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Abstract

Advance care planning (ACP) is increasingly recognised in the global agenda for dementia care.
The European Association for Palliative Care (EAPC) Taskforce on ACP in Dementia aimed to
provide recommendations for policy initiatives and future research. We conducted a four-round
Delphi study with a 33-country panel of 107 experts between September, 2021, and June,

2022, that was approved by the EAPC Board. Consensus was achieved on 11 recommendations
concerning the regulation of advance directives, equity of access, and dementia-inclusive
approaches and conversations to express patients’ values. Identified research gaps included

the need for an evidence-based dementia-specific practice model that optimises engagement
and communication with people with fluctuating and impaired capacity and their families to
support decision making, while also empowering people to adjust their decisions if their goals
or preferences change over time. Policy gaps included insufficient health services frameworks
for dementia-inclusive practice. The results highlight the need for more evidence and policy
development that support inclusive ACP practice models.

Introduction

Living well with dementia is a key element and feature of the global agenda for dementia
care.l As a syndrome with several causes that lead to a progressive decline in multiple
areas of functioning, dementia has been recognised as a life-limiting condition that benefits
from a palliative care approach.2 People might have 7-10 years of survival from the onset
of dementia,3 accompanied by progressive cognitive decline, loss of capacity for decision
making, and involving challenges in meaningful communication, physical symptoms, and
complex health-care needs.* The number of people with dementia is estimated to increase
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from 57-4 million globally in 2019, to 152-8 million in 2050, with a larger proportion

of this increase in low-income and middle-income countries (LMICs).> The rise would
signify an escalating global need for palliative care.6 Therefore, dementia should be
considered a part of the public health agenda in all countries,1:” with a holistic palliative
approach from the point of diagnosis until the end of life.” Palliative care constitutes a
crucial component of a longevity society.? Specifically, advance care planning (ACP) is
recommended if a person with dementia has the capacity to make and express specific
decisions, to empower them and improve their quality of care.8 ACP also aims to explore,
document, and share a person’s preferences about their future care in preparation for when
they are no longer able to communicate their wishes.1%11 ACP in dementia can promote
conversations about dementia-specific illness scenarios, emphasise relational autonomy, and
reduce uncertainty about the future.12-14 However, ACP is underused in practice among
people with dementia.1>-17 Barriers to ACP implementation might be amplified in dementia,
including health-care professionals’ insufficient knowledge about the expected trajectory of
dementia and potential medical decisions, 1819 concerns regarding the capacity of the person
to engage in ACP, low confidence in initiating and having quality conversations,13:20 and an
absence of perceived benefits to the person with dementia.21:22

Policy initiatives might help to address barriers and challenges in implementing

ACP in dementia. The literature suggests that the roles and responsibilities of health-

care professionals could either facilitate or hinder ACP initiation.13:23.24 Because

ACP conversations are infrequently initiated by the person with dementia, health-care
professionals are recommended to do so instead.12 However, they might feel unsure

about the best timing to initiate ACP, how to plan for an uncertain future, and how to
manage changing decisional capacities and preferences.18 Thus, policy initiatives should
shape strategic priorities for addressing these barriers and challenges to guide health-care
professionals in promoting ACP in dementia. Although national dementia policies have
increasingly encompassed a holistic palliative approach?® and some of these policies also
include ACP in their statements,26-30 it is not always mentioned. Furthermore, national
dementia policies are not available in all countries, with LMICs25 particularly under-
represented. In addition, dementia care models have been developed and tested exclusively
in high-income countries.3! Even though the availability of individual treatments, care, and
support services can vary across health-care systems and organisations, planning for future
decision making in a given care system is about the person’s important right of access to
high-quality dementia care and is fundamental for all, regardless of country of residence.
Ensuring ACP is implemented in a way that supports people-centred care is key for policies
to achieve equitable access to palliative care.®

An international consensus on addressing gaps in policy and research is an important next
step to guide dementia policies and future research to optimise ACP in dementia. To address
these pressing issues, this study aimed to develop recommendations for policy initiatives

to promote ACP in dementia for areas that need further research and to achieve a broad
consensus among experts from diverse regions.
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Design and setting

We conducted a Delphi study on the basis of the remit of the European Association

for Palliative Care (EAPC) Taskforce on ACP in Dementia. The taskforce aimed to
conceptualise ACP in dementia in terms of its definition and elements, as published, 4

and to provide recommendations for practice, policy, and research. The Delphi study had
three phases: preparing the conceptualisation and recommendations; recruiting panellists,
data collection, and analysis; and the EAPC board of directors’ approval of the report.

A framework with a definition and the elements of capacity, family, and engagement and
communication specific to dementia achieved consensus.# In this Health Policy, we report
on the recommendations for policy and research.

We built upon and expanded the study scope from two previous Delphi studies in

palliative care in dementia? and generic ACP.10 Delphi studies combine the know-ledge and
experience of experts with evidence through a structured iterative process.32:33 Consensus
among important stakeholders is key to identifying policy and research gaps that cannot be
determined by evidence only.

Ethics procedures

Participants

The Medical Research Ethics Committee Leiden Den Haag Delft reviewed the study
protocol (reference N21.105) and declared the study exempt from the Dutch Medical
Research Involving Human Subjects Act (wet medisch-wetenschappelijk onderzoek met
mensen). The study was conducted in accordance with the Declaration of Helsinki. The
protocol of the Delphi study was registered at the Open Science Framework34 and in the
WHO International Clinical Trials Registry Platform (van der Steen, 2021; NL9720), both
on Sept 7, 2021, before data collection commenced.

A Delphi panel of experts in dementia care and ACP research, practice, and policy were
invited for a four to five round online survey. During 9 months, four survey rounds with
interim analyses and feedback were conducted between Sept 30, 2021, and June 30, 2022.

We aimed to recruit professionals and researchers as experts, particularly those who

were not only knowledgeable, but also end users of the guidance for ACP in dementia

in the future. As our study aimed to identify the research and policy gaps, we

purposefully identified potential candidates with variations in profession and geographical
area. Researchers were included because they would provide an international scientific
perspective on ACP. Inclusion criteria were having expertise on ACP, dementia care, or ACP
in dementia through practice, policy, research, or clinical experience; sufficient capability

to understand, read, and write English; and providing informed consent to participate in the
Delphi study as indicated ahead of completing any online survey.

