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ABSTRACT

Although advance care planning (ACP) is highly
relevant for nursing home residents, its uptake
in nursing homes is low. To meet the need for
context-specific ACP tools to support nursing
home staff in conducting ACP conversations,
we developed the ACP+intervention. At its
core, we designed three ACP tools to aid care
staff in discussing and documenting nursing
home resident’s wishes and preferences for
future treatment and care: (1) an extensive
ACP conversation guide, (2) a one-page
conversation tool and (3) an ACP document

to record outcomes of conversations. These
nursing home-specific ACP tools aim to avoid a
purely document-driven or ‘tick-box’ approach
to the ACP process and to involve residents,
including those living with dementia according
to their capacity, their families and healthcare
professionals.

Advance care planning (ACP) is ‘a process
that supports adults at any age or stage of
health in understanding and sharing their
personal values, life goals, and preferences
regarding future medical care’." It usually
involves several conversations with a
person, family and healthcare profes-
sionals and can include appointing a legal
representative.” Moreover, specific pref-
erences can be formalised by completing
legal documents such as advance direc-
tives (ADs).

Nursing home residents are among the
most frail populations®” and in the light
of anticipated deterioration, discussing
future care wishes and preferences is
highly relevant. Nevertheless, the uptake
of ACP in nursing homes seems low,*” with
insufficient knowledge and skills of the
care staff being one of the main reported
barriers.'” ! Especially for nursing homes,
where different care staff (ie, nurses,

,2 Lieve Van den Block'?

What was already known?

» Uptake of advance care planning (ACP) is
low in nursing homes; important barriers
are insufficient knowledge and skills of
care staff.

What are the new findings?
» Newly developed ACP tools.

What is their significance?

» Clinical: involve residents, their families
and professionals in the ACP process while
avoiding a ‘tick-box" approach.

» Research: fill the gap of detailed
descriptions of ACP tools for nursing
homes.

care assistants, allied health staff) can
be involved in ACB' a clear need for
context-specific ACP tools guiding ACP
conversations has been reported.

To support the care staff in nursing
homes to engage in ACP, we developed
specific tools as part of a multicomponent
ACP intervention, called the ACP+inter-
vention."” The goal of this intervention
was to support the implementation of
ACP as part of the routine nursing home
practice in Flanders, the Dutch-speaking
part of Belgium, using an 8-month step-
wise educational intervention.'* We devel-
oped three ACP+toolsto aid the care staff
in eliciting, discussing and documenting
the residents’ wishes and preferences for
future treatment and care: (1) an ACP
conversation guide, (2) a conversation
tool and (3) an ACP document.

Given that recent reviews have found
great variance in the content of different
ACP tools and highlighted that detailed
descriptions of intervention tools are
often lacking,”” '® this report outlines
the development and structure of the
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nursing-home specific ACP+tools. The ACP+tools
aim to avoid a purely document-driven or ‘tick-box’
approach and, to involve residents, including those
with dementia according to their capacity, their fami-
lies and healthcare professionals in the ACP process.

DEVELOPMENT OF THE ACP+TOOLS

In the first stage, we conducted a targeted, system-
atic literature review of international research'” '®
to explore existing ACP tools (eg, training manuals,
information leaflets, conversation guide, documents)
used in older populations and nursing homes."”® The
following tools were examined further for common
themes: ACP tools from a European ACP trial,"” the
ACP document of University Hospital Leuven,” the
‘Looking and thinking ahead document’ of a Euro-
pean palliative care trial (PACE EUFP7,*! the Advance
Care Plan of Respecting Patient Choices,”* the ACP
guideline no. 12 of the Royal College of Physicians of
London, UK (2009)* and existing practice guidelines
for ACP in Belgium (published by pallialine.be, the
organisation producing palliative care evidence-based
guidelines under the Flemish Federation of Palliative
Care).** %

Together with a multidisciplinary expert group
(consisting of an ethicist, three psychologists, a general
practitioner, a sociologist and a social worker: CG,
AW-vD, LP, LVdB, RVS, LD, JG, respectively), core
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Figure 1
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themes for ACP conversations in nursing homes were
selected, resulting in—among others—the ACP+con-
versation guide and the ACP+document. The prelimi-
nary tools were further reviewed by a legal expert and
a palliative care nurse-trainer (LVH). All tools were
tested in a feasibility study, involving two individual
and three group-interviews with 17 management and
staff members from five nursing homes." Participants
expressed the need for a user-friendly and practical
summary of the ACP conversation guide to use during
ACP conversations."? We therefore developed an addi-
tional one-page ACP+conversation tool with prompts
that could be used throughout the ACP conversation.

