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Abstract

Background: Dementia is a life-limiting disease without curative treatments. Patients and families may need palliative care specific
to dementia.

Aim: To define optimal palliative care in dementia.

Methods: Five-round Delphi study. Based on literature, a core group of 12 experts from 6 countries drafted a set of core domains
with salient recommendations for each domain. We invited 89 experts from 27 countries to evaluate these in a two-round online
survey with feedback. Consensus was determined according to predefined criteria. The fourth round involved decisions by the core
team, and the fifth involved input from the European Association for Palliative Care.

Results: A total of 64 (72%) experts from 23 countries evaluated a set of | | domains and 57 recommendations. There was immediate
and full consensus on the following eight domains, including the recommendations: person-centred care, communication and shared
decision-making; optimal treatment of symptoms and providing comfort (these two identified as central to care and research); setting
care goals and advance planning; continuity of care; psychosocial and spiritual support; family care and involvement; education of the
health care team; and societal and ethical issues. After revision, full consensus was additionally reached for prognostication and timely
recognition of dying. Recommendations on nutrition and dehydration (avoiding overly aggressive, burdensome or futile treatment)
and on dementia stages in relation to care goals (applicability of palliative care) achieved moderate consensus.

Conclusion: We have provided the first definition of palliative care in dementia based on evidence and consensus, a framework to
provide guidance for clinical practice, policy and research.

Keywords
Comfort care, consensus, dementia, end of life, guidelines, palliative care

'Department of General Practice & Elderly Care Medicine, EMGO ’Alzheimer Europe, Luxembourg, Luxembourg

Institute for Health and Care Research, VU University Medical Center,  ®International Observatory on End of Life Care, Lancaster University,
Amsterdam, the Netherlands Lancaster, UK

2Department of Palliative Medicine, University Hospital Bonn, Bonn, Department of Primary and Community Care, Centre for Family
Germany; Palliative Care Centre, Malteser Hospital Bonn/Rhein-Sieg, Medicine, Geriatric Care and Public Health, Radboud University
Bonn, Germany Nijmegen Medical Centre, Nijmegen, the Netherlands
3Northumbria Healthcare NHS Foundation Trust and Institute for '%chool of Aging Studies, University of South Florida, Tampa, FL, USA

Ageing and Health, Newcastle University, Newcastle upon Tyne, UK .

“UCD School of Nursing, Midwifery and Health Systems, University Corresponding author: )

College Dublin, Dublin, Ireland; Our Lady’s Hospice & Care Services, Jenny T van der Steen, Department of General Practice & Elderly Care
Dublin. Ireland Medicine, EMGO Institute for Health and Care Research, VU University

Medical Center, Van der Boechorststraat 7, 1081 BT Amsterdam, The
Netherlands.
Email: j.vandersteen@vumc.nl.

SNIVEL — Netherlands Institute for Health Services Research, Utrecht,
the Netherlands

¢Department of Palliative Medicine, University Hospital Bonn, Bonn,
Germany



198

Palliative Medicine 28(3)

Introduction

Dementia is a major health problem worldwide. In 2010,
about 35.6 million people were living with dementia, and
this number will almost double by 2030.!:2 Because no cure
is foreseen in the near future, many people will die with or
from dementia. Death with or from dementia markedly
increases with age: a UK study showed that 6% of people
aged 6569 years had dementia at death, increasing to over
58% of those aged 95 and over.3

Dementia is also a life-limiting disease,* 8 although not
always an independent risk factor in selected hospitalized
samples,®!! nor when adjusted for possible mediators such
as decreased intake of foods and fluids.!!-!? Palliative care
may help address patients’ and families’ concerns and
needs.!3 Traditionally, clinicians and researchers within the
palliative care community have focused on care for
advanced-stage cancer patients. For these patients, early
access to palliative care improves quality of life and may
even prolong life."* Such high-quality evidence is not yet
available for palliative care in dementia, although dementia
care at the end of life is increasingly being studied.'

Disecase trajectories differ for dementia and cancer
patients. Cancer patients may experience a substantial
decline in function in the last months or weeks of life,
and diseased trajectories are relatively well-defined.!o-18
Even though impairments are progressive, with demen-
tia, there may be prolonged ‘dwindling’'¢ and severe dis-
ability may persist for years.!8 Survival is variable, and
studies have reported means or medians of between about
3 and 10 years.'>! At an individual level, patients may
survive to the last phase of dementia with severe physical
and cognitive impairment but may also die earlier from
dementia-related health problems such as pneumonia and
intake problems or comorbid disease.?*2?? Therefore,
prognostication in dementia is difficult.*23 Furthermore,
in addition to physical and cognitive problems, behav-
ioural problems or neuropsychiatric symptoms, such as
apathy or depression, frequently develop as part of the
dementia trajectory.?*

The different courses of patient deterioration warrant
dementia-specific palliative care strategies. For example,
treatment decisions more frequently need to consider
comorbid disease. Furthermore, health-care professionals
need specific expertise in managing behavioural problems
and in anticipating, assessing and managing physical and
cognitive problems. Communicating with patients and fam-
ilies of people with dementia requires special skills because
the cognitive problems associated with dementia compli-
cate decision making around a host of issues. Support for
families is needed to help them in their role as proxy deci-
sion-makers in more advanced dementia and to deal with a
high burden of care and chronic grief caused by the con-
tinuing deterioration of the patient.

Despite the availability of generic definitions of pallia-
tive care,’>? and local eligibility criteria, it is unclear
exactly what palliative care in dementia entails. So far, there
has not been any accepted definition or standard of pallia-
tive care specific to dementia. Based on evidence and con-
sensus, we aimed to define palliative care for dementia
patients as distinct from palliative care for other patient
groups. We focused on older people with dementia because
prevalence increases strongly with age Furthermore,
young-onset dementia (before 65 years) presents a different
set of challenges.2® We also focused on progressive demen-
tias, excluding dementia caused, for example, by brain
trauma.

In this official position paper of the European
Association for Palliative Care (EAPC Onlus), we define
palliative care in dementia by describing its core domains
and by defining optimal care. We present a set of recom-
mendations for all those who provide palliative care to
people with dementia. We additionally consider a research
agenda to provide guidance for clinical practice, policy
and for future research specific to palliative care in
dementia.

Methods

An expert consensus process was conducted on behalf of
the EAPC. We performed a Delphi study to build system-
atic consensus. The process was characterized by ano-
nymity in the sense of protecting the Delphi results from
the influences of group conformity, iteration (allowing for
change of opinions), controlled feedback (i.e. results of
the previous rounds were communicated), a statistical
group response and the ability to combine the responses
with empirical evidence or literature.?’?® The protocol
was approved by the local scientific committee in
Amsterdam (WC2011-065), and confidentiality of indi-
vidual responses was ensured by the processing of coded
data.

