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Background: Advance care planning in dementia includes supporting the person and their family to consider important goals of care.
International research reports the importance of psycho-social-spiritual aspects towards end of life.

Aim: To develop a multidimensional international palliative care goals model in dementia for use in practice.

Design: International Delphi study integrating consensus and evidence from a meta-qualitative study. The Delphi panel rated
statements about the model on a 5-point agreement scale. The criteria for consensus were pre-specified.

Setting/participants: Seventeen researchers from eight countries developed an initial model, and 169 candidate panellists were

invited to the international online Delphi study.
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Results: Panellists (107; response 63.3%) resided in 33 countries. The model comprised four main care goals: (1) Comfort ensured;
(2) Control over function maintained; (3) Identity protected and personhood respected and (4) Coping with grief and loss—person and
caregiver supported. The model reflects how needs and care goals change over time with the progression of dementia, concluding with
bereavement support. The first version of the model achieved a consensus after which it was slightly refined based on feedback. We did
not achieve a consensus on adding a goal of life prolongation, and on use of the model by people with dementia and family themselves.
Conclusion: A new palliative care goals model for people with dementia and their families includes relationship aspects for use by

professionals and achieved a consensus among a panel with diverse cultural background. The position of life prolongation in relation

to palliative care goals needs further research.
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What is already known about this topic?

e A white paper from the European Association for Palliative Care (EAPC) presented a care goals model for people with

dementia covering changes of the goals of life prolongation; maintenance of functioning and maximisation of comfort
towards death.
Advance care planning discussions have gained momentum also for dementia, and recent Western and Asian studies

What this study adds?

model did.

how the goals can be achieved for individuals.

prolongation.

indicated the relevance of psycho-social and spiritual care goals in addition to physical care goals.

e A newly developed multidimensional palliative care goals model adds psycho-social-spiritual goals such as: identity
protected and personhood respected; coping with grief and loss — person and caregiver supported.
e While the EAPC care goals model did not achieve a full consensus in the original Delphi study, the new multidimensional

e The study highlights remaining controversy around life prolongation as a goal of care for persons with dementia.

Implications of research for clinical practice, theory or policy

e The model may broaden the perspective of healthcare providers to consider goals of care that may change as dementia
progresses, focusing on care goals that are important in maintain good relationships and connectedness.
e The model aims to promote communication on how important each goal is in the context of advance care planning and

e Further research is needed into how to apply the model in practice and how the goals relate to a care goal of life

Introduction

Dementia is a progressive condition with people becom-
ing increasingly dependent upon long-term care, while
behaviour often changes and decision-making capacity
decreases.’2 This can affect the person’s relationships
with their family and the community,3= and a palliative
care approach including early initiation of advance care
planning and continuous communication about care goals
is recommended.23%7 Living with a progressive disease,
often for years, implies that prioritised goals of care likely
shift over time.8

A dementia-specific care goals model was developed in
a Delphi study by the European Association for Palliative
Care (EAPC) reported in the EAPC white paper on pallia-
tive dementia care. It presented goals of ‘prolongation of
life’ decreasing in priority towards the end of life, the goal
of ‘maintenance of function’ remaining relevant and

gradually prioritising ‘maximisation of comfort’>10 (Figure
1(a)). However, the model achieved only a moderate con-
sensus, with criticism, for example, that families were not
included in the model (unpublished finding, personal
communication).

Since the EAPC care goals model was published in
2014, caring for people with dementia and models of
care have become more of a global topic.1?13 Whereas
the EAPC care goals model focuses on medical goals of
care, studies from diverse countries have emphasised
the importance of psycho-social-spiritual needs.14-16
Our eight-country meta-qualitative study showed that a
good end of life with dementia in Western, Southern
and Asian countries included multidimensional con-
cepts such as: Care for caregivers; ldentity being pre-
served; and Being connected.” Other studies from
Western and Asian countries also support the impor-
tance of relationships such as providing compassionate
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care, and respecting personhood and dignity for people
with dementia.’®-2! Therefore, expanding of current
care goals models for use in care planning is timely and
relevant. In addition, international models can support
communication about values and concepts that risk
being overlooked in individual countries.

This study aimed to develop a multidimensional inter-
national palliative care goals model specific to dementia
based on evidence and consensus among a Delphi panel
of experts. A secondary aim was to explore if support for
the model varied with panellists' characteristics.

