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Barriers, enablers and initiatives for uptake of advance care planning in general
practice: A systematic review and critical interpretive synthesis

Abstract

Objectives How advance care planning (ACP) is conceptualised in Australia including when, where and
how ACP is best initiated, is unclear. It has been suggested that healthcare delivered in general practice
provides an optimal setting for initiation of ACP discussions but uptake remains low. This systematic
review and critical interpretive synthesis sought to answer two questions: (1) What are the barriers and
enablers to uptake of ACP in general practice? (2) What initiatives have been used to increase uptake of
ACP in general practice? Design A systematic review and critical interpretive synthesis of the peer-
reviewed literature was undertaken. A socioecological framework was used to interpret and map the
literature across four contextual levels of influence including individual, interpersonal, provider and
system levels within a general practice setting. Setting Primary care general practice settings Data
sources Searches were undertaken from inception to July 2019 across Ovid Medline, Cumulative Index to
Nursing and Allied Health Literature, Scopus, ProQuest and Cochrane Library of systematic reviews.
Results The search yielded 4883 non-duplicate studies which were reduced to 54 studies for synthesis.
Year of publication ranged from 1991 to 2019 and represented research from nine countries. Review
findings identified a diverse and disaggregated body of ACP literature describing barriers and enablers to
ACP in general practice, and interventions testing single or multiple mechanisms to improve ACP
generally without explicit consideration for level of influence. There was a lack of cohesive guidance in
shaping effective ACP interventions and some early indications of structured approaches emerging.
Conclusion Findings from this review present an opportunity to strategically apply the ACP research
evidence across targeted levels of influence, and with an understanding of mediators and moderators to
inform the design of new and enhanced ACP models of care in general practice. PROSPERO registration
number CRD42018088838
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ABSTRACT

Objectives How advance care planning (ACP) is
conceptualised in Australia including when, where and
how ACP is best initiated, is unclear. It has been suggested
that healthcare delivered in general practice provides

an optimal setting for initiation of ACP discussions but
uptake remains low. This systematic review and critical
interpretive synthesis sought to answer two questions:
(1) What are the barriers and enablers to uptake of ACP in
general practice? (2) What initiatives have been used to
increase uptake of ACP in general practice?

Design A systematic review and critical interpretive
synthesis of the peer-reviewed literature was undertaken.
A socioecological framework was used to interpret

and map the literature across four contextual levels of
influence including individual, interpersonal, provider and
system levels within a general practice setting.

Setting Primary care general practice settings

Data sources Searches were undertaken from inception
to July 2019 across Ovid Medline, Cumulative Index to
Nursing and Allied Health Literature, Scopus, ProQuest and
Cochrane Library of systematic reviews.

Results The search yielded 4883 non-duplicate studies
which were reduced to 54 studies for synthesis. Year of
publication ranged from 1991 to 2019 and represented
research from nine countries. Review findings identified
a diverse and disaggregated body of ACP literature
describing barriers and enablers to ACP in general
practice, and interventions testing single or multiple
mechanisms to improve ACP generally without explicit
consideration for level of influence. There was a lack of
cohesive guidance in shaping effective ACP interventions
and some early indications of structured approaches
emerging.

Conclusion Findings from this review present an
opportunity to strategically apply the ACP research
evidence across targeted levels of influence, and with an
understanding of mediators and moderators to inform
the design of new and enhanced ACP models of care in
general practice.

PROSPERO registration number CRD42018088838

INTRODUCTION

Within the Australian healthcare policy
framework, advance care planning (ACP) is
intended to ensure quality care according to

Strengths and limitations of this study

» Use of the Joanna Briggs tools for quality assess-
ment provided a rigorous quality assessment pro-
cess tailored to study type.

» Use of a conceptual framework provided a useful
structure for critical synthesis of a complex body of
literature and provides opportunity for future inter-
vention design.

» Studies identified with a focus on advance care plan-
ning interventions in general practice were limited.

» Lack of consistent terminology may have resulted in
not all relevant literature being surfaced.

» The study is seeking transferability of internation-
al experience to the Australian context and this is
uncertain.

individual wishes at end of life." An advance
care plan, sometimes called a ‘living will’ or
an advance care directive provides directions
describing how an individual would prefer to
be treated in the event of a loss of capacity
to direct one’s own care.” ACP emerged as a
rights-based initiative in the USA in response
to societal demand for the right to self-de-
termination about medical care at end of
life." This concern resonates internationally
including in Australia where policies and/or
laws have been enacted across all states and
territories to support the uptake of ACP.™
Australia’s population profile is increas-
ingly aged with an increasing life expec-
tancy.” For most Australians death will occur
‘at an advanced age following a period of
chronic illness and decline’.® Associated with
increasing age, loss of cognition may limit
an individual’s ability to make autonomous
decisions at end of life.” Advances in medical
technology have resulted in the ability of
practitioners to intervene and maintain life
past what was previously possible, though
quality of life resulting from the interven-
tions is not assured.” In these contexts, ACP is
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viewed as an important and emerging issue in the public
health domain.””

Given Australia’s ageing demographic profile,” and an
identified societal concern about quality of life at the end
of life,*® combined with a clearly stated policy position, it
is difficult to explain why there has been limited uptake
of ACP by consumers.” '’ A 2014 national study identified
uptake of ACP in Australia as ~14%."" There appear to
be significant differences in how ACP is conceptualised
in Australia,'’ and uncertainty about where in the system
responsibility lies for initiating an advance care plan.
Many studies suggest primary care is optimal for initia-
tion of discussions,'"” though a 2019 multicentre audit
determined ACP in general practice to be as low as 3%."°

This systematic review sought to synthesise the published
literature to understand how the knowledge, attitudes
and practices of clinicians and consumers in general
practice are understood as barriers and or enablers to
achieving uptake of ACP. Two specific questions guided
the synthesis:

1. What are the barriers and enablers to uptake of ACP in
general practice?
2. What initiatives have been used to increase uptake of

ACP in general practice?

METHOD

Search strategy

Database searches were undertaken from inception
to July 2019 across Ovid Medline, Cumulative Index to
Nursing and Allied Health Literature, Scopus, ProQuest
and Cochrane databases. The selected databases are
considered the most useful to identify peer-reviewed arti-
cles relating to this topic. The search strategy was devel-
oped for Ovid Medline (see table 1) and was modified
to suit the language requirements of other databases. It
included subject headings and free text words. During the
searches, wildcards and * truncation were used to ensure
broad inclusion of related search terms. Boolean opera-
tors ‘OR’ and ‘AND’ were also used. Proximity searching
was not used. The search strategy was developed with the
expert assistance of a medical librarian. Search terms were
determined with the intent of capturing a broad represen-
tation of the ACP literature, and then refined to focus on
the specific context of interest, thus minimising the risk
of incomplete data. Search terms included concepts of
ACP, advance care directive or advance health directive or
living will; AND concepts of knowledge, attitudes, practice
AND concepts of behaviour, engagement, barriers, partic-
ipation among both consumers, and healthcare providers
AND general practice OR family practice or patient-cen-
tred medical homes. A review protocol was submitted
to PROSPERO available at http://www.crd.york.ac.uk/
PROSPERO/display_record.php?ID=CRD42018088838.

Patient and public involvement
Patients and public involvement was not sought in the
design or undertaking of this review.

Table 1 Example of search strategy—Ovid Medline Search
history
# Searches

1 Advance Care Planning/

2 ((@dvance* adj3 (plan* or directive®)) or living will*) tw,
kw.

& 1or2

4 Knowledge/ or Health Knowledge, Attitudes, Practice/

5 (concept* or attitude* or belief* or practice* or
experience* or knowledg*or uptake* or utilis* or
implement®) tw, kf.

