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Background: Advance care planning (ACP) is a communicative process of defining preferences for future
medical care. Conversation guides support professionals to conduct ACP conversations, yet insight into
essential components is limited.
Objectives: To evaluate the content, rationale, and empirical evidence on the effect of ACP interventions
based on conversation guides.
Methods: MEDLINE, Embase, PsycINFO, and CINAHL were searched from January 1, 1998, to February 23,
2018, to identify peer-reviewed articles describing or evaluating ACP interventions based on scripted
conversation guides. A thematic analysis of the guides was performed. Data on intervention character-
istics, underlying rationale, and empirical evidence were extracted by 2 authors independently using a
predesigned form. Assessment of risk of bias and quality of reporting was performed using Cochrane
tools and COREQ, respectively.
Results: Eighty-two articles reporting on 34 unique interventions met the inclusion criteria. Analysis of
the conversation guides revealed a framework for ACP conversations consisting of 4 phases: preparation,
initiation, exploration, and action. Exploration of patient’s perspectives on illness, living well, end-of-life
(EOL) issues, and decision making formed the core part of the guides. Their design was often expert-
based, without an underlying theoretical background. Empirical evidence on the effect of the in-
terventions was based on heterogeneous outcome measures. Dyad congruence and preference docu-
mentation rates increased among intervention subjects in most studies. The studies showed varying
effects on knowledge of ACP, decisional conflict, quality of communication, and preferences-concordant
care. Qualitative research showed that participants appreciate the importance and benefits of ACP
conversations, yet perceive them as difficult and emotional.
Conclusion: ACP conversation guides address a diversity of themes regarding illness, EOL issues, and
decision making. There is a focus on the exploration of patient’s perspectives and preferences. Evidence
on the translation of explorative information into specific treatment preferences and consequences for
care as provided is limited.
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Especially in long-term care, the exploration of patients’ perspec-
tives on their illness and future medical needs is essential to provide
high-quality medical care.1 Advance care planning (ACP) is known as a
strategy to communicate about preferences for futuremedical care. ACP
is defined by an international taskforce as follows: “ACP enables in-
dividuals to define goals and preferences for future medical treatment
and care, to discuss these goals and preferences with family and
healthcare providers, and to record and review these preferences if
appropriate.”2 When an individual’s health situation worsens, ACP can
become more targeted.2 Evidence for the effects of ACP on completion
of advance directives, improved patient-family concordance regarding
preferences for medical care, and increased congruence between
preferences for care and actual received care is growing.3e5 Unfortu-
nately, barriers such as lack of knowledge about ACP and lack of con-
versation skills among professionals remain.6,7 Several interventions
have been developed to support health care professionals to discuss
goals and preferences for future medical care in daily practice. These
interventions support professionals by providing guidance to the
structure and content of ACP conversations through a conversation
guide.8 To our knowledge, no systematic review has been performed to
provide an overview of the content of ACP conversation guides, their
rationale, and effectiveness so far. Such an overviewwould be helpful to
understand how the concept of ACP is translated into actual conver-
sations and practices and could support health care professionals to
conduct ACP conversations themselves. Therefore, this review aims to
(1) provide a narrative synthesis of the characteristics and theoretical
background of interventions that incorporate an ACP conversation
guide, (2) provide an analysis of the structure and content of those
conversation guides, and (3) summarize empirical evidence about the
feasibility and effects of the interventions.
Methods

Data Sources and Searches

The Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) checklist was used to structure the review
Table 1
Search Strategy for all Databases

Search Strategy for MEDLINE (Ovid MEDLINE Epub Ahead of Print, In-Process & Other N
exp "advance care planning"/OR ((advance adj preferences) or (advance* adj3 plannin
(care or plan* or decision*)) or "terminal care" or (future care adj3 planning)).'ti,ab,k

AND
Communication/or goals/OR (intervention or conversation* or facilitate or approach o
communication).'ti,ab,kf '.

Search strategy for Embase (embase.com)
’living will’/exp OR 0terminal care’/exp OR (advance NEAR/1 preferences):ti,ab,de OR (
(living NEAR/1 will*):ti,ab,de OR 0life limiting’:ti,ab,de OR (’end-of-life’ NEAR/1 (care O
planning):ti,ab,de OR (’palliative therapy’/exp AND 0patient care planning’/exp)

AND
(’interpersonal communication’/exp OR 0goal attainment’/exp OR intervention:ti,ab,de
tool:ti,ab,de OR document*:ti,ab,de OR discussion*:ti,ab,de OR goal*:ti,ab,de OR progr
paper’/it OR 0conference review’/it OR 0review’/it) AND [embase]/lim

Search strategy for PsycINFO (Ovid, PsycINFO [1806 to February Week 3 2018])
exp Treatment Planning/and exp Palliative Care/or exp Palliative Care/and exp Decisio
adj2 directive*) or living will* or life-limiting or ("end-of-life" adj (care or plan* or de
Directives/'

AND
exp COMMUNICATION/OR exp GOALS/or (intervention or conversation* or facilitate or a
or communication).'ti,ab,id'.

Search strategy for CINAHL (Ebscohost, CINAHL Plus with Full Text)
'MH 00advance care planning" or (TI((advance N1 preferences) or (advance* N3 planning
(care or plan*)) or "terminal care" or ("future care" N3 planning))) or (AB((advance N
will*) or life-limiting or ("end-of-life" N1 (care or plan*)) or "terminal care" or ("futu

AND
'(MH 00Goals and Objectivesþ") OR (MH 00Goal-Setting") OR (MH 00Goal Attainment") or
discussion* or goal or program* or "decision aid" or communication) or TI(interventio
goal or program* or "decision aid" or communication) or MH 00communicationþ"'

Search date: February 23, 2018
process.9 A structured computerized literature search was performed
in 4 databases: MEDLINE, Embase, PsycINFO, and CINAHL. The search
strategy included terms describing the following domains: advance
care planning, intervention, and communication (Table 1). Two re-
viewers (J.F., M.V.) independently screened all abstracts to select
relevant papers. Disagreements were resolved by discussion. Refer-
ence lists of selected studies were hand-searched for additional rele-
vant papers (J.F. and K.P.).

Study Selection

Studies that were published in English in peer-reviewed journals
between January 1, 1998, and February 23, 2018, describing a struc-
tured approach of ACP conversations by providing a conversation
guide with verbal examples for health care professionals, were
considered eligible. If the content of the conversation guide was not
described in detail, more informationwas requested by contacting the
corresponding author. Full texts of potentially eligible studies were
assessed independently by 2 reviewers (J.F., M.V.). Disagreements
were resolved by discussion.

Data Extraction and Quality Assessment

Data extraction was performed by 2 reviewers (J.F., A.B.) using a
predesigned form. Characteristics of the interventions were extracted
based on the Taxonomy of Schulz.10 Any theoretical background and
data on feasibility and effectiveness were extracted. Two reviewers
(J.F., A.B.) performed a risk of bias assessment on the included quan-
titative studies. For randomized controlled trials and non-randomized
controlled trials the Cochrane Bias Tool was used, evaluating random
sequence generation, allocation concealment, blinding of participants,
blinding of outcome assessment, incomplete outcome data, and se-
lective reporting.11 A score of 1 was assigned when the criterion had
been met, indicating a low risk of bias, a score of 0 when the criterion
had not been met, and a question mark when the information for
rating the criterion was lacking. The rating resulted in a total score
ranging from 0 to 6. Observational studies were assessed in a similar
on-Indexed Citations, Ovid MEDLINE Daily and Ovid MEDLINE [1946 to Present])
g) or (advance* adj2 directive*) or living will* or life-limiting or ("end-of-life" adj
f '.

r tool or document* or discussion* or goal* or program* or "decision aid" or

advance* NEAR/3 planning):ti,ab,de OR (advance* NEAR/2 directive*):ti,ab,de OR
R plan* OR decision*)):ti,ab,de OR 0terminal care’:ti,ab,de OR (’future care’ NEAR/3

OR conversation*:ti,ab,de OR facilitate:ti,ab,de OR approach:ti,ab,de OR
am*:ti,ab,de OR 0decision aid’:ti,ab,de) NOT (’conference abstract’/it OR 0conference

n Making/or ((advance adj preferences) or (advance* adj3 planning) or (advance*
cision*)) or "terminal care" or (future care adj3 planning)).ti,ab,id. or 'exp Advance

pproach or tool or document* or discussion* or goal* or program* or "decision aid"

) or (advance* N2 directive*) or (living N1 will*) or life-limiting or ("end-of-life" N1
1 preferences) or (advance* N3 planning) or (advance* N2 directive*) or (living N1
re care" N3 planning)))'

AB(intervention or conversation* or facilitate or approach or tool or document* or
n or conversation* or facilitate or approach or tool or document* or discussion* or

http://embase.com
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way with the use of an adapted version of the Cochrane Bias tool
(Appendix Table A1) assessing 7 categories: selection study popula-
tion, comparability of study groups, standardization intervention
protocol, standardization outcome measurements, missing data,
confounders, and selective outcome reporting.11 The criteria were
rated as described above, and this resulted in a total score ranging
from 0 to 7. The assessment tools do not include a cutoff point for
categorizing the studies based on their risk of bias. Therefore, median
scores with ranges are presented. The quality of reporting was
assessed for qualitative studies using the COmprehensive consoli-
dated criteria for REporting Qualitative research (COREQ).12 The
checklist evaluates a total of 32 criteria on 3 categories: (1) research
team and reflexivity, (2) study design, and (3) analysis and findings. A
score of 1 was assigned when the criterion had been properly
described, a score of 0 when it was not described, and a score of 0.5
when the description was incomplete. The rating resulted in a total
score ranging from 0 to 32. Mixed-methods studies were assessed
both for risk of bias and quality of reporting. Disagreements were
resolved by discussion. In line with the explorative nature of this re-
view, the quality of selected studies did not affect inclusion.13

Data Synthesis and Analysis

We analyzed the data to provide a narrative synthesis of the
characteristics, conceptual background, and feasibility and
,

,

Fig. 1. PRISMA flow diagram of
effectiveness of the interventions.14 The content of the conversation
guides was thematically analyzed using NVivo 10.15 Open coding of
the first 5 guides and categorization of codes resulted in an initial
conceptual framework of the structure, themes, and language of the
conversation guides. Subsequently, guides were coded using these
initial concepts, and new concepts were created when deemed
necessary (J.F. and M.K.). The concepts were clustered into themes.
Sample statements were selected from the conversation guides to
illustrate the themes.