Delphi round |: drafting of domains and
recommendations by a core group

In the first qualitative and unstructured round,?*° a core
group of 12 experts (the authors) from six countries
drafted a set of core domains. For each domain, recom-
mendations were also drafted that were perceived to be
most important in terms of giving shape to palliative care
in dementia. The recommendations were supported by
explanatory text citing relevant empirical studies and
(preferably) reviews (Box1).31-3¢ We also referred to
position papers, legal documents and clinical experience
where evidence was sparse.
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Box I. Resources for the development of the recommendations
on palliative care and treatment of older people with Alzheimer’s
disease and other progressive dementias.

Literature — on palliative care in
dementia

Input for Delphi study round 1, and subsequent rounds if
experts pointed out an omission

e Evidence from empirical studies or reviews when
available (e.g. on pain tools3!-33);

e Guidelines or other syntheses combining evi-
dence with consensus or positions (e.g. the chap-
ter on advanced dementia in the ‘Guidelines for a
Palliative Approach in Residential Aged Care’
from the Australian government34);

e Position papers and policy reports (e.g. UK
national strategies on palliative care3d),

e Legal documents referring to rights, legal status
and requirements (e.g. on the legal status of
advance directives in Europe?9).

Expert input - variable
professions and expertise related
to palliative care, dementia care
or palliative care in dementia

Evaluations were qualitative only in Delphi rounds 1
and 5 and were both qualitative and quantitative in
rounds 2—4. Rounds 2—-5 each resulted in revisions, and
feedback was provided in rounds 3 and 4

e Core group of 12 experts from 6 countries (input
in all rounds, and in particular rounds 1 and 4);

e Panel of 64 experts from 23 countries (online sur-
vey rounds 2 and 3);

e EAPC Board and national membership organiza-
tions (round 5, open comments).

The core group comprised expertise in medicine, nurs-
ing, social work and counselling, ethics, patient involve-
ment, epidemiology and research methodology. All
members were knowledgeable about palliative care or
dementia care (mostly both) on the basis of research, edu-
cation or clinical experience. The draft set was developed
in 2011, and references to literature were added if important
gaps were identified in subsequent rounds, or new evidence
emerged (Box 1).

Delphi rounds 2 and 3: evaluation by an
expert panel with online survey

In spring 2012, the core group, on behalf of the EAPC, invited
a panel of 89 experts from 27 countries to evaluate the
domains and recommendations in a two-round online survey
developed with Survey Monkey (online survey software and
questionnaire tool: http://www.surveymonkey.com). The
explanatory text with each of the recommendations was not
itself part of the evaluation but was available upon request.

Health professionals or researchers who specialized in
either palliative care or dementia care (or both) were pur-
posefully invited to participate, having been identified
through the networks of the core group. We also sought
input from outside Europe. All the relevant domains of pal-
liative care, including psychosocial and spiritual care, were
covered. In the third round, we included only items on
which full consensus was not reached in round 2. Feedback
included summarized comments and overall and personal
scores. Revisions were discussed within the core group.

The panellists evaluated the importance of the overall set
and the domains to palliative care in dementia on a 10-point
scale where 0 = not important and 10 = very important. We
accepted a domain where the mean score was >8, which
suggested an acceptable level of consensus about its impor-
tance; where the means were between 6 and 8, we fed back
revised domains and we eliminated those scoring <6.37

The recommendations were evaluated on a 5-point scale
(although numbers were not provided to the panellists) as
follows: ‘strongly disagree’ (1), ‘moderately disagree’ (2),
‘neither agree, nor disagree’ (3), ‘moderately agree’ (4) and
‘strongly agree’ (5). We accepted the recommendations, all
of which were positively formulated, as full consensus if
there was high, or very high agreement based on measures
of central tendencies and dispersion. Very high agreement
was defined as a median of 5, an interquartile range (IQR)
of 0 and >80% scoring a 4 or 5.3 Furthermore, high agree-
ment was median 5, IQR <1 and >80% scoring a 4 or 5. We
fed back recommendations with moderate and low agree-
ment only. Moderate agreement or consensus was defined
as a median of 4-5, IQR <2 and >60% scoring a 4 or 5.
Low agreement (no consensus) was a median of 4-5, and
(IQR < 2 or IQR > 60% scoring a 4 or 5). We rejected
those with medians between 2 and 4 as showing no agree-
ment. In parallel, we defined, for example, very high disa-
greement with median 1 and IQR = 0 and >80% scoring 1
or 2 (full consensus on very high disagreement). We addi-
tionally phrased statements, some in directions opposite
to what we expected, on the usefulness of the set and on
the applicability of palliative care across stages of demen-
tia. In round 3, we also asked panellists to prioritize
domains for research from 1 (research most needed) to 11
(research least needed for this domain), which we recoded
10-0, respectively, to match the importance scale.
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Round 2 was open for feedback for 40 days (19 April-28
May), and we sent out three general and two personal
reminders to nonrespondents. Round 3 was open for 69
days over summer months (June 15—August 22) with two
general and four personal reminders.

Delphi round 4: decisions by the core
group on the recommendations without full
consensus

Recommendations with moderate agreement after round 3
were revised by five core group members based on the
feedback in rounds 2—-3. The other seven members indepen-
dently indicated their preference for either the last circu-
lated or the revised version. A revised recommendation was
accepted as full consensus finally, if preferred by at least
five of the other members (i.e. a total of 10/12 preferred the
revised version).

Delphi round 5: adapting of the explanatory
text as suggested by the EAPC

In Autumn 2012, the full set, including the explanatory
text, was sent to the EAPC Board of Directors and to
the 51 EAPC collective member associations inviting
comments.

Results
Round |

The draft set comprised 11 domains and 57 recommendations
(Box 2 presents the final versions) along with explanatory
text (final versions available online supplementary Annex).
When recommendations overlapped, we referred to the other
recommendation as shown in Box 3.

Box 2. The || domains and 57 recommendations on palliative
care and treatment: final version.

Domain 1. Applicability of palliative care

1.1 Dementia can realistically be regarded as a terminal
condition. It can also be characterized as a chronic
disease or, in connection with particular aspects, as a
geriatric problem. However, recognizing its eventual
terminal nature is the basis for anticipating future
problems and an impetus to the provision of adequate
palliative care.

1.2 Improving quality of life, maintaining function and
maximizing comfort, which are also goals of palliative
care, can be considered appropriate in dementia
throughout the disease trajectory, with the emphasis on
particular goals changing over time.

1.3 Palliative care for dementia should be conceived as
having two aspects. The baseline is a palliative care
approach. For patients with complex problems,
specialist palliative care should be available.

1.4 A palliative care approach refers to all treatment and
care in dementia, including adequate treatment of
behavioural and psychological symptoms of dementia,
comorbid diseases, and (inter- or concurrent) health
problems.

Domain 2. Person-centred care, communication and shared
decision making

2.1 Perceived problems in caring for a patient with dementia
should be viewed from the patient’s perspective, applying
the concept of person-centred care.

2.2 Shared decision making includes the patient and family
caregiver as partners and is an appealing model that
should be aimed for.

2.3 The health care team should ask for and address families’
and patients’ information needs on the course of the
dementia trajectory, palliative care and involvement in
care.

