersen I5 Incapable
of decision making:

“Acvance care planmlig s 4 process wherehy 4 pacles, ia con-
swkation with heakih cae providers. family members and irpor-
tanit aeliery, wakey decisions dout Wy or her fature health
Groundzd ins the ethical printiple of sutonomy aad the lezel dox-
N2 OF CCmMK, JdUINCe Cate PANNIRG A2IDS TO G5 TIE Che
O of Cons et 15 Tespected shivd the patient beceme incapable
Of panticipatiog i neacwme decisiunc Piysiciacs can play a0
Iragortant poke by (formaing paciesss ahout acance co
dercticg them & appe
enzape 3 advance core planminz and helping them & tador
advance directrves 10 thes progaosis.” (| 1011 1689)

To discuss and G:ine 3 prrson's Senerd goal of Cate is a0
fmporant pan of comversanons and documentaton of cerwen-omn
Resed cate, 40 o0 delive’ goal-concondane care hay bees define 2.
the most |mportant emtcome of ACF in an international Defgh |
el |11 Tmcontrast. goed settiv b beer *invulfacienthy” recog-
rezed in SOM | 14]. Recent sugzestions on an “integrated medel of
SOM | 15] om0 G033 SOTTING B3¢ CHTent 3% BALIE COre, Brior 1o

The firs a7 -ot-life 5 put:
tihedt &2 1823 aned dealt wich the corveticlon of the Gl of il o
the dairy cow at the e of hes [ (7] SDM was first imencione!
in o Gerrman Jowrnal an Nursing Carr in 1968 1% repocted mter-
professional cocperatoa and education of nurses aad physcans
Decision aids Bave treir wots in (Bayean) risk cakwlticn and
evidence-based mwdicine, Wit 1 Brst tielc o 2 deckzlon 3id
Tound f3 3 Cerman byostatistciin jourrul published (3 1577 (7]
ACP & 3 islathvely new concept. rooted i Alo-gmerican egal-
ethice] docunom on pwien astonomy. It ws fint mentomed

i 1993 ry Emanuet et ol in the Aracacan Modicd Jonmal as an
carly cvaiusbon of the Patieat Self Determination Act 164 Accord
5 wely Necrived 3 the ZEFQ

o0 S0M |0 SDM has been deveioped a5 2 broad concept of pdys:
Clan, pationt and Tdm comemmicaTion, educAion aed dec sion-
mating entalling & crtiue of form! informed comsent. and con
sidered tocday as “the pirmacle of parent-cemerd can” (195 1)
Wit was stnbing & the 2012 AubMed review was that there were
fow artickes 00 SOM doaling with and of kfe (60 cut of 1517 of

Wit e 11 g 2307
VIR 41 T2 A by Ehevey Gt

and severely

L melt-mortid patients. a Gt wch dscusdors have tkm

place since the 1990 with ACF. On the ocher hand, # though besng

been as central a5 coald Be expectsd i the ACH cocamunity. Add)
oy, ACP Rz sfifted i1z focus wpstream from the "end of fe”
planning and pregarieg for future care, when ezl
anil whea 4 person might be scutely o o
decision mak . The society has consequently b
“Advance Cate Panring intcmatiomal (ACE-3)" at s 6 Interma
tional Conerence in BNt Canida

Az agxly des<Tibed by some SDM ploneers | 16, person. ceacered
Beaith Care movements Lace many chalengrs Ac comples lnoi-
vesions i healthcare, 1o deflne “whar's in the (ACE or SDM) g

ity effects = ol chalkenging. A com-

plex interventors including comammcation sk ks Thcy face v
eral myths, e thet it is keady Soen done in an excellent way

Paris, 07 février 2025




SFAP

Quinlan

A Brief Moderr

Origie) ericie

ase

£iiel

[ and r

At

of advance care planning: A Delphi

study in five Asian sectors

Masanori Mori' (D, Helen Y, L Chan'