6 4o0rb5

7 (Consumer Behavior or Consumer Participation or
Consumer Health Information or consumer engag*
or decision making or consumer uptake or barriers
to uptake or consumer concepts or Primary health
care* or general practice or family practice or GP or
general practitioner or patient centred medical home
or patient-centred medical home or health care home
or practice nurse or community nurse) tw, kw.

8 Physicians, Family/ or General Practitioners/ or
Family Practice/

9 Primary Health Care/
10 *Health Personnel/
11 Consumer Behavior/
12 Consumer Health Information/
13 7or8or9ori0or11ori2
14 3and 6 and 13

Inclusion/exclusion criteria

Determining the most appropriate search terms and
inclusion/exclusion criteria required consideration of
nomenclature. Nationally and internationally, consistent
terminology about research studies in ACP is lacking.
It is variously characterised as ACP, an advance (care
or health) directive or living will. The search strategy
included all derivations.

To identify literature relating to low uptake of ACP
required consideration of consumer and provider knowl-
edge, attitudes and practices with regard to ACP. This
included studies considering consumer and provider
engagement, behaviour and participation.

The review was bound within general practice. General
practice in Australia is described by one peak body as an
entity that ‘provides person centred, continuing, compre-
hensive and coordinated whole person health care to
individuals and families in their communities’.'” It was
understood from preliminary searches that a substan-
tial body of research about ACP had been generated in
countries other than Australia, and within this, there
were nuanced differences about how ‘general practice’
was described.

It was determined not to include or exclude studies
based on geographical limits but to filter results based on
the description of the healthcare provider and the setting.

Risk J, et al. BMJ Open 2019;9:2030275. doi:10.1136/bmjopen-2019-030275

1ybuAdoo Ag
pajoslold "Buobuojjop Jo AsisAlun e 6TOZ ‘2 1890100 Uo /wod fwqg uadolwgy/:dny woly papeojumod ‘6TOZ J8qualdas 8T Uo G/ Z0£0-6T0Z-uadolwa/9eTT 0T Sk paysiignd 1s1y :usdo CING


http://www.crd.york.ac.uk/PROSPERO/display_record.php?ID=CRD42018088838
http://www.crd.york.ac.uk/PROSPERO/display_record.php?ID=CRD42018088838
http://bmjopen.bmj.com/

Studies from countries describing general practice, family
medicine and primary care services sufficiently compa-
rable to the definition of Australian general practice
were included. Examples included Canadian family prac-
tice and Belgian family medicine each understood to be
similar to Australian general practice. In the US general
practice differed around type of organisational struc-
ture, professional roles and responsibilities, and service
descriptors; however, US primary care clinics and family
practice outpatient clinics have been described as analo-
gous with Australian general practice.'®

A further consideration and inclusion was the ‘patient
centred medical home’ or ‘health care home’. This
emerging model of primary care was thought to be
changing the structure of general practice, both in
Australia and internationally, and consideration of ACP
in this context warranted inclusion in the review.

Studies were included if they met the following criteria:
written in English, published in a peer-reviewed journal,
primary care research with scope limited to general prac-
tice, and adult participants. Studies that focused on acute
care, inpatient care, aged care facilities, palliative care or
clinical management at end of life were considered out
of scope and excluded from the review. Other exclusion
criteria included: legal focus, mental health focus or
issues for minority groups.

Search results

An online search was conducted in July 2019. A total of
6703 online studies were identified as potentially relevant.
At the completion of the database searches identified
studies were catalogued in Endnote. Duplicate studies
were removed and the remaining 4883 studies were
screened by title for inclusion. Of these, 589 studies were
considered potentially relevant and screened by abstract.
Five hundred and thirty-seven studies were excluded by
abstract and a further 18 studies were identified through
targeted citation and reference list review resulting in a
total of 70 studies for full text review. Year of publication
ranged from 1991 to 2019 and represented research from
nine countries. The earliest publications came from the
USA where the antecedents of ACP originated, and the
majority of publications also originated in the USA.

Study selection process

The search process was conducted by one researcher.
Studies were reviewed and catalogued by the primary
researcher using a template to identify key features of
interest relevant to review. The template documented:

. Type of study.

. Year and country of publication.

. Study setting.

. Barriers identified,

. Enablers identified.

. Initiatives identified.

. Outcomes/recommendations.

A barrier was understood to be ‘a circumstance or
obstacle that keeps people or things apart or prevents

< O OU s 00 N —

communication or progress’.'? An enablerwas understood
as a moderating factor to be defined as ‘to make able; give
power, means, competence, or ability to’.** An initiative or
intervention was defined as ‘a specified strategy or set of
strategies designed to change the knowledge, perceptions,
skills, and/or behavior of individuals, groups, or organi-
zations, with the goal of improving health outcomes’,”
and specifically in this case ACP uptake. Studies were
accepted when the primary focus of the study included
all key search terms and aligned with inclusion and
exclusion criteria. The resulting list of studies meeting
the inclusion/exclusion criteria was subject to a quality
review performed by two researchers.

Quality

The heterogeneity of approaches found within the search
literature made it difficult to apply a standardised quality
framework; however, the Joanna Briggs Institute provided
a suite of critical appraisal tools considered suitable for
quality assessment covering a range of methodological
approaches.

As noted, a single researcher undertook the initial
screening of search results with strict adherence to review
protocol and inclusion and exclusion criteria.

Two researchers then independently reviewed all
shortlisted papers using Joanna Briggs Critical Appraisal
Checklists.** ™ Tools used included randomised control
trial; systematic review and meta-analysis; cohort studies;
analytical cross sectional studies; qualitative studies and
quasi-experimental studies.

Results were compared and when reviewer findings
differed, discussion ensued to reach a consensus under-
standing and search results were adjusted accordingly.
This process was considered important to reduce reviewer
bias. Following completion of this process, all studies
agreed by both researchers were included in subsequent
review and critical interpretive synthesis. The quality
assessment resulted in the exclusion of 16 studies. There
were quality concerns with three papers and on closer
analysis 13 studies were identified as lacking relevance. At
the completion of the quality review, a total of 54 studies
were included in the critical interpretive synthesis. Results
comprised of 8 systematic reviews, 8 randomised control
trials, 14 analytical cross section studies, 3 cohort studies,
9 quasi-experimental studies and 12 qualitative studies.

Figure 1 outlines the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses framework used to
summarise the search process.”’

Conceptual framework

A socioecological conceptual framework was used
to organise the literature. This framework has been
frequently applied in health promotion research over
the last years® and has been found to have applicability
to complex health systems.” ** The multiple factors that
influence health are attributable to levels of influence,
often depicted as nested concentric circles representing
contextual layers of increasing scope. McCormack (2017)

Risk J, et al. BMJ Open 2019;9:2030275. doi:10.1136/bmjopen-2019-030275
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Figure 1 PRISMA flow diagram.“’. PRISMA, Preferred

Reporting ltems for Systematic Reviews and Meta-Analyses

applied this framework in considering the problem of
low health literacy and patient engagement in health
systems, presenting an argument in support of this theo-
retical approach. In a general practice setting, individuals
as patients bring their own understanding and attitudes
when engaging with providers to seek care. The provider is
operating within their own frame of reference and within
a broader system supported by processes and models of
care. Figure 2, adapted from McCormack et al,*’ outlines
levels of influence depicted from a socioecological

SYSTEM
Linkages, processes,
models of care

PROVIDER
Provider practice,
knowledge attitudes

INTERPERSONAL
families, friends,
relationships

INDIVIDUAL

consumer/patient attitudes
beliefs, knowledge,
behaviour

Figure 2 Socioecological perspective for general practice.
Adapted from McCormack et al.?®

perspective appropriate to general practice as the func-
tional system of interest.