2.4 Responding to the patient’s and family’s specific and
varying needs throughout the disease trajectory is
paramount.

2.5 Current or previously expressed preferences with
regard to place of care should be honoured as a
principle, but best interest, safety and family caregiver
burden issues should also be given weight in decisions
on place of care.

2.6 Within the multidisciplinary team, patient and family
issues should be discussed on a regular basis.

Domain 3. Setting care goals and advance planning

3.1 Prioritizing of explicit global care goals helps guide
care and evaluate its appropriateness.

3.2 Anticipating progression of the disease, advance care
planning is proactive. This implies it should start as
soon as the diagnosis is made, when the patient can still
be actively involved and patient preferences, values,
needs and beliefs can be elicited.

3.3 Formats of advance care plans may vary in terms of
preferences, the amount of detail required, and what is
available in the specific setting for the individual.

3.4 In mild dementia, people need support in planning for
the future.

3.5 In more severe dementia and when death approaches,
the patient’s best interest may be increasingly served
with a primary goal of maximization of comfort.

3.6 Advance care planning is a process, and plans should be
revisited with patient and family on a regular basis and
following any significant change in health condition.

3.7 Care plans should be documented and stored in a way
that permits access to all disciplines involved in any
stage and through transfers.
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Domain 4. Continuity of care

4.1 Care should be continuous; there should be no
interruption even with transfer.

4.2 Continuous care refers to care provided by all
disciplines.

4.3 All patients should benefit from the early appointment
of a central coordinator from within their care team.
4.4 Transfers between settings require communication on
care plans between former and new professional

caregivers and patient and families.

Domain 5. Prognostication and timely recognition of dying

5.1 Timely discussion of the terminal nature of the disease
may enhance families’ and patients’ feelings of
preparedness for the future.

5.2 Prognostication in dementia is challenging and
mortality cannot be predicted accurately. However,
combining clinical judgement and tools for mortality
predictions can provide an indication which may
facilitate discussion of prognosis.

Domain 6. Avoiding overly aggressive, burdensome or
futile treatment

6.1 Transfer to the hospital and the associated risks and
benefits should be considered prudently in relation to
the care goals and taking into account also the stage of
the dementia.

6.2 Medication for chronic conditions and comorbid
diseases should be reviewed regularly in light of care
goals, estimated life expectancy, and the effects and
side effects of treatment.

6.3 Restraints should be avoided whenever possible.

6.4 Hydration, preferably subcutaneous, may be provided if
appropriate, such as in case of infection; it is inappropriate
in the dying phase (only moderate consensus).

6.5 Permanent enteral tube nutrition may not be beneficial
and should as a rule be avoided in dementia; skilful
hand feeding is preferred (only moderate consensus).

6.6 Antibiotics may be appropriate in treating infections
with the goal of increasing comfort by alleviating the
symptoms of infection. Life-prolonging effects need to
be considered, especially in case of treatment decisions
around pneumonia.

Domain 7. Optimal treatment of symptoms and providing
comfort

7.1 A holistic approach to treatment of symptoms is
paramount because symptoms occur frequently and
may be interrelated, or expressed differently (e.g.,
when pain is expressed as agitation).

7.2 Distinguishing between sources of discomfort (e.g.,
pain or being cold) in severe dementia is facilitated by
integrating views of more caregivers.

7.3 Tools to assess pain, discomfort and behaviour should
be used for screening and monitoring of patients with
moderate and severe dementia, evaluating effectiveness
of interventions.

7.4 Both non-pharmacological and pharmacological treat-
ment of physical symptoms, challenging behaviour or
discomfort should be pursued as needed.

7.5 Nursing care is very important to ensure comfort in
patients near death.

7.6 Specialist palliative care teams may support staff in long-
term care settings in dealing with specific symptoms,
while maintaining continuity of care. In managing
behavioural symptoms, however, palliative care teams
may need additional dementia care specialist expertise.

Domain 8. Psychosocial and spiritual support

8.1 In mild dementia, as also in the later stages, patients
may be aware of their condition, and patients and
families may need emotional support.

8.2 Spiritual caregiving in dementia should include at least
assessment of religious affiliation and involvement,
sources of support and spiritual well being; in addition,
referral to experienced spiritual counsellors such as
those working in nursing homes may be appropriate.

8.3 Religious activities, such as rituals, songs, and services
may help the patient because these may be recognized
even in severe dementia.

8.4 For dying people, a comfortable environment is desirable.

Domain 9. Family care and involvement

9.1 Families may suffer from caregiver burden, may
struggle to combine caring with their other duties and
may need social support.

9.2 Families may need support throughout the trajectory,
but especially upon diagnosis, when dealing with
challenging behaviour, with health problems, with
institutionalization, with a major decline in health and
when death is near.

9.3 Families need education regarding the progressive
course of the dementia and (palliative care) treatment
options; this should be a continuous process addressing
specific needs in different stages, examining family
receptiveness.

9.4 Family involvement may be encouraged; many families
may wish to be involved in care even when the patient
is admitted to an institution providing long-term care.

9.5 Families need support in their new role as (future)
proxy decision maker.

9.6 Professional caregivers should have an understanding
of families’ needs related to suffering from chronic or
prolonged grief through the various stages, and with
evident decline.

9.7 Bereavement support should be offered.

9.8 Following the death of the patient, family members
should be allowed adequate time to adjust after often a
long period of caring for the patient.

Domain 10. Education of the health care team

10.1 The health care team in its entirety, including allied health
professionals and volunteers, needs to have adequate
skills in applying a palliative care approach to dementia.

(Box Continued)
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10.2 Core competencies comprise all of the above listed
domains (1 to 9). All competencies should be available
within a health care team, and preferably all individual
members of the team should be able to provide at least
a baseline palliative care approach.

Domain 11. Societal and ethical issues

11.1 Wherever patients reside, patients with dementia
should have access to palliative care on the same
footing as patients with other diseases which are
unresponsive to curative treatment.

11.2 Family caregivers should have access to adequate
support to combine caring for the patient with
dementia with other duties.

11.3 Collaboration between dementia and palliative care
should be promoted.

11.4 Curricula for training of physicians and nurses at both
undergraduate and postgraduate level, as part of continuing
professional education, should include palliative care for
patients with illness other than cancer.

11.5 Professional caregivers should be motivated to work
in dementia and palliative care and adequate funding
for sufficient staffing is needed.

11.6 Economic and systemic incentives should encourage
excellent end-of-life care for patients with dementia.

11.7 Awareness raising about palliative care in dementia is
needed.

11.8 National strategies for dementia, for palliative care,
end-of-life care, and for long-term care should each
include palliative care for dementia patients. Similarly,
policy making on palliative care and long-term care
settings should attend to dementia.

9Explanatory text with each recommendations is available as an online-
only supplementary Annex.

Box 3. Two recommendations including explanatory text of final

version.