Results

The search yielded 15,745 unique hits. Eighty-two articles met the
inclusion criteria (Figure 1) reporting on 34 unique ACP interventions.
Sixty-one articles presented empirical data about 27 inter-
ventions.16e76 The remaining articles presented a description of the
intervention or a study protocol.7,77e96

Risk of Bias and Quality of Reporting

A detailed overview of the risk of bias assessment and quality of
reporting assessment underlying the total scores is presented in the
Appendix Tables A2 to A6. The total scores for each study are pre-
sented in the evidences tables, which are described below. For ran-
domized controlled trials (n ¼ 21) and nonrandomized controlled
,

literature review process.



Table 2
Overview Characteristics and Available Evidence

Intervention (Country)
Accessibility

Characteristics Intervention Included Publications

Mode, Schedule, and
Setting

Target Population Interventionist Scripting and Materials Treatment
Implementation

Description
Intervention

Feasibility
Outcomes

Effect Outcomes

I1. ACP for adults with
congenital/pediatric
heart disease

(USA)
Guide included in
article16

Face-to-face
conversation at heart
failure and transplant
clinic

Patients aged �18 y
with congenital/
pediatric heart
disease

Transplant and
cardiomyopathy
coordinators

Exact scripted
conversation guide

Patient information
folders

Previsit provision of
Voicing My Choices

Documentation
format in EHR

Documented AD Edwards 201816

I2. ACP by general
practitioners

(Belgium)
Guide available from
author7

Face-to-face
conversation in
general practice

Patients at risk of
deteriorating or dying

General practitioner
(2-h training program)

Exact scripted
conversation guide

Educational materials
for GPs

Register eligible
patients

Educational booklet
patients

Documentation
template

Template for
documentation
of the discussion

GPs encourage patient
to share document
with other health
care providers

DeVlemick 20167

I3. ACP in COPD
(Canada)
Guide as appendix17

Double session face-to-
face conversation at
home

Patients with advanced
COPD and their
informal care givers

Facilitator
(trained)

Conversation guide
with question
examples

Information booklet
for patients

Completion of advance
directive

Simpson 201117

Simpson 201218
Simpson 201117

Simpson 201218

I4. ACP in early
dementia

(UK)
Guide as appendix19

Face-to-face
conversation at
memory service clinic

Patients with early
(mild) dementia and
their carers

Senior nurse and
clinical psychologist

Exact scripted
conversation guide,
also used for
documentation

Training package for
staff

Authors emphasize
need to make ACP
documentation
available to other
health care providers

Poppe 201319 Poppe 201319

I5. ACP in geriatric
patients

(Norway)
Guide included in
article20

Single bedside face-to-
face conversation at
geriatric ward

Patients admitted to
geriatric hospital
ward

Senior consultant of
geriatric department

Exact scripted
conversation guide

NS Friis 201520 Friis 201520

I6. ACP in patients with
Chronic Kidney

disease
(Canada)
Guide as appendix77

Face-to-face
conversation
included in
university-based
renal program

Adults with end-stage
renal disease and
surrogates

Social workers and
nephrologists,
preferably trained

Conversation guide
with question
examples

Documentation of ACP
process in dialysis
medical record

Davison 200777

Davison 201276

I7. ACP for patients with
inoperable lung
cancer*

(UK)
Guide partial available
in article21

Face-to-face
conversation at
outpatient clinic

Patients with
inoperable lung
cancer

Lung cancer nurses Exact scripted
conversation guide

Letter to record
discussion

Checklist to clarify
content of ACP record
with patients

GP clinic letter to
record ACP discussion

Horne 200621 Horne 200621

I8. ACP Group Medical
Visit

(USA)
Guide included in
article22

Two group sessions of
2 h each, 1 mo apart
at Senior Clinic

Geriatric patients (age
>65 y) receiving care
at primary care clinic

Geriatrician and social
worker

Conversation guide
with question
examples

Educational materials
(handout, video, AD
template)

Update AD or medical
orders as needed

Communication
preferences to
primary care
provider

Lum 201622

Lum 201723
Lum 201622

Lum 201723
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I9. Advance Directive in
Two Questions

(USA)
Guide included in
article78

Face-to-face
conversation in any
health care setting

Any patient Any health care
professional

Two scripted questions
as base for discussion

Preferences described
in short document,
copies for patient,
chart and palliative
care team

Mahon 201278

I10. Communication
about EOL care
among

patients with COPD
(USA)
Guide partial available
in article and from
author24

Face-to-face
conversation
based on patient-
specific feedback
form generated by a
patient-reported
computerized process
at regular visits at
outpatient clinic

Patients with COPD Clinicians Clinician feedback
report with patient-
specific discussion
topics and suggested
scripts

Feedback form was
send to clinician and
patient

Au 201224 Au 201224

Reinke 201725

I11. Communication in
life-limiting illness

(USA)
Guide included in
article80

Single or multiple face-
to-face conversation
preferable in
outpatient setting,
but can be in hospital
as well

Patients with life-
limiting illness

Clinicians Conversation guide
with examples of
questions

Authors emphasize
need to record ACP
conversations in the
patient chart and to
include a copy of any
completed
documents

Pearce 201680

I12. End-of–Life
Preferences Interview

(Italy)
Guide as appendix26

Single- or multiple-
session face-to-face
conversation in
palliative (home) care
centers

Patients in palliative
care23

Advanced cancer
patients in palliative
care24

Physicians palliative
care centers
(1 d of training)24

Exact scripted
conversation guide

Manual for
interventionist

Documentation based
on interview format

Borreani 200826

Borreani 201227
-

I13. Family/Adolescents
e Centered (FACE)
ACP intervention*

(USA)
Copyrighted: guide
based on I25, guide
partial available in
article29

Three-session face-to-
face conversation,
1 wk apart at
outpatient clinic

Adolescents with
cancer and their
surrogate27,32,33

Adolescents with
HIV/AIDS and
their surrogate28
e31,36

A certified Respecting
Choices facilitator

Exact scripted
conversation guide

Readiness survey
AD: Five Wishes
Information brochure
about ACP for
participants

Completion of AD Dallas 201281,y

Kimmel
201582,y

Curtin 201783,y

Jacobs 201528

Lyon 200929

Lyon 201333

Dallas 201637

Lyon 201735

Lyon 201736

Lyon 200929

Lyon 200930

Lyon 201031

Lyon 201132

Lyon 201333

Lyon 201434

Dallas 201637

Lyon 201735

Lyon 201736

I14. Goals of Care
Communication
Guide

(USA)
Guide included in
article38

Face-to-face
conversation in
outpatient setting or
at home

Seriously ill patients Nurse and social
worker

Exact scripted
conversation guide
and documentation
form

Completion of written
document

Bekelman 201738

I15. Heart Failure End of
Life Discussion
intervention

(USA)
Guide included in
article84

Face-to-face
conversation

African Americans with
heart failure

Nurse Conversation guide
with question
examples

Trajectory graph
Conversation Ready
pamphlet

Preferences form

Completion of written
document

Piamjariyakul 201784

I16. Kitchen
Table Discussion

(USA)
Guide included in
article85

Single or multiple
session face-to-face
conversation at home

Serious ill patients
Patients with life-
limiting illness
receiving
home care39

Home care and hospice
nurses38

Social worker84

Conversation guide
with question
examples

Guide used as
assessment form for
documentation

Assessment form in
medical record and
send to home care
nurse and attending
physician

Norlander 200085 Ratner 200139 Ratner 200139

(continued on next page)
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Table 2 (continued )

Intervention (Country)
Accessibility

Characteristics Intervention Included Publications

Mode, Schedule, and
Setting

Target Population Interventionist Scripting and Materials Treatment
Implementation

Description
Intervention

Feasibility
Outcomes

Effect Outcomes

I17. Let me Talk
(China)
Guide available from
author40

Single or multiple
session face-to-face
conversation and a
family conference at a
nursing home