We applied several approaches to sample candidate participants. First, the taskforce
of 14 experts* sought potential candidates through their networks, including through
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their connections and from suggestions from national and international organisations,
conferences, and research groups for dementia and palliative care. This diverse taskforce

in geographical region and professionl* enabled the identification of 102 candidates, yet the
majority were in western countries (in Europe, northern America, and Australasia; n=77).
Second, we reviewed the list of participants in previous Delphi studies on palliative care

in dementia and generic ACP who had already been identified as experts. Third, we listed
candidates from dementia-related organisations’ websites. Finally, we searched PubMed by
use of the keywords ‘dementia’ and ‘advance care planning’, targeting authors from Africa,
Asian countries other than Japan (due to an existing network of researchers in Japan), South
America, and central America.

A total of 178 candidates from 46 countries were identified (appendix p 2). On Sept 30,
2021, we invited them to participate in an online survey, aiming to recruit about 100
participants. We based this aim on the numbers and response rates from previous EAPC
Delphi studies (64 [72%] of 89 candidates in palliative care in dementia? and 109 [76%]
of 144 candidates in generic ACP)10 to achieve professional and geographical variation,
including those who were under-represented or absent in the previous Delphi studies, such
as spiritual counsellors and professionals from non-western countries. Informed consent was
provided by ticking a box on the introductory pages in the first round, with a panellist
information letter and consent form available for download. Following invitation of the
178 candidates, 169 probably received the invitation in time and 107 experts chose to
participate.14

Data collection

Long surveys for the Delphi study were built in Castor EDC Amsterdam—software that
enables researchers to easily capture and integrate high-quality data. We sent up to two
personal reminders to panellists who agreed to participate but had not completed the survey
near the deadline. The same procedure was applied in all four rounds.

Measurements

Measurements for this study were included in the third and fourth rounds. Participant
characteristics were asked in the first round and were reported elsewhere.14 Participants
were asked to rate their agreement with policy and regulation statements in the round three
and four surveys. In round four, the participants were also asked to indicate their priorities
of the three issues that deserve particular attention for future research: capacity, family, and
engagement and communication. These issues were identified as specific to ACP in people
with dementia in the first three rounds.14

Policy and regulation statements were developed by the EAPC taskforce.1* We revised five
statements included in the generic consensus conceptualisation of ACP,10 and added two
statements. These seven statements were displayed to participants in the third round survey.
Another five additions suggested by participants were added and displayed in the fourth
round survey. Agreement response options were (with numbers showing the distance and
emphasising symmetry) “1: strongly disagree”, “2: moderately disagree”, “3: neither agree
nor disagree”, “4: moderately agree”, and “5: strongly agree”.
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In addition, in round four, the participants’ priorities of the three dementia-specific issues
for future research were ranked. A link to summaries on the three issues was displayed

in the survey to enable participants to view and consult it as needed. A response option
of “unable to evaluate” was provided. The gaps on research and policy were asked by
use of an open question: “what do you believe are the most important gaps regarding
ACP in dementia?” Participants were asked to provide comments in three free text boxes
(maximum 4196 characters) for gaps on research, policy in the respondent’s country, and
policy internationally.

To evaluate consensus for policy and regulation statements, previously developed criteria
based on median, dispersion (IQR), and percent agreement were used. Statements that
received a median of 5, an IQR less than or equal to 1, and greater than or equal to 80%
agreement (scoring 4 or 5) were deemed to have achieved consensus.? If consensus was not
achieved in the round three survey (ie, the first survey in this study), we proposed a revised
statement and fed back a summary of the comments of the panel, together with the previous
rating of the panellist in the invitation to round four email and with a link to the round four
survey environment.

A conventional content analysis3® was adapted to free text fields for perspectives on the
most important gaps in policy and research. Participants’ answers were extracted into a
Microsoft Excel file and answers were cut into sections of text that contained a minimum
unit of meaning and labelled with a code based on the framework built in the consensus
definition of ACP in dementia.1* Two researchers (MN and SMP) independently suggested a
set of subcategories for the codes. They reviewed the separate lists and discussed to integrate
them. Once integrated, two researchers discussed and determined the set of categories

based on the previously mentioned framework. Finally, to capture the whole structure of
how the experts recognised gaps, categories across research, domestic policy, and policy
internationally were reclassified into domains, including dementia-specific practice, health
services frameworks, the social aspect, and calls for action on policy and regulation. The
reclassification was inspired by the domains in consensus definition of palliative care in
dementia? and generic ACP.10 All answers were independently analysed and labelled by two
researchers (MN [PhD in nursing] and SMP [PhD in bioethics], both with experience of
qualitative analyses). Any disagreements were resolved by discussions that were supervised
by JTvdS. Because the participants had evaluated ACP definition and elements in earlier
rounds,14 alignment with the given definition and elements was taken into consideration
with the labelling of codes and categories. A post-hoc subgroup analysis was conducted for
subgroups of LMICs regarding agreement for policy and regulation statements and research
and policy gaps.

Participant characteristics

178 individuals from 46 countries were identified as candidates for the Delphi study and
were approached, although 9 were not reached as the invitation email was not deliverable
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(n=8) or not delivered in time (n=1). Of the 169 people invited, 107 candidates from 33
countries participated. The mean age of the panellists was 52-0 years (SD 12-1). 74 self-
identified women and 33 men participated. They reported their background as physicians
(n=52), physician assistants or nurse practitioners (n=1), nurses (n=21), psychologists
(n=12), ethicists (n=9), policy/administration (n=8), social workers (n=5), epidemiologists
(n=4), and spiritual counsellors (n=3). Of the 33 countries of residence, 21 were western
countries (in Europe, northern America, and Australasia; 88 participants) and 12 were
non-western countries (in Asia, the Middle East, Africa, and southern and central Americas;
19 participants). 25 were high-income countries (95 participants) and eight were LMICs (12
participants). More detailed characteristics are reported elsewhere.14

Policy and regulation statements

The seven statements presented in the round three survey included three statements on health
policy: regarding decision making as human rights, public awareness, and funding and
organisational support. The remaining four statements were about regulation and directives
involving advance care directives as legal binding guidance, a format applied for advance
care directives, systems to store copies of documentation, and the status of proxy decisions.
Six statements immediately achieved consensus (table 1). One statement on the status of
proxy decisions required a fourth round: “laws should recognise proxy decision making as
legally binding guidance of medical decision making”. Some panellists cautioned against

a legal status that is unknown in various jurisdictions. Others pointed out that it was
unclear if the decision was always by a proxy designated by the person with dementia.