Cheng-Pei Lin*s(,

Sun-Hyun Kim?, Raymaond Ng Han Lig?, Diah Martina?a3,
Kwok Keung Yuen'!, Shao-Yi Cheng!*(3), Sayoka Takenouchits,
Sang-Yeon Subt3:, Sumytra Menoa'*(D, Jungyoung Kim',
Ping-Jen Chen!*™), Futashi twata™, Shimen Tashira™,

Oi Ling Annie Kwok™, Jen-Kuei Pen™, Hsien-Liang Huang (0,
Tatsuya Morita’, Ida J. Korfage' 2, Judith A, C. Rietjens'-" 0

and Yoshiyuki Kizawa®

Aviaract

Dackgreuns: in Canfucion iflamced Ave ocimus, avplict and of I comvrmbians ate wazomiron 303 famby nvclement 0
Geciion eeking 1 e, which compitate) the 9330800 of sty 1o%s
aversus defintion of sdianor care planving 3nd prove recammendacans for gatent centered i famiy

o sdvance core peanng

‘__/
1

Ab: Te devens

tosed 0 Rathes 10 AL,

Deslgni Ave round Deghl L The rating o & -

sken wat perkormed by experts wih kol cr eseas0h EHperRae ung 3 7-ocknt Liert xcaie A medice « 1 ond ov e eartie
arge <01 strong dvery resgectively

s

Wocpts, Wavarsan, sign
s Rethersai Scboa ol Warsrng Faaty i Waskboe, T O
(s a4 Hongdaeg, Harg Poeg
ot tue of Crrruds Hesth Corv. Colegn of Nassing Ntk Yot
n g Undsnsemy, Topes Tywan
“Cariy Sesevd (1 toan o Palbathve Corm, M3k srvd Rehaisina ke,
gl Cotegn (wmben, Lo o
v f Pty Mrdeio, Ko o ot o, Careiy
Irein ity e el $ M Wil inchess
eostin OO At e

v sk Susperties Cive, Wosdlund) Mewih, Sisgranie
g e o ok Oy, E W Cois e

wrsten

Pasn P o AR MY B W bl Ve (e
Rasnerdar, Botefam, The Metsariands
“hunn o] P 3 PV WL T, Degrtrvent ol
s Waicre, Fasity of Meds e Wvvesta: Infonasa, It
e

e Nstionst Conmeal Hnugetal Lakarts, Wccmenls

VDhboment o B, [, Do o Wi Foue) S,
Gmtarts Mboet s Weetie St Everiey, byem, saae
“Bzpa ¥ veal W Temn iy ek, Quagaud Urisz sy fuae sl
Gapang B et of brrw

. Cutee of Mediine. Dangest Urbenrat,

P —
or Scmechoal tims, Yury Lo U Sckaet of Med Ure,
Ratony ety of agasere, Sngiows

i

iy 4nHasbh Tngar v, ot Saarebang Ut bty
s A gt o gl OO

Uaga Al Fordy Moo e Hewes.of Gatetr and

Mkl ne, e Vs o e By, GOASG Tt
W Cunfe Pellattve Carn s A Do armes, Tho g of
T -
HaciaTy 6F Lrw, CHmgame Urpverity, Eanagans, Ispan

Cepartmat o) Sacisegy, brosarte Sesoel of ks id Lathery,

ers Xvy,
Ceparnmert of Dungr, Crparasstion st trscapy, Fecuby of
101 D B e, DN A8y F T Do
The eerands

Tpatimet! a1 #4 0 0e 41 ST CA10L TRy £ AR,
Urbrarsty o Tiskab. Tad b, g

[T e

2015

Formati
ACPI So

\-

Ty 10

Comtones s avalatie @ Scioneatiat

Z. Evid. Fortbild. Qual. Gesundh. wesen (ZEFQ)

R

Joar

Schwerpunkt | Special ssue Advance Care Manaing around the Warld: Lvidence and Expenences, Programmes and
Perspactives”