Methods

We performed a Delphi study to develop a multidimen-
sional palliative care goals model, aimed at achieving con-
sensus among experts on the model and its potential use.
Delphi studies are based on evidence and consensus in
developing of content, multiple rounds of anonymous
evaluation, with feedback to the panellists after each suc-
cessive round.222* An online Delphi study allows input
from experts from diverse geographical locations in a
transparent manner.22 We used five rounds with input
alternating between an international project team of
researchers,’” and a Delphi expert panel (Table 1). This
Delphi study was embedded in a larger Delphi study on
advance care planning in dementia with surveys con-
ducted in 2021-2022.%

Delphi expert panel members

The inclusion criteria were: (1) expertise in advance care
planning, dementia care or advance care planning in
dementia more specifically, through practice, policy,
research or clinical experience and (2) ability to complete
online surveys in English.

Sampling and recruitment

Potential Delphi experts were identified via research and
clinical networks, and from relevant publications in
PubMed. We aimed for diversity in terms of expertise,
continent of residence and occupation, with the aim of
recruiting approximately 100 participants.

Round 1: Developing a multidimensional palliative care
goals model and preparation of evaluation items. The
project team of 17 researchers from eight countries, who
had conducted the meta-qualitative study on a good end
of life with demential” developed an initial model (pro-
cess of development in Figure 2).

The initial model was based on a previous eight-coun-
try meta-qualitative study in which the project team syn-
thesised qualitative interview and observational data
about experiences at the end of life of 121 people with

dementia and 292 families.?” The data had been collected
during 2009-2020 in the UK, Ireland, Portugal, Germany,
the Netherlands, Canada, Brazil and Japan.141626-36 The
synthesis process identified nine important components
towards end of lifel” shown in the left column of Figure 2.

Based on the components, the project team discussed
possible palliative goals of care that meet five criteria that
were formulated during our discussions to consider the
characteristics of appropriate care goals: (1) relevant to
persons with dementia and family caregivers in different
cultures—whether more individual or relationship cen-
tred—and in particular towards the end of life; (2) prefer-
ences tend to differ between individuals — therefore,
cannot be taken for granted and needs to be discussed for
each individual; (3) require appropriate effort by profes-
sionals and family caregivers to set feasible and achieva-
ble goals; (4) require variable effort over time indicating
the notion of dynamic goals; (5) can involve trade-offs
with other, competing goals of care which necessitates
prioritisation.

Additionally, we reviewed panellists’ comments regard-
ing the Delphi study for the EAPC white paper in dementia
(Figure 1(a)). There were comments on the lack of inclu-
sion of family members’ needs, preferences differing
between individuals not being visualised and different
importance attached to the three goals and change over
time, in particular the goal of life prolongation. From
these two sources (the meta-qualitative study and the
earlier Delphi study), the team considered several drafts
to present the care goals and also developed accompany-
ing explanatory text.

Round 2: Survey Delphi panel and interim analyses. In
September 2021, the potential panellists received an
email inviting them to join the panel. An online pilot test
was conducted with Leiden University Medical Center
researchers on advance care planning in dementia. The
online survey was developed with Castor Electronic Data
Capture (EDC) System for Clinical Research Trials (Amster-
dam, New York).

The evaluation items covered the proposed palliative
care goals model, explanatory text, alternative formats for
listing the goals of care and a comparison with the EAPC
white paper care goals model (Figure 1(a)). We used state-
ments that had been used to evaluate the EAPC white
paper care goals model,1° including those with reverse
phrasing, such as ‘the interpretation of the model is prob-
lematic.” The Delphi panellists rated levels of agreement
on 1-5 agreement scales: strongly disagree (1); moder-
ately disagree (2); neither agree nor disagree (3); moder-
ately agree (4); and strongly agree (5). Based on median,
inter-quartile range (IQR) and percent agreement, the
consensus criteria (footnote to Table 1) were defined a
priori with the same conservative criteria as previously
used with the model in Figure 1(a).1°
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Table 1. Methods to develop and refine a palliative care goals model specific to dementia.