Frail but competent
nursing home
residents

Nurse facilitator Exact scripted
conversation guide

Information leaflet for
residents

Template for personal
booklet

Personal booklet
summarizing life
stories and
preferences for care

Chan 201040 Chan 201040

I18. Living Well
Interview

(USA)
Guide included in
article41

Single session face-to-
face conversation at
chemotherapy ward

Patients with recent
diagnosis of life-
limiting disease/
terminally ill patients

Oncology nurse
(well-trained)

Exact scripted
conversation guide

Schwartz 200341

I19. Motivational Stage-
Tailored Intervention
to ACP

(USA)
Guide available from
author42

Single session face-to-
face conversation at
supportive housing
facility

Low-income older
adults living in a
supportive housing
facility

Social work graduate
research assistant
(45 h of training)

Conversation guide
with question
examples

California AD form
Training manual

Completion of AD form Ko 201642 Ko 201642

I20. Palliative Care
Program

(China)
Guide as appendix43

Weekly face-to-face
conversations at
home, part of an 8-wk
program

Home care patients
with life-limiting
disease

Trained nurse
facilitators/home care
providers
(2 days of training)

Conversation guide
with question
examples

Educational materials

Completion of DNR
order

Chan 201443 Chan 201443

I21. Patient Preferences
About Serious Illness
Instrument (PASI)

(USA)
Guide available from
author44

Single or multiple
session face-to-face
conversation in
hospital, outpatient
or acute care setting

Seriously ill patients Health care
practitioners

Exact scripted
conversation guide

The interview
instrument should be
used in conjunction
with an AD

Whitehead 201644

I22. Patient Navigator
Intervention to
improve palliative
care

(USA)
Guide available from
author45

Five or more (if needed)
sessions of face-to-
face conversation in
setting as preferred
by patient (home,
outpatient clinic, or
during
hospitalization)

Latino adults with life-
limiting illness

Patient navigator (1-
mo-long intensive
training)

Exact scripted
conversation guide

Packet of linguistically
matched materials on
palliative care

AD form

Completion of AD
Documentation of
pain management

Fischer 201545 Fischer 201545

I23. Physician’s Guide
to Talking About

End-of-Life Care
(USA)
Guide included in
article95

Face-to-face
conversation,
preferably in more
than one session

Seriously ill patients Physician Conversation guide
with question
examples

Balaban 2000

I24. Preserving Identity
and Planning for
Advance Care (PIPAC)

(USA)
Guide available from
author46

Four sessions, 1 wk
apart, face-to-face
conversation at home
(including assisted
living facilities and
nursing homes)

Individuals with early
or mild-stage
dementia

Trained assessors with
social worker or
psychology
background

Exact scripted
conversation guide

Participant notebook
Checklist
Document
contributions
participants

Materials for a
reminiscence
product

A tangible reminiscence
product

Consideration of
completing a legal
document

Hilgeman 201446 Hilgeman 201446
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I25. Respecting
Choices*

(USA)z

Copyrighted: guide
partially available in
article86

Guide available from
author89

Single session face-to-
face conversation

at diverse settings,
mostly outpatient
facilities

Seriously ill patients
and their surrogate

CHF47,52,53,89

ESRD47,50,52,53

High-risk open heart
surgery47

Ambulatory geriatric
patients54

Patients from
cardiothoracic
surgery clinic55

Nursing home
patients51,62,90

Patients newly
diagnosed with
advanced lung
cancer56,57

Frail elderly patients
with multiple
comorbidities/
advanced disease48

Residents of assisted
living facilities with
limited life
expectancy60

Patients with advanced
lung or colorectal
cancer87,88

Cancer patients58,59

Trained facilitator
(Respecting Choices
training)

Exact scripted
conversation guide

Training program for
facilitators

Information for patients
Checklist for interview

Completion of AD Briggs 200486

Korfhage 201587,y

Rietjens 201687,y

Malhotra 201 9,y

In der Schmit
201190,y

Briggs 200447

Boettcher 201448

Hall 201449

Song 201050

In der Schmitten
201451

Kirchhoff 201052

Schwartz 200254

Song 200555

Robinson 201156

Robinson 201257

Niranjan 201858

Rocque 201759

Boettcher 201448

Hall 201449

Hammes 201060

Pecanac 201661

Song 201050

In der Schmitten 201451

Kirchhoff 201052

Kirchhoff 201253

Schwartz 200254

Song 200555

Briggs 200447

Robinson 201156

Rocque 201759

Hickman 201662

I26. Scripted Nurse pre-
VAD Visits

(USA)
Guide included in
article63

Face-to-face
conversation
in outpatient or
inpatient setting

Patients at evaluation
for VAD placement

Palliative Care nurse Exact scripted
conversation guide

Documentation in EHR
Full palliative care
consult if needed

O’Connor 201663

I27. Serious Illness
Conversation Guide

(USA)
Guide available from:
https://www.
ariadnelabs.org/
areas-of-work/
serious-illness-care/

Single- or multiple-
session face-to-face
conversation at
oncology care clinics

Seriously ill patients
- patients with
advanced incurable
cancer and
surrogates91

Clinicians
(2.5-h training
program)

Exact scripted
conversation guide

Patient pre-visit letter
and guide

Clinician reference
guide

Structured
documentation in
EHR

Bernacki 201 ,y Lakin 201764 Lakin 201764

I28. Sharing Patient’s
Illness

Representations to
Increase Trust
(SPIRIT)

(USA)
Guide included in
article92

Single- or double-
session face-to-face
conversation at
outpatient clinic or
home

Seriously ill patients
Adapted for:
ESRD67,68

Heart failure with
LVAD65,66

Trained nurse
facilitator

(3.5 d of training)

Exact scripted
conversation guide

Goals of Care
document

Information about AD

Placement of Goals of
Care document in
medical record

Song 201592

Song 201893,y
Metzger 201665

Metzger 201666

Song 200967

Song 201568

Song 201676

Metzger 201665

Metzger 201666

Song 200967

Song 201568

Song 201676

Song 201769

I29. Structured
intervention to
facilitate

EOL DM
(Australia)
Guide available from
author70

Face-to-face
conversation

Patients with
metastatic cancer
and their caregivers

Psychologist Exact scripted
conversation guide

DNR order as preferable
documentation

Stein 201370 Stein 201370

(continued on next page)
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Table 2 (continued )

Intervention (Country)
Accessibility

Characteristics Intervention Included Publications

Mode, Schedule, and
Setting

Target Population Interventionist Scripting and Materials Treatment
Implementation

Description
Intervention

Feasibility
Outcomes

Effect Outcomes

I30. The One Slide
(South Africa)
Guide included in
article71

Face-to-face
conversation

NS Health care
professionals, pastors,
teachers

Exact scripted
conversation guide

NS Stanford 201371

I31. Thinking Ahead
Project (TAP)*

(USA)
Copyrighted: guide
based on I25, partially
available from
author72

Single-session face-to-
face conversation
combining MI with an
adapted ACP
interview at
university medical
center

Community-dwelling
African Americans

A certified Respecting
Choices Facilitator

(additional 4-h MI-
training)

Exact scripted
conversation guide

Package of ACP
educational material
with both the
standard and health
literacy
adapted AD

Completion of AD Huang 201672 Huang 201672

I32. Values-Based
History

(USA)
Guide included in
article94

Face-to-face
conversation with
follow-up sessions

Patients with serious
illness

Health care providers Conversation guide
with question
examples

Author states goal is to
establish a concrete
plan

Prommer 201 94

I33. Value Discussion
Guide

(USA)
Guide as appendix73

Facilitated face-to-face
conversation
after self-guided
discussion at medical
center or at home

Male veterans with AD
and their surrogate

Psychologist Exact scripted
conversation guide

NS Karel 200473 Karel 200473

I34. Voicing My Choices
(USA)
Guide included in
article95

https://fivewishes.org/
docs/default-source/
Samples/vmc-samp
le.pdf?sfvrsn¼4

Face-to-face
conversation

Adolescents and young
adults with life-
threatening
conditions

Health care
professionals

Conversation guide
with question
examples

Guide functions as
planning guide to
document wishes

Guide can be used as a
patient-held
document to record
the conversation

Zadeh 201595 Smith 201774

Kazmerski 201675

AD, advance directive; CHF, congestive heart failure; COPD, chronic obstructive pulmonary disease; EHR, electronic health record; EOL, end of life; ESRD, end-stage rena isease; DM, decision making; DNR, do not resuscitate;
GP, general practitioner; LVAD, left VAD; MI, motivational interviewing; NS, not specified; VAD, ventricular assist device.

*Conversation guide could not be fully analyzed because of loss of the complete guide (Intervention no.: 7) or copyright (Intervention no.: 13, 25, 31).
yStudy protocol for randomized controlled trial.
zIntervention developed in the USA, adapted for/implemented in Europe51,87,88,90 and Singapore.89
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Table 3
Synthesis of Framework for Structure and Content of Conversation Guides

General Structure of the Conversation Guides

Preparation Identification of eligible patients and creation of
appropriate circumstances

Initiation Setting up the conversation
Exploration Eliciting patient’s perspectives on relevant topics
Action Translate content conversation into concrete steps

Content of Element Themes in Conversation Guides Covered in Guides, n (%) Sample Statements (Intervention no.)

