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Abstract

Background

Due to the disease’s progressive nature, advance care planning (ACP) is recommended for

people with early stage dementia. General practitioners (GPs) should initiate ACP because

of their longstanding relationships with their patients and their early involvement with the dis-

ease, however ACP is seldom applied.

Aim

To determine the barriers and facilitators faced by GPs related to ACP with people with

dementia.

Data sources

We systematically searched the relevant databases for papers published between January

1995 and December 2016, using the terms: primary healthcare, GP, dementia, and ACP.

We conducted a systematic integrative review following Whittemore and Knafl’s method.

Papers containing empirical data about GP barriers and/or facilitators regarding ACP for

people with dementia were included. We evaluated quality using the Mixed-Method-

Appraisal-Tool and analyzed data using qualitative content analysis.

Results

Ten qualitative, five quantitative, and one mixed-method paper revealed four themes: timely

initiation of ACP, stakeholder engagement, important aspects of ACP the conversation, and

prerequisites for ACP. Important barriers were: uncertainty about the timing of ACP, how to

plan for an uncertain future, lack of knowledge about dementia, difficulties assessing people

with dementia’s decisional capacities, and changing preferences. Facilitators for ACP were:
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an early start when cognitive decline is still mild, inclusion of all stakeholders, and discussing

social and medical issues aimed at maintaining normal life.

Conclusion

Discussing future care is difficult due to uncertainties about the future and the decisional

capacities of people with dementia. Based on the facilitators, we recommend that GPs use

a timely and goal-oriented approach and involve all stakeholders. ACP discussions should

focus on the ability of people with dementia to maintain normal daily function as well as on

their quality of life, instead of end-of-life-discussions only. GPs need training to acquire

knowledge and skills to timely initiate collaborative ACP discussions.

Introduction

Dementia is a progressive and chronic condition with a median survival of 7 to 10 years [1].

Worldwide, 50 million people suffer from dementia and this number is expected to increase to

152 million by 2050 [2]. During the disease process, people with dementia undergo a declining

cognitive capacity resulting in an increased dependency on others [3]. It is estimated that in

the USA and Europe, approximately 6% of the population aged over 60, and 45% aged over 90,

have dementia [3]. Above the age of 65, 10% of all deaths in men and 15% of all deaths in

woman can be attributed to dementia [3]. In addition, data from UK GP practices shows that

19% of people with dementia more commonly had five or more additional physical conditions

than those without dementia (13,4%) [4].

Dementia care should be proactive, patient-centered, and focus on improving quality of life

(QoL) and daily functioning [5–7]. To accomplish this, advance care planning (ACP) is rec-

ommended [7, 8]. ACP can be defined as ‘a timely and cyclic assessment of future health issues

by discussions between patients, their family and healthcare professionals, taking wishes and

preferences for future care into account’ [9–11]. During ACP, medical, psychological, social

and existential subjects can be addressed, and people are given the opportunity to discuss what

they do and do not want regarding their future care [12]. ACP may then result in the docu-

mentation of preferences for future care. Advance directives, decisions to refuse treatment,

living wills and/or lasting power of attorney, are structured examples of this [10]. Worthy of

note is that most studies on the effectiveness of ACP primarily addressed medical, end-of-life

related topics, which neither reflects the heterogeneity of the disease nor the broad definition

advised [11].

ACP has been shown to improve the concordance between healthcare preferences and care

delivered in different adult populations [13]. It appears to increase the completion of advance

directives, to enhance communication between patients, family carers and healthcare profes-

sionals, and to stimulate conversations about future wishes and preferences [13, 14]. By regis-

tering these preferences the frail elderly undergo less aggressive treatment, less admittance to

hospital, less anxiety, stress and depression, and increased death in a trusted environment

[15]. For people with dementia living in nursing homes, ACP reduces both hospital admissions

and healthcare costs [16]. However, because of the more common occurrence of advanced

dementia in nursing homes, residents are often deemed less capable of making their own deci-

sions and are therefore unlikely to be invited to actively participate in ACP [16]. In contrast,

most people with dementia who live at home have mild to moderate dementia [17] and there-

fore are able to express their preferences [18, 19].

Advance care planning with people with dementia by general practitioners
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Most home-dwelling people with dementia receive care from a general practitioner (GP).

Because of GPs’ longstanding relationships with their patients, they are the professionals most

suited to initiate ACP in this group [20]. Research, however, has indicated that of the non-can-

cer patients who had non-sudden deaths, only 24% had an ACP conversation with their GP,

and only 5.3% had a written plan [21]. In addition, dementia is negatively associated with dis-

cussing treatment preferences, which indicates that ACP within dementia has its own specific

challenges [22].

In order to gain a better understanding of these challenges, in this integrative review of the

literature, we reviewed barriers and facilitators to the initiation of ACP by GPs for people with

dementia.

Methods

We used the integrative review methodology described by Whittemore and Knafl [23]. In

contrast to traditional systematic reviews, this method allows the simultaneous inclusion of

theoretical, quantitative, and qualitative studies. By systematically searching, evaluating, and

analyzing relevant studies with different methodologies, were able to better integrate and

understand all aspects related to our research question [23].

After having determined our research aim, we searched Embase, Psychinfo, Medline,

Cinahl and the Cochrane Library databases using a combination of the following search terms:

primary healthcare, general practitioner, dementia, and advance care planning as MeSH

terms, free text words, and equivalent index terms (Table 1). The search was limited to English

language peer reviewed journals published between January 1, 1995 and December 31, 2016.

We chose 1995 as a starting point as literature on ACP in primary care prior to 1995 is scarce

[24]. Additionally, we hand-searched the reference lists of relevant studies.

We followed the Preferred Reporting Items for Systematic Reviews and Meta-Analyses

(PRISMA) guidelines for article selection [25, 26]. Empirical papers containing quantitative

and/or qualitative data about barriers and/or facilitators for ACP with people with dementia

by GPs were included. After removing duplicate articles, three researchers (BT, AS, VH) inde-

pendently excluded papers after reading the title and abstract. In a few cases, the title obviously

showed that the paper did not address our research aim. Then the abstract was not read. The

remaining articles were then read, full-text. Articles were excluded if they did not describe

empirical research, were not about dementia, ACP, general practice, or were not written in

English (Fig 1). After each step, we compared results and discussed any difference. In cases of

disagreement, two other researchers (MP, YE) were consulted.

To evaluate the data, we determined the methodological quality of the studies. Two research-

ers (BT, SK) independently used the Mixed Methods Appraisal Tool (MMAT), a tool designed

for the appraisal of complex systematic reviews that include qualitative, quantitative and mixed

methods studies [27]. The MMAT consists of two screening questions for five different kinds

of methodological research (qualitative research, randomized controlled quantitative research,

non-randomized controlled quantitative research, observational descriptive quantitative

research and mixed methods research). These questions address the clarity of the research ques-

tion and whether the data collected are sufficient to answer the research questions. In addition,

the MMAT consists of five specific sets with four quality criteria for each type of research. Each

type of research is thus judged within its own methodological domain. Ratings vary between

0% (no quality criteria met) and 100% (all four quality criteria met)[27, 28].

We analyzed the data, aiming for a thorough interpretation of primary sources and synthe-

sis of evidence [23]. Since in qualitative research the emphasis is on exploration and classifica-

tion and quantitative research focuses on enumeration, integration of data is complicated.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 3 / 21

https://doi.org/10.1371/journal.pone.0198535


Qualitative and quantitative results were therefore analyzed separately using qualitative con-

tent analysis. Thereto, the results sections of all the papers were transferred to ATLAS.ti. ver-

sion 7. Using this software all passages in the result sections on ACP facilitators and barriers

were given conceptual labels representing their underlying content. This coding process was

performed independently by three researchers (BT, AW, SK), followed by several group ses-

sions where researchers (YE, MP, MVD, HvG, BT) merged codes with similar meanings and

categorized them. Using an affinity diagram, we combined these categories into themes repre-

senting the underlying codes and categories [29–31]. The merged codes, categories and themes

of all qualitative and quantitative studies were tabled, (Tables 2 and 3) enabling data compari-

son, interpretation and integration [23].

Results

We selected 16 papers (Tables 4 and 5) published after 2004; most research was conducted

in the UK (N = 7) followed by the USA (N = 4). Study populations consisted of people with

dementia, family carers or GPs, sometimes in combination with other healthcare professionals.

Ten were qualitative studies and five were quantitative studies with cross-sectional designs;

one paper described an explorative mixed method study.

Table 1. Search strategies for Medline, Psychinfo, CINAHL.

Medline Psychinfo CINAHL

(exp Primary Health Care/ OR exp General

Practitioners/ OR exp Community Health Services/

OR ((primary adj3 care) OR (health adj3 care adj3

primary) OR (primary adj3 health adj3 care)).ti,kw,

ab. OR (general adj3 practitioner?).ti,kw,ab. OR

(community adj3 health adj services).ti,kw,ab. OR

(family adj3 medicine).ti,kw,ab. OR exp Physicians,

Family/ OR (physician? adj3 family).ab,kw,ti. OR

(family adj 3 physician?).ab,ti,kw. OR (family adj3

doctor?).ab,kw,ti. OR (primary adj3 physician?).ti,ab,

kw. OR (community adj3 health adj3 care).ti,ab,kw.)

AND (exp Advance Care Planning/ OR exp Advance

Directives/ OR (advance adj3 care adj3 planning).ti,

kw,ab. OR ACP.ti,kw,ab. OR (advance adj3 medical

adj3 plan?).ti,kw,ab. OR (advance adj3 health adj3

care adj3 plan?).ti,kw,ab. OR (advance adj3 healthcare

adj3 plan?).ti,kw,ab. OR (advance adj3 health-care

adj3 plan?).ti,kw,ab. OR (advance adj3 directive?).ti,

kw,ab. OR (advance adj3 medical adj3 directive?).ti,

kw,ab. OR (end adj3 life adj3 communicat�).ti,kw,ab.

OR (end-of-life adj3 communicat�).ti,ab,kw. OR (life

adj3 sustaining adj3 treat� adj3 preference?).ti,kw,ab.