Editorial: Advance Care Planning as Key to Person Centered Care: Ll

Evidence and Experiences, Programmes and Perspectives

=

Iniroduct o

This Sprvinl issue is devoted fo prowiding, for the first sime. an
averview of nationd) KEtivities 1 research, practice, a0d impleses.
tation of Advance Care Pl aroind the world It has beeo pre
pares In parel 1o 13 £ Internanional Conference on AGvanco
Care Pianning, 19 Singapore May X231}, 48 abstracts are avail
abie open sccess [2]) The Base of e Tnternacionl Avaace Case
ﬂmww Society (wwrm mp i) s Seen Enspied by the Specal

Ivsue of the Jourmal of Evidene and Guafity m Health Care ZEF0
Vo Jum 2022} on sharee decsion makaz from the 1 baer
Aol Shared DAcis 0 Maksag CORTerviice |11 whieh took gdace
n Kolding, Denmark in |une 2022,

Advance care planseg (ACP) and shared decisiua-making
(D) are two key cancepts and cramplex Interaentons 1o deliver
persor-centernd car. To csders st howe these conceses intee-
ot it = helpfs t0 look at the:r evalutwa. In 2012, 2= 3 contmibu
100 16 the 3 nermatooal ACP Conference in Chicapn - the 1”
2010 in Maourme 15 he Suncing comorenco

SUM). ool few arcicis on deciion als 1 advance o g
14 P o oly 13 articles

dicansing both AT M. Yet. in one of the firt definitiors
110], very Cese 1 iecent nternaronl comensus definitiors
[11124, AP was akready being described a3 shored decision:
IEAKINg for fUTer® CANO. (D STUSNINS WHORD 3 FErs0n 15 ncapable
of decsion mating:

“Acvanoe care planmlng s  pricess whereby 4 pacien, s con-
swkation with heakis cace providen. family members and inpor-
tant sthers, wakes decisions gt i or her fature health care

i the ethical principle of swtonomy 43 the lezsl

02 OF CORMAK JUANCE Care HANNINE MIDS 0 GHSHED TRIE e
orm of conset & become imcapabie
Of panicipadiog i rmcwme decisione Pysiciacs <0 play
Iragpnriant ok by (oFrrming pacieses ahout ahance care pacning
dircting them & approeiate resoures commelling therm ay they
enzage 13 advance core planming and belping them o taar
advance directives 10 thes progwss” (| 10]: 1639

To discuss and 3ine 3 prrson's Semeral gl of Care s W

one of the authors (TX) ;a-«r-vw & quick
e care plamies”, “sharest
Wecision 44" axd ol of L. searchi for
trae of lhun;'l relateg to these intertwined concepts. There
W o (AAVSING IOV a0 Also ARSI rel 14

I deerypst oo i atboen e
the most | mprtant

. Rocean SuEEESbors on an “inkepted model o
SDA |15 oMU R SOTTING E3€ CUTert 3 Baure Core, prior w

T 5 1935 4 dest ik she ekt of te o ik 1
the dairy cow at the el of bes [ (5] SOV was first imenciome
in a Grsraan Journal on Nursing Care in 1968 16 regwcted ter-
professional cocperation and education of nurses a0d physcans

00 aids Bave treir wots 10 (ayenan) rish cakuitin and
evidence-based oedicne. WEth 12 Dt tele en 2 deckzian 3k
fousd i3 3 Germun biostatisbcin jourrul publisbed (3 1577 (7}
ACE b6 3 (=laThely Dew concept. oot in Anglo-American egal-
ethical éncusions on weiene atonomy. |t vess fint mencosesd
in 1993 by Emanuet et al in the Araeican Mecce Jourmal as an
early cvaiusten of the Fatiest Self Determinaticn Act {6, Accoed