Initiation
Readiness patient Address current health state 4 (12%) “A few months ago we spoke about what kind of care you

would want if you were to become very ill. We’re now
facing that situation.” (Intervention no.: 23)

“I brought up these issues early so that you would have time
to think about what’s important to you. I’m not worried
that anything will happen in the next weeks.”
(Intervention no.: 27)

Attitudes to thinking about the future 11 (32%) “Do you spend time thinking about your health and your
future?” (Intervention no.: 6)

“Do you think much about the future? What worries you
when you think about the future?What are your hopes for
the future?” (Intervention no.: 3)

Ask permission for having the conversation 6 (18%) “To adapt our therapy model to your personal needs, we
need to know your preferences concerning some aspects
that characterize our assistance. Do you wish to talk about
them at this time?” (Intervention no.: 12)

“Would you like to talk more about the kind of care you
would want to have if you were no longer able to express
your own wishes?” (Intervention no.: 22)

Rapport building Establish relationship and trust 5 (15%) “While I can’t cure you, there are still many things I can do
for you. I want you to be able to speak openly with me, so I
can best help you. No matter what happens, I can be here
for youdyou are not alone.” (Intervention no.: 23)

“As your doctor, I want to make sure we are always doing
the things that might help you, and that we never do
anything that either can’t help you, or you wouldn’t
want.” (Intervention no.: 23)

Introduction Concept of ACP and potential benefits 16 (47%) “One thing I like to do with all my patients is to discuss
advance care planning. Do you know what this means?”
(Intervention no.: 10)

“Wewant to help you stay in control of decisions about your
care, and to ease things in case your family has to make
difficult decisions on your behalf.” (Intervention no.: 27)

Framing future situation 5 (15%) “These questions are pertaining to a situation in which you
are either no longer able to express your wishes, or are in
an unsound mental state for making rational
decisionsdthat is, a situation when someone else will
have to make medical decisions for you.” (Intervention
no.: 30)

Clarifying conversation goals 11 (32%) “I know this is hard to talk about, but I’d like to see if we can
clarify a couple things about what your worries are about
the future.” (Intervention no.: 27)

“We’ve talked about some of the key issues that are
important as you get sicker, and I think it would be helpful
to get a bit more specific about the types of treatments
that do and don’t make sense in your situation.”
(Intervention no.: 27)

Consider invitation others 2 (6%) “Is there someone you would like to be present with you for
these conversations?” (Intervention no.: 11)

Exploration
Illness views Illness understanding 17 (50%) “What do you understand about your illness or what’s

happening to you?” (Intervention no.: 11)
“What is your understanding of your treatment options;
your prognosis?” (Intervention no.: 16)

Living with illness 13 (38%) “How have you been feeling since you were given your
diagnosis?” (Intervention no.: 4)

“Tell me about living with COPD day-to-day?” (Intervention
no.: 3)

Live views Living well 19 (56%) “What makes life worth living?” (Intervention no.: 3)
“What activities or experiences are most important for you
to live well?” (Intervention no.: 25)

(continued on next page)
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Table 3 (continued )

Content of Element Themes in Conversation Guides Covered in Guides, n (%) Sample Statements (Intervention no.)

Views on death and
dying

Prior experiences 7 (20%) “How have you dealt with loss/death in the past? What do
you wish had been different? What was OK for them, but
would not be OK for you?” (Intervention no.: 6)

“Have you or someone close to you had experiences with
serious illness or death?” (Intervention no.: 8)

Vision on end of life 13 (38%) “We cannot predict exactly what medical treatment you
might need at the end of your life. But it’s important for
me to know your thoughts about what type of medical
care you would like to receive. How do you imagine
spending your last days, weeks, and months?”
(Intervention no.: 23)

“Have you thought about dying (if they have not named this
specifically)? Can you tell me more about these things?”
(Intervention no.: 16)

Psychosocial well-being Coping 8 (24%) “When people get to this stage, some people feel like they
want to keep fighting, and other people feel like they just
want to be comfortable and let things happen as theymay.
How are you feeling now?” (Intervention no.: 23)

“How are you coping with all of this?” (Intervention no.: 16)
Fears and worries 19 (56%) “What worries you most? What is your greatest fear? What

helps with this worry and fear?” (Intervention no.: 3)
Hope 7 (20%) “As you think about how things are going with the illness,

what are you hoping for?” (Intervention no.: 3)
Religion and spirituality 10 (29%) “Do you have any religious or spiritual beliefs that help you

deal with difficult times? If so, tell about them.”
(Intervention no.: 24)

Planning and decision
making

Prior experiences 12 (35%) “Have you had any thoughts, discussions with your family
or friends about what you would like to happen, if you
become very ill and needed more support and care?”
(Intervention no.: 4)

“What experience do you have in making health-related
choices (for self or others)?” (Intervention no.: 6)

Locus of control 11 (32%) “If there are any major decisions, do you prefer: for the
doctors to make the decisions/for the doctors to give you
all the information and help youmake the decision/for you
and your family to discuss and decide together/for you
alone to make the decision/other?” (Intervention no.: 5)

“What would you like to know about your care and
treatment, how much information do you normally like to
have? Are you the sort of person that likes to have all of the
information, or would you prefer not to know too much?”
(Intervention no.: 4)

Goal setting 12 (35%) “If your health situation worsens, what are your most
important goals?” (Intervention no.: 27)

Trade-offs 12 (35%) “Howmuch are you willing to go through for the possibility
of gaining more time?” (Intervention no.: 27)

Treatment preferences 32 (94%) “The staff here will always try and advise what is in your
best interests, and will discuss this with you whenever
possible. It is helpful, however, to know if you have any
particular preferences for or against specific treatments?”
(Intervention no.: 6)

“Are there certain treatments that you think you would
never want? Why?” (Intervention no.: 5)

Other preferences 11 (32%) “If you could choose, would you prefer to die at home, in
hospice, in residential care, or in hospital?” (Intervention
no.: 11)

“Do you have any specific religious or spiritual needs which
you would like to be adhered to wherever you are cared
for, such as attending a local church, or meeting place?”
(Intervention no.: 12)

“Do you have other preferences that we did not address?”
(Intervention no.: 21)

Documentation 7 (21%) “Have you ever written down your wishes about future care
or treatment?” (Intervention no.: 5)

Involvement of others Family 21 (62%) “Have you talked with your family about your health?”
(Intervention no.: 16)

“If they ask us, may we talk to your family about your
illness? Is there anyone in your family whom you would
prefer us not to give information to? Do you prefer anyone
particular to be with you to hear results or to discuss and
make important decisions about your care and
treatments?” (Intervention no.: 5)

(continued on next page)
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Table 3 (continued )

Content of Element Themes in Conversation Guides Covered in Guides, n (%) Sample Statements (Intervention no.)

Professionals 8 (24%) “How much does your primary care provider know about
what’s important to you? What questions do you need to
ask him or her?” (Intervention no.: 8)

“What do you expect of your health care providers:
availability? Information? Participation in decision
making?” (Intervention no.: 6)

Action
Summarize Check understanding 8 (24%) “You have previously said to me that when your time

comes, we will let nature take its course. I will make sure
that you are comfortable at all times, and that ultimately,
you are able to die comfortably. We will not plan to use
cardiopulmonary resuscitation or breathing machines or
an intensive care unit. Am I correctly stating your
preferences?” (Intervention no.: 23)

Looking back on discussion 5 (15%) “What was your goal regarding advance care planning or
having a conversation, and how did it go?” (Intervention
no.: 8)

Recommendations 6 (18%) “It sounds like . is very important to you. Given your goals
and priorities and what we know about your illness at this
stage, I recommend.” (Intervention no.: 27)

“Based on the wide spread of your cancer, the fact that we
have nomore treatments to stop the growth of the cancer,
and the fact that CPR doesn’t work for patients with
metastatic cancer, I recommend that we focus intensively
on your comfort, on helping you have as much time as
possible with your family, and on getting you home.”
(Intervention no.: 27)

Agreements Surrogate decision maker 22 (65%) “If you cannot, or choose not to participate in health care
decisions, with whom should we speak?” (Intervention
no.: 9)

“Have you thought about who you might want to make
decisions for you? If so, who?” (Intervention no.: 24)

Documentation 17 (50%) “Would you like any help with writing down your wishes
and appointing the right person or people to act for you?”
(Intervention no.: 30)

Follow-up Next steps 12 (35%) “What are your next steps regarding advance care
planning?” (Intervention no.: 8)
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trials (n ¼ 3), the median total score of sufficiently met criteria was 3
(range 0e4). No trial met the criterion of blinding of participants. For
observational studies (n ¼ 13) and the quantitative part of mixed-
method studies (n ¼ 11), the median total score of sufficiently met
criteria was 3 (range 1e5) and 1 (range 0e3), respectively. The
assessment showed a low risk of bias regarding standardization of the
ACP intervention20,22,23,28,36,42,49,61e63,74 and standardization of
outcome measurement in most studies.16,23,28,36,42e44,48,59e62,74,75 For
qualitative studies (n ¼ 13), an assessment of the quality of reporting
showed a median total score of sufficiently met criteria of 16.5 (range
12.5e29) (Appendix Table A7). For mixed-methods studies (n ¼ 11),
the median total score of sufficiently met criteria was 15 (range
3e18.5).
Intervention Characteristics

The 34 interventions were numbered and their characteristics
summarized in Table 2. In general, 2 different designs of conversation
guides were identified. About two-thirds of the interventions pro-
vided an exact scripted conversation guide (Intervention no.: 1, 2, 4, 5,
7, 9, 12e14, 17, 18, 21, 22, 24e31, 33). The other one-third provided
guidance to the conversation by suggesting topics and prompts, but in
a less structured format (Intervention no.: 3, 6, 8, 10, 11, 15, 16, 19, 20,
23, 32, 34).