OR (life-sustaining adj3 treatment adj3 preference?).

ti,kw,ab. OR (end adj3 life adj3 decision adj3

making).ti,kw,ab. OR (end-of-life adj3 decision adj3

making).ti,kw,ab. OR (living adj3 will?).ti,kw,ab. OR

exp patient participation/ OR(patient adj3

participation).ti,kw,ab. OR (patient adj3

involvement).ti,kw,ab. OR (advance adj3 decision

adj3 making).ti,kw,ab. OR (advance adj3 decision?).ti,

kw,ab. OR (shared adj3 decision adj3 making).ti,kw,

ab. OR exp Life support Care/ OR (life adj3 suppORt

adj3 care).ti,kw,ab. OR (end adj3 life adj3 decision?).

ti,ab,kw.) AND (exp Dementia/ OR (alzheimer� adj3

diseas�).ti,kw,ab. OR dement�.ti,kw,ab.)

(exp Primary Health Care/ OR exp General

Practitioners/ OR ((primary adj3 care) or (health adj3

care adj3 primary) or (primary adj3 health adj3

care)).ti,id,ab. OR (general adj3 practitioner?).ti,id,ab

OR (community adj3 health adj services).ti,id,ab OR

(family adj3 medicine).ti,id,ab. OR exp Family

Physicians/ OR (family adj3 physician?).ti,ab,id. OR

(community adj health adj care).ti,id,ab. OR (family

adj3 doctor?).ti,ab,id. OR (primary adj3 physician?).

ab,ti,id.) AND (exp Advance Directives/ OR (advance

adj3 care adj3 planning).ti,id,ab. OR ACP.ti,id,ab. OR

(advance adj3 medical adj3 plan?).ti,id,ab. OR

(advance adj3 health adj3 care adj3 plan?).ti,id,ab. OR

(advance adj3 healthcare adj3 plan?).ti,id,ab. OR

(advance adj3 health-care adj3 plan?).ti,id,ab. OR

(advance adj3 directive?).ti,id,ab. OR (advance adj3

medical adj3 directive?).ti,id,ab. OR (end adj3 life

adj3 communicat�).ti,id,ab. OR (end-of-life adj3

communicat�).ti,ab,id. OR (life adj3 sustaining adj3

treat� adj3 preference?).ti,id,ab OR (life-sustaining

adj3 treatment adj3 preference?).ti,id,ab OR (end adj3

life adj3 decision adj3 making).ti,id,ab. OR (end-of-

life adj3 decision adj3 making).ti,id,ab. OR (living

adj3 will?).ti,id,ab. OR exp Client Participation/ OR

(client adj3 participation).ti,id,ab. OR (patient adj3

participation).ti,id,ab. OR (client adj3 involvement).

ti,id,ab. OR (patient adj3 involvement).ti,id,ab. OR

(advance adj3 decision adj3 making).ti,id,ab. OR

(advance adj3 decision?).ti,id,ab. OR (shared adj3

decision adj3 making).ti,id,ab. OR exp Palliative

Care/ OR (palliative adj3 care).ti,id,ab. OR exp Life

Sustaining Treatment/ OR (life adj3 sustaining adj3

treat�).ti,id,ab.) AND (exp Dementia/ OR (alzheimer�

adj3 diseas�).ti,id,ab. OR dement�.ti,id,ab. OR exp

Alzheimer’s Disease/)

(TI primary physician OR AB primary physician OR

TI community health OR AB community health OR

(MH "Community Health Services+") OR TI family

doctor OR AB family doctor OR TI family medicine

OR AB family medicine OR TI primary health care OR

AB primary health care OR TI primary healthcare OR

AB primary healthcare OR (MH "Primary Health

Care") OR TI general practitioner OR AB general

practitioner OR (MH "Physicians, Family") OR TI

family physician OR AB family physician) AND ((MH

"Dementia+") OR ((TI dementia) OR (AB dementia))

OR ((TI alzheimer’s disease) OR (AB alzheimer’s

disease))) AND (TI end of life decisions OR AB end of

life decisions OR TI life sustaining treatment

preferences OR AB life sustaining treatment

preferences OR TI palliative care OR AB palliative care

OR (MH "Palliative Care") OR TI end of life decision

making OR AB end of life decision making OR TI

shared decision making OR AB shared decision

making OR TI advance decision OR AB advance

decision OR TI patient involvement OR AB patient

involvement OR TI patient participation OR AB

patient participation OR TI living will OR AB living

will OR TI end of life decisions OR AB end of life

decisions OR TI life sustaining treatment OR AB life

sustaining treatment OR TI end of life communication

OR AB end of life communication OR (MH "Decision

Making, Patient+") OR (MH "Decision Making,

Family") OR TI advance medical directives OR AB

advance medical directives OR TI advance health

directive OR AB advance health directive OR (MH

"Advance Care Planning") OR ((TI advance care

planning) OR (AB advance care planning)) OR (MH

"Advance Directives+") OR ((TI advance directives)

OR (AB advance directives)))

https://doi.org/10.1371/journal.pone.0198535.t001
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The overall quality of the papers was moderate, with MMAT ratings of 75% (5 papers), 50%

(10 papers), and 25% (1 paper) (Tables 4 and 5). The qualitative papers often lacked a descrip-

tion of the relation between findings and the setting of the collected data. Some papers did not

clearly describe the influence of the relation between the researcher and the participants. Sev-

eral quantitative papers used an inappropriate sampling procedure or had a response rate

below 60%.

Analysis resulted in the following four themes related to barriers and facilitators: 1. Timely

initiation of ACP; 2. Stakeholder engagement; 3. Important aspects of the ACP conversation;

4. Prerequisites for ACP.

Fig 1. Preferred Reporting Items for Systematic Reviews and Meta-analyses (PRISMA) flow diagram.

https://doi.org/10.1371/journal.pone.0198535.g001
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Table 2. Themes, categories and codes of the included qualitative articles.

Themes Categories Codes

Facilitators Barriers

A timely initiation of
ACP

The start of ACP A timely start facilitates ACP [32, 34–36] (P,C,HP) The right timing for ACP is difficult to determine[34, 37, 38]

(P,C,HP)

The dementia diagnosis stimulates patients to think

about the future[32, 35, 36] (P,C)

The patients denial/resistance of the dementia diagnosis

hinders ACP[35, 36](C)

Because of the cognitive decline, when ACP starts

early more participation is possible[32, 34, 35, 37,

38] (C,HP)

The denial of future problems hinders ACP [35]

ACP gives patients time to think about the future

[32] (P)

Initiating ACP High impact events can prompt ACP[35] (C) ACP is not initiated because it might cause stress or fear

with the patient[34, 37] (C,HP)

The GP should take the initiative for ACP[32, 37]

(C,HP)

It is not always clear who should take the initiative for ACP

[32, 37, 38] (HP)

ACP stimulates discussions about the future[32] (C)

Stakeholders
engagement

Relations between
stakeholders

A good relationship between the patient/family and

the GP facilitates ACP[32] (HP)

Carers find that the difficult relationship between them and

the patients hinders ACP[36] (C)

Involving all
stakeholders in ACP

If the patient is no longer capable of making

decisions, others will[34, 36] (P,C)

The unawareness of the dementia diagnosis hinders ACP

[37] (HP)

It is preferred to carry out ACP with all

stakeholders[34, 36, 44, 45] (P,C)

The stakeholders assessment of the patients decisional

capacity is limited in consisted and hinders ACP[38] (C)

Carers find taking the responsibility for ACP decisions

difficult [36] (C).

Important aspects of the
ACP conversation

Informing the patient Providing realistic information increases

empowerment[47] (C)

Patients and carers are insufficiently informed about the

diagnosis, disease trajectory, care and treatment options[32–

34, 36, 37] (P,C,HP)

Patients and carers lack knowledge about the purpose of

ACP or are unaware of the existence [34, 45] (P,C)

GPs provide information selectively because they feel

patient/carers cannot cope[47] (C)

Exploring the patient’s
wishes and needs

The GP must ask for the patients needs directly[37]

(C)

The limitations of healthcare can be a barrier for ACP[34,

36] (P,C)

The costs of legal matters are high and limit ACP[38] (HP

Decision making in ACP The patients pursuit for a normal level of function

influences ACP decision making [44] (P)

Burdensome interventions take place when

preferences are unknown[33] (C,HP)

The carers previous experiences with other

dementia patients influences ACP[36] (C)

Financial matters and the power of attorney must

be a topic in ACP[34–36, 38] (P,C,HP)

Stakeholders prefer informal ACP discussions [34,

37] (P,C)

The preservation of QOL influences ACP decisions

[36] (C)

The use of decision aids can support ACP decision

making[32, 47] (P,C)

Documentation of ACP Documenting ACP makes patient wishes available

to all stakeholders[32, 34, 35, 38] (P,C,HP)

ACP is not documented because future wishes/

circumstances might change[34, 37]

Trough ACP wishes are known by all stakeholders

[32] (P,C)

ACP decisions are not documented because of feelings of

guilt/disloyalty[34] (C)

Prerequisites of ACP Abilities of the GP
regarding ACP

GP’s knowledge about the diagnosis, disease

trajectory, care and treatment options facilitate

ACP[37] (HP)

GP’s lack knowledge about the legal status of ACP[37, 38]

(HP)

(Continued)

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 6 / 21

https://doi.org/10.1371/journal.pone.0198535


1. Timely initiation of ACP

Facilitators of ACP addressed in qualitative research. People with dementia, their fam-

ily carers, and GPs all noted that an early start facilitates ACP [32–36]. Cognitive decline was

frequently given as a reason [32–35, 37, 38]. According to people with dementia and family

carers, GPs should therefore timely initiate ACP [32, 37]. They also indicated that diagnostic

disclosure, high impact events like a hospital admission, and ACP itself stimulated them to

think about future care [32, 35, 36].

Barriers of ACP addressed in qualitative research. People with dementia, family carers,

and GPs all referred to having difficulties with determining an optimal timing for ACP [33, 34,

37, 38].

“The trouble with dementia is it can take a long time, it can take a short time. So I don’t know
what’s the best time to do it, but personally I’d rather do it while I still have my wits about me”

(carer, wife) [34].

Some family carers mentioned that people with dementia are in denial about their dementia

diagnosis [35, 36] or about any possible future problems, and therefore are unwilling to partici-

pate in ACP [35]. A number of family carers and GPs stated that stress or fear caused by ACP

was a reason for them not to discuss future preferences [34, 37]. The uncertainty about who

should take the initiative for ACP was also mentioned as a barrier [33, 37, 38].