Round Aim (month and year)

Design and methods;
input

Contributors (numbers);
expertise (numbers)

Main results and feeding into the
next round

Project team (17)7;
Nurse (6)

Physician (3)
Epidemiologist (3)
Psychologist (2)
Sociologist (1)
Anthropologist (1)
Occupational therapist (1)
International panel
(97/107 experts from

33 countries); experts

in dementia care or
advance are planning.
Characteristics in Table 2

Project team (17);
Same as round 1

Project team proposed four care
goals and drafted a figure as
multidimensional palliative care
goals model showing changing
effort of the palliative care goals as
the disease progresses (Figure 1(b)).
The team also generated
explanatory text about the model
Table 3

Project team made minor
revisions to the explanatory text,

1 Developing a multidimensional Qualitative; the themes
palliative care goals model and from the meta-qualitative
preparation of evaluation items synthesis of 14 literatures
(June 2021) about experience of end

of life.1” The EAPC white
paper care goals model
and its open comments
(Figure 2; Supplemental 2)

2 Survey Delphi panel about Quantitative and
multidimensional palliative qualitative;
care goals model and its 5-point agreement scale
explanatory texts (Figure 1) and open-ended items
(Septembera— ctober 2021) soliciting for comments;

consensus determined by
conservative criteria®

3 Interim analysis and revising Qualitative; discussion of
model consensus and comments
(November, 2021) in round 2

4 Survey Delphi panel about the  Quantitative and
model use qualitative;
(December 2021January 5-point agreement scale
2022) and
(1) relation of life-prolongation open-ended items
and the model soliciting for comments
(2) appropriate use of the
model

5 Interim analysis and finalising  Qualitative; discussion of

(January—February 2022)
in round 4

Synthesis; evaluation of

results of all previous

rounds, and open-ended

comments in round 4

agreement and comments

generating items to examine
about life prolongation and use in
practices

International panel Table 4

(86/107 experts from 33

countries)

Same as round 2

Core project team (6);
Physician (2)

Nurse (1)

Epidemiologist (2)
Occupational therapist (1)
Project team (17);

Same as round 1

Project team accepted diverse
views about life prolongation and
issues on use in practice.

Add minimal revision of the name
of axis and finalised the model

as the new multidimensional
palliative care goals model

for people with dementia and
families (Figure 1(b))

aThe survey was open for 23 days.

bCriteria for consensus (defined as high or very high (dis)agreement): very high agreement, a median of 5 and an IQR of 0 and =80% scoring a 4 or 5;
high agreement, a median of 5 and an IQR <1 and =80% scoring a 4 or 5; moderate agreement, a median of 4-5 and an IQR <2 and =60% scoring
a4 or 5; low agreement, a median of 4-5 and an IQR < 2 or = 60% scoring a 4 or 5; no agreement, a median 4-5 otherwise or a median >2 and
<4. For consensus on disagreement, reverse median with the same IQR requirements and disagreement percentages (van der Steen et al., 2014).1°

‘The survey was open for 23-25 days.

Round 3: Interim analysis and revising the model. The
results from Round 2 were tabulated and discussed in an
interim analysis to inform revisions. A priori criteria for
consensus including ‘high’ or ‘very high’ (dis)agreement
are shown in Tables 3 and 4.2 JTS and MaN summarised
the comments from panellists using Microsoft Excel and
proposed amendments to the project team. Unresolved
issues were included in the next round.

Round 4: Survey Delphi panel about the model use. All
panellists received the results of Round 2, and we

presented a revised model and additional questions based
on the work undertaken in Round 3. The questions solic-
ited after the model’s usefulness in the panellists’ own
countries, and a goal of life prolongation related to the
condition of the person with dementia.

Round 5: Final analysis and conclusion of the study. Asin
Round 3, we analysed the panellists’ evaluations and
comments. A core project team (KHD, LS, EIOV, MaN, TN
and JTS) discussed whether a further round would be
helpful.
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Figure 1. Existing (a) and newly developed final (b) models of dementia care goals. (a) A previous model - dementia progression and
suggested prioritising of care goals in the European Association for Palliative Care dementia white paper. The goals of maintenance
of function and maximisation of comfort are compatible with palliative care which aims to improve quality of life (van der Steen

et al.10 Copyright by the Authors. Reprinted by permission of SAGE Publications, Ltd.) (b) A model of palliative care goals towards
the end of life for people living with dementia and family to support prioritising and detailing of effort to achieve individual care
goals that contribute the most to quality of life until the end of life.

Table 2. Delphi expert panellists’ characteristics.