Most identified interventions were developed for or tested in
populations with serious illnesses (Intervention no.: 1e3, 6, 7, 11e16,
18, 20e23, 25e29, 32, 34). In some interventions, involvement of a
surrogate decision maker was an essential part of the intervention
(Intervention no.: 2, 4, 6, 13, 25, 27, 29, 33). Others left the decision to
include a proxy to the patient. The interventionists had a broad range
of professions, including physicians, nurses, social workers, patient
navigators, and psychologists. Most interventions provided educa-
tional materials for the health care professional, the patient and
family, or both. In about half of the interventions, some form of
training of the interventionist was included, ranging from a couple of
hours to multiple day courses.
Theoretical Background

Most articles reported on the development of the intervention
which could involve a review of literature, expert panels
with professionals and patients, and pilot testing.7,19e22,26,29,38,39,
41e47,63,71e73,79,80,84,91,92,94,95 A description of a theoretical back-
ground was often absent.7,16,19e21,26,38,41,43e45,63,71,73,79,80,91,95,96

Basic ethical principles were described by some authors as back-
ground for their intervention. Some stated that the ethical principle of
patient autonomy played a central role in ACP originally, but that
principles of communication and relational ethics had been intro-
duced, focusing on a deeper conversation between the patient and
health care professionals to identify and respect values of the patient
and his psychosocial context.17,18,39,78 Two authors used the concept of
meaning-searching activities and legacy making in the interven-
tion.40,46 Others used the concept of motivational interviewing as a
background for the design of the conversation guide.42,72



Table 4
Evidence From Trials

Author, Year, Country Methods Population n Outcomes Risk of Bias
Total Score

Decreased (Use of) Increased (Use of) No Difference (in Use
of)

I10. Communication about EOL Care Among patients with COPD
Au 201224

USA
RCT
Patient-specific
feedback form vs
standard form

Patients with COPD,
N ¼ 376 (I: 194 C: 182)

Quality of
communication

Discussions with
surrogates

Discussions with
clinicians

2 of 6

Reinke 201725

USA
Subanalysis RCT
Patient-specific
feedback form vs
standard form

Patients with COPD who
died after study
completion,

N ¼ 157

Documentation of EOL
care discussions

Completion of ADs
Hospice referrals

2 of 6

I13. Family/AdolescentseCentered (FACE) ACP intervention
Lyon 200929

USA
RCT
FACE vs Adolescent
Health Control
Condition

Adolescents with HIV/AIDS,
N ¼ 38 dyads (I: 20, C:18)

Decisional conflict Quality of
communication

Completion of AD

Dyad congruence 3 of 6

Lyon 200930

USA
” ” Satisfaction with

intervention
4 of 6

Lyon 201031 USA ” ” Depression
Anxiety
Quality of life
Likelihood to
discontinue
treatment

4 of 6

Lyon 201132

USA
” ” Spirituality 3 of 6

Lyon 201333

USA
RCT
FACE vs usual care

Adolescents with cancer,
N ¼ 30 dyads
(I: 17, C: 13)

Decisional conflict Dyad congruence
Likelihood to
discontinue
treatment

Quality of
communication

3 of 6

Lyon 201434

USA
” ” Completion of AD Anxiety

Depression
Quality of life
Spiritual well-being

3 of 6

Dallas, 201637

USA
RCT
FACE vs Adolescent
Health Control
Condition

Adolescents with HIV and
surrogate,

N ¼ 97 dyads (I: 48, C: 49)

Self-report of both
positive and negative
emotions based on
Satisfaction
Questionnaire

4 of 6

Lyon 201735

USA
” ” Dyad congruence

Likelihood of treatment
limitations

Leeway of surrogate
regarding EOL
decisions

4 of 6

I17. Let me Talk
Chan 201040

China
Pre-post controlled trial
Let me Talk vs usual
care

Frail but competent nursing
home residents,

N ¼ 121 (I: 59, C: 62)

Concordance on LST-
preferences over time

Quality of life
Discussions with family
or HCP

1 of 6

I22. Patient Navigator Intervention to improve palliative care
Fischer, 201545

USA
RCT
Patient navigator
intervention vs
information packet

Latino adults with life-
limiting illness,

n ¼ 64 (I: 32, C: 32)
Decedents after 12 mo,
n ¼ 18 (I: 10, C: 8)

Completion AD
Documentation pain
management

Outpatient pain
medication order

Hospice use

3 of 6

I24. Preserving Identity and Planning for Advance Care (PIPAC)
Hilgeman 201446

USA
RCT
PIPAC vs minimal
support phone
contact

Individuals with early
dementia,

N ¼ 19 dyads (I: 11, C: 8)

Scale for Depression in
Dementia

Self-reported mobility
dependence

Decisional conflict

Subjective quality of life
in dementia

Coping strategies

Anxiety
Quality of life in
Alzheimer’s disease

Meaning in Life Scale
Social engagement
Emotional and
Anticipated Support
Scale

3 of 6

I25. Respecting Choices (RC)
Schwartz 200254

USA
RCT
RC vs local proxy form

Ambulatory geriatric
patients,

N ¼ 61 (I: 31, C: 30)

ACP knowledge
Dyad congruence
Comfort proxy as
decision maker

VAS pain, anxiety
alertness

3 of 6

Briggs, 200447

USA
RCT
RC vs usual care

Patients with ESRD, ESHF,
HR-heart surgery,

N ¼ 27 dyads (I: 13, C: 14)

Decisional conflict Quality of
communication

Dyad congruence

ACP knowledge 1 of 6

(continued on next page)
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Table 4 (continued )

Author, Year, Country Methods Population n Outcomes Risk of Bias
Total Score

Decreased (Use of) Increased (Use of) No Difference (in Use
of)

Song 200555

USA
RCT
RC vs usual care

Patients at cardiothoracic
surgery clinic,

N ¼ 32 dyads (I: 16, C: 16)

Decisional conflict Dyad congruence Anxiety
ACP knowledge

1 of 6

Song 201050

USA
RCT
RC vs usual care

African Americans with
stage 5 CKD,

N ¼ 17 dyads (I: 10, C: 7)

Quality of
communication

Dyad congruence
Preference for LST

Decisional Conflict
Self-perception and
relationship

Patient clinician
interaction

Cultural sensitivity
clinician

4 of 6

Kirchhoff 201052

USA
RCT
RC vs usual care

Patients with CHF or ESRD,
N ¼ 313 dyads
(I: 160, C: 153)

ACP knowledge
Dyad congruence

2 of 6

Kirchhoff 201253

USA
RCT
RC vs usual care

Deceased patients with CHF
or ESRD,

N ¼ 110 deaths
(I: 62, C: 48)

Concordance
preferences/EOL care

3 of 6

In der Schmitten
201451

Germany

Nonrandomized
controlled trial
Beizeiten Begleiten vs
usual care

Nursing home patients,
N ¼ 575 (I: 136, C: 439)

Completion AD 0 of 6

I27. Serious Illness Conversation Guide (SICG)
Lakin 201764

USA
Prospective
implementation trial

Clinics with SICG vs
control clinics

Deceased patients in
primary care clinic,

N ¼ 178 (I: 101, C: 77)

Documentation of
conversations

Comprehensiveness
conversations

Discussion of prognosis,
code status/LST or
EOL planning

Hospice use

2 of 6

I28. Sharing Patient’s Illness Representations to Increase Trust (SPIRIT)
Song 201568

USA
RCT, pre-posttest,
SPIRIT vs usual care

Patients on dialysis therapy,
n ¼ 210 dyads
(I: 109, C: 101),
n ¼ 45 bereaved surrogates
(I: 28, C: 17)

Anxiety, depression
and PTSS symptoms
in surrogate after
patient’s death

Dyad congruence
Decision-making
confidence surrogate

Decisional conflict 4 of 6

Song, 201676

USA
RCT, pre-post test,
SPIRIT vs usual care

Patients on dialysis therapy,
n ¼ 69 whites
(I: 37, C: 32)
n ¼ 141 African Americans
(I: 72, C: 69)

Decisional conflict
Bereavement
depressive symptoms
surrogates

Dyad congruence
Decision making
confidence surrogates

4 of 6

I29. Structured intervention to facilitate end-of-life decision making
Stein 201370

Australia
RCT, intervention vs
usual care

Patients with metastatic
cancer and carers,

N ¼ 120 patients (I: 55 [45
carers], C: 65 [52 carers])