Table 2. (Continued)

Themes Categories Codes

Facilitators Barriers

Training the GP is essential for ACP [32] (HP)

Good communication skills of the GP facilitate

ACP [32, 37] (HP)

Stakeholders attitudes
towards ACP

ACP provides self protection, feelings of relief and

takes away concerns about the future [32] (P)

Discussing the future can be dispiriting[32] (P)

ACP must be a cyclical process so decisions are

regularly reviewed[34] (C)

There are doubts about the added value of ACP [44] (C)

Previous experiences facilitate ACP [37] (HP) The patients personality can hinder ACP[35] (C)

ACP is not possible because patients preferences might

change[33, 37, 38] (C, HP)

ACP is difficult because the future is unpredictable [32, 34,

38, 45] (P,C,HP)

Doubts if the decisions made in ACP are feasible [34, 38, 45]

(P,C,HP)

Patients/carers are not oriented on the future[32, 34–36, 45]

(P,C)

Stakeholders have doubts about the added value of ACP[38]

(HP)

A negative attitude towards ACP is a barrier for having these

discussions[37] (HP)

Some stakeholders feel that ACP is outside their professional

remit[38] (HP)

The continuous process
of ACP

ACP must be a cyclical process so decisions are

regularly reviewed [32, 34, 44] (P)

P: stated by the patient; C: stated by the carer; HP: stated by the GP/healthcare professional

https://doi.org/10.1371/journal.pone.0198535.t002
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Facilitators of ACP addressed in quantitative research. The importance of early ACP

initiation was noted in Brazil’s survey among GPs in Northern Ireland [39]. Here, most GPs

moderately (45.5%) or strongly (23.5%) agreed that early initiation facilitated later decision

making. Almost 83% of these GPs also strongly or moderately agreed that the GP should take

the initiative to start ACP [39]. Van der Steen et al. reported that 92% of Dutch GPs agreed

that the GP should take the initiative for ACP [40].

The importance of an early start of ACP because of the cognitive decline was addressed in

several studies. In their study on participation in medical and social aspects of decision mak-

ing, Hamann et al. showed that Mini Mental State Examination (MMSE) scores correlated

positively with the understanding (r = 0.44) and reasoning (r = 0.27) capacities of German peo-

ple with dementia [41]. Karlawish’s study on the ability of people with dementia from a mem-

ory clinic to decide on starting dementia medication, showed that those with MMSE scores

below 19 were often unable to make these decisions (Sn< 52%; Sp> 79%) [42]. People with

dementia from a tertiary hospital in Singapore involved in ACP scored higher on the Frontal

Assessment Battery (FAB) for frontal lobe functioning than those not involved (t = -3.65, P <

.0001) [43].

Barriers addressed in quantitative research. The difficulty of the timing of ACP was

reflected in Brazil’s survey among Irish GPs: almost 40% strongly or moderately agreed that

ACP should start at diagnosis, whereas 46% strongly or moderately disagreed with this state-

ment [40]. Van der Steen et al. note that 60% of Dutch GPs wanted ACP to start at diagnosis,

Table 3. Themes, categories and codes of the quantitative articles.

Themes categories Codes

Facilitators Barriers

A timely initiation of
ACP

The start of ACP Because of the cognitive decline, when ACP starts early

more participation is possible[41–43] (P,HP)

The right timing of ACP is difficult to determine [39,

40] (HP)

A timely start facilitates ACP[39] (HP) PWD’s denial/resistance of the dementia diagnosis

hinders ACP[39, 43] (HP)

Initiating ACP The GP should take the initiative for ACP[39, 40] (HP) ACP is not initiated because it might cause stress or

fear with PWD [39] (HP)

Stakeholder
engagement

Relations between
stakeholders
Involving all stakeholders
in ACP

It is preferred to carry out ACP with all stakeholders

[39, 46] (P,HP)

PWD are only limitary involved in ACP [41] (P)

PWD’s participation is possible in all phases of

dementia[41, 46] (P)

The assessment of the PWD’s decisional capacity is

limited, inconsistent and hinders ACP[41] (C,HP)

PWD are able to participate about values longer[46] (P)

Key aspects of the ACP
conversation

Informing the patient PWD should be informed about the diagnosis, disease

trajectory, care and treatment options [39] (HP)

Exploring the patient’s
wishes and needs

PWD’s preferences for ACP depend on the domain of

the topic discussed[41] (P)

Decision making in ACP An advance directive is important in dementia [39]

(HP)

Documentation of ACP
Prerequisites of ACP Abilities of the GP

regarding ACP
Stakeholders attitudes
towards ACP

A positive attitude towards ACP is a facilitator for

having these discussions[43] (P)

The continuous process of
ACP

P: stated by the patient; C: stated by the carer; HP: stated by the GP/healthcare professional

https://doi.org/10.1371/journal.pone.0198535.t003
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Table 4. Description of the selected qualitative studies.

Author Design Participants and settings Main findings Themes MMAT�

Lawrence et al.

United

Kingdom, 2011

A qualitative design using

in-depth interviews with

healthcare professionals

and family carers

27 bereaved FCs and 23 healthcare

professionals from the community,

care homes, general hospitals and

continuing care units

The timing was considered crucial.

ACP should not start too soon

because this would cause distress and

not to late because of the cognitive

decline. PWD and FCs felt

insufficiently informed about

dementia and ACP. No one felt the

responsibility to start ACP.

Timely initiation of ACP,

Important aspects of the ACP

conversation Prerequisites of

ACP

50% of the

criteria

met

De Vleminck

et al. Belgium,

2014

A qualitative exploratory

design using focus group

interviews

36 GPs from local peer-review

groups

The lack of familiarity with the

terminal phase of dementia, the lack

of key moments to initiate ACP, the

patients lack of awareness of their

diagnosis and prognosis and the fact

that patients do not initiate ACP

themselves are barriers to conducting

ACP. Familiarity with palliative care

was considered a facilitator

Timely initiation of ACP

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

75% of the

criteria

met

Livingston et al.

United

Kingdom, 2010

A qualitative design using

focus group and

individual in-depth

interviews

43 FCs for the focus group

interviews. 46 family carers for the

individual interviews. All

respondents are recruited from 4

general practices, 3 memory clinics

and 5 community clinics

Carers want support from other

family members and healthcare

professionals when making decisions.

They want to receive information well

timed. Relationships between

stakeholders influence ACP.

Remaining QoL is important when

making ACP decisions

Timely initiation of ACP,

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

75% of the

criteria

met

Stirling et al.

Australia, 2012

A qualitative design using

semi-structured,

Individual, in-depth

interviews and focus

group interviews

13 carers of PWD. 4 community

nurses, 4 community support

workers and 4 counsellors from

memory clinics.

Providing realistic information about

dementia increases empowerment

and facilitates ACP. Decision aids can

support ACP. Healthcare

professionals provide information

selectively because they think PWD

and FCs cannot cope with upsetting

realities.

Important aspects of the ACP

conversations

25% of the

criteria

met

Dening et al.

United

Kingdom, 2013

A qualitative design using

interviews

6 PWD, 5 FCs, and 5 dyads of

people with dementia and their

carers from A memory service

ACP decisions have to be taken with

all stakeholders. Wishes of people

with dementia and their carers might

differ. Information, independence

and control are main themes in

dementia care.

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

50% of the

criteria

met

Poppe et al.

United

Kingdom, 2013

A qualitative design using

semi-structured, in-

depth, interviews

12 PWD living at home, 8 FCs and

6 staff members from memory

clinics.

PWD and FCs lack knowledge about

dementia and ACP. ACP should be

initiated by a well informed

professional soon after the diagnosis.

The outcome of ACP should be well

documented and available for all

health service providers. A decision

aid can support ACP

Timely initiation of ACP,

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

50% of the

criteria

met

Robinson et al.

United

Kingdom, 2013

A qualitative design using

focus group and

individual interviews

5 palliative care specialists, 10

general practitioners, 17

community nurses, 10 old-age

psychiatrists, 22 mental health

nurses, 6 social workers, 15

members of the ambulance

services, 3 solicitors and 7

members of the voluntary sector

For the implementation of ACP

concerns where expressed about the

timing and initiation, the possibility

to deliver the patients choice, the

financial and legal aspects and the

different forms of documentation.

Timely initiation of ACP,

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

50% of the

criteria

met

(Continued)
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but 25% did not [40]. According to Tay & Davison, people with dementia who did not feel the

urge to make future plans, were less willing to engage in ACP compared to those who used

active coping strategies (t = 2.83, p = .006) [43]. Brazil et al. reported that 56% of the participat-

ing GPs indicated they feared that initiating ACP would unnecessarily increase the family car-

er’s anxiety [39].

2. Stakeholder engagement

Facilitators addressed in qualitative research. In interviews, people with dementia and

family carers noted that ACP should take place with all stakeholders because of their involve-

ment in the decision-making process. Several papers stated that regarding advance directives

like living wills or lasting power of attorney, experts from outside the medical profession like

lawyers or financial advisers may also need to participate [34, 36, 44, 45].

“Resuscitation was the biggest decision. . . I consulted with my children and my wife’s sisters
and they were all in agreement. . . she has gone through enough.”

(husband) [36].

According to GPs, a good relation between them, the people with dementia, and family car-

ers eased ACP; when the relationship is good, people with dementia and family carers would

be more open about discussing ACP [32]. People with dementia also mentioned that if they

were no longer capable of making decisions themselves, they would trust their family carers to

do this for them and therefore wanted them involved. Family carers stated that they were able

to fulfil this role [34, 36].

Barriers of ACP addressed in qualitative research. Four barriers to stakeholder engage-

ment were mentioned. According to some family carers, a poor relation between stakeholders

Table 4. (Continued)

Author Design Participants and settings Main findings Themes MMAT�

Dickinson et al.

United

Kingdom, 2013

A qualitative design using

in-depth interviews

17 PWD and 29 FCs from local

older peoples services

People with dementia undertake

action for practical, financial and

personal planning but have

difficulties making plans for future

healthcare. Barriers are: lack of

awareness and knowledge of ACP, the

right timing and constraints about

choice of future care options

Timely initiation of ACP,

Stakeholder engagement,

Important aspects of the ACP

conversation, Prerequisites of

ACP

75% of the

criteria

met

Horton-Deutch

et al. United

States, 2007

A qualitative design using

semi structured

interviews

31 PWD and their FCs from a

outpatient Alzheimer clinic

PWD want to make decisions with

important others. PWD’s pursuit of a

normal level of function influences

their decision making. The decisions

made are not stable over time and

FCs make different decisions

compared to care receivers.