Each study was reviewed and the barriers, enablers,
stated aim and methodology was mapped into one or
more of the contextual levels of influence across a socio-
ecological perspective.

A decision matrix (online supplementary file 1) was
developed to guide a consistent approach to categorisa-
tion of studies across the four contextual levels of influ-
ence. A summary of the distribution of studies across
socioecological contextual levels of influence is presented
in online supplementary file 2.

RESULTS

Synthesising the diverse and disaggregated body of ACP

literature was challenging. There was a lack of coherence

in literature with regard to the nature and causality of

barriers and enablers. Some studies inherently described

barriers and enablers as linked and binary, for exam-

ple—lack of knowledge as a barrier was frequently linked

to provision of education as an enabler. Other studies

described factors independent of each other in non-bi-

nary relationships. Cataloguing these variations was

achieved by interpreting the barriers and enablers inde-

pendently. This resulted in instances of apparent duplica-

tion but remained important to capture at each level and

is explored further in the discussion. The results of the

review are outlined in the following four sections:

1. Critical synthesis of systematic reviews.

2. Barriers to ACP in general practice.

3. Enablers of ACP in general practice.

4. Initiatives/strategies to increase ACP in general
practice.

Critical synthesis of systematic reviews

Eight systematic reviews with relevance to ACP in general
practice were included, generated from four countries
and spanning publication dates from 2007 to 2019. In
general, the reviews were quite heterogeneous with one
focused on barriers and enablers to uptake of ACP in
general practice,31 one focused on the attitudes of the
public and GPs to ACP,** and one focused on the effect
of structured ACP communication tools.”> Four studies
looked at the efficacy of a range of interventions,”’
and the remaining study was a narrative review of other
systematic reviews.”

In the 2009 review of reviews, Tamayo-Velasquez et al
reported that most studies, though heterogeneous in
approach, had reached very similar conclusions,38 and
subsequent reviews have continued to have largely consis-
tent findings. Common barriers were identified and
attributed to lack of patient and provider knowledge;
lack of provider skills and experience; patient, family
and provider attitudes, and system issues related to time
pressure, documentation challenges and mechanisms of
information sharing.

4
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A common theme was noted with a number of reviews
categorising data across a combination of patient
level, provider level and system level findings.”' ** **
One study,” reported interventions at a patient and
physician level, and another considered categories of
individual autonomy, versus personal circumstance or
health system effects.”® These levels were consistent
with contextual levels of influence when viewed from a
socioecological perspective, though none of the reviews
explicitly linked the described levels to a theory, model
or framework.

It was important to observe the described levels in
order to understand if interventions described in the
literature were targeting specific levels, to achieve their
effect. Some studies reported targeting interventions
across multiple levels, for example, patient, provider and
system, whereas others were understood to be applying
multiple interventions within a single level for example,
mail outs, phone calls, websites aimed at the individual,
which was a nuanced but important difference.

As suggested by Weiner et al” interventions where
multiple level approaches were applied were more effec-
tive than single intervention approaches.”™ When
studies investigated the outcome of combinations of
actions in achieving an effect, provision of information
alone did not increase ACP completion rates above the
background community level.** The least successful inter-
ventions were mail outs without reinforcement, and one
review reported inconsistent findings regarding all types
of interventions.” The most successful interventions
exerted influence over multiple levels and involved direct
and iterative patient-healthcare provider interaction
over multiple visits. Studies reached similar conclusions
in so far as person-to-person interaction was evidenced
as a strong enabler when compared with more static
approaches.” %

There was some consensus across reviews about the
need to better understand barriers to and enablers of
ACP* #*37 Some reviews went further to suggest inter-
ventions needed to be based on these understand-
ings.* 2431 313132323237 There was general consensus more
research was required.

Oczkowski et al® challenged the quality of avail-
able evidence in considering efficacy of documented
approaches to ACP in primary care,” describing it as low
to very low in quality, echoing the findings of an earlier
2010 review.”

Analysis of the systematic reviews alone did not suffi-
ciently answer the current review questions. A number
of limitations diminished the value of review findings.
The inclusion and exclusion criteria of individual
reviews were very different, making direct compar-
ison problematic. A number of studies included in
the reviews were sourced from non-general practice
contexts making more generalised findings not directly
relevant.”*® These reviews were conditionally included
only where general practice findings were explicitly
reported as discreet categories.

A number of papers referenced in one or more system-
atic reviews were also included for individual consider-
ation in the current review because the questions posed
were different to the reported aims of the systematic
reviews in which the studies originally appeared. Table 2
provides a brief overview of the reported findings of the
systematic reviews.

Barriers to AGP in general practice

A barrier is understood in the general practice context as
something that limits uptake of ACP. A barrier can have
effect at an individual level, at an interpersonal level, at
a provider level or a system level. The same barrier can
also occur across a number of levels. Table 3 catalogues
barriers identified in the literature across four socioeco-
logical levels of influence.

Barriers at an individual level

When considering barriers to ACP in general practice
from an individual perspective, there were very few
general practice studies directly involving patients.'* %+
A few studies described patient experience by proxy
through opinions obtained from GPs. The most common
barrier described at the individual level, largely attributed
by clinicians, was patient lack of knowledge and aware-
ness about ACP, including lack of knowledge about clin-
ical considerations at end of life.**

Attitudes of individuals about ACP were reported to
vary widely. Studies reported the perceived irrelevance of
ACP was a barrier, with the relevance of ACP described
with ambivalence when associated with an existing state
of wellness or absence of terminal diagnoses.'” '

Further, an identified lack of trust in the health system
with reported concern that an ACP would in some
way limit care or negatively impact the individual was
reported.” The concepts of poor literacy,” and poor
health literacy,’® as contributing factors were also noted.

Barriers at an interpersonal level

Barriers identified across the interpersonal level involved
the individual in relation with others. Very few general
practice studies focused specifically on this interpersonal
aspect.47 * Many studies described confusion and role
ambiguity about initiation of ACP. When considering the
doctor—patient relationship a number of studies reported
a difference in expectation about whose role it was to
initiate the ACP discussion.

Described as a lack of role clarity, this uncertainty in the
doctor—patient relationship was understood as a barrier
to ACP.*' # %% A number of studies cited GP concerns
about initiating the ACP discussion, not doing so in order
to avoid being a source of anxiety or loss of hope. Concern
about jeopardising the doctor—patient relationship was a
recurrent theme described by a number of studies.

Patient expectation that GPs should initiate ACP discus-
sions," *°! was understood as a barrier when the GP did
not initiate the discussion. Studies found patients were
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1ybuAdoo Ag
pajoslold "Buobuojjop Jo AsisAlun e 6TOZ ‘2 1890100 Uo /wod fwqg uadolwgy/:dny woly papeojumod ‘6TOZ J8qualdas 8T Uo G/ Z0£0-6T0Z-uadolwa/9eTT 0T Sk paysiignd 1s1y :usdo CING


http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2019-030275 on 18 September 2019. Downloaded from http://bmjopen.bmj.com/ on October 2, 2019 at University of Wollongong. Protected