STRUCTURE AND CONTENT OF THE ACP+TOOLS
Tool 1: the ACP+conversation guide

The ACP+conversation guide is a booklet including
four chapters: (1) general information about ACP;
(2) ACP conversations; (3) documentation of ACP
outcomes, including how to draft an AD within the
legal context of Belgium and (4) ACP with people with
dementia and their families. An English translation of
this guide can be found in the online supplemental
appendix le.

In the first chapter, general information about ACP
is given: with whom, when, how often and which
preparatory tasks are needed (figure 1). For example,
an estimation of the decision-making capacity of the

decision-making
capacity

1) Inform
resident and
family

3) Identify a
loved
one/family

Preparation
4) Contact the

general
practitioner

5) Collect
background
information

Planned
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and at informal
occasions

After nursing
home
admission (> 6
weeks)

Yearly
follow-up, or
when change
occurs

ACP process as outlined in the ACP+conversation guide. ACP, advance care planning.
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resident is advised. This chapter also highlights the
importance of recognising that ACP is a process rather
than a one-time event, that multiple conversations
with the resident/family might be necessary and that
preferences can be revisited regularly. It stresses that
spontaneous conversations can occur but that planning
conversations with all residents is important too.

The second chapter includes a template and
communication tips to facilitate ACP conversations,
comprising nine different sections, starting from
broadly discussing what a good life entails for the resi-
dent and moving to more specific subjects about their
preferences for future care, end-of-life care, death and
dying. The order of the sections can be tailored to the
residents’/families’ preferences and readiness to engage
in ACP. Not all sections need to be addressed in one
conversation. Moreover, the care staff is encouraged
to actively listen to residents (eg, leave ample time
for the residents/families to express themselves), and
avoid having overly structured ‘Q&A’ conversations.

The third chapter provides information about how
to document the outcomes of an ACP conversation
using the ACP+document (described below). Addi-
tionally, this chapter explains how to use the official
(legal) documents to appoint a legal representative and
to create ADs,”® if the resident wishes to do so.

In the fourth chapter, the care staff is offered advice
on conducting ACP conversations with residents with
dementia. In summary, we recommended to (1) prepare
well and provide relevant information on dementia to
the resident/family; (2) customise the conversation to
the level of the resident with dementia; (3) draw the
attention of the resident with dementia regularly by
saying his/her name or with a gentle touch; (4) use
supporting materials such as pictures to back up verbal
communication; (5) involve all important parties (eg,
family) as early and as often as possible and (6) observe
the interaction between the resident with dementia
and his/her family, as well as the interaction between
the different family members.

Tool 2: the ACP+conversation tool

The ACP+conversationtool (table 1) is an easy-to-use
one-page document that is structured according to
the nine sections of the second chapter of the ACP+-
conversation guide. It includes prompts which the
staff can use to conduct an ACP conversation, to
summarise it and to plan a follow-up ACP conversa-
tion (if applicable). Last, it summarises how and where
the outcomes of the ACP conversation can be docu-
mented. This conversation tool helps the staff to guide
conversations in a natural way and prevents forcing
conversations into ‘tick box exercises’.

Tool 3: the ACP+document and summary

The ACP+document (online supplemental appendix
2e) is meant to be filled in after an ACP conversation.
It is structured according to the nine sections of the

ACP+conversation guide and conversation tool. For
each section, the care staff can write down what was
discussed and which decisions, if any, were taken.
Space is reserved to note who was present during the
conversation, and to write down the observations of
the care staff on the decision-making capacity of the
resident.