1. Applicability of palliative care

1.1 Dementia can realistically be regarded as a terminal
condition. It can also be characterized as a chronic disease
or, in connection with particular aspects, as a geriatric
problem. However, recognizing its eventual terminal nature
is the basis for anticipating future problems and an impetus
to the provision of adequate palliative care.

Most dementias, such as Alzheimer’s disease, are inevitably
progressive, life shortening and ultimately lead to death
even if patients may live for many years.! The perception
of dementia as a terminal disease has been associated with
greater comfort in patients dying with dementia.*

Some have suggested that labelling dementia care as
palliative care might in itself result in improved patient care.’
The principles and practice of geriatric or gerontological
medicine should also apply, because dementia, as a chro-
nic condition, is often related to cerebrovascular and

cardiovascular disease,® albeit dementia also affects younger
people. Whatever other models apply, a core element should
be anticipating inevitable decline and death, and related to
this, anticipating specific needs.

1. van der Steen JT. Dying with dementia: what
we know after more than a decade of research. J
Alzheimers Dis 2010; 22: 37-55.

2. Wolf-Klein G, Pekmezaris R, Chin L and Weiner J.
Conceptualizing Alzheimer's disease as a terminal
medical illness. Am J Hosp Palliat Care 2007; 24:
77-82.

3. Zanetti O, Solerte SB and Cantoni F. Life expec-
tancy in Alzheimer's disease (AD). Arch Gerontol
Geriatr 2009; 49 Suppl 1: 237-243.

4. van der Steen JT, Onwuteaka-Philipsen BD, Knol
DL, Ribbe MW, Deliens L. Caregivers' under-
standing of dementia predicts patients' comfort
at death: a prospective observational study. BMC
Med 2013 Apr 11;11:105.

5. Hughes JC, Jolley D, Jordan A and Sampson E.
Palliative care in dementia: issues and evidence.
Advances in Psychiatric Treatment 2007; 13: 251-
260.

6. O'Neill D. Anticoagulation in AF. Stroke and
dementia are also chronic diseases. BM.J 2011;
342: d1154.

1.4 A palliative care approach refers to all treatment and care
in dementia, including adequate treatment of behavioural
and psychological symptoms of dementia, comorbid diseases,
and (inter- or concurrent) health problems

Behavioural and psychological symptoms of dementia
(BPSD) including behaviour that challenges caregivers
such as agitation, or that may be a problem for the patient,
such as apathy, are an important aspect of dementia. It may
be related to other problems, such as cognitive impairment,
depression, or pain.!82! Often, such symptoms are also
burdensome for families.?? The multidisciplinary palliative
approach may be helpful in anticipating, assessing and
managing problems. With challenging behaviour,
integration of the specific expertise from the fields of
geriatrics and dementia care specialists is recommended,
with a significant role for (clinical) psychology. Of note, a
palliative approach does not aim to hasten death nor to
prolong life, and therefore does not preclude treatment of
health problems such as infections with antibiotics, because
this may be the best way to resolve burdensome symptoms.

Note also 6.2, medication, and 11.3, collaboration

18. Husebo BS, Ballard C, Sandvik R, Nilsen OB
and Aarsland D. Efficacy of treating pain to
reduce behavioural disturbances in residents of
nursing homes with dementia: cluster randomised
clinical trial. BMJ 2011; 343: d4065.

19. Ishii S, Streim JE and Saliba D. Potentially re-
versible resident factors associated with rejection
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of care behaviors. J Am Geriatr Soc 2010; 58:
1693-1700.

20. Kovach CR, Logan BR, Noonan PE, et al. Effects of
the Serial Trial Intervention on discomfort and be-
havior of nursing home residents with dementia. 4m
J Alzheimers Dis Other Demen 2006; 21: 147-155.

21.  Volicer L, van der Steen JT and Frijters DH.
Modifiable factors related to abusive behaviors in
nursing home residents with dementia. J Am Med
Dir Assoc 2009; 10: 617-22.

22.  Mohamed S, Rosenheck R, Lyketsos CG and
Schneider LS. Caregiver burden in Alzheimer
disease: cross-sectional and longitudinal patient
correlates. Am J Geriatr Psychiatry 2010; 18:
917-927.

Round 2

Of the 89 invited experts, 64 (72%) from 23 countries com-
pleted the online survey (Table 1). Six experts requested the
explanatory text.

The overall rating of importance for the set to pallia-
tive care in dementia was 8.9 (Table 2), and it ranged
from 6 to 10. Mean domain ratings were all 8 and higher,
except for ‘prognostication and timely recognition of
dying’, which received a mean rating of 7.3 in round 2.
Very high or high agreement was achieved for 51 of 57
recommendations, whereas the experts agreed moder-
ately on the other six, which included the two of the
prognostication domain, two of four recommendations
under ‘applicability of palliative care’ and two of six
from ‘avoiding overly aggressive, burdensome or futile
treatment’. The main comments referred to tools for
prognostication being of little help, concerns about rela-
belling all dementia care as palliative care (1.2 and 1.4 in
Box 2) and dogmatism regarding artificial nutrition and
rehydration, where an individual approach, taking into
account cultural issues, was recommended (6.4 and 6.5
in Box 2).

Furthermore, there was very high agreement that pallia-
tive care in dementia was important (Table 3). There was
high agreement that complying with the set of recommen-
dations would result in improved care (median = 5, IQR =
1 and 93% agreement; not in Table 3). However, there was
no consensus on the importance of dementia severity (Table
3). Agreement was moderate on Figure 1 representing
appropriate care goals across stages of dementia (median =
4, IQR =2 and 70% agreement; the explanation was added
later in response to feedback).

Round 3

We fed back to the expert panel the six recommendations
with moderate agreement (all revised but for one, on
hydration— 6.4 in Box 2) and a revised Figure 1, and
added statements on applicability across dementia sever-

Table I. Characteristics of Delphi panellists (n = 64, round 2,
evaluation of full set of domains and recommendations).

Female gender, % 58
Age, mean number of years, M =529,SD =8.0
SD and range and range = 34-72
Residence,%

Europe 63

North America |

South America

Australia/New Zealand

Far/Middle East
Profession, %

Physician 6l

Nurse 16

Other 23
Researcher, % 36
Professional experience, mean M =1259,SD =84
number of years, SD and range and range = 34|
Respondent felt having expertise, %

O 00N O

In palliative care 94
In dementia care 95
In palliative care in dementia 70
specifically

SD = standard deviation.

ity (Table 3). A total of 59 of the 64 panellists (92%)
from 22 countries responded. Two recommendations
(1.4 and 5.1 in Box 2) reached high agreement and were
accepted. The panellists also re-evaluated the impor-
tance of the domain on prognostication with the two
revised recommendations. It was accepted this time
(mean = 8.0).

Round 4

The revised versions of two of the four remaining recom-
mendations (1.2 and 5.2 in Box 2) were accepted by the
core group and therefore finally qualified as having
achieved full consensus. The team was divided about the
revised recommendations on artificial nutrition and hydra-
tion (6.4 and 6.5 in Box 2), and therefore, we kept the ver-
sions as evaluated in round 3, noting that there was
moderate consensus only (Box 2). This also applied to the
revised text in Figure 1, concerning which, however, we
incorporated feedback from the core group and revised
again.