WL el moctid patients. ta GG uch dacuieers have Lkm
phoce since the 1990% with ACE. 00 the acher hand, & aough besng
part o some ACP grogrammes. such s Respert ing Chaioes (3 e ||
Fespectingeces. o the use of evidence-based decion ads and
FEATERCES 1o evidmce s woll a3 best wctces i SOM have not
besrs 25 Sentral 2 Ceuld Be eXPectsd in the ACP comamunity. Add)
il ACP R sfufted 115 focus ups tream from the "end of fe” b2
plannling and prepareg for fuure care. when et ceteriraes
aml when 4 persn mght be acutely ar chronically incapebie of
decision makeng. The ociety has coneequently been renamed 2=
“Advance Cate Planring intrnaticmal (ACT )" at st G Intera-
tional Conferance in B3, Canaca.

on sBM 191 SO has been deveicped 25 2

L, paticnt S0 Team COmETNCATION, 0dUCKTO0 e doc sion-
g & critigue of forma) Informaed comsent. and con
sidered tockay as “the pirmacle of patient-cemerd can” (9] 1)

12 was f
fow atticles 0n SOM doaling with end of kfe (60 cut o 1537 of

Vi g
frees 2

A 16], person.cecered
Bestth care movements Luce many chaSongrs Ac comples lomi-
i et iy 1 i e i 0 M Y

2 A com-
Bl nterventons mSluding com memeIban s . 1 ace 5
eral myths, e.2 thet it s akeady Seen done in an excellent wy

)180’s

201

Review

Definition and recommendations for advance care planning:
an international consensus supported by the European

Association for Palliative Care
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Achvance care planning (ACP) is iicesingly fmplemenicd in ancology and beyeod, bt  definltion of ACP aod
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concerning its s ane lacking, W used 3 formal Eelphi consensus process o holp develop 3
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Advance care planming [ACE) ensbbes. individush o
make plans aboal their funse health care Hobur
evilece (o dvsematic reviews shows that ACF
inereases she enmpletion of adrenre e dirstes and
eccurrence of discassions abows futare health care in
clinical practice and lmqoves coaststency af care wiih
patienss’ geals in varks patient populations. (ecludieg
anculoge™ ACP <o imperve the quality of patiens-
o b v v
hoepitals, increase the use of pallistive case. and inerease
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spsteinatic prview’ suggrsiel Drosd ssppon fer ACF
wmong pasesss with cancer and their health-cine
e Tocessn ACP qutiies i . i
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1 anpk.pm» that includes persanal refiection and
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We presentalist Caauns oo

ALF, whilst engagieg m ACF (b the Goe of 3 crisss or - edsih
shortly befoer dying could be 100 late-* A third challenge Seee

it ACE is that diflerenoes i patiens prefereae.
bnowledge. and health Ieracy could complicsse
navigatien of ACP by health-car: profsssorals.* Finally,
there s an trgent need 10 determine the most rebevant
U M fr e luating ACF.
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Definition From a Multidisciplinary Delphi Panel
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‘Respecting Patient Choices’ trial

PartiCipantS: A —

* N =309 medically unwell, hospital inpatients, >80 years of age, with decision- BM] RESEARCH
making Ca paCity ' Tlr;eixpacltoflafjvangsfrc’gredplanr:ir;ﬁ;nter?oflife carein

Intervention: |

* Anurse or social worker led facilitated ACP discussion/s
« Randomly allocated to ‘usual care’ or ‘usual care + facilitated ACP’
* Followed up for 6 months or until death

Outcomes:

* 125/154 accepted ACP discussion. 84% wrote down preferences and/or
appointed a substitute decision-maker

 Of 56 who died during the follow-up period: end of life wishes more likely to be
known and followed (86% vs 30%, p <.001)

* Significantly less symptoms of anxiety, depression and post-traumatic stress
among bereaved family members

Detering, K., et al. (2010). The impact of advance care planning on end of life care in elderly patients: Randomised
controlled trial. British Medical Journal, 340. doi:10.1136/bmj.c1345 Paris, 07 février 2025



What is Advance Care Planning?