Knowledge CPR Anxiety
Depression
Caregivers reaction
assessment

DNR
Hospital deaths

3 of 6

C, control; AD, advance directive; AIDS, acquired immune deficiency syndrome; CHF, congestive heart failure; CKD, chronic kidney disease; COPD, chronic obstructive pul-
monary disease; dyads, patient and a proxy/surrogat decisionmaker/family member; EOL, end of life; ESHF, end-stage heart failure; ESRD, end-stage renal disease; HCP, health
care practitioner; HIV, human immunodeficiency virus; HR, high risk; I, intervention; LST, life-sustaining treatment; PTSS, post-traumatic stress syndrome; RCT, randomized
controlled trial; VAS, visual analog scale.
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Six interventions (Intervention no.: 6,13, 24, 25, 28, 31) were based
on the representational approach of patient education. This theory is
based on the Leventhal’s description of illness along 5 identities
(illness identity, cause, time line, consequences, and cure/control) and
the conceptual change model.97 Based on this theory, exploration of
patient’s perspectives on ACP themes and provision of patient-tailored
information form the key steps in the conversation, resulting in highly
individualized patient-specific processes.
Content of the Conversation Guides

We synthesized a summarizing framework of the structure and
content of ACP conversation guides (Table 3). The main structural ele-
ments of the conversations guides consisted of 4 phases: preparation,
initiation,exploration,andaction.Samplestatements,extracted fromthe
conversation guides, are given in Table 3 to illustrate the content. The
exploration phase contained the most elaborate statement samples.
Preparation and Initiation
The preparation phase consists of pre-conversational steps,

including the identification of eligible patients and practical ar-
rangements. The initiation phase is the start of the actual conversation
inmost interventions, containing different strategies to introduce ACP,
to clarify the goal of the conversation and to establish a trustful
relationship between patient and interventionist.

Exploration
In most conversation guides, the exploration of patient’s views on

multiple themes is the core part of the conversation. Illness under-
standing and views on living with illness are explored (Intervention
no.: 2, 3, 6, 7, 11, 13e17, 20e29, 32) as well as views on living well
(Intervention no.: 3, 4, 7, 11, 13, 16, 17, 21, 22, 24e26, 29, 32). Another
key theme in the exploration phase is death and dying, covering both
conceptual discussions about death and discussions about practical
issues regarding the end of life (Intervention no.: 3, 6, 8, 12, 13, 16, 17,
19, 20, 22e25, 28, 29, 34). Themes related to the psychosocial well-
being of the patient are addressed as well. Fears and worries are
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discussed (Intervention no.: 2, 3, 6e8, 11, 12, 14, 16e18, 20, 22, 24e28,
32) and hopes are explored (Intervention no.: 2, 3, 6, 17, 24, 25, 32) as
well as sources of strength (Intervention no.: 12, 13, 17, 18, 24, 25, 29,
33, 34).

Planning and goal setting form a bridge between the exploration of
personal values and the determination of preferences for future
medical care. Personal views on planning and decision making are
explored (Intervention no.: 2e4, 6, 8, 10,11,19, 22, 28, 33, 34). Patients’
locus of control (Intervention no.: 1e6, 11, 12, 26, 27, 29, 34) and the
desired involvement of family and professionals in care and decision
making are discussed (Intervention no.: 1, 4e8, 11e13, 17, 19, 21, 22,
24e27, 29, 30, 32e34).

Goals of care (Intervention no.: 2, 6, 7, 11, 14, 16, 23, 25e28, 32) and
trade-offs are defined to identify what the participant perceives as
tolerable to achieve certain goals (Intervention no.: 3, 6, 8, 11, 12, 20,
23, 27, 28, 32, 33). Most interventions address treatment preferences
(Intervention no.: 1, 2, 5, 6, 8e17, 19e21, 23e26, 29, 30, 32, 34). Some
interventions use scenarios or mentioned specific therapies; others
evaluate treatment preferences more in general. Some interventions
evaluate whether the patient has or would like to have preferences
documented in a (legal) document (Intervention no.: 3, 5,11,19, 20, 25,
29, 30).

Action
The last phase of the conversation guide could include a summary

(Intervention no.: 2e4, 10, 11, 14, 19, 22, 23, 25, 27, 28, 32). Only few
interventions make patient-specific recommendations based on the
prior explorative phase (Intervention no.: 10, 11, 23, 25, 27, 32). Most
interventions propose designation of a surrogate decision maker as a
concrete action at the end of the conversation (Intervention no.: 1e4,
6, 8, 9, 11, 13, 17, 20, 22e26, 28e30, 32e34). Documentation forms
range from notes in the patients’medical record to written documents
like advance directives, do-not-resuscitate orders, or living wills
(Intervention no.: 1, 2, 8, 14e16,19, 20, 22e25, 32). One intervention is
based on a patient-held document and left the dissemination to the
patient (Intervention no.: 34). Additional steps could consist of plan-
ning follow-up conversations to discuss strategies to share the content
of the conversation with family and other health care providers.

Other Content of the Conversation Guide
Some guides provide examples of “guidance-on-the-job” by the

professional as a longitudinal element throughout the conversations
(Intervention no.: 2,10,16,19, 22e25, 27, 28, 34). These are parts of the
conversation in which the professional gives information to clarify
certain topics or procedures. This includes information about the
illness (current state and prognosis), the concept of ACP and surrogate
decision makers, specific treatment options, expected patient-specific
outcomes, options for documentation, and legal issues.
Feasibility and Effectiveness

Empirical data on the interventions were very heterogeneous
because of varying study designs and outcome measures. Inclusion of
patients in the studies seemed to be challenging, as reflected by awide
range of eligibility rates and a participant refusal rate of more than 50%
in multiple studies.22e24,45,48,51,54,55,73 Reported reasons for refusal
were as follows: already having an advance directive or being engaged
in an ACP discussion, lack of interest, and logistic problems (too
busy and traveling issues).22,23,45,55 After inclusion, the completion
rate of the interventions was >75% in most stud-
ies.22e24,29,30,35e37,40,42,43,46,47,49,51,63 Two studies reported much
lower completion rates. In one study, evaluating a 2-step interview,
only 33% of the participants completed the full interview, including
the second part concerning death and dying.26 Another study
evaluated a programwith 5 visits from a patient navigator.45 Only 31%
of the participants received all visits.

Eleven interventions were evaluated in a random-
ized24,25,29e35,37,40,45e47,50e55,64,68,70,76 or nonrandomized controlled
trial.40,51,64 The main body of evidence concerns 3 interventions:
Respecting Choices (n ¼ 6 trials described in 7 articles),47,50e55 SPIRIT
(n ¼ 4 trials, described in 6 articles),65e69,76 and FACE (n ¼ 3 trials,
described in 10 articles).28e37

Measurements in randomized controlled trials focused on process
measures such as knowledge about ACP, documentation rates, dis-
cussion rates, quality of communication, decisional conflict, and dyad
congruence on treatment preferences (Table 4). Dyad congruence and
documentation rates improved because of the inter-
ventions.29,33e35,45,47,51,52,54,55,64,68,76 For the remaining process mea-
sures resultsweremixed.Measurements of quality of life, psychosocial
well-being, hospice use, and concordance of preferences and received
care were used less often and the results were mixed as well.

Twelve observational studies and 9 mixed-methods studies
showed similar results, reporting a positive trend toward sharing of
information with surrogates22,23,35,42,65,67 and improved documenta-
tion rates (Tables 5 and 6).16,23,42,43,48,49,60,61 Studies evaluating pa-
tient’s perspectives on ACP conversations reported a perceived
positive experience.20,22,28,42,67,72,75

Qualitative data showed that participation in ACP conversations
was experienced as positive and beneficial by participants on the one
hand (Appendix Table A7).17e19,21,22,43,56,65e67,69,72 On the other hand,
the conversations were also described as difficult and
emotional.17,56,57,66,67,73 ACP conversations had a positive influence on
relationships with relatives and surrogate decision
makers.18,19,56,66,67,69,73

Discussion

Findings

To our knowledge, this is the first systematic review evaluating the
content, feasibility, and effectiveness of interventions based on a
conversation guide to support health care professionals in ACP con-
versations. Thirty-four unique interventions were identified. Most in-
terventions lacked a comprehensive theoretical underpinning. A
thematic analysis of identified conversation guides revealed 4 subse-
quent phases of ACP conversations: preparation, initiation, exploration,
and action. The explorative phase formed the core part of the con-
versation guides discussing illness views, views on living well, views
on death and dying, psychosocial well-being, treatment preferences,
and views on involvement of others in care and decision making. The
connection between the distinct phases of the conversation was less
well described in most interventions. How prior phases inform the
action phase and subsequent steps in the ACP process remains unclear.
Although guided ACP conversations seem to increase dyad congruence
and ACP documentation rates, the evidence for effects on future
medical care and preferences-concordant care is limited.

High-quality research answering underlying key questions about
the process and effectiveness of ACP is still in its infancy. The evidence
identified in this review is concentrated around a few interventions
and does not enable comparison between individual interventions or
conversation guides. It remains unclear which conversation themes
are most helpful in ACP.