On the basis of these comments, the statement was revised and displayed in the round four
survey: “government should determine how input from proxy decision makers is considered
in ACP”. Regarding the round three statement, some panellists cautioned against a legal
status that is also unknown in various jurisdictions. It was unclear if the decision was
always by a proxy designated by the person with dementia. Health-care professionals
might question if the proxy decides in the person’s best interest, resulting in dilemmas,

and a prerequistite would be a high-quality ACP process. The revised statement did not
achieve consensus either. Post-hoc subgroup analysis showed that there was consensus for
the original statement in the round three survey within the subgroup of participants from
LMICs, as well as from high-income countries. However, there was no consensus for the
revised statement in the round four survey within either subgroup (appendix p 4).

The panel suggested additional important recommendations in the round three survey.

Thus, five new statements were introduced in the policy and regulation section in round

four. These recommendations were for the routine discussions of health-care needs,
conceptualisations of ACP, equity of access to any measures stimulating ACP, approaches

to ensure optimal value, and encouragement of ACP conversations to discuss and express
values. All new statements achieved consensus in the round four survey (table 1). There was
also consensus for these statements within the subgroup of participants from LMICs. Among
the three dementia-specific issues, engagement and communication received the primary
priority ranking, followed by capacity, and then family (appendix p 5).
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Gaps in research, domestic policy, and policy internationally

73 panellists provided their comments on the most important gaps in research and policy.
After excluding two answers of “unable to evaluate” and those too short to assign a
meaningful code (as judged by the two researchers assigning codes; MN and SMP),

a total of 123 answers were analysed. From these answers, 295 codes emerged; codes
were classified into 187 subcategories, which were reclassified into 38 categories (table 2;
appendix pp 6-16). Finally, the 38 categories were integrated into four domains: dementia-
specific practice, health services frameworks, the social aspect of recognition of ACP in
dementia, and call for actions on policy and regulation (table 2).

The dementia-specific practice domain had the most codes assigned—24 categories

and 79 subcategories— and was considered a research gap more often than a policy

gap. Participants requested dementia-specific ACP practice models that are characterised

by dementia-specific issues, such as capacity, engagement, preferences, communication,
decision-making support with impaired capacity, and family (all categories with ten or

more codes). Disease progression accompanied by capacity decline was often noted to
potentially affect preferences and decision making in ACP. Engagement and communication
were mentioned as specifically challenging in ACP for people with impaired capacity. To
address this challenge, a need for decision-making support in ACP conversations was noted.
Changes in preferences over time were also highlighted, which would necessitate regular
review of ACP as a process. Capacity and change in preferences were noted as the rationales
for the need for models of care for communication with patients, decision-making support
with people with impaired capacity, and how to interact with family (appendix p 17).

The health services frameworks domain had five categories and 48 subcategories, with
frequent mentions of policy gaps both in the participant’s country and internationally (table
2). Participants pointed out an absence of integration of ACP in existing dementia care

and health and social care systems. Some of them pinpointed an absence of financial
incentives to ACP implementation and others cautioned against misdirection by financial
incentives. Participants acknowledged regional and cross-country variation in definitions and
acceptance of ACP on the basis of culture and differences in health-care systems, laws,

and regulations. Professional training and education were called for to build competency
of professionals who interact with people with dementia in front-line caregiving. An
implementation strategy was also said to be needed with consideration of feasibility under
workforce shortages and competing priorities in health and social care systems. Evaluation
in practice was mentioned to monitor the quality of ACP conversations with people with
dementia (subcategories in appendix p 18).

The social aspect domain had five categories and 34 subcategories. Participants flagged
the gaps equally across research, policy in their own country, and international policy
(table 2). Participants referred to social acknowledgment of ACP in dementia as being
related to wrong beliefs about capacity and ACP by healthcare professionals. To overcome
these wrong beliefs, developing evidence was called for to show the benefits of ACP.
Some participants presented their interest in international exchanges to understand cultural
diversity in ACP. Nonetheless, other participants pointed out the absence of consensus on

Lancet Healthy Longev. Author manuscript; available in PMC 2024 July 22.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Nakanishi et al.

Page 9

what ACP is as the challenge (appendix p 19). Scarce research with patient and public
involvement was raised as a research gap by one participant (table 2; appendix p 19).

The call for actions on policy and regulation domain had four categories and 26
subcategories (table 2). Participants reported inadequate policy regarding ACP and legal
validation of ACP or a proxy decision maker in their countries, resulting in proxy decision
makers not being appointed. Some participants provided an example of ACP and decision
making by people with dementia not being legally accredited. Participants cautioned that
less attention was paid to ACP in dementia care and little attention was paid to dementia
care in the general healthcare context. Cross-country variation in ACP practices was
mentioned regarding policy and legal variation. The role of the government was underlined
to develop policy and regulations that entitle people with dementia to equal access to ACP
(appendix p 20).

Participants from LMICs provided nine answers for research or policy gaps. From the

nine answers, a total of 13 codes emerged. Three comments in the dementia-specific
practice domain involved categories of engagement and moral dilemmas, but not capacity.
There were no mentions regarding the health services frameworks domain. Five comments
in the social aspect domain involved categories of social acknowledgment and cultural
diversity. Five comments in the call for actions on policy and regulation domain involved the
categories of legal validation and policy (appendix p 21).

Discussion

Based on the input from experts from 33 countries, international consensus for ACP in
dementia was obtained for 11 recommendations for policy and regulation. The consensus
included health policy regarding decision making as a human right, public awareness,
funding and organisational support, advance directive regulation, equity of access, and
dementia-inclusive approaches and conversations to express patient values. The research
gaps mostly constituted the domain of dementia-specific practice, while the policy gaps
involved the domains of health services frameworks, the social aspect, and call for actions
on policy and regulation. This work is a crucial step to guide dementia policies and
initiatives that address barriers and challenges to implementing ACP in dementia.