Characteristic % or mean (SD) n

Continent of residence (33 countries), %

Europe (17 countries) 58.9 63
Americas (Northern, Southern, Middle; 4 countries) 18.7 20
Asia (6 countries) 10.3 11
Oceania/Australasia (2 countries) 5.6 6
Middle East (2 countries) 2.8 3
Africa (2 countries) 1.9 2
Alternating between continents 1.9 2
Gender, %?
Woman 69.2 74
Man 30.8 33
Age, mean (SD) 52.0(12.1) 104
Professional experience, mean number of years (SD) 24.4 (11.8) 103
Profession, %
Medical (physician, physician assistant and nurse practitioner) 49.5 53
Non-medical (more possible), % 50,5 54
Nurse (any level) 19.6 21
Psychologist 11.2 12
Ethicist 8.4 9
Policy/administration 7.5 8
Social worker 4.7 5
Epidemiologist 3.7 4
Spiritual counsellor 2.8 3
Other, for example, sociologist and lawyer 11.2 12
Specific expertise, %
Advance care planning in dementia specifically 57.7 60
Advance care planning or dementia care but not this combined 42.3 44
Personally experienced a family member or friend, %
Having advanced dementia at the end of their life, yes 70.6 72
No such experience 29.4 30
n=107.

aOther response options, not chosen, were ‘other’ and ‘prefer not to say.’
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Good end of life
components

Integrated care goals for
a multidimensional
palliative care goals model
<focus change toward end of life>

Care goals and criticism in EAPC
palliative care goals model

Being provided basic
care

Control over function
<decrease>

Function maintained?

Pain and symptoms
controlled

Comfort ensured
<Increase>

Maximisation of
comfort?

A place like home

Having preference

Life prolongation®

|
Difference about

importance of life
prolongation

E_ Preferences differ
between individuals

met
- Identity protected
Receiving respect as
ereon personhood
Sbete respected
. . <Increase>
Identity being
preserved
Being connected
Care for caregivers loss — person and

Coping with grief and
é Family members need
family supported should be included
<throughout>

Satisfaction with life
and spiritual wellbeing?

Figure 2. A process of development of an international multidimensional model.

a. The goal was relevant but control is less feasible (criterion 3 in the text) near the end of life. b. We rephrased for consistency, with the verb last. c.
‘Life prolongation” was excluded because there was no consensus how to include it and to keep a focus on palliative goals exclusively. d. ‘Satisfaction
with life and spiritual wellbeing’ was excluded because it is an overall outcome rather than a specific care goal that can be ensured.

Secondary analysis

To examine if panellists with specific characteristics were
more likely to agree with the model and other items, we
compared the following subgroups of panellists (a) European
versus non-European residence; (b) medical professionals
as responsible for medical treatment and endorsing care
plans versus other professionals; (c) expertise in advance
care planning in dementia specifically versus no such

expertise specifically; (d) those with personal experience
with advanced dementia care versus those without such
experience personally.

Ethical considerations

Model development was part of the meta-qualitative
study approved by the Graduate School and Faculty of
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Table 3. Delphi experts’ evaluation of statements about the palliative care model for people with dementia.

Statement (n of expert respondents) Median Percentage (dis) Consensus;?
(IQR) agreed? level of agreement

Overall

Having read the explanatory texts, | feel that the figure® 5(1) 80.5% agreed Yes;

represents appropriate palliative care goals and changes 10.3% disagreed On high agreement

towards the end of life (n = 87, round 2)
Visualisation and interpretation

| feel that the palliative care goals should be listed only 2(1) 10.2% agreed No;

— with no visualisation of how they may change over time 78.4% disagreed Moderate disagreement

(n =88, round 2)

| feel that comfort ensured should be the only palliative care 2(2) 20.2% agreed No;

goal with no trade off (n = 84, round 2) 65.5% disagreed Moderate disagreement

| feel that the interpretation of the Figure above is 2(2) 24.1% agreed No;

problematic (n = 87, round 2) 58.6% disagreed Low disagreement
Compared with previous model (Figure 1(a))

This model replaces the previous model (n = 81, round 2) 4(3) 60.5% agreed No;

27.2% disagreed No agreement
This model complements the previous model (n =78, round 2) 3(2) 42.3% agreed No;
35.9% disagreed No agreement

Usefulness in own country

This model will help professionals with different background 4(1) 89.2% agreed No;

in my country to develop a shared understanding about 3.6% disagreed Moderate agreement

palliative care for people with dementia (n = 83, round 4)

This model will stimulate professionals in my country to 4(1) 90.2% agreed No;

consider goals aimed at the person's quality of life (n =82,
round 4).