Stakeholder engagement,

Important aspects of the ACP

conversation

50% of the

criteria

met

Hirschmann

et al. United

States, 2008

A qualitative design,

using semi-structured in-

depth interviews

30 PWD and their FCs. 8 of these

PWD lived at home, 3 used an

assisted living facility and 19 lived

in a long term facility

ACP discussions should be proactive

and start early. Healthcare

professionals should be educated to

avoid a late start. Lawyers, financial

workers can play a role in decision

making.

Timely initiation of ACP,

Engagement of all

stakeholders. Important

aspects of the ACP

conversation, Prerequisites of

ACP

50% of the

criteria

met

ACP: advance care planning; PWD: people with dementia; FC: family carer

� Mixed Method Appraisal Tool

https://doi.org/10.1371/journal.pone.0198535.t004
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Table 5. Description of the selected quantitative studies.

Author Design Participants and settings Main Findings Themes MMAT�

Hamann et al.

Germany, 2011

A cross sectional survey 100 PWD, 99 FCs and their

referring 93 physicians

MMSE correlates negatively with the

understanding (r = -0.44) and reasoning (r =

-0.27) sections of the MacCAT-T. PWD who

are confident about their decisional

capacities want to stay longer involved in

the decision making (P = .02). There is no

significant correlation between PWD’s, their

relatives’ (r = 0.05) or their physicians’

(r = 0.28) confidence in the decisional

making capacities of PWD. The overall

estimates of FCs en physicians of the

decisional preferences of PWD by is poor

(Kendall’s tau, (b) rel-pat = 0.24, Kendall’s

tau (b) doc-pat = 0.07)

Timely initiation of ACP,

Stakeholder engagement,

Important aspects of the

ACP conversation

50% of the

criteria

met

Tay et al.

Singapore, 2015

A cross sectional design. A set of

standard (clinical) evaluations

were administered face to face

98 PWD from a tertiary

hospital in Singapore

PWD scored higher on the FAB (t = -3.65, P

< .0001) when they make ACP plans or

intended to do so. PWD who do not feel the

urge to make future plans were less willing

to engage in ACP than PWD who used

more active coping strategies (t = 2.83, p =

.006). PWD who intended or already made

future plans had less negative attitudes

towards ACP (t = 2.47, p = 0,015)

Timely initiation of ACP,

Stakeholder engagement,

Prerequisites of ACP

50% of the

criteria

met

van der Steen

et al. the

Netherlands, 2016

A cross sectional survey 133 GPs from Northern

Ireland and 188 elderly care

physicians from the

Netherlands

39.8% of the GPs agreed that ACP should

start at diagnosis and 45.9% strongly or

moderately disagreed

Timely initiation of ACP 75% of the

criteria

met

Brazil et al.

United Kingdom,

2015

A cross sectional survey 133 GPs from Northern

Ireland

GPs moderately (45.5%) or strongly (23.5%)

agree that early discussions facilitated

decision making. 82.7% of the GPs agree

that the GP should take the initiative for

ACP. 56.4% of the GPs fear that taking the

initiative increases PWD’s and the family’s

anxiety. 96.3% of the GPs find including the

patient and family caregiver in ACP as

partners has to be a clinical practice

goal.79% of the GPs agreed that PWD and

their families should be informed about

commonly occurring health problems in

dementia. 60% of the GPs disagreed that

informing PWD and their families about

dementia not needed because families will

witness the cognitive decline later which is

sufficient

Timely initiation of ACP,

Stakeholders engagement.

Important aspects of the

ACP conversation

50% of the

criteria

met

Karlawish et al.

United States,

2005

A cross sectional design using

semi-structured interviews,

questionnaires and clinical

evaluations

48 PWD and 102 FCs from a

Alzheimer’s Disease Centre

PWD were labelled by psychiatrists as non-

competent for medical decision making

(Sn < 52%; Sp > 79%) when MMSE scores

were < 19

Timely initiation of ACP 75% of the

criteria

met

Karel et al. United

States, 2010

A mixed method study using

cognitive, psychiatric capacity

assessments alongside semi-

structured, individual, interviews

20 PWD, 20 patients with

schizophrenia and 19

cognitively healthy elderly

from an outpatients clinic

PWD prefer collaborative decision making

with their doctor and family. When they

rate their collaboration preferences on a

scale from 1 to 4, PWD prefer joined

decision making with their doctor (mean

2.02) and their family (mean 1.55). For

PWD it is more easy to justify their choices

in terms of valued activities and

relationships

Stakeholder engagement 50% of the

criteria

met

� Mixed Method Appraisal Tool

ACP: advance care planning; PWD: people with dementia; FC: family carer

https://doi.org/10.1371/journal.pone.0198535.t005
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hampers ACP. Several family carers also stated that ACP is hindered by limited assessment

of the decisional capacity of people with dementia, and because taking responsibility for ACP

is difficult [36, 38]. One study mentioned that people with dementia’s unawareness of the

dementia diagnosis also limits their engagement [37].

Facilitators of ACP addressed in quantitative research. Brazil et al. reported that 96%

of the participating Irish GPs found that including people with dementia and family carers in

ACP should be a goal of clinical practice [39]. People with dementia from an American outpa-

tient clinic who were asked to rate their collaboration preferences on a scale from 1 (I want to

make the decision myself) to 4 (I want my doctor or family to make the decision), preferred

shared decision-making with their doctor (mean 2.02) and their family (mean 1.55) [46]. This

study also showed that when ACP focused on the consequences of medical decisions and on

the values of people with dementia instead of on complex treatment scenarios, people with

dementia could participate longer [46]. In addition, a survey among people with dementia or

with mild cognitive impairment showed that confidence in their capacity to make medical

decisions was an important factor in their willingness to be engaged in ACP. Those who were

confident about their decision-making capacity wanted to stay involved longer (P = .02) as

opposed to those lacking confidence [41].

Barriers addressed in quantitative research. A survey among people with dementia or

mild cognitive impairment, their relatives and physicians, showed that people with dementia

were more confident about their decisional capacities compared to their relatives or physi-

cians. There was no significant correlation between people with dementia’s confidence and

their relatives (r = 0.05), between people with dementia and their physicians (r = 0.17) or

between relatives and physicians (r = 0.28) regarding people with dementia’s medical decision-

making capacities [41]. Relatives gave better estimates of the decisional preferences than physi-

cians, but their overall estimation was poor (Kendall’s tau, (b) rel-pat = 0.24, Kendall’s tau (b)

doc-pat = 0.07) [41].

3. Key aspects of the ACP conversations

Facilitators addressed in qualitative research. With respect to setting the goals they

would like to achieve with ACP, people with dementia and family carers wanted to discuss a

normal level of functioning and maintaining QoL [36, 44]. In addition, people with dementia,

family carers and GPs stated that financial matters and the power of attorney needed to be dis-

cussed [34–36, 38]. Family caregivers and healthcare professionals added that they felt that

unwanted and burdensome interventions like hospital admissions took place if these prefer-

ences remained unknown [37]. Family carers’ earlier experiences with ACP therefore stimu-

lated the decision-making process [36]. Dickinson et al. showed that when goals are discussed,

people with dementia and their family carers preferred informal discussions instead of written

documents [34]. The use of decision aids providing information and structure appeared to

contribute to decision-making during ACP [32, 47]. When ACP had taken place, documenta-

tion of preferences (for example in the medical file or a lasting power of attorney) was found

essential, as it would make the preferences available to all stakeholders [32, 34, 35, 38].

“So she needed to make a decision whether she would be fed by a percutaneous endoscopic gas-
trostomy at some point, and by the time that was a reality, the family were left to make that
decision for her. And she had said, anecdotally, that she wanted the least intervention possible,
but then nothing was documented . . . I suppose nobody took ownership or leadership of that
process at all, and everyone was floundering a bit with it (social worker)”

[38].
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Family carers wanted realistic information during ACP because this increased their

empowerment [37]. They also felt that GPs should ask people with dementia directly about

their preferences [37].

Barriers addressed in qualitative research. Several studies showed that family carers and

people with dementia felt they were insufficiently informed about dementia, its consequences,

and care and treatment options [32–34, 36, 37].

“Patients are often sent home with a diagnosis. They know what’s going on, but they didn’t get
very specific information from the specialists. They wonder, ‘‘What will happen to me? Is there
really nothing they can do for me?”

(Male GP) [37].

In one study, some family carers stated that GPs selectively provided information because,

if too much information was given, people with dementia and family would not be able to pro-

cess this [47]. In two studies, family carers mentioned that they lacked knowledge about the

purpose of ACP or that they were unaware of its existence [34, 45].

People with dementia, family carers, and GPs were all concerned that preferences for future

care could not be met because of restrictions within the healthcare system [34, 36, 38, 45]. In

addition, GPs stated that when people with dementia or their family carers wanted to discuss

financial matters and the power of attorney, the costs for actually settling these matters were

considered to be too high [38].

In two studies, people with dementia, family carers, and GPs stated that wishes were not

always registered in the patient’s medical file or other formal documentation. The uncertain

future and feelings of guilt or disloyalty made them reluctant to do so [34, 37].

Facilitators addressed in quantitative research. People with dementia emphasized they

themselves want and are able to decide on social subjects within ACP. When people with

dementia were asked who should have the greatest say on different subjects, (answers ranked

from 1: this person should have the greatest say; to 3: this person should have the least say),

people with dementia reported wanting to make their own social decisions e.g. about housing

(mean rank 1.28; SD 0,6) or driving (mean rank 1.39; SD 0,63). With regard to drug related

decisions, however, people with dementia wanted the physician to have the greatest say (mean

rank 1.51; SD 0,7) [41].

In Brazil et al.’s study, the importance of informing people with dementia about dementia

was stressed. Of all participants, 97% agreed with the statement: ‘people with dementia and

their families should be informed about commonly occurring health problems that might be

expected in severe dementia’ [39]. Fifty-one percent of the GPs in this study also agreed that,

when dealing with dementia, documenting preferences in an advance directive was essential

[39].

4. Prerequisites for ACP

Facilitators addressed in qualitative research. GPs stated in interviews that they need

sufficient knowledge about the dementia disease process and its life-limiting character, and

that they need training to develop the skills to discuss difficult subjects and manage conflicts

[32, 37]. Some GPs added that positive previous experiences with people with dementia made

them more willing to discuss ACP in the future [37].

People with dementia and family carers noted that after having had ACP consultations,

they felt relieved and were more confident that their future wishes would be respected [32].