The consensus in policy and regulation underscores government actions needed to ensure
equity in access to ACP among people with dementia. The actions suggested included
formulating procedures, such as regulations on advance directives. Policies to minimise the
risk of poor practice were mentioned by the panellists as a tick box practice exercise;
professionals would pay most attention to ensure that all requirements for financial
incentives were fulfilled or met—Ilittle attention would be paid to support people with
dementia to discuss and express their values. In addition, national dementia plans often do
not have explicit contents of palliative care25-36 and palliative care is insufficiently integrated
into health-care policies for older people.3” Such fragmentation across existing systems
could hinder the inclusion of people with dementia in ACP and related practice. Further, the
panellists observed little information on ACP being available as a barrier to implementation.
ACP context is often absent or presented in legal and medical terms in websites of dementia
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associations.38 People with dementia themselves called for an ACP definition that would be
more inclusive for people with dementia, rather than the establishment of dementia-specific
ACP.:39 As the generic EAPC consensus of advance care planningl applies to people with
capacity, a dementia-inclusive ACP conceptualisation was needed to see loss of capacity as
a gradual and fluctuating process that depends on context and calls for support throughout
the dementia trajectory.3? In summary, linkage between existing health-care policies across
dementia, palliative care, and care for older adults should be strengthened.

One statement on the status of proxy decision makers did not achieve consensus. As
acknowledged by participants, proxy decision makers cannot be appointed under some legal
systems. Appropriateness of the statement would depend on legal variations across and
between countries. Further, some participants questioned whether the proxies decide in the
person’s best interest; concordance between the patient’s expressed preferences and proxy
care preferences was found to be often suboptimal, 4041 with larger discrepancies with more
advanced dementia.*? Families themselves have information and support needs in decision
making on behalf of the person with dementia.2® The status of decision making by proxies
thus needs further clarification with how to help align decisions with the person’s values and
preferences.

Our text analysis denoted a wide range of research and policy gaps in ACP for people

with dementia. Dementia-specific practice is frequently mentioned in research gaps with
capacity as an outstanding issue, followed by engagement, preferences, communication,
decision-making support with impaired capacity, and family. However, within the scope of
the three dementia-specific issues,1* both capacity (28 codes) and engagement (18 codes)
and communication (11 codes) had more mentions than family (10 codes). The primary
interest in these first two issues was in alignment with the priority rankings of future
research and the issue of family is also involved in surrogate decision making in the context
of ACP for people with other diseases.#344 Also, in our Delphi consensus study, only the
issue of family needed further rounds of revision and clarification to achieve consensus on
family being of importance and specific for dementia.1# Therefore, the issues of capacity
and engagement and communication might have reflected growing attention, along with an
emerging movement to involve the person with dementia in ACP.20

Future lack of diminished capacity was often recognised by professionals as a dementia-
specific barrier to initiating ACP.#546 Although professionals routinely made judgements
about capacity in their daily work, many also had concerns about making a formal
assessment that would influence the implementation of a legally binding document.*6
Experts in our study expressed the need for prudent capacity assessment and evaluation,
as suggested by physicians in the USA.47 Participants also cautioned that some health-care
professionals could underestimate the decisional capacity of people with dementia. Such
assumptions could interfere with the ability to engage and communicate with people

with dementia,?! as professionals have shown gatekeeping behaviours in ACP for them.48
Furthermore, the ACP process was deemed to be not straightforward by participants.
Their perspectives might have mirrored a shifting ACP model from a clinician-led and
documentation-focused process to the broader concept of an ongoing people-centred
conversational approach.20:49-53 The research gaps we identified highlight the need for
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evidence that will inform the complexity and ambitious process of the conversation-based
model.

The absence of health services frameworks in respondents’ countries was often described as
a policy gap. Participants mentioned that some characteristics of the health-care systems in
their countries interacted with the dementia-specific issues, resulting in local and national
variation in ACP acceptance and processes that challenged implementation in practice. To
overcome these barriers to ACP implementation, social aspects and calls for action on policy
and regulation were raised in the policy gaps in respondents’ countries. To overcome wrong
beliefs and misconceptions among professionals, the panel suggested delivering evidence
that would support the benefit of ACP in dementia.

Our subgroup analysis within participants from LMICs revealed some differences in
recommendations to fill gaps in research and policy. There were no mentions by participants
from LMICs that fell into health services frameworks or capacity issues. The policy gaps
were instead mainly perceived as social acknowledgment and legal validation of ACP

in dementia. The differences between these issues and those identified in high-income
countries could be reflective of a paucity of health and social care systems in LMICs that
provide general dementia care, including diagnosis, post-diagnostic support, and ACP. Given
the rapid rate of population ageing and requirement for sustainable health-care systems,
dementia-inclusive ACP is imperative for LMICs, in alignment with further health policy
development.

Strengths and limitations

The main strength of this study is the diversity of the 33 countries represented among
participant experts, including eight LMICs. A combination of quantitative and qualitative
analysis provided a comprehensive and in-depth understanding of the needs for policy
and research to promote ACP in dementia. A limitation of this work is that our Delphi
panel did not seek to include individuals with dementia, as the panellists needed to

have expert understanding of evidence and policy to respond to open questions soliciting
for suggestions. Further discussion should be sought based on input from people with
dementia by use of methods that can reduce choice task complexity, such as discrete choice
experiments.>* Despite this limitation, the consensus reached, and the identification of
research and policy gaps, will provide key starting points for discussion across multiple
stakeholders. Future quantitative research to achieve consensus on priorities could be
inspired by the qualitative suggestions provided by our diverse panel of experts.

Conclusion

There was an international consensus on government actions to ensure regulation around
ACP, equity in access to ACP for people with dementia, and dementia-inclusive approaches
and conversations to express patients’ values. Research gaps were identified on a dementia-
specific practice model that optimises engagement and communication with people with
impaired capacity and families to support their decision making, while also empowering
people to adjust their decisions, should their goals or preferences change over time.
Identified policy gaps included existing health services frameworks failing to envision
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dementia-inclusive practice, which cause substantial variation and challenges in ACP
implementation. Policy gaps also included legal validation of ACP and proxy decision
making with variation across countries. Guidance by evidence and a call for action on policy
and regulation was suggested. The research and policy gaps highlight the need to avoid poor
practice by evidence and policy development that will support a dementia-inclusive ACP
practice model.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.