Round 5

Four member associations from four countries commented
on usefulness in their country specifically, such as issuing
pocket-format recommendations and integrating with local
work. Comments of four board members resulted in a few
revisions of the explanatory text, after which the Board of
Directors approved.
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Table 2. Experts’ ratings of domains as important to palliative care in dementia and rating of priorities for research.

Domain Importance rating, Rank number  Priority for research  Rank number  Correlation rank
mean (SD) importance rank,® mean (SD) priority for numbers: Spearman
research coefficient? (p-value)
Round 2 (n = 64) and, Round 3,n = 55¢
if applicable, round 3
(n=59)
Overall rating for the importance of the 89(1.2) N/A N/A N/A -
set of recommendations
|. Applicability of palliative care 8.3 (1.9), round 2 10 5.3(3.8) 4 +0.03 (0.83)
8.4 (1.9), round 3
2. Person-centred care, communication 9.3 (1.1) 2 7.6 (2.6) | -0.15 (0.26)
and shared decision-making
3. Setting care goals and advance 8.8 (1.4) 9 6.3 (2.9) 3 -0.006 (0.97)
planning
4. Continuity of care 8.9 (1.4) 8 5.0 (2.8) 7 -0.11 (0.42)
5. Prognostication and timely 7.3 (2.2),round 2 I 3932 8 +0.44 (0.001)
recognition of dying 8.0 (1.5),° round 3
6. Avoiding overly aggressive, 9.1 (1.6) 5 5.2 (3.0 5 +0.29 (0.03)
burdensome or futile treatment
7. Optimal treatment of symptoms and 9.4 (1.1) | 6.7 (2.4) 2 +0.21 (0.13)
providing comfort
8. Psychosocial and spiritual support 8.9 (1.3) 7 3.8(22) 10 +0.17 (0.21)
9. Family care and involvement 9.2 (1.1) 3 5.1 (2.3) 6 +0.15 (0.27)
10. Education of the health-care team 9.0 (1.3) 6 3.9 (2.6) 9 —0.005 (0.97)
I'1. Societal and ethical issues 9.2 (1.2) 4 2.2 (3.1) I —0.10 (0.48)

SD: standard deviation;‘-: not tested.
20 = not important to |0 = very important.

°0 = research is least needed for this domain to 10 = research is most needed for this domain. Note that respondents could select each rank number for research priority

only once.

°n = 55 responses (completing of this last item of the Delphi round 3 was optional so not required to save responses and complete the survey, and four experts preferred

not to indicate priorities).
dCorrelation last round (round 3 rating), if available.
¢Mean rating of 8.04, which was above the cut-off of 8 for acceptance.

Research priorities

The two domains that received the highest importance rat-
ings were also identified as research priorities (Table 2):
‘person-centred care, communication and shared decision
making’ and ‘optimal treatment of symptoms and providing
comfort’. Of note, there were no significant correlations
between individual ratings of importance for palliative care
versus for research, except for ‘prognostication and timely
recognition of dying’ and ‘avoiding overly aggressive, bur-
densome or futile treatment’, where the same experts who
tended to give higher importance ratings also tended to
indicate these domains as a research priority. The lowest
research priority ratings were for ‘socictal and ethical
issues’ and ‘psychosocial and spiritual support’.

Discussion

Recognizing the need for palliative care in dementia, the
EAPC has commissioned this research-based position paper.
A thorough Delphi study was employed to achieve a con-
sensus on defining optimal palliative care for older people
with dementia on a theoretical and more practical level, pro-

viding recommendations on the provision of palliative care
in Europe and elsewhere. The initial structure of the domains
that emerged from the literature on palliative care in demen-
tia when drafting recommendations sufficed as it was not
challenged by any of the 64 experts in our international
panel. The first domain, ‘applicability of palliative care’, is
mostly conceptual, whereas the eight following domains are
more clinically oriented. The last two domains address edu-
cation and ethical/societal issues, which may be particularly
relevant for policymaking at different levels, including the
training level. We specifically wished to evaluate both con-
ceptual and clinically oriented domains with the Delphi
panel because we were interested in their relevance, not
only for clinical practice but also for policy and research.
Six of the initial 57 recommendations did not immediately
achieve full consensus and five were revised, after which all
domains were accepted as important to palliative care in
dementia (rating 8 or higher on the 0—10 scale). Moreover, the
minimum rating for importance overall was as high as 6. We
thus found a strong consensus despite a modest evidence base.
The first phase of the Delphi study was prepared within a mul-
tidisciplinary and international core group, which may have
been representative of expert opinion generally and, therefore,
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Table 3. Importance of palliative care in dementia and dementia severity.

Statement (n, round)

Agreement

With regard to care and treatment, | feel
that palliative care is ...

Response options

%

Median (IQR) and
total % (dis)agreed

Conclusion

Important in older people with Alzheimer’s
disease and other progressive dementias
(n = 64, item included in round 2).

ONLY important in older people with
SEVERE dementia (n = 64, item included in
round 2).

EQUALLY important in older people with
severe dementia as it is to less severe
dementia? (n = 59, item included in round 3)

MORE important in older people with
severe dementia as it is to less severe
dementia? (n = 59, item included in round 3)

Strongly disagree
Moderately disagree

Neither agree nor
disagree

Moderately agree

Strongly agree

Strongly disagree

Moderately disagree

Neither agree nor
disagree

Moderately agree

Strongly agree

Strongly disagree

Moderately disagree

Neither agree nor
disagree

Moderately agree

Strongly agree
Strongly disagree
Moderately disagree

Neither agree nor
disagree

Moderately agree

Strongly agree

0 Strongly agree (0) Very high agreement (full
consensus)
0 0 disagreed and
95% agreed
5
I
84
48 Moderately Low disagreement (no
disagree (2.5) consensus)
27 75% disagreed and
25% agreed
0
16
9
14 Moderately agree No agreement (rejected)
@)
29 42% disagreed and
51% agreed
7
15
36
8 Moderately agree Low agreement (no
3) consensus)
19 27% disagreed and
64% agreed
8
20
44

IQR:interquartile range.

aTwo persons agreed strongly on both statements (equally, and more important, same round); nobody disagreed strongly on both statements.

more likely to achieve consensus with participants in later
phases of the study. In addition, it may be that the guidance had
sufficient generalizability to be non-controversial. There was
high agreement that adherence to the guidance would result in
improved care locally, meaning the recommendations reflect
aspirations rather than describing common practice.

Most recommendations were based on full consensus; guid-
ance was refined in the cases of recommendations without full

consensus. However, we had to take a position on the two rec-
ommendations on which there was only moderate consensus
even after four Delphi rounds. These concerned nutrition and
hydration, which have also been identified as particularly cul-
turally sensitive in cross-national comparative work on
family guidance in palliative care in dementia.?* While the guid-
ance in the recommendations was retained, we used the panel-
lists’ comments to differentiate and improve the explanatory text.
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Figure 1. Dementia progression and suggested prioritizing of
care goals.

