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BACKGROUND AND CONTEXT

Dementia is an umbrella term which is used to describe a condition which may be caused by a
number of illnesses in which there is progressive decline in multiple areas of function including;
decline in memory, reasoning, communication skills and in the ability to carry out daily activities (1).
The number of people living with dementia in Ireland today is estimated to be around 48,000 and
this number is set to treble by 2045 (2). Dementia is a chronic, life limiting condition (3-5).

People with dementia have a unique set of care needs which include; a progressive cognitive
impairment, diminishing capacity, communication difficulties, possible responsive behaviours and a
prolonged illness trajectory leading to uncertainty in relation to prognosis (1,6). People dying with
and or/from dementia are therefore a particularly vulnerable group who require staff to have
knowledge, skills, competence and confidence in both dementia and palliative care (7). Palliative
dementia care involves supporting the person with dementia and their family to address and relieve
the pain, distress and discomfort associated with advancing dementia and inviting them to participate
in making decisions about future care needs (8). Providing this care and comfort presents services
with a significant challenge as each person’s journey through dementia is unique with huge variability
in the length of the final phase, difficulties in communication and a lack of awareness about the
terminal nature of dementia (5,9). This is often compounded by staff lacking basic knowledge,
awareness and skills in supporting people with dementia (1,4). It is recommended that palliative care
principles are introduced in the person’s care early on, ideally soon after diagnosis when the person
can meaningfully engage in discussions about their future care (3,8,9).

As illustrated, there has been growing recognition of the complexities involved in providing end-of-
life care for people with dementia in the literature; however, there is a notable void of practice
guidelines to support healthcare staff in delivering excellence in end- of-life care for people with
dementia. In order to support staff in meeting the palliative care needs of people with dementia, there
was a call for the development of practice guidelines for the Irish context (8,10-12).

In 2013, the Irish Hospice Foundation (IHF) embarked on a three year programme entitled Changing
Minds: Promoting excellence in end-of-life care for people with dementia. The aim of this programme
is to enable more people, particularly those living with dementia to live and die with dignity at home
or in residential care settings.

The programme seeks to achieve the following:

* Ensure that palliative care for people with dementia is prioritised and developed in all care
settings and more people are supported to be able to die well at home.

* Better end-of-life care in residential care settings for older people, with a particular focus on
people with dementia.

* Increased public discourse on death and dying, with a focus on those with dementia engaging
in early advance planning.

The programme has six projects, one of which has a dementia specific focus. The overall aim of this
dementia specific project is to develop and adapt practice tools and service models for people with
dementia. The project committed to develop a suite of guidance documents in order to support
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healthcare staff working with people with
dementia across all care settings in
addressing specific aspects of dementia
palliative care. This work was overseen by a
Project Advisory Group (see Appendix 1 for
membership). These documents aim to
consider all stages of dementia and will
include consideration of all people who have
dementia (e.g. people with young onset
dementia, people with intellectual disabilities
etc.).

In order to determine the focus for the
guidance documents, a desktop review of
Irish literature on the topic of dementia and
palliative care was completed and compared
against an lIrish review of the educational
needs of staff working with dementia.
Following a process of consultation and
feedback with the Project Advisory Group, the
following care domains were agreed upon as
a focus for the suite of guidance documents:

Communication skills

Facilitating discussions on end of life care

Advance healthcare directives and advance care planning
Bereavement

Intellectual disability

Hydration and nutrition

Pain assessment and management

Ethical decision making

Medication.

©CONO O PrO®N~

At the time of this guidance document going to print June 2015), these have been further condensed
into the following guidance documents:

Facilitating discussions about end-of-life care with the person with dementia
Advance healthcare directives and advance care planning

Bereavement

Hydration and nutrition

Pain assessment and management

Ethical decision making

Medication.

NookN

When completed, it is envisaged that a final composite guidance document will be prepared based
on key findings from those developed.
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INTRODUCTION

“The lack of public understanding of dementia and the lack of
willingness to discuss death and dying in society combine to create a
double stigma around dementia and death. This means that it is rarely
thought about and conversations that could achieve positive outcomes
for personal choice at the end of life do not take place”

Creating early and repeated opportunities for discussions on future and end-of-life care with a person
with dementia is recognised as best practice and should be considered as part of routine care
planning (5,15-22). This allows the person’s will and preferences to be recorded and honoured
throughout their condition in order to enable them to live well up to the time of their death (23,24).
Furthermore, it supports the person to make informed decisions about their future care and helps to
avoid potentially burdensome interventions as their condition progresses (23-29).

Dementia palliative care reflects the qualities of person-centred dementia care and the holistic focus
of palliative care. Both models share a person centred philosophy and a set of underlying principles
that focus on quality of life, whole person care, a respect for autonomy and care of the person and
their family (8). Person centred care seeks to support and maintain personhood through relationships
and recognises the need for attachment, comfort, identity, occupation and inclusion (30). This
document is underpinned by these core values.