2.4% disagreed

Open ended comment from panellists on comparison two care goal models (n = 52)d

Positive opinions about the new model
Valuing both models and could be used as needed
Preferring EAPC care goals model

Objections to not having included life-prolongation as a goal of care

Recommendation adding dementia stages in the new model

Recommendation adding other goals of care such as inclusion, having meaningful time, finding joy

and activities especially in the early stages
Emphasising families’ value on maintaining function

Objections to develop a visual model because it is considered to oversimplify palliative dementia

Care

Moderate agreement

w w3 0o

w

IQR: inter-quartile range.

aPercent (dis)agreement refers to the percent combined strongly and moderately (dis)agree on the 1-5 agreement scale (percent answering with
4 or 5 for agreement; percent answering 1 or 2 for disagreement). "See footnotes to Tables 1 for criteria on consensus. <See the final explanatory
text in Box 1 (minimally changed after round 3) and the previous iterations in Supplemental 2. 9Some single comments included multiple opinions;
therefore, the number of comments does not equal the total number of opinions.

Medicine Kyoto University (R1924-1), 25 April 2019. The
advance care planning in dementia Delphi study proto-
col included evaluation of the model and was declared
exempt from the Medical Research Involving Human
Subjects Act by the Medical Ethical Committee Leiden
Den Haag Delft, the Netherlands (N21.105). The proto-
col was registered at the WHO International Clinical
Trials Registry Platform; NL9720, 7 September 2021.
Confidentiality of individual responses was ensured by
processing of coded data.

Results
Round 1

The initial model formulated by the project team con-
sisted of four care goals, ranging from the individual level
to the level of relationships and connectedness: Comfort
ensured; Control over function; Identity protected per-
sonhood respected; Coping with grief and loss - person
and family supported. To illustrate the changing emphasis
on these four goals as dementia progresses, we created a
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Box 1. Final version of the explanatory text that complements the care goals model.2.

Purpose and use of the model of palliative care goals specific to dementia

The model aims to facilitate advance care planning discussions when, rather than length of life, quality of life is the main focus.

The model may be applied from the early stages of dementia right up to the end of life. In order for the suggested goals to be

achieved via the planned actions, the goals can be repeatedly selected (1), prioritised (2) and specified or refined for the

individual (3).

Justification of four suggested palliative care goals

The four types of palliative care goals, indicated with four colours:

e are often important to persons with dementia and family in various cultures, whether more individual or relationship centred
and in particular towards the end of life;

e represent care goals at macro-level for which preferences tend to differ between individuals, therefore cannot be taken for
granted and the meaning of the care goals in the model need to be discussed for each individual;

e are feasible and realistic goals and be achieved with the appropriate effort from professionals and family;

e are goals that often require variable effort over time indicating the notion of being dynamic;

e can involve trade-offs with other, competing care goals which necessitates prioritisation.10.17.37,52

Coping with grief and loss - person and family supported and Bereavement support

Family emotional and practical support needs may change over time in various ways, and so may support needs in coping with
grief and loss of the family and the person with dementia. The variability is indicated with a horizontal yet dashed line. Support
needs may emerge that lead to, for example nursing home or hospital admission, or with difficult decisions in moderate
dementia, or in the severe stage towards the end of life.1038-45

Identity protected and personhood respected

Maintaining identity requires increasing effort and protection from those around the person with dementia. At times this may be
important to both persons with dementia and family.'”.37 People change during their life, and persons with dementia and their
relationships also change as a result of, for example, coping with changes in the condition.* Family may grieve the perceived loss
of previous identity.* Further, aspects of identity such as personality may change. All of this should be accommodated in the
care, respecting present identity and personhood and being treated as a fellow human being as a human right.*¢4” Some feel that
personhood should be respected after life as well.

Control over function maintained

Functions, such as walking without help and the ability to communicate, decline due to dementia. However, such functions
contribute to remaining connected and to quality of life, and many value control in terms of autonomy or maintaining activities
for as long as possible.?37.40 At some point, however, efforts to maintain function may no longer be effective or present a burden
as they cause distress or pain to the person and can become inappropriate.1038

Comfort ensured
Ensuring comfort with little trade-off as regards other care goals may become more of a priority over time.1°

Examples of trade-offs between the four goals

There are trade-offs between the care goals of functioning versus comfort as a means to achieve quality of life, and there are

dilemmas in decisions around life-prolonging and potentially burdensome medical treatment.1° However, there is little evidence

on dilemmas created by competing palliative goals of care.