Explanation: The figure represents a model of changing care goals and
priorities throughout the course of the dementia. It suggests prioritizing
of care goals that may apply at the same time but have variable relevance
to different stages of dementia. More than one care goal may apply at
the same time. For example, for a patient with moderate dementia, the
three goals may apply simultaneously but maximization of comfort and
maintenance of function may be prioritized over prolongation of life.

As with any model, the visualization of care goals represents an
abstraction of reality, and in practice will need tailoring to needs and
preferences of patients and families. The figure does not directly relate
to a palliative curative dichotomy. Nevertheless, the goals of maintenance
of function which may include delaying of disease progression and
maximization of comfort best represent a focus on quality of life and are
therefore most compatible with palliative care.

Note also 9.6, while bereavement support is provided after death, families may
need early support for chronic or prolonged grief.

Of note, there was moderate agreement among experts on this
recommendation (as opposed to high agreement for most other
recommendations).The explanation was extended based on the feedback of
the experts which indicated that it needed further clarification.

The current 11-domain framework differs from, but the
core elements resemble, ‘domains’ and ‘key elements’ identi-
fied for palliative care more generally in an earlier consensus
project (2009).4° Six of the eight domains in that project, how-
ever, are formulated more neutrally as ‘aspects’, such as
‘physical aspects of care’. Some of their ‘key elements’ are
domains in our work, such as the key element ‘continuity of
care across settings’. As in our work, domains are linked to
specific guidance (guidelines). Furthermore, domains inevita-
bly overlap to some extent as in our work, such as ‘structure
and processes of care’ and ‘care of the imminently dying
patient’. Indeed, some attributes of good death, such as dig-
nity and being free from pain, may be important for all *1-+
which is consistent with our findings in connection with ‘per-
son-centred care, communication and shared decision mak-
ing’ and ‘optimal treatment of symptoms and providing
comfort’, which are both identified as central to care.

The topics addressed overlap to a large extent, but the
guidance provided in the 2009 generic project is rarely spe-
cific, or even applicable, to dementia. Alzheimer associa-
tions provide more specific guidance, but explicit links to
specific evidence or a transparent consensus-driven approach
are sometimes lacking. Alzheimer Europe grouped 55

recommendations by people with dementia, family carers,
health professionals and policymakers/state.¢ The US
Alzheimer’s Association provides nine recommended care
practices for long-term care.*’” Dementia-specific work
emphasizes the various roles of families, and (advance) deci-
sion making. Interviewing 49 experts across the globe, the
US Alzheimer’s Association found that ‘communication and
decision making about care’ was the most important area
underlying all other key characteristics of quality end-of-life
care.*® Specific to our current work is an emphasis on appli-
cability of palliative care, the importance of prognostication
and avoiding aggressive treatments, based on the assumption
that it is important to realize that dementia is a potentially
terminal disease for which palliative care may be beneficial.

A goal-oriented approach simplifies decision making for
patients with multiple conditions.** Future work should
address the applicability of palliative care and appropriate care
goals across all stages of dementia. Our visualization of a
changing mix of three possible care goals adopts Gillick’s sug-
gested goals for chronically ill elderly patients in need of long-
term care.® Distinguishing the three goals, namely,
prolongation of life, maintenance of function and comfort,
may be more helpful in dementia than the ‘disease-modifying
(curative)’ versus ‘symptom management (palliative)’ dichot-
omy proposed by Lynn and Adamson!” a decade ago. We visu-
alize how the three goals may co-exist and suggest how
priorities may change over time, where the last two of the three
goals are most consistent with the concept of palliative care.
We found, however, that there is clearly no consensus among
experts as to which stages palliative care applies best, although
there was a tendency for agreement on its applicability to all
stages, but more so in more severe dementia.

Obviously, how to give shape to palliative care in
dementia across dementia stages needs further study, espe-
cially given the increasing possibility of early diagnosis.>!
For example, recommendations may be refined so as to dif-
ferentiate between its relevance for severe or less severe
dementia, or between needs that are more likely soon after
diagnosis versus those occurring in the dying phase. An
exclusive focus only on advanced dementia’? is not helpful.
The notion of ‘supportive care’, to present a broader view
of the ways in which care in dementia can be conceptual-
ized, has also been recommended.>?

The highest research priority expert ratings were for the
when and how of decision making and providing physical
comfort (i.e. the three domains ‘person-centred care, com-
munication and shared decision making’, ‘setting care goals
and advance planning’ and ‘optimal treatment of symptoms
and providing comfort’). These were the domains generally
found important. The exception was advance planning,
where the research priority is, however, consistent with
recent reports on lack of evidence.’*35 Furthermore, research
into prognostication and avoiding aggressive treatment was
favoured, in particular by experts who acknowledge its
importance to palliative care in dementia. Noteworthy is that
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the lowest research priority ratings overall were for ‘societal
and cthical issues’ and ‘psychosocial and spiritual support’.
Perhaps this is related to an under-representation of panellist
with specific expertise in ethics, policy, psychological and
spiritual support; a general focus on medical aspects of pal-
liative care or a perception of research being less efficient in
its ability to address these aspects specifically.

Available evidence is generally stronger for institutional
long-term care than community settings, probably because
many patients die in these settings.*>>7 In addition, there are
practical reasons to encourage this sort of work in long-term
care settings, which have also been the focus of diverse
research and policy initiatives. However, when palliative
care is initiated early, professional caregivers with only lim-
ited experience of people with dementia may require guid-
ance. Therefore, palliative care research for dementia patients
at home and in hospitals deserves more attention, perhaps
using comparative research methods, which could take
advantage of the rich variety of care models in use across
European countries. Compared to evidence on effective
strategies of palliative care in cancer, evidence for dementia
and other progressive chronic diseases is modest.’® More
specifically, recently published data from the United
Kingdom suggests that a 15-fold increase is required to reach
parity with research into heart disease, and a 30-fold increase
is required to achieve parity with cancer research.? The situ-
ation might be as bad for palliative care. Our work may need
an update in a few years to include new evidence and other
developments, such as the more stringent policies regarding
the use of restraint in several European countries.