Acknowledgments

This work was supported by the European Research Council Consolidator Grant for JTvdS (agreement 1D
771483); the Portuguese Foundation for Science and Technology and the Ministry of Science, Technology,

and Higher Education for SMP (CEECINST/00137/2018 and UIDB/00731/2020 DOI 10.54499/CEECINST/
00137/2018/CP1520/CT0010); the Japan Society for the Promotion of Science for MN (grant JP22KK0258);
the National Institute on Aging, National Institutes of Health for RLS, (K24AG054415); and Leiden University
Medical Center Department of Public Health and Primary Care (MN and JTvdS).

Declaration of interests

MN received research grants from the Japan Society for the Promotion of Science and the Japan Agency for
Medical Research and Development outside of this work. LVVdB reports research grants from EU NAVIGATE,
PACE, INDUCT, and DISTINCT under European Commission grant agreements and from Fonds Wetenschappelijk
Onderzoek Flanders, Flanders Innovation and Entrepreneurship Francqui Foundation, Research Council University
at Vrije Universiteit Brussel, Kom Op Tegen Kanker (Flemish Stand Up to Cancer), Foundation for Alzheimer
Research, and the King Baudouin Foundation. LVdB has received book royalties from Oxford University Press;
payment for lectures from the Flemish Federation of Palliative Care, Katholieke Universiteit Leuven for developing
the content of an e-learning module for physicians; and payment from the Vrije Universiteit Brussel for a lecture
within the postgraduate course on palliative care for masters and medicine. PJL received contract payment from
National Technical University Norway. IH received research grants from the Health Care Research Agency Czech
Republic and the Department of Health Social Care in Prague. JTvdS received salary support from a European
Research Council personal Consolidator career award and Leiden University Medical Center Department of Public
Health and Primary Care. All other authors declare no competing interests.

Data sharing

Data supporting the study’s findings will be made available on reasonable request after
approval of a proposal from the last author (JTvdS) after publication of all three white
papers addressing the three research questions. Data collected for the analysis, including
de-identified individual participant data and a data dictionary defining each field in the set,
will then be made available to others on request. The study protocol, which includes a
plan for statistical analysis, is available from the Open Science Framework. The standard
informed consent form used in the online survey will also be available on request.

References

1. WHO. Global action plan on the public health response to dementia 2017-2025. Geneva: World
Health Organization, 2017.

2. van der Steen JT, Radbruch L, Hertogh CM, et al. White paper defining optimal palliative care in
older people with dementia: a Delphi study and recommendations from the European Association
for Palliative Care. Palliat Med 2014; 28: 197-209. [PubMed: 23828874]

3. Todd S, Barr S, Roberts M, Passmore AP. Survival in dementia and predictors of mortality: a review.
Int J Geriatr Psychiatry 2013; 28: 1109-24. [PubMed: 23526458]

Lancet Healthy Longev. Author manuscript; available in PMC 2024 July 22.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Nakanishi et al.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

Page 13

. Verlinden VJA, van der Geest JN, de Bruijn RFAG, Hofman A, Koudstaal PJ, Ikram MA.

Trajectories of decline in cognition and daily functioning in preclinical dementia. Alzheimers
Dement 2016; 12: 144-53. [PubMed: 26362597]

. GBD 2019 Dementia Forecasting Collaborators. Estimation of the global prevalence of dementia in

2019 and forecasted prevalence in 2050: an analysis for the Global Burden of Disease Study 2019.
Lancet Public Health 2022; 7: e105-25. [PubMed: 34998485]

. Sleeman KE, de Brito M, Etkind S, et al. The escalating global burden of serious health-related

suffering: projections to 2060 by world regions, age groups, and health conditions. Lancet Glob
Health 2019; 7: €883-92. [PubMed: 31129125]

. WHO. Towards a dementia plan: a WHO guide. Geneva: World Health Organization, 2018.
8. Livingston G, Huntley J, Sommerlad A, et al. Dementia prevention, intervention, and care: 2020

report of the Lancet Commission. Lancet 2020; 396: 413-46. [PubMed: 32738937]

. Rosa WE, Bhadelia A, Knaul FM, Travers JL, Metheny N, Fulmer T. A longevity society requires

integrated palliative care models for historically excluded older people. Lancet Healthy Longev
2022; 3: €227-28. [PubMed: 36098297]

Rietjens JAC, Sudore RL, Connolly M, et al. Definition and recommendations for advance care
planning: an international consensus supported by the European Association for Palliative Care.
Lancet Oncol 2017; 18: e543-51. [PubMed: 28884703]

Sallnow L, Smith R, Ahmedzai SH, et al. Report of the Lancet Commission on the value of death:
bringing death back into life. Lancet 2022; 399: 837-84. [PubMed: 35114146]

Piers R, Albers G, Gilissen J, et al. Advance care planning in dementia: recommendations for
healthcare professionals. BMC Palliat Care 2018; 17: 88. [PubMed: 29933758]

Wendrich-van Dael A, Bunn F, Lynch J, Pivodic L, Van den Block L, Goodman C. Advance care
planning for people living with dementia: an umbrella review of effectiveness and experiences. Int
J Nurs Stud 2020; 107: 103576. [PubMed: 32380259]

van der Steen JT, Nakanishi M, Van den Block L, et al. Consensus definition of advance

care planning in dementia: a 33-country Delphi study. Alzheimers Dement 2024: 20: 1309-20.
[PubMed: 37985444]

Shah SK, Manful A, Reich AJ, et al. Advance care planning among Medicare beneficiaries with
dementia undergoing surgery. J Am Geriatr Soc 2021; 69: 2273-81. [PubMed: 34014561]

Bryant J, Sellars M, Waller A, et al. Advance care planning participation by people with dementia:
a cross-sectional survey and medical record audit. BMJ Support Palliat Care 2021; 12: e464—-68.