They added that ACP discussions should be repeated to enable a review of decisions and/or
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documentation made [32, 34, 44]. Horton Deutch et al’s finding that half of the people with

dementia who were asked to make a healthcare decision based on a vignette changed their ini-

tial preferences after four weeks, supports this view [44].

Barriers addressed in qualitative research. In several studies, part of the GPs, family car-

ers, and people with dementia expressed negative attitudes towards ACP because of the unpre-

dictable nature of the disease progression. This made them question the feasibility and added

value of ACP, and therefore made them unwilling to discuss future care preferences [32, 34,

38, 45].

“You don’t know what changes will happen, when they will happen. . . that’s why it [ACP] is
very difficult to define.”

(Carer) [45]

Some people with dementia and family carers added that ‘living one day at a time’ resulted

in negative attitudes towards ACP, and some people with dementia found discussing the future

dispiriting [32, 34–36, 45]. Family carers also stated that the personality of people with demen-

tia might impede ACP because, in general, they did not want to talk about difficult subjects

[32, 34–36, 45].

A number of GPs felt that ACP was outside their professional remit [38]. In addition, sev-

eral GPs stated that ACP was not possible because preferences might change [33, 37, 38]. They

also noted barriers like their lack of knowledge regarding legal aspects in relation to ACP and

the documentation of decisions in living wills, lasting power of attorney, or advance directives.

This was especially true in relation to people with dementia[37, 38].

“I get confused about the terminology about advance care and advance directive and that and
one’s legal binding, and it all becomes a bit of a blur.”

(GP) [38].

Facilitators addressed in quantitative research. According to the Perceived Barriers

Scale, people with dementia who already had or intended to make future plans, had less nega-

tive attitudes towards ACP than those who did not (t = 2.47, p = 0,015) [43].

Discussion

In this integrative review, we identified barriers and facilitators faced by GPs related to ACP

for people with dementia, clustered in four themes: timely initiation of ACP; stakeholder

engagement; important aspects of the ACP conversation; and prerequisites for ACP. After

integrating the data, we noted slightly more facilitators than barriers. Interestingly, the selected

quantitative papers mainly focused on the timely initiation of ACP and stakeholder engage-

ment, while the qualitative papers addressed all four themes.

The most important facilitators mentioned were: an early start, when the person with

dementia can still be actively involved, and the participation of all stakeholders. Diagnostic dis-

closure, providing information, a good relationship between all stakeholders, and discussions

about social issues with a focus on people with dementia values, QoL and maintaining normal

life also appeared relevant and important, as were regularly repeating ACP discussions and

reviewing possible documentation, as preferences may change.

The most important barriers for ACP mentioned by all stakeholders included elements of

uncertainty: the uncertainty of when to start, the uncertain future, and people with dementia’s

and family carers’ lack of knowledge about dementia. GP-specific barriers were the difficulty
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of assessing the decisional capacity of people with dementia, the possibility that future prefer-

ences might change, and the uncertainty whether future care preferences eventually could be

granted.

The reluctance to engage in ACP was also described in a systematic review by van der Steen

et al. The barriers they found were mostly related to the unwillingness of people with dementia

or their family carers to initiate ACP [48]. In line with our results, this review suggests that,

regarding the optimal timing for ACP, the healthcare professional should initiate ACP when

people with dementia and their family carers are receptive and feel the urgency to start, but

before a crisis develops [48]. However, as our results show, GPs are also hesitant to initiate

ACP. As stated in the review by De Vleminck et al., the dementia’s uncertain disease process is

one of the causes for this hesitation [32, 34, 38, 45, 49] which may lead to a prognostic paraly-

sis: a situation where GPs avoid discussing future care preferences [50–52]. Because GPs are

used to providing reactive care, and ACP requires thinking ahead, ACP initiation becomes

even more difficult [53].

Research on patients with chronic diseases shows that, even in cases where GPs want to

start ACP early, patients first need time to cope with the idea of having a chronic, progressive

disease [54, 55]. GPs could stimulate timely ACP initiation by regularly checking people with

dementia’s readiness to start ACP, and by using cognitive or functional decline or a crisis situ-

ation as a motive [7, 48, 56–60].

Our results show that people with dementia and family carers feel insufficiently informed

about dementia, which confirms the findings in the systematic reviews by Dening et al. and

Gillissen et al., and in research on communication in dementia care [10, 52, 61, 62]; only

informed patients are able to reflect on which options they have or which problems may arise

[63]. If a person with dementia is unaware of or even denies the dementia diagnosis and there-

fore the possibility of future problems, the barrier to starting ACP becomes even more com-

plex [35–37].

Initiation of ACP may also be postponed by the GPs’ and family carers’ doubts about the

decisional capacities of people with dementia [37, 38]. This was also shown in the review by

Gillisen et al. about ACP in long term dementia care [52]. However, the decisional capacity

can differ between subjects and over time. GPs should therefore try to involve people with

dementia and their family carers at every stage of the disease, and tailor ACP discussions to

the specific abilities of the person with dementia in question [52, 55, 64]. A goal-oriented

approach is likely to help GPs overcome this problem [65]. The use of this approach is sup-

ported by results from our review in which people with dementia emphasized the importance

of maintaining normal lives, and their role in the present day where they mainly want to decide

on (future) social issues [36, 44, 46]. This approach is in line with the fact that patients in gen-

eral want to articulate their life’s values and use these to make decisions later on, or to have

family carers decide for them [66].

ACP for people with dementia could therefore explore what is important in the present so

that future care can then be planned according to these preferences [65]. Using this approach

corresponds with the broad definition of ACP used in our introduction.

Implications for practice

To improve the timely initiation of ACP, GPs need training [32, 67]. As a key message, we sug-

gest that people with dementia participate in ACP when future care is planned in light of their

goals, life values, normal daily function, and their remaining QoL [41, 46, 67]. A recently pub-

lished dynamic model for shared decision making with frail elderly could be used for this pur-

pose [65]. In this model, the patient’s near future goals are the starting point for discussing
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preferences for future care, and these are also regularly reviewed [65]. By using this approach,

barriers regarding an uncertain future and the decisional capacities of people with dementia

may become less relevant. In addition, GPs need to be aware of the consequences of dementia,

including legal issues, and about the significance of informing people with dementia. This may

help GPs anticipate the illness process and recognize the people with dementia’s and their car-

ers’ need for information [37, 38, 49, 68].

Using a collaborative care model, where case managers take on GP tasks, may also stimulate

a timely initiation of ACP. Research shows that case managers have regular contact with peo-

ple with dementia and have sufficient communication skills to discuss difficult subjects. They

are also able to coordinate care and educate people with dementia and their family carers

about dementia and the legal issues concerning ACP. This approach requires regular consulta-

tions between GPs and case managers [69, 70].

The use of an ACP workbook containing information and exercises on how to communi-

cate choices in combination with a home visit of a social worker, increased the number of ACP

discussions and documentation of preferences in people with a chronic illness. This may there-

fore also be useful for people with dementia [71]. The Surprise Question or other tools used to

identify patients in need of future care planning, may also help GPs to timely start ACP [71–

73]. Financial compensation for the time spent on ACP could possibly encourage GPs to

embed ACP in regular care, however there is little evidence for this [49].

Strengths and limitations

The systematic and strong integration of qualitative and quantitative results is the main

strength of this review. All the themes were covered by papers with differing methodologies,

with only small differences noted. As a consequence, the themes resulting from our analysis

are likely to reflect the most important barriers and facilitators for the initiation of ACP with

people with dementia by GPs. As many of the selected studies were qualitative, we were able to

collect additional in-depth information which may contribute to implementation of ACP solu-

tions in primary dementia care.

One limitation of our study is that most of the articles were related to research conducted in

western countries. Our results cannot therefore be generalized to non-western countries, as

culture and ethnicity have a profound influence on ACP [74, 75]. Several papers included

other primary care professionals in addition to GPs, therefore it was not always clear if the

given data concerned the GPs. Another limitation is reflected in the quality of the papers

included. None of them had a maximum MMAT rating, and the overall quality was moderate.

However, no contradictory findings were reported, and most were confirmed in more than

one of the included papers.

Conclusion

Exploring people with dementia’s medical and social preferences for future care together with

a focus on maintaining QoL and normal daily function may contribute to their better and lon-

ger involvement in ACP. ACP should therefore start with discussing what goals people with

dementia have for the near future, which can then be used to make decisions about future

care. Because of their position within the healthcare system, GPs have the opportunity to initi-

ate ACP in primary care. Significant facilitators for this process are a timely start when cogni-

tive decline is still mild, and the engagement of people with dementia and their family carers.

To be successful, it is essential to train GPs in the skills necessary to initiate ACP discussions.

This integrative review provides input for designing GP training programs, and facilitating

future care planning for people with dementia in agreement with their wishes and preferences.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 16 / 21

https://doi.org/10.1371/journal.pone.0198535


Supporting information

S1 File. PRISMA 2009 checklist.

(PDF)

Acknowledgments

The authors would like to thank: Martina Sinta Kristanti, lecturer at the School of Nursing,

Faculty of Medicine, Universitas Gadjah Mada, Indonesia and A.B. Wichmann, MSc, MA; A.

Schlief, and V.J.M Hulsman, all from the IQ Healthcare department at Radboudumc, the

Netherlands, for their contributions to this study.

Author Contributions

Conceptualization: Bram Tilburgs, Myrra Vernooij-Dassen, Raymond Koopmans, Hans van

Gennip, Yvonne Engels, Marieke Perry.

Data curation: Bram Tilburgs, Myrra Vernooij-Dassen, Raymond Koopmans, Yvonne Engels,

Marieke Perry.

Formal analysis: Bram Tilburgs, Myrra Vernooij-Dassen, Yvonne Engels, Marieke Perry.

Investigation: Bram Tilburgs, Myrra Vernooij-Dassen, Hans van Gennip, Yvonne Engels,

Marieke Perry.

Methodology: Bram Tilburgs, Myrra Vernooij-Dassen, Raymond Koopmans, Hans van Gen-

nip, Yvonne Engels, Marieke Perry.

Project administration: Bram Tilburgs.

Resources: Bram Tilburgs, Myrra Vernooij-Dassen, Yvonne Engels, Marieke Perry.

Software: Bram Tilburgs.

Supervision: Bram Tilburgs, Myrra Vernooij-Dassen, Raymond Koopmans, Yvonne Engels,

Marieke Perry.

Validation: Bram Tilburgs, Yvonne Engels, Marieke Perry.