The Delphi methodology allowed for efficient work with
geographically dispersed experts.3® There are no firm rules
regarding consensus levels for Delphi studies,’*>° but our
cut-off for full consensus (80% or higher scoring 4 or 5 indi-
cating agreement, along with a median of 5 and IQR at most
of 1) seems conservative compared to reported cut-offs
between 51% and 100%.30-5%¢0 It was not feasible to perform
systematic literature reviews on all topics where these were
lacking, and the explanatory text needs updating when more
evidence becomes available. Both evidence and expert
views were mostly from Western countries. Whereas the
mean proportionate increase in dementia in Europe by 2050
is estimated to be 87%, to almost 19 million; for Africa, the
projected increase is 370%, to almost 9 million; and for
Asia, the projected increase is 282%, to 61 million.!2

Implementation in other regions may, therefore, need
adjustment according to local culture and practice, for exam-
ple, regarding sensitivities around treating intake problems
and families’ needs for information regarding euthanasia.3%¢!
In general, dissemination to practitioners should involve those
specializing in palliative care who may require specific infor-
mation about, say, the course of dementia, and those special-
izing in dementia interested in learning how to apply palliative
care principles to their patients. We did not indicate relevance
to specific disciplines because many recommendations are

relevant to all. Palliative care is multidisciplinary by nature.
Tasks may overlap and differ by country. For implementation,
however, such discipline orientation may be helpful. The
domain structure and recommendations may be used as a
framework to help to identify gaps in curricula or in informa-
tion provided to families, in the development and implemen-
tation of policies, to develop quality indicators or to make
comparisons with (future) definitions or conceptualisations of
palliative care in other progressive chronic diseases such as
organ failure. We encourage translation, dissemination and
implementation for use in practice and policymaking.

Acknowledgements

We thank Deborah Parker, BA, MSocSci, Phd, and Prof. Marcel
Arcand, MD, and all experts who participated in the Delphi study
for their valuable input. We are grateful to Prof. Miel W. Ribbe,
MD, PhD, for support in setting up this work, and to Heidi
Blumhuber; Amelia Giordano, Pharm.D; and Farina Hodiamont,
MA, from the EAPC Onlus Head Office, for their support in per-
forming the Delphi study. We thank André Rhebergen, MSc, from
Palliactief/Agora for obtaining of funding.

Declaration of conflicting interests

The authors declare that there is no conflict of interest.

Funding

This study was funded by Dutch Ministry of Health, Welfare and Sport
(VWS; grant number 316686) and career awards for JTS of the
Netherlands Organisation for Scientific Research (NWOj; Innovational
Research Incentives Scheme: Veni grant number 916.66.073 and Vidi
and Aspasia grant number 917.11.339).

References

1. World Health Organization (WHO). Dementia: a public
health priority. Geneva: WHO, 2012.

2. Alzheimer’s Disease International. World Alzheimer report
2010: the global economic impact of dementia. Chicago, IL
and London: The International Federation of Alzheimer’s
Disease and Related Disorders Societies, Inc, 2010.

3. Brayne C, Gao L, Dewey M, et al. Medical Research Council
Cognitive Function and Ageing Study Investigators. Demen-
tia before death in ageing societies — the promise of preven-
tion and the reality. PLoS Med 2006; 3(10): e397.

4. Lee M and Chodosh J. Dementia and life expectancy: what do
we know? J Am Med Dir Assoc 2009; 10(7): 466-471.

5. Boersma F, van den Brink W, Deeg DJ, et al. Survival in a popu-
lation-based cohort of dementia patients: predictors and causes
of mortality. Int J Geriatr Psychiatry 1999; 14(9): 748-753.

6. Naughton BJ, Mylotte JM and Tayara A. Outcome of nurs-
ing home-acquired pneumonia: derivation and application of
a practical model to predict 30 day mortality. J Am Geriatr
Soc 2000; 48(10): 1292-1299.

7. Kane RL, Shamliyan T, Talley K, et al. The association
between geriatric syndromes and survival. J Am Geriatr Soc
2012; 60(5): 896-904.



208

Palliative Medicine 28(3)

8.

10.

11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24.

25.

26.

Koller D, Kaduszkiewicz H, Van den Bussche H, et al. Sur-
vival in patients with incident dementia compared with a
control group: a five-year follow-up. Int Psychogeriatr 2012;
24(9): 1522-1530.

. Kelley AS, Ettner SL, Wenger NS, et al. Determinants of

death in the hospital among older adults. J Am Geriatr Soc
2011; 59(12): 2321-2325.

Saposnik G, Kapral MK, Cote R, et al. Is pre-existing dementia
an independent predictor of outcome after stroke? A propensity
score-matched analysis. J Neurol 2012; 259(11): 2366-2375.
Sampson EL, Leurent B, Blanchard MR, et al. Survival of peo-
ple with dementia after unplanned acute hospital admission: a
prospective cohort study. Int J Geriatr Psychiatry. Epub ahead
of print 21 December 2012. DOI: 10.1002/gps.3919.

van der Steen JT, Ooms ME, Mehr DR, et al. Severe dementia
and adverse outcomes of nursing home-acquired pneumonia:
evidence for mediation by functional and pathophysiological
decline. J Am Geriatr Soc 2002; 50(3): 439-448.

European Association for Palliative Care (EAPC). White
Paper on standards and norms for hospice and palliative care
in Europe: Recommendations from the European Association
for Palliative Care. Eur J Palliat Care 2009; 16(6): 278-289.
Temel JS, Greer JA, Muzikansky A, et al. Early palliative
care for patients with metastatic non-small-cell lung cancer.
N Engl J Med 2010; 363(8): 733-742.

van der Steen JT. Dying with dementia: what we know after more
than a decade of research. J Alzheimers Dis 2010; 22(1): 37-55.
Lunney JR, Lynn J, Foley DJ, et al. Patterns of functional
decline at the end of life. JAMA 2003; 289(18): 2387-2392.
Lynn J and Adamson DM. Living well at the end of life:
adapting health care to serious chronic illness in old age
(Rand white paper). Santa Monica, CA; Arlington, VA and
Pittsburgh, PA: Rand, 2003.

Gill TM, Gahbauer EA, Han L, et al. Trajectories of disability in
the last year of life. N Engl J Med 2010; 362(13): 1173—-1180.
Zanetti O, Solerte SB and Cantoni F. Life expectancy in
Alzheimer’s disease (AD). Arch Gerontol Geriatr 2009;
49(Suppl. 1): 237-243.

Koopmans RT, van der Sterren KJ and van der Steen JT. The
‘natural’ endpoint of dementia: death from cachexia or dehy-
dration following palliative care? Int J Geriatr Psychiatry
2007; 22(4): 350-355.

Mitchell SL, Teno JM, Kiely DK, et al. The clinical course of
advanced dementia. N Engl J Med 2009; 361(16): 1529—-1538.
van der Steen JT, Deliens L, Ribbe MW, et al. Selection bias
in family reports on end of life with dementia. J Palliat Med
2012; 15(12): 1292-1296.

van der Steen JT, Heymans MW, Steyerberg EW, et al. The
difficulty of predicting mortality in nursing home residents.
Eur Geriatr Med 2011; 2(2): 79-81.

Wetzels RB, Zuidema SU, De Jonghe JF, et al. Course of neu-
ropsychiatric symptoms in residents with dementia in nurs-
ing homes over 2-year period. Am J Geriatr Psychiatry 2010;
18(12): 1054-1065.

World Health Organization. Definition of palliative care.
Available at: http://www.who.int/cancer/palliative/definition/
en/ (2002).

Svanberg E, Spector A and Stott J. The impact of young onset
dementia on the family: a literature review. Int Psychogeriatr
2011; 23(3): 356-371.