Azizi B, Tilburgs B, van Hout HPJ, et al. Occurrence and timing of advance care planning
in persons with dementia in general practice: analysis of linked electronic health records and
administrative data. Front Public Health 2022; 10: 653174. [PubMed: 35392479]

Tilburgs B, Vernooij-Dassen M, Koopmans R, van Gennip H, Engels Y, Perry M. Barriers and
facilitators for GPs in dementia advance care planning: a systematic integrative review. PLoS One
2018; 13: e0198535. [PubMed: 29924837]

Fried TR, Cohen AB, Harris JE, Moreines L. Cognitively impaired older persons’ and caregivers’
perspectives on dementia-specific advance care planning. J Am Geriatr Soc 2021; 69: 932-37.
[PubMed: 33216955]

Harrison-Dening K, Sampson EL, De Vries K. Advance care planning in dementia:
recommendations for healthcare professionals. Palliat Care 2019; 12: 1178224219826579.
[PubMed: 30833812]

Beck ER, Mcllfatrick S, Hasson F, Leavey G. Health care professionals’ perspectives of advance
care planning for people with dementia living in long-term care settings: a narrative review of the
literature. Dementia 2017; 16: 486-512. [PubMed: 26378123]

Tilburgs B, Vernooij-Dassen M, Koopmans R, Weidema M, Perry M, Engels Y. The importance of
trust-based relations and a holistic approach in advance care planning with people with dementia
in primary care: a qualitative study. BMC Geriatr 2018; 18: 184. [PubMed: 30115008]

Keijzer-van Laarhoven AJ, Touwen DP, Tilburgs B, et al. Which moral barriers and facilitators
do physicians encounter in advance care planning conversations about the end of life of persons
with dementia? A meta-review of systematic reviews and primary studies. BMJ Open 2020; 10:
e038528.

Lancet Healthy Longev. Author manuscript; available in PMC 2024 July 22.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnue Joyiny

1duosnue Joyiny

Nakanishi et al.

24.

25.

26.

217.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

Page 14

van der Steen JT, van Soest-Poortvliet MC, Hallie-Heierman M, et al. Factors associated with
initiation of advance care planning in dementia: a systematic review. J Alzheimers Dis 2014; 40:
743-57. [PubMed: 24531163]

Nakanishi M, van der Steen JT. National dementia plans to address escalating global palliative care
needs. Palliat Med 2020; 34: 966—67. [PubMed: 32267806]

Department of Health and Aged Care, Australian Government. National Framework for Action

on Dementia 2015-2019. 2015. https://www.health.gov.au/sites/default/files/documents/2020/01/
national-framework-for-action-on-dementia-2015-2019 _0.pdf (accessed Feb 16, 2024).

Public Health Agency of Canada. A dementia strategy for Canada: together we aspire.

2019. https://www.canada.ca/en/public-health/services/publications/diseases-conditions/dementia-
strategy.html (accessed March 21, 2024).

Department of Health, Irish Government. The Irish National Dementia Strategy. 2019. https:/
www.gov.ie/en/publication/62d6a5-national-dementia-strategy/ (accessed March 21, 2024).

Norwegian Ministry of Health and Care Services. Dementia Plan 2025. 2020. https://
www.regjeringen.no/contentassets/b3ab825ce67f4d73bd24010e1fc05260/dementia-plan-2025.pdf
(accessed Feb 16, 2024).

Republic of Slovenia Ministry of Health. Dementia management strategy in Slovenia

until 2020. 2016. https://www.gov.si/assets/ministrstva/MZ/DOKUMENTI/Preventiva-in-skrb-za-
zdravje/nenalezljive-bolezni/Strategija_obvladovanja_demence.pdf (accessed Feb 16, 2024; in
Slovenian).

Ferri CP, Jacob KS. Dementia in low-income and middle-income countries: different realities
mandate tailored solutions. PLoS Med 2017; 14: e1002271. [PubMed: 28350797]

Powell C The Delphi technique: myths and realities. J Adv Nurs 2003; 41: 376-82. [PubMed:
12581103]

Jiinger S, Payne SA, Brine J, Radbruch L, Brearley SG. Guidance on conducting and reporting
delphi studies (CREDES) in palliative care: recommendations based on a methodological
systematic review. Palliat Med 2017; 31: 684—706. [PubMed: 28190381]

van der Steen JT, Rietjens J, Korfage I, Van den Block L, Nakanishi M. Guidance on advance
care planning in dementia: a European Association for Palliative Care (EAPC) Delphi study on
conceptualisation and recommendations for practice, policy and research. Sept 7, 2021. https://
osf.io/tjyra (accessed March 21, 2024).

Hsieh HF, Shannon SE. Three approaches to qualitative content analysis. Qual Health Res 2005;
15: 1277-88. [PubMed: 16204405]

Nakanishi M, Nakashima T, Shindo Y, et al. An evaluation of palliative care contents in national
dementia strategies in reference to the European Association for Palliative Care white paper. Int
Psychogeriatr 2015; 27: 1551-61. [PubMed: 25678323]

Pivodic L, Smets T, Gott M, et al. Inclusion of palliative care in health care policy for older people:
a directed documentary analysis in 13 of most rapidly ageing countries worldwide. Palliat Med
2021; 35: 369-88. [PubMed: 33295232]

Monnet F, Pivodic L, Dupont C, Droes RM, Van den Block L. Information on advance care
planning on websites of dementia associations in Europe: a content analysis. Aging Ment Health
2023; 27: 1821-31. [PubMed: 36420632]

Monnet F, Pivodic L, Dupont C, Diaz A, Gove A, Van den Block L. Defining advance care
planning from the perspective of people with dementia: focus groups with the European Working
Group of People With Dementia. Alzheimers Dement 2023; 19: e063913.

Harrison-Dening K, King M, Jones L, Vickestaff V, Sampson EL. Advance care planning in
dementia: do family carers know the treatment preferences of people with early dementia? PLoS
One 2016; 11: e0159056. [PubMed: 27410259]

Cohen SM, Wolandes AE, Shaffer ML, Hanson LC, Habtemariam D, Mitchell SL. Concordance
between proxy level of care preference and advance directives among nursing home residents
with advanced dementia: a cluster randomized clinical trial. J Pain Symptom Manage 2019; 57:
37-46.el. [PubMed: 30273717]

Lancet Healthy Longev. Author manuscript; available in PMC 2024 July 22.


https://www.health.gov.au/sites/default/files/documents/2020/01/national-framework-for-action-on-dementia-2015-2019_0.pdf
https://www.health.gov.au/sites/default/files/documents/2020/01/national-framework-for-action-on-dementia-2015-2019_0.pdf
https://www.canada.ca/en/public-health/services/publications/diseases-conditions/dementia-strategy.html
https://www.canada.ca/en/public-health/services/publications/diseases-conditions/dementia-strategy.html
https://www.gov.ie/en/publication/62d6a5-national-dementia-strategy/
https://www.gov.ie/en/publication/62d6a5-national-dementia-strategy/
https://www.regjeringen.no/contentassets/b3ab825ce67f4d73bd24010e1fc05260/dementia-plan-2025.pdf
https://www.regjeringen.no/contentassets/b3ab825ce67f4d73bd24010e1fc05260/dementia-plan-2025.pdf
https://www.gov.si/assets/ministrstva/MZ/DOKUMENTI/Preventiva-in-skrb-za-zdravje/nenalezljive-bolezni/Strategija_obvladovanja_demence.pdf
https://www.gov.si/assets/ministrstva/MZ/DOKUMENTI/Preventiva-in-skrb-za-zdravje/nenalezljive-bolezni/Strategija_obvladovanja_demence.pdf
https://osf.io/tjyra
https://osf.io/tjyra

1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Nakanishi et al.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

54.