Some examples are:

e staying at home as this usually supports preserving or protecting identity the most, but this should be weighed against family
caregiver burden;

e when people prioritise identity over comfort for choice of clothing that expresses an identity that is strongly adhered to
maintaining identity, but wearing these clothes may be less comfortable.

Examples of competing comfort and functioning goals are:

e careful hand feeding for pleasure, irrespective of amount or nutritional value may become more important than feeding to
preserve muscles or maintain function;

* maintaining function might threaten comfort, for example when encouraging mobility causes pain, while accepting a risk of
falls might be appropriate;

e using opioids to decrease symptoms such as shortness of breath and improve comfort may decrease the function of
communicating with loved ones.

aThis text was shown to the panellists in round 2 and 4, except for a minor revision after round 3. In the section of ‘Identity protected and person-
hood respected,” the project team added ‘Some feel that personhood should be respected after life as well’ based on comments from a panellist.
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Table 4. Delphi experts’ rating of statements about life prolongation and applicability of the care goals model.

Statement (n of expert respondents, round 4)

Median (IQR)

Percentage (dis)agreed?

Consensus;?
level of agreement

How the model may relate to life prolongation
Life prolongation in own country

In my country, too often, life prolongation is an inappropriate 4 (2)

(implicit or explicit) goal of care and treatment (n = 79)
Position of life prolongation

Applying this model requires a two-step approach: first,

determine if life prolongation is (also) a care goal; next,

discuss palliative care goals (n = 81)

This model should include ‘life prolongation’ as a goal

competing with the palliative care goals (with palliative care

not aiming to prolong or shorten life) (n = 82)

Comorbidity

This model (without life prolongation added as a competing
goal) is particularly helpful to consider care goals when
dementia is the only relevant diagnosis (no comorbid

conditions) (n = 83)

Life prolongation should be addressed as a competing goal

(either as a first step or added to the model) depending on

frequent relevant comorbid conditions of the person. . . .
when the person has dementia and recurrent pneumonia due to

dysphagia (n = 75)

when the person has dementia and terminal cancer (n =77)

when the person has dementia and serious consequences from

a stroke (n ==76)

when the person has dementia and heart failure (n = 76)
Statement (n = response per item)

Setting; this model can be used in. . .
a. Own home with no healthcare professional involved

(n=77)
b. Home care (n=81)

c. Group housing mainly offering social care and support

(n=80)

d. Nursing home offering medical and nursing care (n = 83)

e. Hospital (n = 82)

f. Hospice (n =81)

Professions; this model can be used by. . .

a. Physicians (n = 81)

b. Trained non-physician facilitators including nurses, nurse
assistants and social care professionals (n = 81)
c. Persons with dementia and their family in non-healthcare

settings (n=78)

4(2)

3(2)

4(2)

4(3)
3(3)
4(3)
4(2)

Median (IQR)

4(2)
4(1)
4(1)
5(1)
5(1)

5(1)

5(0)
5(1)

4(2)

60.8% agreed
15.2% disagreed

66.7% agreed
20.9% disagreed

35.4% agreed,
48.8% disagreed

60.2% agreed
16.9% disagreed

52.0% agreed

26.7% disagreed

49.4% agreed

37.7% disagreed

51.3% agreed

32.9% disagreed

55.2% agreed

22.4% disagreed
Percentage (dis)agreed?

53.3% agreed
31.2% disagreed
85.2% agreed
7.4% disagreed
81.3% agreed
10.0% disagreed
90.4% agreed
3.6% disagreed
90.3% agreed
6.1% disagreed
87.7% agreed
6.2% disagreed

93.8% agreed
4.9% disagreed
91.3% agreed
3.7% disagreed
64.1% agreed
15.4% disagreed

No;
Moderate agreement

No;
Moderate agreement

No;
No agreement

No;
Moderate agreement

No;

No agreement
No;

No agreement
No;

No agreement
No;

Low agreement
Consensus;?
Level of agreement
No;

Low agreement

No;

Moderate agreement
No;

Moderate agreement
Yes;

On high agreement
Yes;

On high agreement
Yes;

On high agreement

Yes; on very high
agreement

Yes;

On high agreement
No;

Moderate agreement

aSee explanatory text in Tables 1 and 3 for criteria on agreement and consensus.
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model (Supplemental 2) and explanatory text (Figure 1).
Several models were considered, including one that only
listed the four care goals, one including life prolongation
as a goal and one that emphasised comfort at the end as
in the EAPC model. Delphi items were developed to rate
the agreement level to the models and to invite open
comments.