Several factors complicate research about ACP interventions. First,
these interventions are often complex interventions, consisting of
multiple interacting components, which makes their evaluation more
challenging.98 In our review, this was reflected by the heterogeneity of
intervention descriptions, study designs, outcome measures, and
study quality. Besides that, the absence of details about the inter-
vention in manuscripts is a generally acknowledged phenomenon.99



Table 5
Evidence From Observational Studies

Author, year, Country Aim and Methods Population n Outcomes Risk of Bias
Total Score

I1. ACP for adults with congenital/pediatric heart disease
Edwards 201716

USA
To report results of quality
improvement project for ACP

Chart review

Patients aged �18 y at Heart Failure
and Transplant Clinic,

N ¼ 58

At baseline, no documented ACP
discussions or AD, after 1 y 75% of
adult encounters had a
documented ACP discussion and
42% had a documented AD

2 of 7

I5. ACP in geriatric patients
Friis 201520

USA
To test the feasibility of systematic
ACP discussions

Categorized patient reports

Patients admitted to geriatric ward of
hospital,

N ¼ 58

Discussions were rated as: a
positive experience in 72%, a
reasonable experience in 26% and
a stressful experience in 2%

“One half” formulated wishes for
future treatment during the
discussion

1 of 7

I13. Family/AdolescentseCentered (FACE) ACP intervention
Jacobs 201628

USA
To report perspectives regarding
EOL care

Survey study from intervention
arm RCT

Adolescents with cancer,
n ¼ 17 dyads,
n ¼ 30 clinicians

Adolescent preferred EOL
discussions in 75%, not only “if
dying” and felt comfortable about
talking about death in 54%. 12%
felt not at all comfortable

Providers felt in 83% their patients’
participation in the study was
helpful to the patients, and 78%
felt it was helpful to them as
providers. No one thought it was
harmful for patients. In addition,
77% would refer patients to an
ACP team

5 of 7

Lyon 201735

USA
To identify ACP needs and related
dyad congruence

Survey study from intervention
arm RCT

Adolescents with HIV and surrogates,
N ¼ 48 dyads

Adolescent and family
concordance: substantial
congruence in that being free
from pain and understanding
your treatment choices were very
important or important. There
was discordance about being off
machines that extend life and
when is the best time to bring up
EOL decisions

5 of 7

I16. Kitchen Table Discussion
Ratner 200139

USA
To determine effect of ACP
intervention on home death

Case series

Patients receiving home care services,
N ¼ 84

99% agreed to discuss EOL-issues
with social worker

64% expressed location for EOL care,
which was home in 85%

70% of the deceased patients died at
home

2 of 7

I19. Motivational Stage-Tailored Intervention to ACP
Ko 201642

USA
To test feasibility of the
intervention

Pre-posttest structured
questionnaire study

Low income adults aged >60 y from a
supportive housing facility,

N ¼ 30

Engagement in EOL discussions:
33% preintervention vs 47%
postintervention

Change in behavioral change
stages: preintervention: 10%
planning stage, 0% active stage.
Postintervention: 47% planning
stage, 23% active stage

Increase of ACP knowledge and
positive attitudes toward ACP
(perceived importance and self-
efficacy). No differences in
negative attitudes toward ACP

20% appointed a DPA and 83% of
them had an EOL discussion with
that DPA

23% completed an AD
postintervention, of which 86%
were unsigned

Most participants were receptive
towards the intervention and
considered it beneficial

3 of 7

(continued on next page)
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Table 5 (continued )

Author, year, Country Aim and Methods Population n Outcomes Risk of Bias
Total Score

I25. Respecting Choices (RC)
Hammes 201060

USA
To determine outcome change over
time for RC

Retrospective review EHR and death
certificate data pre/post
implementation

All adult deaths in specific region in 2
time periods,

N ¼ 940 (T1 n ¼ 540, T2 n ¼ 400)

Increased prevalence, availability
and specificity of advance care
plans after implementation of RC

After implementation of RC
increase of time period between
completion of AD and death

Increased consistency between
patient preferences and
treatment provided after
implementation of RC

3 of 7

Boettcher 201448

USA
To test feasibility of telephonic ACP
Prospective descriptive study
data

Frail elderly patients with multiple
comorbidities/advanced disease,

n ¼ 576
Facilitators,
n ¼ 16

Telephonic ACP resulted in advance
directive: in 55 of 56 discussions

Increased motivation, confidence,
and feeling prepared and skilled
among facilitators 3 mo
postintervention. This decreased
after 6 mo

1 of 7

Hall 201449

USA
To evaluate implementation of RC
Review EHR and questionnaire
study

Residents of assisted living facilities
with limited life expectancy and
their health care agents

N ¼ 10 dyads

Overall quality of patient-clinician
interaction rated as excellent in
90%. All residents and 88% of
surrogates were sure the clinician
knew their treatment
preferences, cared about them as
a person, listened to what they
said and gave enough attention

Number and type of orders in POLST
documents: all residents had a
CPR order and orders on specific
medical treatments (intubation,
artificially administered nutrition
and hydration, antibiotic use)

3 of 7

Pecanac 201661

USA
To determine effect RC on AD
prevalence and utilization

Retrospective review EHR pre/post
implementation

Medical records of all decedents from
2005 to 2010 in a 300-bed
Midwestern metropolitan hospital

N ¼ 732

Increased prevalence of AD’s in
racial or ethnic minorities after
implementation of RC. In whites
no difference.

Consistency of wishes with
treatment received was high for
all orders; no difference after
implementation of RC, no racial/
ethnic differences.

5 of 7

Hickman 201692

USA
To describe processes and
preliminary outcomes from
implementation RC-based ACP
intervention

Descriptive study data and review
EHR

Long-stay nursing home residents,
N ¼ 2709

Engagement in ACP discussion: 27%
Change in documented preferences
in 69% after ACP discussion(s)

Review EHR: documentation about
ACP conversation present in 42%.
Key reasons for absence of ACP
conversations: “not gotten to the
resident yet” (57.6%), resident
qualified as ineligible (20.9%),
difficulty scheduling (9.8%)

3 of 7

I34. Voicing My Choices (VMC)
Smith 201774

USA
To evaluate the use of VMC in a
simulated setting

Pre-posttest questionnaire study

Nurse providers,
N ¼ 18

Simulation exercise with VMC
guide increased self-confidence
regarding initiation of ACP and
ability/skills to discuss ACP

3 of 7

Kazmerski 201675

USA
To assess patient and provider
attitudes and preferences
regarding VCM

Patients aged �22 y with advanced
CF,

n ¼ 12
Providers,
n ¼ 7

Patients felt sessions helpful in 83%
and 58% were satisfied with the
session

One patient felt angry, afraid, or
overwhelmed during the session,
no one felt ACP was harmful

Patients felt the VCM guide easy to
understand and appropriate for
CF in 90%

Providers felt the guide helpful and
easy to understand, and easy to
use in leading an ACP discussion,
and all providers felt it
appropriate for someone with CF

2 of 7

AD, advance directive; CF, cystic fibrosis; DPA, durable power of attorney; EHR, electronic health record; EOL, end of life; HIV, human immunodeficiency virus; POLST,
physician orders for life sustaining treatment; RCT, randomized controlled trial.
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Table 6
Evidence From Mixed-Method Studies

Author, Year, Country Aim and Methods Population no. Outcomes Risk of Bias
Total Score

Quality of
Reporting
Total Score

Quantitative Data Qualitative Data

I8. ACP Group Medical Visit
Lum 201622

USA
To report feasibility
of Group Medical
Visits

Electronic patients
reports and content
analysis group visits

Geriatric patients
receiving primary
care,

N ¼ 32

Post-intervention 75%
had an ACP
conversation with
surrogate and 41% felt
confident loved ones
know their wishes

Group Visits were rated
better for ACP talk
than usual visits and
gave useful
information

80% felt comfortable
about ACP talk in
groups and 70%
stated talking with
others about ACP was
helpful

Patients shared
personal values and
challenges related to
ACP

Patients initiated group
discussions of a broad
range of ACP topics
beyond topics raised
by facilitators

1 of 7 18.5 of 32

Lum 201723

USA
To report feasibility of
Group Medical Visits

Chart review and
content analysis
group visits

Patients aged �65 y in
primary care,

N ¼ 118

82% completed both
intervention sessions

Increased
documentation of
surrogate decision
maker in EHR over
study period

Increased amount of
ACP documents in
EHR over the study
period

Key reasons for
participating:
recognition need for
ACP, recommendation
by primary care
providers, curiosity
about the topic

3 of 7 14.5 of 32

I12. End of Life Preferences Interview (ELPI)
Borreani 200826

Italy
To pretest feasibility of
ELPI

Descriptive study data
and semi-structured
interviews of
physicians

Palliative care patients,
n ¼ 12
Physicians,
n ¼ 3

Physicians proposed
ACP in 27% of eligible
patients. Reasons
behind refusal to
propose: finding the
right time and
moment

Completion of first part
intervention: 67%,
completion of full
intervention: 33%

Physicians pointed out
that the condition
necessary to propose
the interview to the
patient is his or her
awareness about the
prognosis. Physicians
were comfortable
about confronting
proposed themes, but
fear of triggering
intense emotions
exists.