(<O

Open access

by copyright.
panuiuo)
"108)j)8 dOv j0
"SIX81U090 pue sbuies [eoo) ay} Jo spnyubew sy} INoge uona|dwod uo Bupjew
ul s|001 Jo uoljeluswa|dwi palojiel pue  Alurepsoun ul Bunnsas Bupew UOISIOBP 8l|-JO-puUd JO}
uoneidepe ‘Uoi}os|es 8y} apinb 01 papaau  UOISIOBP B|-J0-pud YUM 1SISSE S|00} UOI}EDIUNWILIOD
S| YJOM BIOW ‘S1081}8 PUB SUOIUSAIBIUI S|00} UOIIBIIUNWIWOD PaJnionils paJnjonJis Jo 1088
‘suone|ndod jo Aysusboisiay syl UsAID 1ey1 8ousapinad Alljenb mon /9 8y} aulwIaep O] VSN 9102 €€ B 18 DISMOYZO0
‘g|doad
||e 10} MJom jou Ajgeqoud [jim
yoeoidde swes ay} asneoaq
SN34S 94 Jou AjRMI| [|IM
‘2wl .Yyoeoudde a|buls e, 1241 pue
ul uiod Jenoiped e 1e sSpasu S [enpiAlpul Ueds 8)l] 8y} SSOJIOB SAI10848 8q
8y} 01 payorew aJe 1ey} padojensp Aew subissp uoiuaAIdlul || 10N ‘sejel uog|dwod qy
9Q 0] PadU SUOIJUBAIBIUI BAIEBID VNI 9SBaJOUl 0} SUOIIUBAIBIUI
‘uonuanialul Aue Jo Jusuodwod 1Sow &g O} punoy aiam JO SSaUBAI08YS
[eiBaiul ue g pjnoys suoiisenb Jemsue IINWIS Jo s10eu09 a|dinw Buipiebai aousIos 8y} Jo
ued oym uosiad s|jgesbpsimouy| v pajeadal Yyim SuojjusnIalu| GZ 91e1s a8y} 8sISayluAs o] vSn 1002 9¢ /B8 Dismazar
"SBAI}08JIP 8oUBAPE
pa1e|dwod Aimau Jjo ebejusaled
ay} Buiseasoul ul ssyoroidde
a|buls uey] 8A1108Y8 aiow "JBYl}OUB JONO
aJam sayoeoudde pauiquiod UOoIUBAJS1UI [BUOIIBONPS
1eyl uondaoxa ayl Yim ‘yeam auo (g) pue ‘sjosuod
SBM SUOIJUBAJIBIUI O1j108ds JO SNSJaA SUOIJUBAJIBIUI
SSBUBAI}08Y8 IO} BSEQ 9OUBPINS [euoneonpa jo sadAy
8y} paulwialep sioyine (1) o ssauaAoays uo
8y} suoneuiquod adinw Buisnooy ‘qy pale|dwod
pue sayoeosdde psuiquiod Aimau Jo jusolad pue
‘suoluUaAJBUI ‘sayoeoidde a|buis Buipnjoul awo9231no 8y}l Inoge
oly108ds e BuP{00| SBIPNIS JO JBqUINU MO| UOIUSAJSIUI JO SUOITBUIqUIOD 90ouUapINe asAjeue
B} SSalppe 0] papasu S| YoJeasal aI0|\ snoleA Buluiwexs Jayy 9l AljeonewsisAs o vSn 0102 Ge /e 18 uiging
'solIsUeloBIBYD WLlsAs yiesy ‘sjuaijed Jisy}
-aon10e.d |esausb ul 4OV Buieljioey pue sojfisieoeIeyd Juaijed yum dov ui buibebus
1e pawlie suoiuaAIalul Jo JuswdolaAap Jo} panigoiad ‘solsusloeIeyd ul (do) sieuonnoeld
juepodwi PaIspISUOD SeMm SJaLIeq pajeal dD 01 painguiie pue [eisuan) Buireljioey
wasAs yjeay pue 4o bunsbiel pue paljijuspl 819Mm sJiolell|ioe} Jo Buuspuly siojoey /e 19
‘sJojell|ioe) pue sisueq Buipueisiapun pue sJaleq jo abuel 91 pandosad sy} Aynuspl o wnibjeg €102 Le MOulWs|A 8d
suoljepuswwoday S9W09)No0 Jo Alewwng salpnls wiy Anuno) -7 ) Joy Joyine s

SMaIAaJ) D1ewBlsAs Jo Alewwing g 9|gelL

Risk J, et al. BMJ Open 2019;9:2030275. doi:10.1136/bmjopen-2019-030275


http://bmjopen.bmj.com/

BMJ Open: first published as 10.1136/bmjopen-2019-030275 on 18 September 2019. Downloaded from http://bmjopen.bmj.com/ on October 2, 2019 at University of Wollongong. Protected
by copyright.

(/)]
(/7]
O
(8}
(&)
©
c
(]
4 penunuon
o

“Jolseq
SIY} @Aa1yoe weolubis e s| abebus 0
0} Moy 1noge suonisanb jo Jequinu e siaquiaw AjiLe} Jo 8oueloNieY
pasiel—aoueswnaJI [euosiad(iaiul) "UOIBSIOAUOD
SIY} @Aa1yoe ay} Jo Buiwiy rewndo Joy
01 Moy 1noge suonsanb Jo Jaquinu e SNSUSSUOD OU SEM dJaY | -o|doad Jap|o |iei}
pasiel—Auwouoine [enpIAIpUl ‘SUOISSNOSIP "1J0U pjnom Aouiw UM SUOISSNISIP 4OV O}
aenul o} bujuresy pue poddns asnbas  jueoubis e INq 4OV SSNOSIp seuoissajoid aseoyjeay
sJapinoid yyeay— sanss| WalsAs 01 Aylunpoddo ayy awooem pue o1ignd ayy jo
yieay :s|ens| aJy} ssoloe pasuobale) pinom ajdoad Auspie |redy Auepy 9z sepnune a1ebiisanul O MN €102 28 /e 18 dieys

suolepusWWoodYy S8W09}N0 Jo Alewwing saipms wiry Aiunoo Jeap  JoY Joyine isai4

o
N~
Y]
=)
2]
<
o
=
o
o
o
<73
(=%
2
£
]
<
®
—
-
=)
-
S
=}
5
N~
Y]
=]
@
=]
L
=3
<)
-
o
I
g
S
S
x
w®
-~
<
=
x
L2
=



http://bmjopen.bmj.com/

Table 2 Continued

Recommendations

Summary of outcomes

Studies

Aim

Country

Year

Ref
38

First author

Further research is required to identify

new strategies to increase ACP

completion rates.

To identify, appraise and 7 Determined that each of the
synthesise the results

Spain

2009

Tamayo-

systematic reviews reached
very similar conclusions.

Velazquez et al

of systematic reviews
of the literature that

Passive informative material in
isolation does not significantly

increase advance directive

examine effectiveness
of interventions to

completion rates. Effectiveness
is increased over multiple visits
where patients are provided
opportunity to interact with

increase advance

directive completion

rate.

an expert in the field and are

afforded an individual who will

answer any queries.

ACP, advance care planning; AD, Advance Directive; GP, General Practitioner.

willing to discuss ACP when asked. This contrasted with
other findings that discussing ACP and end of life pref-
erences was potentially distressing for some individuals
who might prefer to avoid the topic as unpalatable or
conversely trust in an absolute deity being cited as reason
to not need ACP.”

One study explicitly studied interpersonal barriers,
finding a range of relationship concerns. Poor family
relationships were reported as a barrier for some. Not
wanting family involved, or not wanting to burden family
members was also a consideration.'* Difficulty conversing
with family about ACP and the need for assistance to
achieve these conversations was raised. Conversely, studies
also identified family members not willing to support GPs
in discussion about ACP with patients.” **

Patient preference for informality, choosing to discuss
end of life matters privately within the family was more
common in more educated people and resulted in lack of
formal documentation in the medical record."”

39

Barriers at a provider level

A number of studies focused on barriers to ACP at a
provider level, with largely consistent findings, echoing
those of the previously reported systematic reviews. GP
lack of knowledge, skills and confidence in relation to
ACP were most frequently cited. See table 3. Lack of GP
knowledge was detailed in a number of studies variously
outlining knowledge gaps relating to patient competence,
legal considerations, documentation and processes.”
Time pressure to keep up with busy consultation sched-
ules limited GP’s ability and willingness to initiate time
consuming ACP discussions during consultations.