Visualization: Bram Tilburgs, Yvonne Engels, Marieke Perry.

Writing – original draft: Bram Tilburgs, Yvonne Engels, Marieke Perry.

Writing – review & editing: Bram Tilburgs, Myrra Vernooij-Dassen, Raymond Koopmans,

Hans van Gennip, Yvonne Engels, Marieke Perry.

References
1. Todd S, Barr S, Roberts M, Passmore AP. Survival in dementia and predictors of mortality: a review.

International journal of geriatric psychiatry. 2013; 28(11):1109–24. https://doi.org/10.1002/gps.3946

PMID: 23526458

2. World Health Organization. Dementia fact sheet 2017 [cited 2017 28-12-2017]. http://www.who.int/

mediacentre/factsheets/fs362/en/.

3. World Health Organisation. A public health priority. 2012 978 92 4 156 445 8.

4. Clague F, Mercer SW, McLean G, Reynish E, Guthrie B. Comorbidity and polypharmacy in people with

dementia: insights from a large, population-based cross-sectional analysis of primary care data. Age

and Ageing. 2017; 46(1):33–9. https://doi.org/10.1093/ageing/afw176 PMID: 28181629

5. Huber M, Knottnerus JA, Green L, van der Horst H, Jadad AR, Kromhout D, et al. How should we define

health? Bmj. 2011; 343.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 17 / 21

http://www.plosone.org/article/fetchSingleRepresentation.action?uri=info:doi/10.1371/journal.pone.0198535.s001
https://doi.org/10.1002/gps.3946
http://www.ncbi.nlm.nih.gov/pubmed/23526458
http://www.who.int/mediacentre/factsheets/fs362/en/
http://www.who.int/mediacentre/factsheets/fs362/en/
https://doi.org/10.1093/ageing/afw176
http://www.ncbi.nlm.nih.gov/pubmed/28181629
https://doi.org/10.1371/journal.pone.0198535


6. Vernooij-Dassen M, Jeon Y-H. Social health and dementia: the power of human capabilities. Interna-

tional psychogeriatrics. 2016; 28(5):701–3. https://doi.org/10.1017/S1041610216000260 PMID:

26955802

7. van der Steen JT, Radbruch L, Hertogh CM, de Boer ME, Hughes JC, Larkin P, et al. White paper defin-

ing optimal palliative care in older people with dementia: a Delphi study and recommendations from the

European Association for Palliative Care. Palliat Med. 2014; 28(3):197–209. https://doi.org/10.1177/

0269216313493685 PMID: 23828874.

8. Alzheimer Europe. Alzheimer Europe Position Paper on the Use of Advance Directives. 2009. p. 1–19.

9. Henry C, Seymour J. Advance care planning: a guide for health and social care staff. Departement of

Health. 2008.

10. Dening KH, Jones L, Sampson EL. Advance care planning for people with dementia: a review. Interna-

tional Psychogeriatrics. 2011; 23(10):1535–51. https://doi.org/10.1017/S1041610211001608 PMID:

21867597

11. Rietjens JAC, Sudore RL, Connolly M, van Delden JJ, Drickamer MA, Droger M, et al. Definition and

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

Association for Palliative Care. The Lancet Oncology. 2017; 18(9):e543–e51. https://doi.org/10.1016/

S1470-2045(17)30582-X PMID: 28884703

12. Span M, Smits C, Groen-van de Ven L, Jukema J, Cremers A, Vernooij-Dassen M, et al. Towards an

interactive web tool that supports shared decision making in dementia: identifying user requirements.

International Journal On Advances in Life Sciences. 2014;(3&4):338–49.

13. Houben CH, Spruit MA, Groenen MT, Wouters EF, Janssen DJ. Efficacy of advance care planning: a

systematic review and meta-analysis. J Am Med Dir Assoc. 2014; 15(7):477–89. https://doi.org/10.

1016/j.jamda.2014.01.008 PMID: 24598477.

14. Tamayo-Velazquez MI, Simon-Lorda P, Villegas-Portero R, Higueras-Callejon C, Garcia-Gutierrez JF,

Martinez-Pecino F, et al. Interventions to promote the use of advance directives: an overview of system-

atic reviews. Patient Educ Couns. 2010; 80(1):10–20. https://doi.org/10.1016/j.pec.2009.09.027 PMID:

19879090.

15. Detering KM, Hancock AD, Reade MC, Silvester W. The impact of advance care planning on end of life

care in elderly patients: randomised controlled trial. BMJ. 2010; 340:c1345. https://doi.org/10.1136/bmj.

c1345 PMID: 20332506.

16. Robinson L, Dickinson C, Rousseau N, Beyer F, Clark A, Hughes J, et al. A systematic review of the

effectiveness of advance care planning interventions for people with cognitive impairment and demen-

tia. Age and Ageing. 2012; 41(December 2011):263–9. https://doi.org/10.1093/ageing/afr148 PMID:

22156555

17. Winblad B, Amouyel P, Andrieu S, Ballard C, Brayne C, Brodaty H, et al. Defeating Alzheimer’s disease

and other dementias: a priority for European science and society. Lancet Neurol. 2016; 15:455–532.

https://doi.org/10.1016/S1474-4422(16)00062-4 PMID: 26987701

18. Feinberg LF, Whitlatch CJ. Decision-making for persons with cognitive impairment and their family care-

givers. American Journal of Alzheimer’s Disease and Other Dementias. 2002; 17(4):237–44. http://dx.

doi.org/10.1177/153331750201700406. 2002-18016-007 PMID: 12184513

19. Feinberg LF, Whitlatch CJ. Are persons with cognitive impairment able to state consistent choices?

Gerontologist. 2001; 41(3):374–82. PMID: 11405435.

20. Schers H, van den Hoogen H, Bor H, Grol R, van den Bosch W. Familiarity with a GP and patients’ eval-

uations of care. A cross-sectional study. Family Practice. 2005; 22(1):15–9. https://doi.org/10.1093/

fampra/cmh721 PMID: 15640289

21. Meeussen K, Van den Block L, Echteld M, Bossuyt N, Bilsen J, Van Casteren V, et al. Advance Care

Planning in Belgium and The Netherlands: A Nationwide Retrospective Study Via Sentinel Networks of

General Practitioners. Journal of Pain and Symptom Management. 2011 42(4):565–77. https://doi.org/

10.1016/j.jpainsymman.2011.01.011 PMID: 21530152

22. Evans N, Pasman HRW, Donker GA, Deliens L, Van Den Block L, Onwuteaka-Philipsen B. End-of-life

care in general practice: A cross-sectional, retrospective survey of ‘cancer’, ‘organ failure’ and ‘old-age/

dementia’ patients. Palliative Medicine. 2014; 28(7):965–75. http://dx.doi.org/10.1177/

0269216314526271 PMID: 24642671.

23. Whittemore R, Knafl K. The integrative review: update methodology. Journal of Advanced Nursing.

2005; 5(Broome 1993):546–53.

24. Ouwens M, van der Brug S, Faber M, van der Weijden T. Shared decision making & Zelfmanagement.

Literatuuronderzoek naar begrippen Nijmegen: UMC St Radboud, IQ healthcare. 2012.

25. Shamseer L, Moher D, Clarke M, Ghersi D, Liberati A, Petticrew M, et al. meta-analysis protocols

(PRISMA-P) 2015: elaboration and explanation. 2015; 7647(February 2012):1–25.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 18 / 21

https://doi.org/10.1017/S1041610216000260
http://www.ncbi.nlm.nih.gov/pubmed/26955802
https://doi.org/10.1177/0269216313493685
https://doi.org/10.1177/0269216313493685
http://www.ncbi.nlm.nih.gov/pubmed/23828874
https://doi.org/10.1017/S1041610211001608
http://www.ncbi.nlm.nih.gov/pubmed/21867597
https://doi.org/10.1016/S1470-2045(17)30582-X
https://doi.org/10.1016/S1470-2045(17)30582-X
http://www.ncbi.nlm.nih.gov/pubmed/28884703
https://doi.org/10.1016/j.jamda.2014.01.008
https://doi.org/10.1016/j.jamda.2014.01.008
http://www.ncbi.nlm.nih.gov/pubmed/24598477
https://doi.org/10.1016/j.pec.2009.09.027
http://www.ncbi.nlm.nih.gov/pubmed/19879090
https://doi.org/10.1136/bmj.c1345
https://doi.org/10.1136/bmj.c1345
http://www.ncbi.nlm.nih.gov/pubmed/20332506
https://doi.org/10.1093/ageing/afr148
http://www.ncbi.nlm.nih.gov/pubmed/22156555
https://doi.org/10.1016/S1474-4422(16)00062-4
http://www.ncbi.nlm.nih.gov/pubmed/26987701
http://dx.doi.org/10.1177/153331750201700406
http://dx.doi.org/10.1177/153331750201700406
http://www.ncbi.nlm.nih.gov/pubmed/12184513
http://www.ncbi.nlm.nih.gov/pubmed/11405435
https://doi.org/10.1093/fampra/cmh721
https://doi.org/10.1093/fampra/cmh721
http://www.ncbi.nlm.nih.gov/pubmed/15640289
https://doi.org/10.1016/j.jpainsymman.2011.01.011
https://doi.org/10.1016/j.jpainsymman.2011.01.011
http://www.ncbi.nlm.nih.gov/pubmed/21530152
http://dx.doi.org/10.1177/0269216314526271
http://dx.doi.org/10.1177/0269216314526271
http://www.ncbi.nlm.nih.gov/pubmed/24642671
https://doi.org/10.1371/journal.pone.0198535


26. Moher D, Liberati A, Tetzlaff J, Altman DG. Preferred reporting items for systematic reviews and meta-

analyses: The PRISMA statement. International journal of surgery. 2010; 8(5):336–41. http://dx.doi.org/

10.1016/j.ijsu.2010.02.007 PMID: 20171303

27. Pluye P, Gagnon M-P, Griffiths F, Johnson-Lafleur J. A scoring system for appraising mixed methods

research, and concomitantly appraising qualitative, quantitative and mixed methods primary studies in

Mixed Studies Reviews. International Journal of Nursing Studies. 2009; 46(4):529–46. http://dx.doi.org/

10.1016/j.ijnurstu.2009.01.009 PMID: 19233357

28. Pace R, Pluye P, Bartlett G, Macaulay AC, Salsberg J, Jagosh J, et al. Testing the reliability and effi-

ciency of the pilot Mixed Methods Appraisal Tool (MMAT) for systematic mixed studies review. Interna-

tional Journal of Nursing Studies. 2012. https://doi.org/10.1016/j.ijnurstu.2011.07.002 PMID: 21835406

29. Johnson JK, Barach P, Vernooij-Dassen M, Collaborative obotHR. Conducting a multicentre and multi-

national qualitative study on patient transitions. BMJ Quality & Safety. 2012; 21(Suppl 1):i22–i8. https://

doi.org/10.1136/bmjqs-2012-001197 PMID: 23100548

30. Graneheim UH, Lundman B. Qualitative content analysis in nursing research: concepts, procedures

and measures to achieve trustworthiness. Nurse Education Today. 2004; 24(2):105–12. http://dx.doi.

org/10.1016/j.nedt.2003.10.001 PMID: 14769454

31. Pope C, Mays N. Reaching the parts other methods cannot reach: an introduction to qualitative meth-

ods in health and health services research. BMJ: British Medical Journal. 1995; 311(6996):42. PMID:

7613329

32. Poppe M, Burleigh S, Banerjee S. Qualitative evaluation of advanced care planning in early dementia

(ACP-ED). PLoS ONE [Electronic Resource]. 2013; 8(4):e60412. http://dx.doi.org/10.1371/journal.

pone.0060412 PMID: 23630571.