Round 2

On September 2021, experts of dementia care and advance
care planning were invited via email. Of 169 experts
reached, 107 (63.3%) from 33 countries participated
(response from Europe, 67.0%; from elsewhere, 58.7%).
Half of respondents were medical professionals (53/107).
Over half (60/104 — some missing values) had expertise
in advance care planning in dementia specifically, and 72
out of 102 had personal experience (Table 2). Table 3
shows that the first iteration of the model achieved a con-
sensus on representing appropriate palliative care goals
and changes towards the end of life (80.5% agreed, median
agreement rating 5, IQR 1). Two items that showed moder-
ate disagreement were: (1) Not offering a visualisation of
changes over time (10.2% agreed, 78.4% disagreed;
median 2, IQR 1), and (2) Comfort should be the only pal-
liative care goal with no trade off (20.2% agreed, 65.5%
disagreed; median 2, IQR 2).

A total of 53 comments were made regarding compar-
ing the new models with the EAPC care goals model of
Figure 1(a). Of these (Table 3), 22 commented in a gener-
ally positive way, preferring the new model, while 8 pre-
ferred Figure 1(a), and 9 suggested both models are
valuable and could be used as needed. Further, nine com-
ments objected to omitting life prolongation as a goal of
care (from Portugal, two; Netherlands, two; USA, Czech
Republic, UK, Switzerland and Spain each one). In addi-
tion, three participants recommended adding dementia
stages as in Figure 1(a) and two emphasised spiritual con-
cerns after death.

Round 3

Reviewing the panellists’ feedback, the project team made
minor amendments. We added the label ‘After death’ on
the timeline and to the explanatory text, ‘Some feel that
personhood should be respected after life as well’.
Additionally, having already achieved a consensus on
the model, the project team decided to move on to pro-
jected implementation and consult the panel's opinion on
the applicability of this model, who and in which place of
care it would be appropriate to use it. Other statements
referred to panellists’ degrees of agreement on useful-
ness of the model and the position of life prolongation in

their own country, and to applicability of the model
depending on comorbidity, care settings and appropriate
users of the model.

Round 4

Table 4 shows that there was no consensus on the inclu-
sion of life prolongation in this model, irrespective of
comorbidities. Diverse views on life prolongation surfaced
from 28 panellists’ comments. Six panellists commented
that life prolongation should always be included in the
model for its usefulness in practice. In contrast, 12 others
would not include life prolongation because ‘it should not
compete with other care goals’ (10 panellists) or ‘it is just
beyond the scope of this palliative care goals model’ (two
panellists). Ten other panellists did not clearly express an
opinion on whether toinclude it, but commented it should
be considered: when the person with dementia wishes
(four panellists); at an early stage of dementia (three pan-
ellists); when the person has heart failure because it is not
part of advanced dementia (two panellists); when medical
intervention is helpful but may threaten other goals (one
panellist).

As for applying the model (Table 4), there was a con-
sensus (high agreement) that the model could be imple-
mented in nursing homes, hospitals and hospices. As well
as a consensus with very high agreement on its use by
physicians, there was a consensus with high agreement
that it could be used by other trained healthcare profes-
sionals and social care staff.

There was no consensus on using the model in home
care with no healthcare professional involved, which was
consistent with the lack of consensus on the use of the
model by persons with dementia and their families in
non-healthcare settings. Suggestions included that a lay
version with plain words would be needed if the person
with dementia and their family were to use it on their
own. Other comments referred to a need to clarify the
labelling of the axes.

Round 5

The core project team discussed various issues and whether
any new issues had appeared in Round 4 from panellists’
comments that would necessitate another round.

In summary, the main points raised and addressed
were the following: (1) the X-axis label of ‘emphasis and
effort” was moved to the Y-axis so that the X-axis repre-
sented time only; (2) The lack of consensus in Round 4
among the panel on the position of life prolongation was
also reflected within the project team; and (3) team dis-
cussions did not result in new insights which could feed
into a next round. We agreed to accept the diversity in
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opinions on the position of life prolongation and decided
to not proceed with a further survey round.