Original Article

Defining Advance Care Planning for Adulis: A Consensus @ i
Defini Delphi Panel
ebecea | 2 ) Nou, MO, Laur €

“Advance care planning is a process that supports adults at
any age or stage of health in understanding and sharing their
personal values, life goals and preferences regarding future
medical care.”

nnnnnnnn

“The goal of advance care planning is to help ensure that
people receive medical care that is consistent with their
values, goals and preferences during serious and chronic
illness.”

Sudore, R., et al. (2017). Defining Advance Care Planning for Adults: A Consensus Definition From a Multidisciplinary
Delphi Panel. Journal of Pain and Symptom Management, 53(5), 821-832. doi:10.1016/].jpainsymman.2016.12.331 Paris, 07 février 2025
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What is Advance Care Planning?

“As the field has evolved, this definition focused on
“future decisions” has proven to be too narrow...”

“...we must reconceptualize advance care planning as a
holistic process over the life course, that includes both
iIn-the-moment and advanced decisions at every life

REAETHY AQUIES SERIOUS END OF
CHRONIC ILLNESS 9 ILLNESS § LIFE t 9
le.g. diabetes treatment, (.. early stagafchranic cancer, {e-8. end-stage cances, S a ge .
elactive surgery) frailty, argan falure) fradlty, and gargan failure)
~ EXAMPLEDECISIONS
Wit e Wit ie <8 Wi e * Preparation for communication and decision-making
i folor kb d g . . .
etk across different settings and different stages of the
and live the life | want?” the support | need?” . .
"'_'J"""“"E m_"“'“"" ADVANCE DECISIONS ADVANCE DECISIONS I l l n e S S t raJ e Cto ry
e. g. “If samething were to e.g “What if my condition & "What if my symptoms
"‘W‘i'l‘};a‘;";z} ‘:‘Tz'?,”““’” _ ::r[:m'? Hﬁ-at\\:ui:bem wmﬂt mﬂl::;ﬂ I_i:alcf;’me . I d . . . . ¢* h
mparan o meard v > thetos entifying and supporting appropriate ‘in-the-
__ moment’ and anticipatory decisions at each stage
- L%?;t:;:m m&?ﬁéﬂ Hickman, S. et al. Journal of the American Geriatrics Society, 71(7), 2350-2356.

Haspice ie . { {
doi:https://doi.org/10.1111/jgs.18287 Paris, 07 février 2025



TER COLLOQUE INTE
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) IST INTERNATIONAL

From an inter

What is Advae Care Planning? - Components of Advance Care Planning

“| often ask my patients questions to
Finding a starting point understand what is important to them

NS elOello Gl i CETRREIR in their care. Is this ok for you?”
Understanding patient readiness to

engage in advance care planning

Patient and carer understanding of “What do | need to know about you to

existing condition . .
Cultural background and family context be able to prOVIde the best pOSSIble

How will communication occur? With care?”
whom?

“Can you tell me, in your own words,
what you understand of your current

health condition/s?”
Paris, 07 février 2025



TER COLLOQUE INTE
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From an inter text

What is Advanc Care Planning? — Components of Advance Care Planning

Elaborating values and goals “What I'm hearing you saying is that

Collaboratively identified goals, grounded XXXXXXX is really important to you. Is
in values and past experiences that right””

Values clarification activities
|ldentifying preferred substitute decision-

MELCUE “It’s great that you are talking about
this with XXXXXX. Would it be ok if we
talked about this all together?”

Education about advance care
planning options

The sorts of discussions that could be

helpful, and who might be involved “We can also he[p you to document

Introducing formal tools for documenting this. t K ish l ¢
advance care planning IS, TO MakKke your WISNES clearer 10r

Education on practical requirements XXXXXX...”