ELPI is stimulus for
conversation but
somewhat direct,
with limited
possibilities for
adaptation

0 of 7 8.5 of 32

Borreani 201227

Italy
To test feasibility of
ELPI

Descriptive study data
and open-response
questionnaire

Advanced cancer
patients in palliative
care setting, n ¼ 91

Physicians, n ¼ 23

Physicians proposed
ACP in 58% of eligible
patients. Reasons
refusal to propose:
logistic-
organizational
reasons, poor
physical condition of
patient, other reasons

Completion of full
intervention: 42%

Factors influencing
communication:
patient and family
readiness, physician
willingness, skills and
team support,
sufficient time and
adequate timing

0 of 7 12 of 32

(continued on next page)

J.C. Fahner et al. / JAMDA 20 (2019) 227e248 243



Table 6 (continued )

Author, Year, Country Aim and Methods Population no. Outcomes Risk of Bias
Total Score

Quality of
Reporting
Total Score

Quantitative Data Qualitative Data

I20. Palliative Care Program (PCP)
Chan 201443

China
To report effectiveness
of PCP

Pre-posttest
questionnaire study
and semistructured
interview study

Home care patients
with life-limiting
disease,

n ¼ 108 (quantitative
outcomes)

n ¼ 14 (qualitative
outcomes)

Improved physical
quality of life and
decreased need for
social support

Improved
understanding
treatment and goals

Family satisfaction
tended to improve

Initial decrease in
hospital use, reduced
effect after 3 mo

Initial increase in
completion AD/living
will/DNR order,
reduced effect after
3 mo

Improved
communication of
treatment plans and
after-death
arrangement

Relief of fear
Improvement of
emotional support

Improvement of
symptom
management by home
care nurses

1 of 7 15 of 32

I21. Patient Preferences About Serious Illness Instrument (PASI)
Whitehead 201644

USA
To understand
effectiveness of PASI
and report on
experiences in EOL
conversations

Survey study and focus
group

Nurse practitioners,
n ¼ 47 (quantitative
outcomes),

n ¼ 13 (qualitative
outcomes)

68% were currently
having conversations
about EOL
preferences with
patients. 32% did not,
but were interested in
having them

89% agreed to be
comfortable having
EOL conversations
with patients

Formal training to
conduct EOL
conversations is
needed

PASI could improve
care, is useful and can
identify a patient’s
primary concern

1 of 7 17 of 32

I25. Respecting Choices (RC)
Rocque 201759

USA
To evaluate
implementation of
lay navigator-led RC-
based ACP

Review EHR, claims
data, questionnaire
and semistructured
interviews

Lay patient navigators,
n ¼ 26
Patients from 12 cancer
centers,

n ¼ 8704

ACP conversations
were initiated in 15%
of patients and 36%
completed the
conversation

Navigators’ self-efficacy
increased during the
study

Lower hospitalization
rates in patient
engaged in ACP
discussions

Navigator-reported
facilitators for
implantation included
physician buy-in,
patient readiness, and
prior ACP experience;
barriers included
space limitations,
identifying the “right”
time to start
conversations, and
personal discomfort
discussing EOL

1 of 7 15 of 32

I26. Scripted Nurse pre-Ventricular Assisted Device Visits
O’Connor 201663

USA
To evaluate ACP
program

Prospective descriptive
study data and
interviews

Patients for VAD
evaluation,

n ¼ 37
VAD team members,
n ¼ 4

All eligible patients
agreed to the visit and
completed the entire
scripted visit

VAD team uniformly
positive, declared
visits as “valuable”

2 of 7 3 of 32

I28. Sharing Patient’s Illness Representations to Increase Trust (SPIRIT)
Song 200967

USA
To determine
feasibility,
acceptability, and
effects of SPIRIT vs
usual care

RCT, pre-posttest,
questionnaires and
semistructured
interviews

African Americans with
ESRD,

n ¼ 58 dyads
(I: 29, C: 29)
Bereaved surrogates,
n ¼ 4 (I: 4, C: 0)

Increase in quality of
communication and
dyad congruence

No difference in
decisional conflict,
psychosocial and
spiritual well-being
and surrogate’s
decision-making
confidence

ACP made it easy to
open up and share
feelings. ACP was
emotional but
profitable

SPIRIT increased
knowledge and
insight in values, LST,
and family dynamics.
Patient-family
relation was
strengthened

Three bereaved
surrogates made EOL
decisions for a patient,
they were well
prepared, and SPIRIT
helped in decision
making.

3 of 7 17 of 32

(continued on next page)
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Table 6 (continued )

Author, Year, Country Aim and Methods Population no. Outcomes Risk of Bias
Total Score

Quality of
Reporting
Total Score

Quantitative Data Qualitative Data

Metzger 201665

USA
To examine feasibility,
acceptability, and
preliminary effects of
SPIRIT-HF vs usual
care

RCT, descriptive study
data, questionnaires,
and semistructured
interviews

Heart failure patients
with LVAD,

N ¼ 29 dyads (I: 14, C:
15)

21% of eligible patients
declined

Increase in dyad
congruence

No difference in
decisional conflict
and surrogate DM
confidence

Twenty-five
participants had a
positive experience, 3
mixed

All participants declared
conversations like
SPIRIT-HF very
important

Nearly all declared
these conversations
should be part of
patient care

Benefits: being able to
express preferences
for EOL care; learning
about EOL scenarios
and DM; being
prepared for “what-
ifs”

Most common barriers:
timing and scheduling

3 of 7 14.5 of 32

I31. Thinking Ahead Project (TAP)
Huang 201672

USA
To examine the
feasibility of TAP vs
provision of
education materials

RCT, descriptive study
data, questionnaires,
and semistructured
interviews

Community-dwelling
African Americans,

n ¼ 30 (I: 15, C: 15)
Waitlist controls
received intervention
after waiting time,

n ¼ 12

Increased knowledge of
ADs in intervention
group

No difference in
satisfaction with
intervention or
intention to complete
AD

Participants noted that
the TAP intervention
was “very well
covered” and “helped
to make ACP simpler
to understand.”

Low engagement in ACP
among African
Americans due to lack
of information and
patient education
resources

Participants expressed a
strong desire to learn
more about ACP and
have education or
information delivered
to the local
community to meet
their health literacy
needs

1 of 7 15 of 32

AD, advance directive; C, control; EHR, electronic health record; EOL, end of life; ESRD, end-stage renal disease; DM, decision making; DNR, do-not-resuscitate; I, intervention;
LST, life-sustaining treatment; RCT, randomized controlled trial; LVAD, left VAD; VAD, ventricular assist device.
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More transparency about the content of interventions is a first step
toward more insight in ACP interventions.

Second, the evaluation of ACP interventions is mainly based on
process measures like knowledge about ACP, documentation rates,
discussion rates, quality of communication, and dyad congruence.
Although these parameters might influence the effectiveness of ACP
interventions, improvement of process factors does not ensure
achievement of the final goal of ACP, which is “to help ensure that
people receive medical care that is consistent with their values, goals
and preferences during serious and chronic illness.”100

Third, an underlying rationale for the characteristics of the in-
terventions and content of the guides was often lacking. The practice-
based design of ACP conversation guides complicates the under-
standing of the communicative process and illustrates the need for
research to reveal underlying communicative, relational, and behav-
ioral principles.101,102

Our review shows there is a large body of existing interventions.
The growing interest in ACP should therefore not result in the
development of more new interventions, but in deeper evaluation of
current strategies to understand which (components of) ACP in-
terventions are effective and why.
The key question remains as to how exploration of patient’s
perspectives can be used to inform future medical decision making
and care. The translation of preferences and values into goals of care
and treatment decisions requires further identification of essential
content of the conversation and the role, attitude, and position of
the conversation partners. The professional might have a predom-
inantly initiating, facilitating, and explorative role, but providing
guidance to the patient based on the patient’s values and prefer-
ences on the one hand and medical expertise on the other might be
another task of the health care professional.6,80,94 This “skilled
companionship” might be essential to strengthen the translation of
values, life goals, and preferences into corresponding medical care
in different stages of life and illness. Content analysis of ACP con-
versations and thorough, longitudinal evaluation of patient’s per-
spectives on the value of ACP might help in understanding this
complex, individualized process.

Strengths and Limitations

This systematic review provides a thorough overview of the body
of knowledge regarding multiple dimensions of ACP interventions
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based on conversation guides. Instead of a focus on outcome data, it
evaluates the characteristics of the interventions and the content of
the conversation guides as well.

Our review has some limitations. First, although 34 interventions
were retrieved, the identification of articles describing scripted con-
versation guides might not be complete. Although corresponding au-
thors were contacted to obtain more details on the intervention
characteristics, studies might have been excluded inaccurately because
of lack of insight into the conversation guide. Second, nonprofit orga-
nizations, patient organizations, and governmental initiatives respond
to the growing attention for ACP with the development of ACP tools.
These tools are often only described in gray literature and were not
covered by our search, but might play a role in daily medical care.

Third, our review did not include interventions based on websites,
patient-held workbooks, patient question-prompt lists, and
games.103e105 These interventions may result in similar ACP conver-
sations compared to interventions based on a scripted conversation
guide. The choice not to evaluate other approaches limits the evalu-
ation of the added value of a scripted conversation guide.

Conclusions

Scripted ACP conversation guides structure ACP discussions in 4
phases: preparation, initiation, exploration, and action. Exploration of
patient’s views on illness, living well, EOL issues, and decision making
form the core part of ACP conversation guides. This exploration might
support the professional to align medical care with patients’ prefer-
ences. Research evaluating the relation between guided ACP conver-
sations and preferences-concordant care is limited. Further research
needs to reveal underlying theoretical and communicative principles
to determine which elements are essential to connect exploration of
values and preferences with future medical care.
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