Subgroup consensus

The subgroup analyses (Supplemental 1) indicated that
the model as presented the first time did not achieve a
consensus in the subgroups of medical professionals,
those with expertise in advance care planning in dementia
specifically, and those with no personal experience. We
found other subgroup differences, across the four sub-
groups, in consensus on the two statements about useful-
ness in the country of the panellists. The level of consensus
about the use of the model in a home care setting differed
across all four subgroups. Panellists from Europe did sup-
port the use of the model at home, as did panellists from
non-medical professions, and no experience in advance
care planning in dementia specifically or personally. In
contrast, as in the total group, none of the items on life
prolongation as a goal achieved a consensus among any of
the subgroups.

Discussion
Main findings

We have developed a new palliative care goals model for
people with dementia and their family based on a meta-
qualitative study and a Delphi study. The model demon-
strates how people can choose over time from four
potentially competing goals of care regarding individuals,
family and relationships. These include: Comfort ensured;
Control over function maintained; ldentity protected and
personhood respected; Coping with grief and loss-person
and family supported which concludes with ‘bereavement
support.

What this paper adds?

An EAPC white paper from 2014 defined optimal palliative
care in dementia and presented a care goals model compris-
ing medical care goals: Maintenance of function, Prolonging
life; and Maximisation of comfort. The new model adds
psycho-social-spiritual goals at the individual and relational
level, and it has been supported by the diverse panel of
experts from across the globe. The expert panel also agreed
with its use by medical and social care professionals and
applicability in other institutional settings.

The exploration of subgroups indicated that those with
no medical or no professional advance care planning
experience in dementia specifically were slightly less criti-
cal regarding the model. The most subgroup differences
concerned the use of the models in home care, which may
point to cultural, social or national policy differences in

the quantity or quality of home care or how it is being
organised and funded.48-51

A possible reason why no consensus was reached on
including life prolongation to the multidimensional model
may relate to the definitions of palliative care by World
Health Organization and the international Association for
Hospice and Palliative Care, which states that palliative
care ‘intends neither to hasten nor postpone death.'5253
Other possible reasons include that this goal is the most
medically oriented, or else how participants define futile
treatment in the context of dementia is affected by their
personal or cultural perspective. However, issues about
prolonging life remain important; for example, when con-
sidering whether to withhold the treatment of comorbid,
intercurrent disease or whether to use (intravenous) anti-
biotics to treat pneumonia. Clearly, different people have
different perspectives on the meaning of life prolongation
and its relevance as a care goal in the use of this model.>4>>

In practice, this international multidisciplinary model
may broaden the perspective of healthcare providers to
consider goals of care that extend beyond mere medical
care and that may change over time as dementia pro-
gresses. The model may promote a focus on care goals
that are important to maintain good relationships and
connectedness, which add to positive care experiences
for persons with dementia and their family.5657 Using the
model may be combined with existing decision-making
tools.58-6> while explaining that the way to achieving the
competing goals of care will vary depending on their per-
sonal values and preferences.

Of note, the model does not force any decisions to be
made in individual cases, nor gives simple answers of care
goals in different cultural and social background. To con-
sider individual care goals, the process of communication
is still indispensable by actively listening to individual
needs with guidance to encourage addressing of specific
topics represented in the model. As Davies et al. pointed
out, some people do not wish to think about the future
and prefer to think about everyday life. Further research
may consider how the model may support resilience of
the wider networks in the environment around the per-
son with dementia.®® Understanding diversity in meaning
of life prolongation as a care goal is important for the use
both of this model and the white paper model that also
included it. The usefulness of life prolongation as a goal of
care should also be understood from the perspective of
persons with dementia and their family to best serve their
interests.

Strengths and weaknesses

We did not include persons with dementia and family car-
egivers in the Delphi panel, but most experts had person-
ally experienced a lived one with dementia at the end of
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life. The model may not fully capture diversity, also because
experts who could not communicate in English were not
included. We used rigorous predetermined criteria, that
may have led to overestimation of the degree of disagree-
ment between subgroups in our subgroup analysis. In
addition, there was no authorisation of the model by an
external body (called ‘external validation’22). Future stud-
ies should examine whether the international consensual
model is applicable in practice and can improve the quality
of care, and living and dying with dementia for those
involved in diverse locations across the globe.

Conclusion

A new palliative care goals model for people with demen-
tia and their family with psycho-social-spiritual goals
achieved consensus amongst a diverse expert panel.
Controversy around life prolongation as a goal of care
remained and needs further research.
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