33. Lawrence V, Samsi K, Murray J, Harari D, Banerjee S. Dying well with dementia: qualitative examina-

tion of end-of-life care. The British journal of psychiatry: the journal of mental science. 2011; 199

(5):417–22. https://doi.org/10.1192/bjp.bp.111.093989 PMID: 21947653.

34. Dickinson C, Bamford C, Exley C, Emmett C, Hughes J, Robinson L. Planning for tomorrow whilst living

for today: the views of people with dementia and their families on advance care planning. International

Psychogeriatrics. 2013; 25(12):2011–21. https://doi.org/10.1017/S1041610213001531 PMID:

24053783

35. Hirschman KB, Kapo JM, Karlawish JH. Identifying the factors that facilitate or hinder advance planning

by persons with dementia. Alzheimer disease and associated disorders. 2008; 22(3):293. https://doi.

org/10.1097/WAD.0b013e318169d669 PMID: 18580595

36. Livingston G, Leavey G, Manela M, Livingston D, Rait G, Sampson E, et al. Making decisions for people

with dementia who lack capacity: qualitative study of family carers in UK. BMJ. 2010; 341:c4184. http://

dx.doi.org/10.1136/bmj.c4184 PMID: 20719843.

37. De Vleminck A, Pardon K, Beernaert K, Deschepper R, Houttekier D, Van Audenhove C, et al. Barriers

to advance care planning in cancer, heart failure and dementia patients: a focus group study on general

practitioners’ views and experiences. PLoS ONE [Electronic Resource]. 2014; 9(1):e84905. http://dx.

doi.org/10.1371/journal.pone.0084905 PMID: 24465450.

38. Robinson L, Dickinson C, Bamford C, Clark A, Hughes J, Exley C. A qualitative study: Professionals’

experiences of advance care planning in dementia and palliative care, ‘a good idea in theory but’. Pallia-

tive Medicine. 2013; 27(5):401–8. http://dx.doi.org/10.1177/0269216312465651 PMID: 23175508.

39. Brazil K, Carter G, Galway K, Watson M, van der Steen JT. General practitioners perceptions on

advance care planning for patients living with dementia. BMC palliative care. 2015; 14(1):14.

40. van der Steen JT, Galway K, Carter G, Brazil K. Initiating advance care planning on end-of-life issues in

dementia: Ambiguity among UK and Dutch physicians. Archives of Gerontology and Geriatrics. 2016;

65:225–30. http://dx.doi.org/10.1016/j.archger.2016.04.005 PMID: 27108345

41. Hamann J, Bronner K, Margull J, Mendel R, Diehl-Schmid J, Buhner M, et al. Patient participation in

medical and social decisions in Alzheimer’s disease. Journal of the American Geriatrics Society. 2011;

59(11):2045–52. http://dx.doi.org/10.1111/j.1532-5415.2011.03661.x PMID: 22092150.

42. Karlawish JHT, Casarett DJ, James BD, Xie SX, Kim SYH. The ability of persons with Alzheimer dis-

ease (AD) to make a decision about taking an AD treatment. Neurology. 2005; 64(9):1514–9. https://dx.

doi.org/10.1212/01.WNL.0000160000.01742.9D PMID: 15883310

43. Tay SY, Davison J, Jin NC, Yap PLK. Education and Executive Function Mediate Engagement in

Advance Care Planning in Early Cognitive Impairment. Journal of the American Medical Directors Asso-

ciation. 2015; 16(11):957–62. http://dx.doi.org/10.1016/j.jamda.2015.05.014 PMID: 26130078

44. Horton-Deutsch S, Twigg P, Evans R. Health care decision-making of persons with dementia. Demen-

tia: The International Journal of Social Research and Practice. 2007; 6(1):105–20. http://dx.doi.org/10.

1177/1471301207075643. 2007-04277-008.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 19 / 21

http://dx.doi.org/10.1016/j.ijsu.2010.02.007
http://dx.doi.org/10.1016/j.ijsu.2010.02.007
http://www.ncbi.nlm.nih.gov/pubmed/20171303
http://dx.doi.org/10.1016/j.ijnurstu.2009.01.009
http://dx.doi.org/10.1016/j.ijnurstu.2009.01.009
http://www.ncbi.nlm.nih.gov/pubmed/19233357
https://doi.org/10.1016/j.ijnurstu.2011.07.002
http://www.ncbi.nlm.nih.gov/pubmed/21835406
https://doi.org/10.1136/bmjqs-2012-001197
https://doi.org/10.1136/bmjqs-2012-001197
http://www.ncbi.nlm.nih.gov/pubmed/23100548
http://dx.doi.org/10.1016/j.nedt.2003.10.001
http://dx.doi.org/10.1016/j.nedt.2003.10.001
http://www.ncbi.nlm.nih.gov/pubmed/14769454
http://www.ncbi.nlm.nih.gov/pubmed/7613329
http://dx.doi.org/10.1371/journal.pone.0060412
http://dx.doi.org/10.1371/journal.pone.0060412
http://www.ncbi.nlm.nih.gov/pubmed/23630571
https://doi.org/10.1192/bjp.bp.111.093989
http://www.ncbi.nlm.nih.gov/pubmed/21947653
https://doi.org/10.1017/S1041610213001531
http://www.ncbi.nlm.nih.gov/pubmed/24053783
https://doi.org/10.1097/WAD.0b013e318169d669
https://doi.org/10.1097/WAD.0b013e318169d669
http://www.ncbi.nlm.nih.gov/pubmed/18580595
http://dx.doi.org/10.1136/bmj.c4184
http://dx.doi.org/10.1136/bmj.c4184
http://www.ncbi.nlm.nih.gov/pubmed/20719843
http://dx.doi.org/10.1371/journal.pone.0084905
http://dx.doi.org/10.1371/journal.pone.0084905
http://www.ncbi.nlm.nih.gov/pubmed/24465450
http://dx.doi.org/10.1177/0269216312465651
http://www.ncbi.nlm.nih.gov/pubmed/23175508
http://dx.doi.org/10.1016/j.archger.2016.04.005
http://www.ncbi.nlm.nih.gov/pubmed/27108345
http://dx.doi.org/10.1111/j.1532-5415.2011.03661.x
http://www.ncbi.nlm.nih.gov/pubmed/22092150
https://dx.doi.org/10.1212/01.WNL.0000160000.01742.9D
https://dx.doi.org/10.1212/01.WNL.0000160000.01742.9D
http://www.ncbi.nlm.nih.gov/pubmed/15883310
http://dx.doi.org/10.1016/j.jamda.2015.05.014
http://www.ncbi.nlm.nih.gov/pubmed/26130078
http://dx.doi.org/10.1177/1471301207075643
http://dx.doi.org/10.1177/1471301207075643
https://doi.org/10.1371/journal.pone.0198535


45. Dening KH, Jones L, Sampson EL. Preferences for end-of-life care: A nominal group study of people

with dementia and their family carers. Palliative Medicine. 2013; 27(5):409–17. https://doi.org/10.1177/

0269216312464094 PMID: 23128905

46. Karel MJ, Gurrera RJ, Hicken B, Moye J. Reasoning in the capacity to make medical decisions: the con-

sideration of values. The Journal of clinical ethics. 2010; 21(1):58–71. PMID: 20465077.

47. Stirling C, Lloyd B, Scott J, Abbey J, Croft T, Robinson A. A qualitative study of professional and client

perspectives on information flows and decision aid use. BMC Med Inf Decis Mak. 2012; 12:26. http://dx.

doi.org/10.1186/1472-6947-12-26 PMID: 22458734.

48. van der Steen JT, van Soest-Poortvliet MC, Hallie-Heierman M, Onwuteaka-Philipsen BD, Deliens L,

de Boer ME, et al. Factors associated with initiation of advance care planning in dementia: a systematic

review. Journal of Alzheimer’s Disease. 2014; 40(3):743–57. https://doi.org/10.3233/JAD-131967

PMID: 24531163

49. De Vleminck A, Houttekier D, Pardon K, Deschepper R, Van Audenhove C, Vander Stichele R, et al.

Barriers and facilitators for general practitioners to engage in advance care planning: a systematic

review. Scandinavian journal of primary health care. 2013; 31(4):215–26. https://doi.org/10.3109/

02813432.2013.854590 PMID: 24299046.

50. Epiphaniou E, Shipman C, Harding R, Mason B, Murray SA, Higginson IJ, et al. Avoid ‘prognostic paral-

ysis’—just get ahead and plan and co-ordinate care. NPJ Prim Care Respir Med. 2014; 24:14085.

https://doi.org/10.1038/npjpcrm.2014.85 PMID: 25297513

51. Stewart S, McMurray JJ. Palliative care for heart failure. Bmj. 2002; 325(7370):915–6. Epub 2002/10/

26. PMID: 12399323.

52. Gilissen J, Pivodic L, Smets T, Gastmans C, Vander Stichele R, Deliens L, et al. Preconditions for suc-

cessful advance care planning in nursing homes: A systematic review. International Journal of Nursing

Studies. 2017.

53. Geelen E, Krumeich A, Schellevis FG, van den Akker M. General practitioners’ perceptions of their role

in cancer follow-up care: A qualitative study in the Netherlands. European Journal of General Practice.