Attached to the ACP+document is the ACP+sum-
mary, in which the care staff can highlight the most
important decisions, that is, who is appointed as the
legal representative and which ADs were composed by
the resident. It is advised to keep the official (legal)
ADs forms together with this summary in case of an
emergency or a transfer to another care setting.

DISCUSSION

There is a worldwide call to create opportunities for
ACP conversations among nursing home residents,
discussing ACP over several sessions and revising
decisions made.?’” In this paper, we discuss three tools
that can be used to aid the nursing home care staff
in discussing and documenting the resident’s wishes
and preferences for future treatment and care. These
tools are part of the ACP+intervention which aimed
to support nursing homes with the implementation
of ACP as part of the routine nursing home practice
in Flanders, Belgium.”® The ACP+intervention is a
training programme, set up to be implemented stepwise
over a period of 8 months. It follows a train-the-trainer
model, with the trainer’s support being intensive in
the beginning, but decreasing throughout the process
as nursing home staff become more autonomous in
organising ACP (conversations) and consolidating
the ACP+intervention.”” In the training sessions,
care staff is trained in initiating and conduction ACP
conversations, as well as in general communication
skills, in addition to using the ACP+conversation
tools. Training sessions that are specifically focused on
performing ACP conversations entailed at least two
sessions of 4 hours each and included among others,
example cases and role play techniques. Moreover,
on-the-job learning opportunities and management
buy-in to support staff and create a safe learning
climate are essential aspects of the intervention." ' *
Other key elements are described elsewhere."

This paper serves as an important first step to
provide practice with detailed tools to conduct both
planned and spontaneous ACP conversations with the
vulnerable nursing home population and their fami-
lies. Our tools are consistent with best practices for
discussing care goals, as was outlined by Bernacki et
al’’ identifying a structured format to guide discus-
sions and record information to hold promise in opti-
mising ACP conversations.’® It should be noted that
the ACP process is an ongoing process of communi-
cation rather than an on-off event’' and can therefore
be time consuming,’* and that general practitioners
(GPs) are not always available or willing to be engaged
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Table 1

Approach of ACP conversation as outlined in the ACP+conversation guide

The ACP+conversation tool

Add sentences that are convenient for you

Sections A and B

Sections Cand D

Sections E, F, G,Hand |

Summarise, document and
follow-up

Section A: Ideas about a good life
(broadly asking about values)

‘What is important to you?”

‘Which things make you feel joy?’
‘What are you proud of?’

‘What makes life worth living?'

‘Do you think you have had a good
life?’

‘What do | need to know about you to
give you the best possible care?’

"How could we improve your care?’
‘Which things give you strength?”

‘Do you have cultural, religious or
spiritual beliefs? Would you like to talk
about this with someone?’

‘At which point do you consider life not
to be worth living anymore?”’

‘What would you like your family,
children and grandchildren to
remember about you?'

‘What would you like to finish in your
life?"

‘To which things would you still like to
dedicate some time and energy?’

‘Is there something you are strongly
looking forward to?’

'Could you summarise for me what the
doctors told you about your current
health status?’

‘What do you expect to happen to
you?'

‘What makes you happy? What is
essential for your quality of life?’

‘Is there any business that you would
like to finish?’

Section B: Preferences for current care
and treatment

"How do you consider your current
quality of life?"

‘Do you currently have a good life?"
"How do you cope with your dementia/
getting older?”

‘What is the hardest part for you about
living with dementia?”

‘Do you find it hard to get older?’
‘What does ageing mean to you?'

Section C: Preferences for future care and
care goals

Ideas and worries about the future and
the end of life

‘When considering the future, what do
you hope for/ are you worried about?’
‘When considering your illness, what
would be the best or worst thing that
could happen to you?’

‘Are you afraid to die?’

'Did you ever witness someone getting
very ill, becoming dependent, or dying?’
‘Did you ever witness someone else’s
death, good or bad? How did you
experience this?”

Is there something you are afraid of?
What would you rather avoid?’

The importance of ACP

"Have you ever considered the medical
care you would like to receive when you
are too ill to decide on this? That is the
goal of ACP, to guarantee you that you
are cared for according to your wishes,
even when you cannot convey these
anymore.’