GP reluctance to engage patients in ACP discussions
due to the complexity of diagnoses,”* *® doubting an indi-
vidual’s ability to comprehend the issues involved was
identified. GPs questioned the efficacy of ACP particularly
about application at end of life, and one study described
paternalistic views including a sense that the GP knew
what the patient would prefer, so ACP was unnecessary.”®

Barriers at a system level

System level barriers to ACP were commonly consid-
ered in the available literature. Common system level
concerns included, for example, the suitability of ACP
templates™ *’; or uncertainty about the efficacy of one
information kit versus another.”® Lack of consensus about
what information was required in a written ACP including
the relative importance of value statements, contributed
to a lack of clarity.”” Difficulties associated with poor
system linkages resulting in lack of availability of ACP at
point of care were highlighted.”® Barriers associated with
uptake of electronic medical record reminder prompts
were identified.”” Context specific issues were described,
for example, lack of suitable funding mechanisms
was problematic in some jurisdictions.”® ® One study
suggested that because there was no performance moni-
toring of providers’ ACP activity it was not important. If
it was not measured at a system level—it was thought to
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Table 3 Key barriers to ACP sorted by socioecological levels of influence and ranked by frequency

Level identified Barrier No of studies  References
Individual level Lack of (consumer) knowledge about ACP 15 14139/44-46 49 54 56 57 59 62 66 7279 82
Attitudes — perceived irrelevance 7 1814394044 5076
Trust/questions of efficacy 4 40414457
Denial/emotions/reluctance 10 1432394044 5054 56 5772
Interpersonal level Role ambiguity—GP expectation patient will initiate 7 1846 5156 58 62 83
discussion about ACP
Role ambiguity —patient expectation GP will initiate 5 414249-5183
discussion about ACP
GP—patient relationship 5 4449855762
Concern with family relationships 6 181432394474
Preference for informal discussion with family 1 ik
Provider level Lack of (GP) knowledge/skills/confidence 18 143144 46 49 53-56 58-60 63 6974 7779
Lack of time 12 14 39 46 53-55 58 61 66 74 76 79
Misc concerns including legal uncertainty, 9 5455606168707578 83
prognosis, best time
Doubts about efficacy of ACP 3 4458
System level Lack of linkages and mechanism for sharing ACP 5 81445458 6080
Lack of funding mechanisms 2 5660
Lack of standard templates, tools, documents, IT 6 444553 57-59
systems
Accountability 1 46

ACP, advance care planning; IT, Information technology.

be not important to the system outcomes.*® This lack of a
reporting for providers was described as a barrier as there
was no incentive to drive ACP activity.*’

A recurrent barrier to ACP across the levels of influ-
ence was a lack of shared understanding by providers
and patients about whose roles is was to initiate ACP
discussions and when ACP was best initiated. Studies
report conflicting views. A study by Tierney et al' sought
to explore the perceived barrier about who (patient or
provider) should initiate an ACP discussion identifying
many arguments in support of broad ranging views.”' The
following studies highlight widely contrasting views.

In a study reported by Emanuel ¢t al’ lack of physician
initiative was the most frequently cited barrier to ACP
according to patients.”’ Physician reluctance to initiate
the ACP discussion was compounded by patient expec-
tation that it was the physician’s responsibility to do so,”
and this is somewhat consistent with findings in a (2015)
UK study where 60% of respondents would only talk
about ACP if the topic was raised with them." In other
instances, patients were reported to have raised the issue
themselves.”! A Canadian study found patients preferred
to initiate the discussion themselves and often did so with
family or friends in preference to their family physician.*

In contrast, Pfeifer et al”® found physicians accepted
responsibility to initiate discussions but retained a level of
concern about the right time to do s0,” and this despite
evidence that counselling by a clinician was the best
catalyst for the completion of advance directives.”” In a

UK study, for a patient, the most important predictor of
having completed an ACP was having been asked." GP
reported barriers to initiating ACP discussions included
concern for causing the patient distress or triggering
unwanted negative responses’ %% however, at least one
study demonstrated significant improvement in patient
satisfaction in primary care consultations when physi-
cians initiated discussion about advance care directives.
De Vleminck et al found GPs deliberated about actively
initiating versus passively waiting to discuss ACP and this
varied qualitatively according to GP knowledge, experi-
ence and communication skills.””

Other studies suggested there was a need to encourage
more health professional involvement in ACP.”® Nurse
care coordinators have been found to be well positioned
to leverage opportunities to discuss ACP with patients
in primary care,'*°' ° but Fletcher et af® explored the
role of nurses and identified the majority of nurse partic-
ipants looked to the doctor for leadership in ACP (p426)
and pointed to lack of role clarity in this regard across
providers generally.”®

Studies described uncertainty about optimal timing for
initiating ACP discussions.”® An emerging consensus was
ACP discussion should occur in the community—prior
to hospitalisation and before critical situations.*®
Concepts about timing varied from routine inclusion of
ACP discussion for all patients”; when illness became
predominant®™; to passively waiting for the patient to
raise the topic directly or listening for patient triggers

Risk J, et al. BMJ Open 2019;9:e030275. doi:10.1136/bmjopen-2019-030275
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during consultation as a signal of readiness to participate
in conversation.”

Barriers were often not considered in relation to their
effect on each other. Some barriers were specific and
applicable to a particular study modality. For exam-
ple—studies requiring patients to receive an electronic
message relied on the person being able to access the
technology. An inability to do so would be reported as
a barrier, the barrier being specific and limited to the
mechanics of the particular intervention. Other barriers
were more complex and multifaceted. In general, lack
of patient and provider understanding of roles, lack
of knowledge; lack of provider skills and experience;
patient, family and provider attitudes, and system issues
related to time pressure, documentation challenges and
mechanisms of information sharing.

Enablers for ACP in general practice
An enabler was understood as a moderating factor
defined as ‘to make able; give power, means, competence,

or ability to’." An enabler can have effect at an individual
level, at an interpersonal level, at a provider level or a
system level. The same enabler can also occur across a
number of levels. Table 4 provides a summary of literature
analysed to identify enablers and locate their influence
into one or more of the four levels across the socioeco-
logical perspective.

Enablers at an individual level

Studies explicitly outlining ACP enablers at an individual
level were not common in the general practice literature.
Understanding demographic profiles was suggested as
an enabler by a number of studies in which people of an
older age group were reported as most likely to engage in
ACP discussions," * %" and expanded by one study which
reported people of all ages desired ACP discussion.”
Studies reported individuals initiating ACP discussion
helped overcome GP reluctance to engage in the topic,”
and suggested that individuals should be encouraged to

Table 4 Key enablers mapped to socioecological levels of influence and frequency reported

Level identified Enabler No of studies References
Individual level Demographic likelihood 8 4l GG
(increased age)
Education and public 7 314356 67-70
awareness
Stage of change—readiness 6 B3 SR &7 7l
Timing 6 13 3161 65 67 69
Interpersonal level Doctor—patient relationship 10 141542 48 49 61-64 67
(strength, length of, trust,
familiarity)

Provider level

System level

Nurse—patient relationship
Conversation and deliberation
Group interaction

Previous experience with ACP

o A N OO

GP and practice nurse
education and communication
training

GP or practice nurse initiating 6
the ACP discussion

GP with philosophical 8
agreement to ACP

GP engagement in team &
approach

IT systems—portals, prompts, 8
decision aids

14 64 72-74

14 43 57 64 65

66 73

15314758

14 60 65 69 74-77

14 46 50 52 63 74

40 42 43 49 55 57 58 63

60 64 66

44 46 54 59 63 64 71 80

Templates 6 57 63 67 70 75 78
Business as usual processes 11 13 39 46 50 51 54 56 65 67 69 76
and protocols

Models of care—group 10 14 49 60 64 66 72-74 76 79

appointments, nurse led clinics,

ACP facilitators

ACP, advance care planning.
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raise the subject™; however, the concept of individual
autonomy and empowerment was largely silent in general
practice literature.