27.

28.

29.

30.

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

De Vet E, Brug J, De Nooijer J, et al. Determinants of for-
ward stage transitions: a Delphi study. Health Educ Res 2005;
20(2): 195-205.

Biondo PD, Nekolaichuk CL, Stiles C, et al. Applying the
Delphi process to palliative care tool development: lessons
learned. Support Care Cancer 2008; 16(8): 935-942.

Igbal S and Pipon-Young L. The Delphi method. Psycholo-
gist 2009; 22(7): 598-600.

Powell C. The Delphi technique: myths and realities. J Adv
Nurs 2003; 41(4): 376-382.

Herr K, Bjoro K and Decker S. Tools for assessment of pain
in nonverbal older adults with dementia: a state-of-the-sci-
ence review. J Pain Symptom Manage 2006; 31(2): 170-192.
Zwakhalen SM, Hamers JP, Abu-Saad HH, et al. Pain in
elderly people with severe dementia: a systematic review of
behavioural pain assessment tools. BMC Geriatr 2006; 6: 3.
Herr K, Bursch H, Ersek M, et al. Use of pain-behavioral
assessment tools in the nursing home: expert consensus rec-
ommendations for practice. J Gerontol Nurs 2010; 36(3):
18-29; quiz 30-31.

Australian Government, National Health and Medical
Research Council. Guidelines for a palliative approach in res-
idential aged care. Available at: http://www.nhmrc.gov.au/
guidelines/publications/ (2006, accessed 15 January 2013).
UK Central Office of Information (COI). End of Life Care
Strategy — promoting high quality care for all adults at the
end of life. London: Department of Health, 2008.

Alzheimer Europe. Available at: Dementia in Europe Year-
book 2009 with a focus on healthcare and decision-making
in dementia. Alzheimer Europe. Available at: http://www.alz-
heimer-europe.org/EN/Policy-in-Practice2/Country-compari-
sons/Healthcare-and-decision-making-in-dementia (accessed
07 June 2013).

Pigni A, Brunelli C, Gibbins J, et al. Content development for
EUROPEAN GUIDELINES on the use of opioids for cancer
pain: a systematic review and Expert Consensus Study. Min-
erva Anestesiol 2010; 76(10): 833-843.

Jinger S, Payne S, Brearley S, et al. Consensus building
in palliative care: a Europe-wide Delphi study on common
understandings and conceptual differences. J Pain Symptom
Manage 2012; 44(2): 192-205.

van der Steen JT, Hertogh CMPM, De Graas T, et al. Trans-
lation and cross-cultural adaptation of a family booklet on
comfort care in dementia: sensitive topics revised before
implementation. J Med Ethics 2013; 39(2): 104—109.
National Consensus Project for Quality Palliative Care. Clini-
cal practice guidelines for quality palliative care. 2nd ed.
Pittsburgh, PA: National Consensus Project for Quality Pallia-
tive Care. Available at: http://www.nationalconsensusproject.
org/Guideline.pdf (2009, accessed 15 January 2013).
Engelberg RA, Patrick DL and Curtis JR. Correspondence
between patients’ preferences and surrogates’ understandings
for dying and death. J Pain Symptom Manage 2005; 30(6):
498-5009.

Steinhauser KE, Christakis NA, Clipp EC, et al. Factors
considered important at the end of life by patients, family,
physicians, and other care providers. JAMA 2000; 284(19):
2476-2482.

van der Steen JT, van Soest-Poortvliet MC, Achterberg WP,
et al. Family perceptions of wishes of dementia patients



van der Steen et al.

209

44,

45.

46.

47.

48.

49.

50.

51.

52.

regarding end-of-life care. Int J Geriatr Psychiatry 2011;
26(2): 217-220.

Vohra JU, Brazil K, Hanna S, et al. Family perceptions of
end-of-life care in long-term care facilities. J Palliat Care
2004; 20(4): 297-302.

National Council for Palliative Care (NCPC). Out of the
shadows: end of life care for people with dementia. London:
National Council for Palliative Care (NCPC), 2009.

Gove D, Sparr S, Dos Santos Bernardo AMC, et al. Recom-
mendations on end-of-life care for people with dementia. J
Nutr Health Aging 2010; 14(2): 136—139.

US Alzheimer’s Association. Dementia care practice recom-
mendations for assisted living residences and nursing homes:
phase 3 end-of-life care (eds J Tilly, P Reed, E Gould, et al.).
Chicago, IL: Alzheimer’s Association, 2007.

Tilly J. Quality end of life care for individuals with dementia
in assisted living and nursing homes and public policy bar-
riers to delivering this care. Chicago, IL: US Alzheimer’s
Association, 2006.

Reuben DB and Tinetti ME. Goal-oriented patient care — an
alternative health outcomes paradigm. N Engl J Med 2012;
366(9): 777-779.

Gillick MR. Adapting advance medical planning for the nurs-
ing home. J Palliat Med 2004; 7(2): 357-361.

Okie S. Confronting Alzheimer’s disease. N Engl J Med
2011; 365(12): 1069-1072.

Mitchell SL, Black BS, Ersek M, et al. Advanced dementia:
state of the art and priorities for the next decade. Ann Intern
Med 2012; 156(1 Pt 1): 45-51.

53.

54.

55.

56.

57.

58.

59.

60.

61.

Hughes JC, Lloyd-Williams M and Sachs GA (eds) Support-
ive care for the person with dementia. Oxford: Oxford Uni-
versity Press, 2010.

Robinson L, Dickinson C, Rousseau N, et al. A systematic
review of the effectiveness of advance care planning interven-
tions for people with cognitive impairment and dementia. 4ge
Ageing 2012; 41(2): 263-269.

Dening KH, Jones L and Sampson EL. Advance care plan-
ning for people with dementia: a review. Int Psychogeriatr
2011; 23(10): 1535-1551.

Houttekier D, Cohen J, Bilsen J, et al. Place of death of older
persons with dementia. A study in five European countries. J
Am Geriatr Soc 2010; 58(4): 751-756.

Mitchell SL, Teno JM, Miller SC, et al. A national study of
the location of death for older persons with dementia. J Am
Geriatr Soc 2005; 53(2): 299-305 (Erratum in: J Am Geriatr
Soc 2005; 53(4): 741).

Lorenz KA, Lynn J, Dy SM, et al. Evidence for improving
palliative care at the end of life: a systematic review. Ann
Intern Med 2008; 148(2): 147-159.

Steele R, Bosma H, Johnston MF, et al. Research priorities in
pediatric palliative care: a Delphi study. J Palliat Care 2008;
24(4): 229-239.

Hasson F, Keeney S and McKenna H. Research guidelines
for the Delphi survey technique. J Adv Nurs 2000; 32(4):
1008-1015.

Dening KH, Jones L and Sampson EL. Preferences for end-
of-life care: a nominal group study of people with dementia
and their family carers. Palliat Med 2013; 27(5): 409—417.