Paris, 07 février 2025
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From an inter text

What is Advanc Care Planning? — Components of Advance Care Planning

Articulating preferences

Explore scenarios and treatment “Based on what | hear you saying, it
options relevant to condition and likely sounds to me like if XXXXXXX
prognosis

Emphasise ‘goals of care’, consider happened’ and youwere no longer
‘limits or trials of treatment’ able to communicate with the people
Avoid jargon, use functional language around you, you would find it very
Assistance with documentation difficult, maybe unbearable?”
Facilitating discussions with preferred

substitute decision-maker/s . N
Assistance in translating functional, A you were unable to walk...
values-based language into actionable “ if you were unable to swallow...”

directions for clinicians

Meeting legal requirements (e.g.
withessing) Paris, 07 février 2025
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ACPi
From an international

What is Advance Care Planning? — Components of Advance Care Planning

Sharing information 3 .
Routine screening questions Advance care planning documents

Receiving, vetting, storing and sharing are stored in the electronic medical

documented preferences d d the f f
Consistent location for ACP documents recor SyStem and the front pageo

Clinical alerts the patient’s file.”
|dentifying triggers for review

e o

Providing responsive care It is Important for XXXXXXX that they
ACDs into actionable medical orders can be at home for end-of-life care.
Don’t assume lack of decision capacity How can we make this happen?”

Enacting preferences
Orchestrating care across settings
Continuing support for substitute
decision-makers

Paris, 07 février 2025



TER COLLOQUE INTERNA

W),

Key Health Professional Specialist ACP Facilitator
General Practitioner, Medical Specialist, Care e.g. Nurse, Social Worker, Allied Health
Home Manager etc. Usually no prior clinical relationship
Existing clinical relationship Specialist ACP skills and experience
ACP skills grounded in clinical experience May benefit from clinical collaboration with
rather than specialist training specialist or usual care team

Grassroots community engagement
Community worker, researcher, death doula,
patient advocate
Variable ACP skills and clinical experience
Can empower community to take ownership
and seek knowledge
Benefit from clinical input and partnerships

Opportunistic delivery in routine care
Social Worker, Community Nurse, Emergency
Department Physician, Palliative care team
Usually no prior clinical relationship
ACP knowledge grounded in clinical experience
Responsive to acute need or patient readiness

Paris, 07 février 2025
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Association of advance care planning
with hospital use and costs at the end of
life: a population-based retrospective

cohort study

lan Scott
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* Increased rates of goal-concordant care and reduced
healthcare costs
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Scott, I., et al. (2024). BMJ Open, 14(11), e082766.
doi:10.1136/bmjopen-2023-082766



https://vimeo.com/288663901

Legislation &
Policy

Systems,
Resourcing
& Workforce

Community

Engagement

ACP
Delivery
Models for
Citizens &
Patients

A National Approach to Advance Care Planning?

“l am confident that | will receive
care that is alighed with my values
and goals and that my preferences
will be known and respected”

“l work in an integrated and flexible
healthcare system in which patient
preferences are routinely elicited
and communicated to relevant
clinicians, enabling responsive
care aligned with patient values,
goals and preferences”

Paris, 07 février 2025



9th Advance Care Planning
International Conference

Are we there yet?

Advance Care Planning Australia is delighted to announce these
keynote speakers. Keep an eye out for our next speaker announcement!

Chetna Malhotra Rebecca Sudore
Duke-NUS Medical School University of California San
National University of Singapore Francisco

Liz Reymond - AN, Cindy Paardekooper

Co-Director Statewide Office of ‘g =4 National Aboriginal and Torres

Advance Care Planning, Australia A /i}* Strait Islander Palliative Care
Association Inc, Australia

Christian Ntizimira
African Center for Research on

End-of-Life Care Research on End-
of-Life Care

Blanning Australia

Abstract

submissions
now open

24 - 26 September
Yugambeh Country / Gold Coast | Queensland

https://www.acp-i2025.org/

Paris, 07 février 2025
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