2014; 20(1):17–24. https://doi.org/10.3109/13814788.2013.805408 PMID: 24576124

54. Aw D, Hayhoe B, Smajdor A, Bowker LK, Conroy SP, Myint PK. Advance care planning and the older

patient. QJM. 2012; 105(3):225–30. https://doi.org/10.1093/qjmed/hcr209 PMID: 22075012.

55. Mullick A, Martin J, Sallnow L. Advance care planning. Bmj. 2013; 347(7930):28–32.

56. Devi P. A timely referral to palliative care team improves quality of life. Indian Journal of Palliative Care.

2011; 17(4):14–6. https://doi.org/10.4103/0973-1075.76233 PMID: 21811360

57. Bernacki RE, Block SD. Communication about serious illness care goals: a review and synthesis of

best practices. JAMA internal medicine. 2014; 174(12):1994–2003. https://doi.org/10.1001/

jamainternmed.2014.5271 PMID: 25330167

58. Beernaert K, Van Den Block L, Van Thienen K, Devroey D, Pardon K, Deliens L, et al. Perceived role of

the family physician in early palliative home care for patients with a chronic lifelimiting disease: A qualita-

tive study with family physicians, community nurses and patients. Palliative Medicine. 2014; 28 (6):768.

http://dx.doi.org/10.1177/0269216314532748.

59. Glaudemans JJ, Moll van Charante EP, Willems DL. Advance care planning in primary care, only for

severely ill patients? A structured review. Fam Pract. 2015; 32(1):16–26. https://doi.org/10.1093/

fampra/cmu074 PMID: 25381010.

60. Groen-van de Ven L, Smits C, Span M, Jukema J, Coppoolse K, de Lange J, et al. The challenges of

shared decision making in dementia care networks. International Psychogeriatrics. 2016:1–15. https://

doi.org/10.1017/S1041610216001381 PMID: 27609338

61. Dooley J, Bailey C, McCabe R. Communication in healthcare interactions in dementia: a systematic

review of observational studies. International psychogeriatrics / IPA. 2015; 27(8):1277–300. https://doi.

org/10.1017/S1041610214002890 PMID: 25697909.

62. Andrews S, McInerney F, Toye C, Parkinson CA, Robinson A. Knowledge of Dementia: Do family mem-

bers understand dementia as a terminal condition? Dementia (London). 2015. https://doi.org/10.1177/

1471301215605630 PMID: 26394629.

63. Elwyn G, Frosch D, Thomson R, Joseph-Williams N, Lloyd A, Kinnersley P, et al. Shared decision mak-

ing: a model for clinical practice. Journal of general internal medicine. 2012; 27(10):1361–7. https://doi.

org/10.1007/s11606-012-2077-6 PMID: 22618581

64. Leo RJ. Competency and the capacity to make treatment decisions: a primer for primary care physi-

cians. Primary care companion to the Journal of clinical psychiatry. 1999; 1(5):131. PMID: 15014674

65. van de Pol MH, Fluit CR, Lagro J, Slaats YH, Olde Rikkert MG, Lagro-Janssen AL. Expert and patient

consensus on a dynamic model for shared decision-making in frail older patients. Patient Educ Couns.

2015. https://doi.org/10.1016/j.pec.2015.12.014 PMID: 26763871.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 20 / 21

https://doi.org/10.1177/0269216312464094
https://doi.org/10.1177/0269216312464094
http://www.ncbi.nlm.nih.gov/pubmed/23128905
http://www.ncbi.nlm.nih.gov/pubmed/20465077
http://dx.doi.org/10.1186/1472-6947-12-26
http://dx.doi.org/10.1186/1472-6947-12-26
http://www.ncbi.nlm.nih.gov/pubmed/22458734
https://doi.org/10.3233/JAD-131967
http://www.ncbi.nlm.nih.gov/pubmed/24531163
https://doi.org/10.3109/02813432.2013.854590
https://doi.org/10.3109/02813432.2013.854590
http://www.ncbi.nlm.nih.gov/pubmed/24299046
https://doi.org/10.1038/npjpcrm.2014.85
http://www.ncbi.nlm.nih.gov/pubmed/25297513
http://www.ncbi.nlm.nih.gov/pubmed/12399323
https://doi.org/10.3109/13814788.2013.805408
http://www.ncbi.nlm.nih.gov/pubmed/24576124
https://doi.org/10.1093/qjmed/hcr209
http://www.ncbi.nlm.nih.gov/pubmed/22075012
https://doi.org/10.4103/0973-1075.76233
http://www.ncbi.nlm.nih.gov/pubmed/21811360
https://doi.org/10.1001/jamainternmed.2014.5271
https://doi.org/10.1001/jamainternmed.2014.5271
http://www.ncbi.nlm.nih.gov/pubmed/25330167
http://dx.doi.org/10.1177/0269216314532748
https://doi.org/10.1093/fampra/cmu074
https://doi.org/10.1093/fampra/cmu074
http://www.ncbi.nlm.nih.gov/pubmed/25381010
https://doi.org/10.1017/S1041610216001381
https://doi.org/10.1017/S1041610216001381
http://www.ncbi.nlm.nih.gov/pubmed/27609338
https://doi.org/10.1017/S1041610214002890
https://doi.org/10.1017/S1041610214002890
http://www.ncbi.nlm.nih.gov/pubmed/25697909
https://doi.org/10.1177/1471301215605630
https://doi.org/10.1177/1471301215605630
http://www.ncbi.nlm.nih.gov/pubmed/26394629
https://doi.org/10.1007/s11606-012-2077-6
https://doi.org/10.1007/s11606-012-2077-6
http://www.ncbi.nlm.nih.gov/pubmed/22618581
http://www.ncbi.nlm.nih.gov/pubmed/15014674
https://doi.org/10.1016/j.pec.2015.12.014
http://www.ncbi.nlm.nih.gov/pubmed/26763871
https://doi.org/10.1371/journal.pone.0198535


66. Sudore RL, Fried TR. Redefining the “Planning” in Advance Care Planning: Preparing for End-of-Life

Decision Making. Annals of internal medicine. 2010; 153(4):256–61. https://doi.org/10.7326/0003-

4819-153-4-201008170-00008 PMID: 20713793

67. van de Pol MH, Fluit CR, Lagro J, Slaats Y, Olde Rikkert MG, Lagro-Janssen AL. Shared decision mak-

ing with frail older patients: Proposed teaching framework and practice recommendations. Gerontology

& geriatrics education. 2017:1–14.

68. Fosse A, Schaufel MA, Ruths S, Malterud K. End-of-life expectations and experiences among nursing

home patients and their relatives—A synthesis of qualitative studies. Patient Education and Counseling.

2014; 97(1):3–9. https://doi.org/10.1016/j.pec.2014.05.025 PMID: 24976628

69. Khanassov V, Vedel I. Family Physician—Case Manager Collaboration and Needs of Patients With

Dementia and Their Caregivers: A Systematic Mixed Studies Review. The Annals of Family Medicine.

2016; 14(2):166–77. https://doi.org/10.1370/afm.1898 PMID: 26951593

70. Backhouse A, Richards DA, McCabe R, Watkins R, Dickens C. Stakeholders perspectives on the key

components of community-based interventions coordinating care in dementia: a qualitative systematic

review. BMC Health Services Research. 2017; 17(1):767. https://doi.org/10.1186/s12913-017-2725-y

PMID: 29166898

71. Austin C, Mohottige D, Sudore RL, Smith AK, Hanson LC. Tools to promote shared decision making in

serious illness: A systematic review. JAMA Internal Medicine. 2015; 175(7):1213–21. https://doi.org/10.

1001/jamainternmed.2015.1679 PMID: 25985438

72. Maas EAT, Murray SA, Engels Y, Campbell C. What tools are available to identify patients with palliative

care needs in primary care: a systematic literature review and survey of European practice. BMJ Sup-

portive & Palliative Care. 2013; 3(4):444–51. https://doi.org/10.1136/bmjspcare-2013-000527 PMID:

24950525

73. Billings J, Bernacki R. Strategic targeting of advance care planning interventions: The goldilocks phe-

nomenon. JAMA Internal Medicine. 2014; 174(4):620–4. https://doi.org/10.1001/jamainternmed.2013.

14384 PMID: 24493203

74. Perkins HS, Geppert CMA, Gonzales A, Cortez JD, Hazuda HP. Cross-cultural Similarities and Differ-

ences in Attitudes about Advance Care Planning. Journal of General Internal Medicine. 2002; 17(1):48–

57. https://doi.org/10.1046/j.1525-1497.2002.01032.x PMID: 11903775

75. Johnstone M-J, Kanitsaki O. Ethics and Advance Care Planning in a Culturally Diverse Society. Journal

of Transcultural Nursing. 2009; 20(4):405–16. https://doi.org/10.1177/1043659609340803 PMID:

19597187.

Advance care planning with people with dementia by general practitioners

PLOS ONE | https://doi.org/10.1371/journal.pone.0198535 June 20, 2018 21 / 21

https://doi.org/10.7326/0003-4819-153-4-201008170-00008
https://doi.org/10.7326/0003-4819-153-4-201008170-00008
http://www.ncbi.nlm.nih.gov/pubmed/20713793
https://doi.org/10.1016/j.pec.2014.05.025
http://www.ncbi.nlm.nih.gov/pubmed/24976628
https://doi.org/10.1370/afm.1898
http://www.ncbi.nlm.nih.gov/pubmed/26951593
https://doi.org/10.1186/s12913-017-2725-y
http://www.ncbi.nlm.nih.gov/pubmed/29166898
https://doi.org/10.1001/jamainternmed.2015.1679
https://doi.org/10.1001/jamainternmed.2015.1679
http://www.ncbi.nlm.nih.gov/pubmed/25985438
https://doi.org/10.1136/bmjspcare-2013-000527
http://www.ncbi.nlm.nih.gov/pubmed/24950525
https://doi.org/10.1001/jamainternmed.2013.14384
https://doi.org/10.1001/jamainternmed.2013.14384
http://www.ncbi.nlm.nih.gov/pubmed/24493203
https://doi.org/10.1046/j.1525-1497.2002.01032.x
http://www.ncbi.nlm.nih.gov/pubmed/11903775
https://doi.org/10.1177/1043659609340803
http://www.ncbi.nlm.nih.gov/pubmed/19597187
https://doi.org/10.1371/journal.pone.0198535