Studies reported people with higher levels of educa-
tion were more likely to have engaged in ACP,"*®” and
tailoring ACP discussion and resources to an individ-
ual’s literacy level was effective.”” A number of studies
reported the need for individuals to access education
through public awareness raising activities.”! *° % One
randomised control trial (RCT) tested approaches
to patient education and reported mixed results and
ongoing challenges so while potentially useful, was not
a panacea.

An alternative approach described an individual’s read-
iness to engage in ACP viewed from the trans- theoretical
stages of change approach.® ™' Described as an iterative
process ACP was framed as a behaviour change process
which involved the individual through discrete steps.” *
Determining the individual’s readiness to engage prior to
initiating ACP discussions was described as an important
step. 224771

Studies considered if there was an optimal time to
initiate ACP discussions referring to time in relation to
disease timelines as opposed to chronological time—
for example, during first consultation, at diagnosis, in
advance disease stages or at end of life. A range of findings
included at first appointment,”” while individuals were
healthy,"” planting the seed for future discussions,’" and
when chronically or terminally ill.” In a binary relation,
the anxiety of not knowing the best timing was a barrier so
understanding the best timing would by contrast, provide
clarity and be enabling.

Enablers at an interpersonal level

Studies explicitly focused on ACP enablers at an inter-
personal level were least common in the general practice
literature though the importance of relational aspects of
ACP was evident. The majority of studies identifying inter-
personal enablers referred specifically to the importance
of the doctor—patient relationship. Enabling factors within
this relationship were longevity of the association and high
level of trust,'* #2 4849 61 62646772 A yore recent trend is
evidenced in the literature with five studies published since
2016 detailing the role of nurse—patient communication as
an enabling factor in uptake of ACP. Other studies found
individuals with lived experience of caring for someone else
at end of life, or experience with ACP had increased uptake
of ACP,"” * and this also included GPs with personal expe-
rience of ACP*' Two studies reported the process of discus-
sion and reflection of values over multiple visits as enabling
ACP to be most effective,' ** supported by similar findings
from others,* 764 %

Other interpersonal enablers involved participation
in facilitated discussions in group settings where group
dynamics and the ability to socialise were identified as
effective levers.®®” One study reported the value of social-
isation around ACP discussion in group settings,” and

another described value in ‘learning from the experience
and perspectives of others’ (p127).”

Enablers at a provider level

A number of suggested enablers at the provider level were
interrelated. Strong communication skills, confidence,
knowledge and positive GP attitudes were described
as enablers and achieving this was variously described
through provider education and training, skills develop-
ment, deliberative discussion and the clarification of GP
attitudes and roles. The emerging role of the broader
healthcare team, with a particular focus on extended
roles of the practice nurse was evident in most recent
publications,* %472 *

A number of studies reported recommendations in
support of provider training. Within these, the focus of
studies varied with training recommendations ranging
from the specific to the broad including legal consid-
erations,” professional mentorship and observed prac-
tice for providers engaged in ACP,** ® communication
skill training® " and professional development training
about ACP.” One study reported the efficacy of provider
training which was reported to increase GP knowledge
and confidence.” Positive GP attitude to ACP was shown
to increased engagement in ACP discussion.**?’ %%

Enablers at a system level

Many studies included in the review were focused on
describing and/or testing enablers at a system level.
Among these, the most frequent recommendation was
establishing various business as usual approaches to ACP
seeking to normalise ACP in practice. Concepts ranged
from a general theme,” * to including and specif-
ically targeting all patients of a certain age'”; to others
describing monthly purpose specific clinics®®; reminders
in the medical record,” and provision of ACP resources
to patients and providers through portals in an auto-
mated way.”

Systematic prompting of patients and providers with
technology reminders and information was found to have
some effect. Studies explored timing the prompts precon-
sultation with mail out,*® during consultations as screen
prompts for providers,” and simultaneous prompts for
both consumer and provider.*® ®® Studies reported vari-
able degrees of success.”* %% and those studies imple-
menting a combination of approaches reported greater
uptake of ACP than single step processes.”

The importance of ACP resources including templates
and standardised documentation was a recurrent
theme.®" A number of studies recommended the need for
standardised and improved ACP templates and tools to
support discussion in general practice,”” with testing and
development of tools and fit for purpose approaches for
target populations. This included one study with findings
about efficacy of an ACP template designed for people
with low health literacy,”” another study developed and
tested a tool to assess stage of change71 and a study that
found personalised ACPs increased uptake.”

Risk J, et al. BMJ Open 2019;9:e030275. doi:10.1136/bmjopen-2019-030275
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Since 1992 when researchers noted the majority of
participating physicians had never seen, used or discussed
ACP with any patient,” there have been many published
studies internationally indicating growing physician
support for ACP. More recently, most GPs felt ACP was
important,® citing ACP attributes as safe guarding patient
autonomy and conferring peace of mind for the indi-
vidual and the family.” Positive GP attitudes are a known
enabler. Practice nurses also reported ACP as beneficial
to patients and understood a potential role for nurses in
this context.'*® Positive attitudes have also been reported
in the community with one study describing a majority of
patients and healthy people considering ACP as ‘mean-
ingful and important’ (p1583).*

Leveraging enablers alone was not shown to be suffi-
cient to systematically improve ACP. Many enablers were
understood to share direct binary relationships with
barriers and were described in the context of overcoming
particular barriers. For example, if the barrier was lack
of knowledge, the enabler was provision of education.
If the barrier was lack of knowledge combined with an
entrenched or cynical attitude, education alone would be
ineffective. In considering the range of barriers, a number
of studies explored a range of complex interventions
and alternative models of care with a focus on changes
to practice processes that enabled alternative ways of
working, for example, by role delineation and delegation
of responsibility. Alternative models of care were found
to be complex enablers with implications across multiple
levels of socioecological perspective. Examples included
exploring attitudes to nurse led clinics,” conducting
group appointments® 7 and trialling ACP facilitators
in practice.

This section has catalogued a number of known
enablers described across multiple contexts and each
nuanced to the study environment. An overall observa-
tion in considering the body of literature was the need
for flexible and place-based responsiveness in the design
of interventions. Not understanding the range of barriers
at play was understood to limit effectiveness of enablers.
One size did not fit all and a single approach was unlikely
to work for all.*

Initiatives to increase AGP in general practice
This section synthesises current knowledge from inter-
vention studies with a summary provided in online
supplementary file 3. Fourteen general practice inter-
vention studies were identified in the review as outlined
in online supplementary file 3. Of these, 12 studies were
conducted in the USA, 1 in Australia and 1 study was
reported from Belgium. Publications spanned a period
from 1996 to 2019 with 6 of the 14 studies published after
2016. The studies consisted of six randomised control
trials, two mixed-methods studies, a comparison study, a
cross-sectional survey, a qualitative study and three studies
described as complex interventions.

Intervention studies were only included if the research
was undertaken in general practice. Interventions ranged

in complexity from simple initiatives focused on one level
of influence, to complex multilevel undertakings.

Each intervention aimed to increase ACP and the
approaches used were different across the studies. A
recent Canadian study (2018) found it was not clear that
the assembled body of research had explicitly considered
the known barriers and enablers when framing proposed
interventions.* Two exceptions were found. A study by
Miller et al'* explicitly described intervention activities
based on and intending to overcome known barriers'* as
did an earlier study by De Vleminck et al.”