Common goals of care

"Your health status could change in the
future. Sometimes people can adjust or
get used to this new situation, but not
always. In the past you have told me
that (eg, not being hospitalised...) was
important to you. Is this still the case?’
‘Would you like to consider your future
health?’

Is it important to you to make your own
decisions? If so, what are the things you
would like to decide about?”

‘What is more important to you: suffering
as little as possible/focusing on quality of
life or living as long as possible?’
Section D: Appointing a legal
representative

‘In case you would become so ill, you
could no longer make decision about you
care for yourself, is there someone you
trust enough to make these decisions
for you?'

‘Would you like to appoint a legal
representative?’

Section E: Documenting end-of-life
wishes

Advance directives

‘There are several ways to document
your wishes. Some people think it is
useful to compose an Advance Directive.
You don't have to do this if you don't
want to, and you should certainly not
rush into this. Shall we discuss all the
options together?”

"Have you ever heard about palliative
care? What is your experience with this?’
‘Would you still like to go to the hospital
if you are in a critical state?’

‘Do you have an Advance Directive?
Would you like to compose an Advance
Directive?’

In case of questions posed by resident or
family about euthanasia*:

‘What does euthanasia mean to you?'
Preference with regard to resuscitation
‘There is a chance that you suddenly
experience cardiac arrest, if this happens
we can resuscitate you. Are you familiar
with this? Have you ever thought about
if you would want this?’

‘Would you like to be resuscitated?’
Section F: Place of care/death

‘Where would you like to be cared for at
the end of life?’

Section G: Other preferences

‘Are there other preferences you would
like to take us into account?”

Section H: Preferences with regard to
dying

"Are there specific (religious) wishes that
we should consider?’

‘Would you like to make funeral
arrangements?’

Section I: Revising preferences and
wishes

‘Which circumstances would be a
reason for you to revise your wishes and
preferences about the care?”

Summarise the conversation

‘So today you told me about... Is
that correct?”

‘Do | understand correctly that today
we decide on the following...?"
Document wishes and preferences
» ACP+Document
ACP+Summary

Advance directives

Care codes (ABC, DNR)

Check if all documents
correspond with each other
Planning a follow-up conversation
(if wanted)

‘A while ago we spoke about...

You told me about... Is this still
applicable?’

‘A year ago, we spoke about ... | was
just wondering how you feel about
this now. Would that be alright for
you to discuss this?’
Communication to other involved
healthcare professionals

» Notes/copy in the (digital)
nursing home file of the
resident

Mention during the (monthly)
multidisciplinary meetings to
inform all healthcare staff
Inform the general practitioner

>
>
>
>

>

*Euthanasia is a legal option in Flanders for people with decision-making capacity. This particular question should be considered in the light of this legal framework.

ACP, advance care planning.

in this process.®* ** However, during the development
phase of the ACP+interventionand the ACP+tools,
the importance of considering ACP as a process and
involving the GP, was stressed by healthcare profes-

sionals and experts.'> 173

The absence of detailed

intervention descriptions

is a generally acknowledged phenomenon.” When

developing the ACP+tools,

we therefore might have

missed details of existing interventions or conversation

guides, or tools described in the grey literature that
might not have been covered by our search, but
play an important role in daily nursing home care.
However, two systematic literature reviews on ACP
tools have been included in our search.'” '® Another
limitation is that no nursing home residents or family
were involved in the development of the ACP+tools;

hence, their perspective is

underexposed. However,

in the developmental work of the ACP+intervention,
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two representatives of the council for older people in
Flanders, Belgium were involved in the stakeholder
panels. This process has been described elsewhere.*
Future work should further evaluate the use of the
tools from a resident and family perspective.

While the local legal context influences which advance
end-of-life decisions people can make (eg, euthanasia is
a legal option in Belgium, but not in several other coun-
tries), the contextual barriers experienced by the nursing
home staff to conduct ACP conversations are very similar
across countries’® (eg, nursing home staff’s lack of
confidence to engage in ACP’’ making the ACP+tools
widely applicable). However, integrating the residents’
views and preferences in clinical practice, and ultimately
aligning the residents’ preferences and care, requires
active and systematic integration of ACP conversations
into the clinical care structures and processes, next to
time and labour.
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