Page 15

Wilkins JM, Locascio JJ, Gomez-Isla T, et al. Projection of care partners’ preferences in the
proxy assessments of everyday preferences for persons with cognitive impairment. Am J Geriatr
Psychiatry 2023; 31: 254-63. [PubMed: 36609056]

McMahan RD, Tellez I, Sudore RL. Deconstructing the complexities of advance care planning
outcomes: what do we know and where do we go? A scoping review. J Am Geriatr Soc 2021; 69:
234-44. [PubMed: 32894787]

Ke LS, Huang X, O’Connor M, Lee S. Nurses’ views regarding implementing advance care
planning for older people: a systematic review and synthesis of qualitative studies. J Clin Nurs
2015; 24: 2057-73. [PubMed: 25940451]

De Vleminck A, Pardon K, Beernaert K, et al. Barriers to advance care planning in cancer, heart
failure and dementia patients: a focus group study on general practitioners’ views and experiences.
PL0S One 2014; 9: e84905. [PubMed: 24465450]

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...”. Palliat Med 2013; 27: 401-08. [PubMed: 23175508]

Tjia J, D’Arcangelo N, Carlston D, et al. US clinicians’ perspectives on advance care planning

for persons with dementia: a qualitative study. J Am Geriatr Soc 2023; 71: 1473-84. [PubMed:
36547969]

Bosisio F, Sterie AC, Truchard ER, Jox RJ. Implementing advance care planning in early dementia
care: results and insights from a pilot interventional trial. BMC Geriatr 2021; 21: 573. [PubMed:
34666711]

Sinclair JB, Oyebode JR, Owens RG. Consensus views on advance care planning for dementia: a
Delphi study. Health Soc Care Community 2016; 24: 165-74. [PubMed: 25684278]

Sellars M, Chung O, Nolte L, et al. Perspectives of people with dementia and carers on advance
care planning and end-of-life care: a systematic review and thematic synthesis of qualitative
studies. Palliat Med 2019; 33: 274-90. [PubMed: 30404576]

Van den Block L Advancing research on advance care planning in dementia. Palliat Med 2019; 33:
259-61. [PubMed: 30758274]

Ma H, Kiekhofer RE, Hooper SM, Dulaney S, Possin KL, Chiong W. Goals of care conversations
and subsequent advance care planning outcomes for people with dementia. J Alzheimers Dis 2021;
83: 1767-73. [PubMed: 34459407]

Hickman SE, Lum HD, Walling AM, Savoy A, Sudore RL. The care planning umbrella: the
evolution of advance care planning. J Am Geriatr Soc 2023; 71: 2350-56. [PubMed: 36840690]
Wammes JD, Swait J, de Bekker-Grob E, Monin J, Labrie N, MacNeil Vroomen JL. Dyadic
discrete choice experiments enable persons with dementia and informal caregivers to participate
in health care decision making: a mixed methods study. J Alzheimers Dis 2023; 91: 105-14.
[PubMed: 36373319]

Lancet Healthy Longev. Author manuscript; available in PMC 2024 July 22.



Page 16

Nakanishi et al.

'sBUINSS 81e9-Ui[eay JO SpPISINO SUOISSNISIP 4DV S1eNIUI OYM SalfILuey 119yl pue eruswap yym ajdoad 1o
¥

‘Buruue)d a1e0 30UBAPE=4DY "SWaN |[e pale|dwod 10 Spunos Jnoy [fe ul paredionued sistjjaued QT |18 J0N “A3AINS 331y} punol ay) ui syuedionted Woiy Yorqpas) JO siseq 8yl Uo A3AINS IN0J punoJ sy}
0} PappPe 3I8M SIUBLLISYES SAIH "SILIIUNOD BWOJUI-3|PPIW PUB 3WO0dUI-MO| Woy siuedionted o dnoiBans ayy UIYIIM SIUBWIBIEIS | J0j SNSUSSUOD B OS[e Sem 313y 1 *(G 40 4O 8109S) Juawaaibe 9408 01 [enbs Jo
uey) JajealB pue ‘T 01 [enba 4o ueyy ssa] YO ‘G JO LIPS PaPN|oUI SNSUBSUOD PBA3ILJR JO BLIBIID *ASAINS PUNO. YUNOY pue iy 8y ui salbe AjBuons :g o1 8aiBesip A|Buons ;T WoJs pajes sem Juswsalfy

AJoAISN[ox® saNnss! [e100s ‘a]dwexa 10} ‘SSNISIP 03 YSIM INg SaNSS! [ed1pall SSNOsIP 0} Apeal 10U ale A3yl 41 OS[e SanjeA 113y ssaidxa

18/0. 798 1 S pue ssnasip 0} panoddns are eiuawap yum ajdoad ydaiym ul suoIesIsAU0d 4Oy afeinodus pinoys suoiiesiuefio ajed-ylfeay pue SJUsWUIIN0D
. sBuImas a1ed-yieay apISINO SUOIESIBAUOD BUILIRIS JO AJIWe) 118y} PUB BIIUSWSP YIM

08/2. 006 T G 9jdoad Joy 1yauaq Jenba ye Buiwire ‘o1jgnd esauab ayp 18b.e] 1eyr 4OV Bunenwins sainseaw Aue 03 $$899e 40 Alinba ainsua pINoys SIUBWUIBA0SD)
Sal| LBy 418y} pue BUSWSp yim

18/7L 716 1 G 9|doad 0} anjen jewndo ainsua 03 ybnouas paulyas pue pajabiel ale Jeyy saydeoidde 4O asn piNoys suolyesiuefio aed-yifesy pue SJUSBWUIIN0D