Early research involved interventions with a common
focus on prompting and reminding. Patients were
prompted by mail outs,*® " reminder letters*® and waiting
room questionnaires.”” Physicians were prompted with
scripts and various systems to trigger discussion during
consultations.*® %' % ™ The efficacy of combining various
combinations of prompting and reminding was explored
in a three arm blinded randomised control trial which
sought to test the efficacy of a combination of two simple
interventions. Patients with upcoming appointments
receiving a mail out of patient information and this was
combined with the physician receiving a computer-gen-
erated reminder during consultation. Reported findings
showed a substantial increase in completed ACPs in one
of the three study arms supporting the efficacy of a mail
out supported by a physician prompt, with no change
between the control and the physician only prompt
arms.®® Subsequent studies commonly included one or
more prompts as components of more complex inter-
ventions. Another mixed-methods study compared the
efficacy of two different conversation guides—based on
a determination of the required literacy reading levels
contained within the two documents. This was measured
by patient and provider experience of use.”

Another early study by Tierney et al’' hypothesised physi-
cians feared initiating ACP discussion as it would cause a
reduction in patient satisfaction with care. Tierney’s study
used a physician computer prompt during consultation
followed by a postconsultation patient satisfaction survey.
Study findings reported patients were more satisfied with
their provider when ACP was discussed, so the physician’s
fears were found to be baseless.”’

Weiner et al's contention that ‘interventions that target
determinants at multiple levels and mutually reinforce
each other are likely to produce larger and longer lasting
effects than interventions that target determinants at only
one level’ (p34),” remains to be seen. Of the one quali-
tative study'* and three complex interventions,*® "™ only
one study systematically and explicitly sought to address
barriers and leverage enablers across multiple levels
of influence.” In this study, by understanding the key
barriers and enablers, De Vleminck et al determined a
structured response which identified four key compo-
nents underpinning successful ACP interventions.” The
first key component was described as the involvement
of trained and experienced facilitators. This approach
was a common feature across complex studies, though
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the facilitation role varied with involvement of one or
more of the patient’s physician, social worker, registered
nurse or nurse practitioner. Face-to-face facilitation was
a known enabler with influence at the interpersonal
level. All but two interventions,‘r’4 80 involved discussion
with knowledgeable health professionals. This interper-
sonal influence was further leveraged by Holland et al**
who required individuals to discuss ACP with their fami-
lies, prior to a second appointment; by Lum et al”® who
conducted group appointments to harness the dynamic
interaction between participants in facilitated sessions.
The importance of skilled facilitation was also noted by
Miller et al'* who provided training to the providers to
enhance their facilitation skills.

The second key component identified in De Vleminck’s
(2016) complex intervention, was a selection process to
identify eligible patients, considered to be a key under-
pinning component of ACP interventions. The patient
characteristics cited for inclusion on an ACP invitation
register in De Vleminck’s study were those with poor
health and poor prognosis.”” Demographic targeting of
older people was identified as an enabler and advancing
patient age was a primary consideration for recruitment
in all but three interventions, ranging from 50 years for
those with known chronic disease,51 % {0 65 years,73 8070
years™ and 75 years.”! Only one study included all adults
older than 21 years."* ® Miller was unique in recruiting
both opportunistically and by use of the surprise ques-
tion—*‘would I be surprised if this patient were to die
in the next twelve months?’ If the answer was no, ACP
discussion was considered indicated."*

The third key component suggested by De Vleminck was
a structured and patient-centred ACP discussion which
was addressed in the 2016 study design by development of
a GP prompt, a conversation guide and template for ACP.
Similarly, Duffield and Podzamsky®’ employed waiting
room questionnaires; Wissow et al'® prepared physician
scripts; Pearlman et al”® employed a conversation guide
as did Lum et al” . Holland et al”* sought to evaluate
the feasibility of four different tools. Across all studies,
a range of tools were suggested as suitable; however, the
key point was the value of a structured approach,*® 7* 27
as a number of tools were reported as moderately effec-
tive. Miller ¢t al'* used an ACP workbook and an advance
directive template to guide the discussion.'

The fourth key component cited by De Vleminck et al
was the opportunity to complete ACP documents.”” The
provision of an ACP form or template was evident in the
majority of interventions.

The majority of intervention studies had a mitigating
effect on one or more known barriers at various levels of
influence, but no study was seen to mitigate the influence
of all barriers, or leverage all enablers. There were exam-
ples of studies testing approaches in contexts in which
other known barriers might be predictably problematic,
but which were not factored into the proposed interven-
tions. For example, testing a GP reminder prompt in
the middle of a busy consultation without quarantining

time to respond to the prompt, was not found to be an
effective mechanism for change.”® Whereas some inter-
ventions had some impact and demonstrated a level of
efficacy, to create a synergistic initiative required consid-
eration of all key barriers operating at each level, with a
design structured to maximise outcome. The findings of
De Vleminck intervention are yet to be reported.” The
qualitative study by Miller et al'* arguably addressed all
four of De Vleminck’s key intervention components but
reported outcomes as a pilot study suggesting further
research was required.'

In keeping with complex approaches, a retrospective
analysis by Dipko et al’® explored the efficacy of a single
face-to-face education session with a social worker in a
primary care clinic versus a combination of multiple face-
to-face sessions or participation in group education in
an elderly population.”® In this study, the ACP comple-
tion rate was positively associated with participation in
group education, and higher still in multiple face-to-
face sessions. From an efficiency perspective, the study
concluded group sessions provided the most efficacy with
regard to time, resources and outcomes.”

A more recent study” tested the feasibility of group
medical visits in a patient-centred medical home envi-
ronment and explicitly noted the importance of patient
engagement through group interaction, ‘leveraging the
group dynamic to transform the typical patient—clini-
cian encounter’.” Positive outcomes were reported from
participants both in terms of individual uptake of advance
directives but also in reported conversations with loved
ones. Group appointments were suggested to be an effec-
tive forum for knowledge exchange creating an efficient
and less stressful situation than one-on-one office visits,76
and overcoming a number of barriers related to process,
time and role responsibilities. This study was one of two
reported interventions from a patient-centred medical
home perspective and warrants further consideration.
This approach leveraged all of the key components iden-
tified by De Vleminck and in addition, compressed time
demands by using the group approach. The authors
recommended more research to understand the sustain-
able work flows required and to address ongoing barriers.

DISCUSSION

In seeking complementarity or synergy across levels of
influence, McCormack et al reported that the socioeco-
logical model had demonstrated benefit.”” This was also
described by Weiner et a’ noting the potential synergies
to be gained using a socioecological approach provided
‘compelling justification for multi-level intervention’.
However, both acknowledged a lack of theoretical guid-
ance with regard to the optimal design of multilevel
interventions.

In seeking to understand optimal design of interven-
tions, Pettigrew et al outlined two important consider-
ations. The first was that complexity may be associated
with the activities, singular or multiple, which comprise
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the actions of an intervention.”’ The second consider-
ation was that complexity may be associated with other
mediators and moderators operating between the actions.
Feedback loops occurring between the mediators and
moderators have been described as mechanisms of action
alternatively known as causal pathways. These pathways
have been said to create or limit the effect of an inter-
vention.*’ Many studies in this literature review could be
understood with regard to the first consideration—ex-
ploring activities, singular or multiple in various combina-
tions. Studies concerned with the second consideration
of looking at how or if the various interventions when
combined together created or limit their effect were
largely silent in the general practice ACP literature.

With regard to this second consideration, an approach
to causal modelling was described by Weiner et af in
which five mechanisms of action were proposed. Each
of the five mechanisms—accumulation, amplification,
facilitation, cascade and convergence was observable but
not explicitly described in the intervention literature. An
accumulation strategy is at work when each intervention makes
a discreet contribution to the outcome.” * The interventions
occur at different levels of influence and produce an
accumulative impact to achieve the desired outcome.” Tt
is accumulative because the effect of each intervention is
not conditional on the other intervention. For example,
in Heiman’s RCT, two separate interventions known to
have positive impact individually were combined to deter-
mine if a greater impact was achievable. The first inter-
vention was the sending of ACP information to individual
patients prior to consultation with their GP. The second
intervention involved sending a computer prompt to
the patient’s GP during the consultation. Both actions
were independent of the other, each targeting different
levels of influence, but together had an accumulative
effect resulting in a small but significant overall increase
in ACP.®® Combining interventions in this manner was
commonly described in the review literature. The impli-
cation for future intervention design is the explicit combi-
nation of known enablers across multiple levels will be
more effective.

When considering amplification strategy, the effect of
one intervention is conditional on another. One intervention
increases the target audience’s receptivity to the other interven-
tion.” This mechanism was identifiable in a study by
Amjad et al’” where a patient’s previous experience of
caring for someone at end of life (interpersonal level)
was found to directly influence (or amplify) their likeli-
hood of engaging with their own ACP (individual level).*’
Understanding the conditional relationship or links
between activities when planning interventions could be
anticipated to enhance outcomes but was not observed in
most studies.

Where an intervention clears the way or removes barriers for
another intervention, it is facilitating the outcome. Facil-
itation strategy was commonly described in the body of
general practice ACP literature.” To illustrate, lack of GP
knowledge about ACP was widely identified as a barrier

to GP participation in ACP. 3 1 53-55 63 67 68 73 74 75 8183
By delivering GP education, one intervention’’ sought to
improve GP knowledge,”” which in turn would remove the
lack of knowledge barrier, and arguably clear the way for
improved GP engagement in ACP discussion. Interven-
tions addressing known barriers were demonstrated in
the literature but the complexity of association between
barriers was often overlooked. For example a study facil-
itating access to knowledge and resources but failing to
quarantine time overlooks a critical barrier. Facilitation
alone was demonstrated to be insufficient.

The final two mechanisms were identified in more
complex undertakings. In cascade strategy, an intervention
at one level affects the desired outcome in and through one or
more levels of influence.’® Generally this would occur from
higher levels of influence to lower ones. In general prac-
tice ACP literature, a number of more complex inter-
ventions described a cascade like strategy. For example,
Wissow et al*® sought to increase ACP uptake through a
multilevel intervention. To make ACP business as usual
in clinic consultations the chief of staff provided opinion
leader endorsement and introduced top down processes
including allowance for structured ACP discussion
time during consultation, and provision of ACP tools,
templates and scripts. Combined with this, at the provider
level, GP training in communication skills, was intended
to increase GP likelihood of initiating ACP discussion
with their patients. The combined actions cascading from
the Director’s endorsement down constituted a test case
for a multilevel intervention with cascading influence.*’

Similarly, in convergence strategy, influence at different levels
mutually reinforce each other by altering patterns of interaction.™
The extent to which convergence strategy applied in the
literature can only be assumed as it was not explicitly
noted. In a study by Lum et al,” the research explored
ACP group medical appointments.”” Using this model
of care, system levels changes around scheduling and
provision of information was mutually reinforced by plan-
ning a multidisciplinary team approach. The doctor—pa-
tient-social worker communication at an interpersonal
level was reinforced during the group interaction. In
this example, there was presumably convergence across
several levels including individual, interpersonal, provider
and system levels of influence. Convergence strategy was
implicit in a number of general practice ACP research
studies, 646768707379

Future complex intervention design may benefit from
consideration of the relationships between barriers and
enablers operating at various levels of influence, and
factor causal mechanisms into the intervention design.
By doing so greater uptake of ACP in general practice
may be achievable.

To note, the bulk of ACP literature was generated in
the USA and as described in the Introduction section,
was included based on criteria to assimilate models of
care most consistent with Australian general practice.
There were no Australian systematic reviews found and
limited general practice literature. In considering the
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applicability of findings into the Australian healthcare
setting the literature presented consistent themes regard-
less of geographical origin. The authors are satisfied that
the findings are relatable.

Limitations

The volume of studies describing barriers and enablers to
ACP in general practice was abundant; however, studies
focused on interventions in general practice were quite
limited.* * Study quality was variable and a number of
small scale studies focused on singular aspects of ACP
limiting broader applicability. Existing Australian research
draws heavily on international evidence to support local
findings and a number of authors identified the need
for more Australian research to inform policy and imple-
mentation.*® The extent to which international ACP
evidence is applicable and transferable to a population or
place based context within Australia is uncertain.

Lack of consistent terminology was a challenge
addressed initially in the formulation of search terms and
inclusion criteria, though it is possible that all relevant
literature was notsurfaced due to complex terminology. By
focusing on general practice literature only, it is possible
that transferable knowledge from other sectors may have
been excluded. The researcher sought to reduce bias by
adhering to the study protocol and by using reflexivity to
monitor adherence to methods described.

The Australian Medical Association (AMA) argue that
as a distinct medical specialty, general practice requires its
own specific body of research and that findings from other
medical research cannot simply be transferred to general
practice.” More studies are required to contribute to the
available body of general practice research, described
by AMA as the missing link in the development of high-
quality, evidence-based healthcare for populations.
Limited general practice intervention research was avail-
able and opportunities to expand the body of ACP knowl-
edge through effective design of complex interventions
will make a useful contribution both to increasing general
practice research literature and to increasing ACP uptake
through general practice.

In this review, the ACP literature was categorised and
considered across socioecological levels of influence
distilled from the narrative. This approach provided an
insight into distribution of research interest across levels
of influence. Individual and interpersonal levels of influ-
ence were the least researched in general practice and
provider and system aspects focused on GPs and processes
were the most prevalent. This finding was unexpected
when considering the central role of the individual in
ACP, and in relationship with their family, in determining
values and wishes for end of life care, and the perceived
role of general practice in supporting this process.

Not only were research findings in relation to indi-
vidual perspectives limited, the patient voice was more
commonly presented through a provider as proxy. Future
studies should seek to engage patients directly.

Conclusion

This review was set against a back drop in which uptake
of ACP remained consistently low, despite widespread
agreement that it was beneficial, and with general
agreement it was best achieved in primary care settings.
The review sought to understand known barriers and
enablers to ACP, and based on these, to determine what
initiatives had been described to increase uptake of ACP.
In seeking to understand barriers, enablers and efficacy
of interventions, it was useful to understand at which
level of influence across the socioecological perspec-
tive the interaction was occurring, and in doing so,
consider how interventions had been developed to miti-
gate barriers and leverage enablers targeted for greatest
effect.

By stratifying barriers, enablers and interventions into
levels of influence, the important relationship between
activities operating across levels became evident. Within
this complexity, it was understood that some interven-
tions were more effective than others, and combina-
tions of interventions were more effective again. There
appeared to be a shift away from considering ACP as ‘a
singular action’ to be achieved or documented, instead
to view ACP as a set of discreet steps in a complex
process.43 Interventions targeting multiple levels of
influence were said to reinforce each other, and conse-
quently were expected to yield greater and more sustain-
able effects than interventions targeting only one level
of influence.™

Findings from this review have identified a gap between
historical research approaches which involved asynchro-
nous testing of multiple mechanisms for ACP across all
levels of influence, versus the potential for strategically
applying the evidence across targeted levels of influence,
and with an understanding of mediators and moderators
to inform the design of new and effective ACP models of
care.
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