€8/9/ 916 1 S UoIIRI0LIBIAP pue Alf1ely JO 1X81U0D 3y} Ul AjJejnaiied ‘spaau ased-yijeay JO SUOISSNISIP aullnod aled0APE PINOYS SIUSLIUIBAOD
3J1] Jo pus

08/LL €96 0 S 11un sisoufBelp woJy enuawap Yim [[am Buial oddns 1eys 4w 40 suoiesienidaduod asn pjnoys suoiiesiuefio ajed-yifesy pue SjuswuIano9
SAAI03JIP punoJe uonenbay
¥ punoy
padojanap Sem aAI3I31IP 848 8dUBAPE 8U} SWI} 83U} 18 BIUSWSp Yim uosiad
ay) Aq paredionue UoIIPUOD pue UoIeNIIS Y} SaYdTewW AJJes]d elluswap YlM uosiad 8y} JO UOIIPUOD pue UoIeNnlIS ay) 41 ‘JUem Jou saop uosiad

¥1/T9 28 1 [ 3] JUBWILaJ) pUR 3489 IN0ge SUOISIap [ealpaw Jo aduepind Buipuiq Ajjeba) se (Sjim BulAll) SaA110a.1p a1ed adueApe as1ubfodal pjnoys sme|
saljdde aA1}98.1p 8Y) UBYM SUOIeNIS
214193ds Jo uondidsap e 0s|e pue ‘saouaiayald pue ‘sjeob ‘sanjen Jiayl aqiiosap ued ajdoad 0s Jewloy 1xa) uado ue pue suolyenlis Aouabiawa

¥./69 2:€6 T [ U1 saouaJayaid pue sjeob o1419ads JO UOITRIILIIUBPI ASes 8|qeua 0] JelI0) PaInion.ls e Uy1og pasu (S|jIm BulAl]) SeA1I0a4Ip a1ed 8dUBAPY
arepdn pue ‘JajsueJ} ‘ana1l1al 0} Asea aJe asay) Jey} 0S ‘a|qe|IeAe J1 sa|ij Bulsinu pue [eaIpaw J1U0JIIB|3 Ul SUOIIESIBAUOD DV JO UOIIBIUSWNIOP pue

04129 988 0 S (S111m BUIAI) SBAII031IP 818D 3dUBAPE JO S31d02 9103S 0] SWIAISAS 81N23S pue |qel|aJ 81ead 0} Pasu SuolesIuehlo aJed-yieay pue S)uaUIBA0)
SAAI0JIP punoJe uone|nbay
a|diourid e se aouanjjul anpun juanaid 03 pue ‘Buiyew uoisioap ul Loddns an189a4 031 B 8y} ‘paitayaid se Bujew uoisidep

08/2L 0'06 T S paJeys ul ajedidnted 03 Jo Jaxew uoisioap Axoud e jutodde 03 ‘ased Inoge apidap 0] enuawap yim ajdoad 1oy b ayy apnjoul siybu uewny
BIUBWAP UL

¥8/08 256 1 S dDV 10} papaau 1oddns feuonesiuebio sy pue Buipuny sreridosdde aindass pjnoys suoljesiueflo ased-yyeay pue ‘s1ainsul Yyijeay ‘suswiuisnos
dOV Moddns 0] $324n0Sal $$3098 0} MOY pue ‘snyess [eba|

¥8/08 2'G6 0 [ S ‘dOV Ul abebua 01 Moy ‘dOV 40 swire ayl Buipnjoul ‘enuawap yum ajdoad 1oy 4OV JO sdueLiodwil 8y} JO pasiel aq PInoys ssauateme d1jgqnd
Aorjod yyesH
€ punoy

(Nfu)  wewseibe o YOI UeIPW
UBWs IBY

Author Manuscript

SNSUASU02 PaAalyde Jeyl uone|nbal pue Ad1jod oy sjuswialels jeul

‘T algeL

Author Manuscript Author Manuscript

Author Manuscript

available in PMC 2024 July 22.

Lancet Healthy Longev. Author manuscript



1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Nakanishi et al.

Table 2:

Domains and categories of gaps in research and policy for ACP in dementia

Page 17

Total codes Research codes Domestic policy

International policy

codes codes
Dementia-specific practice domain
Total of categories in domain 139 81 31 27
Capacity 28 13 9 6
Engagement 18 12 4 2
Preferences 13 11 0 2
Communication 11 10 1 0
Decision-making support with impaired capacity 11 7 1 3
Family 10 6 2 2
Prognosis 8 5 1 2
Diagnosis 6 0 3 3
Concordance 5 5 0 0
Continuous conversation model 5 1 3 1
Diversity 4 3 1 0
Initiation or planning ahead 3 3 0 0
Advocacy 3 0 2 1
Opportunity 3 0 2 1
Process 2 2 0 0
Interrelation with depressive symptoms 1 1 0 0
Moral dilemmas 1 1 0 0
Social aspects of life with dementia specifically 1 1 0 0
Appointment of proxy 1 0 1 0
Stakeholders in ACP conversation 1 0 1 0
Consistency 1 0 0 1
Relational approach * 1 0 0 1
Specificity in physician’s practice 1 0 1
Communication between different care organisations 1 0 1
Health services frameworks domain
Total of categories in domain 69 14 42 13
Health-care system 39 8 20 11
Professional training and education 10 0 8 2
Evaluation 7 4 3 0
Implementation 7 2 5 0
Variation 6 0 6 0
The social aspect domain
Total of categories in domain 46 13 20 13
Social acknowledgment 21 4 11 6
Evidence 11 5 6 0
Cultural diversity 7 3 0 4
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Total codes Research codes Domestic policy

International policy

codes codes

Consensus 6 0 3 3
Patient and public involvement in research 1 1 0 0
Callsfor action on policy and regulation domain

Total of categories in domain 41 0 31 10
Legal validation 19 0 16 3
Policy 15 0 14 1
Cross-country variation 6 0 0 6
Government 1 0 1 0

Data=n. Codes were assigned to respondents’ answers on gaps in research in research, policy in their country, and policy internationally regarding
ACP in dementia. A total of 123 answers yielded 295 codes. The 295 codes were integrated into 187 subcategories, which were integrated into 38

categories. Finally, 38 categories were integrated into four domains. ACP=advance care planning.

*
Well established relationships with health-care professionals were essential to engage in ACP.
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