Having discussions about future and end-of-life care is a challenge which requires all staff supporting
a person with dementia to be able to acknowledge and respond appropriately when that person
gives a cue, asks a question, or talks about their wishes in relation to their end-of-life care (31).
Research indicates that while healthcare staff recognise the need to have discussions on future and
end-of-life care with people with dementia, they may feel unprepared and lack confidence in doing
so. This may be due to a lack of training, a fear of upsetting the person, time constraints, lack of role
clarity and death anxiety (1). These anxieties can be particularly heightened when speaking about
these issues with a person who has dementia (15,32-36).

The aim of this guidance document is to inform and guide healthcare staff in initiating and facilitating
discussions relating to future and end-of-life care with people who have dementia.
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2.1 Scope of this guidance document

This guidance document will:

+ List five key considerations to inform good practice in communicating with a person with
dementia.

» Provide guidance on four areas which were identified during the development of this document
(see Appendix 2 for methodology).

A separate guidance document will be developed later in 2015 on completion of advance care
planning and advance healthcare directives and this will be guided by the forthcoming Assisted
Decision Making (Capacity) Act (37).

2.2 Who is this document for?

This document has been written for all health and social care staff who work with and support people
with dementia across all settings (e.g. in the home, in residential care settings, in hospitals, etc).

A whole person approach needs a whole team approach: all staff supporting people with dementia
will interact and engage with the person with dementia and their families in different ways depending
on their roles. Each of those roles are interconnected and are key to delivering good quality
person-centred care. Therefore, all staff need to develop competence and confidence in supporting
people to have these discussions within their own scope of practice.

2.3 How to use the document

End-of-life care reflects the whole continuum of care and the skills required to facilitate discussions
on future and end-of-life care needs to complement existing practices within services. Therefore, this
document needs to be used by healthcare staff within their own scope of practice, professional
guidelines and standards.

This guidance document should be considered as an adjunct to: existing best practice guidelines in
dementia care, best practice guidelines in end-of-life care, and national and local policies, standards
and procedures which relate to working with people with dementia and older people.

It is recommended that if a person is not familiar with the document that they take the time to read it
in its entirety as each section builds on the knowledge and information shared in the previous section.
The factsheet which accompanies the document should serve as a visual reminder to people who
have read the whole document. It is not recommended as a standalone item.

Changing attitudes, cultures and care practices takes time. How you choose to use this guidance
document will depend on your setting. You may choose to adapt it into policies, deliver it as part of
an education programme, hold information sessions on it or discuss it within individual teams to effect
changes within services for people with dementia.
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2.4 Structure of guidance document

This guidance document is based on key themes which emerged from three literature reviews and a
process of consensus building by the Expert Advisory Group (see Appendix 2 for methodology).

The document is divided into 4 sections:
Section 1: Background and Context
Section 2: Introduction

Section 3: Five Key Considerations to Inform Good Practice

The five key considerations should be applied as foundation knowledge for staff supporting a person
with dementia to ensure good practice in working with people with dementia.

Section 4: Guidance and Resources

There are four areas where guidance is provided to the reader on aspects of communication relating
to end-of-life care with a person with dementia and their families. Each guidance area is followed by
resources and signposting to further information.

Section 5: Additional resources which can serve as supplementary information for staff.
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FIVE KEY CONSIDERATIONS
TO INFORM GOOD PRACTICE

This section explores five key considerations which inform good practice in communicating with a
person with dementia. They should be applied as foundation knowledge for all staff supporting the
person with dementia. They are as follows:

1. Recognise that communication with a person with dementia is always
possible.

2. Develop knowledge about the progression of dementia and key
triggers for end-of-life care discussions.

3. Plan future care to optimise comfort.
4. Promote personhood throughout the person’s journey.
5. Record future wishes when they are expressed.

3.1 Recognise that communication is always possible with a
person with dementia

“Relationships cannot develop without communication and quality care
is impossible without relationships” (38)

As outlined in the statement above, communication is core to forming meaningful relationships and
underpins all elements of quality care (39). A person centred approach to communication and to
care involves taking the time to get to know each person, their fears and anxieties, listening to their
wishes and dreams, and finding out about the things that bring them comfort and joy which enables
staff to care for each person in a way that is right for them. This relationship will support staff to talk
to people about their wishes for their future care, finding out how much they would like to know if
their health begins to decline, or asking them what arrangements they would like to make for after
their death (31).

Dementia is accompanied by a decline in the ability to communicate using speech. This reduced
ability to talk is often misinterpreted as signifying that a person with dementia has nothing to say or,
more significantly that they have lost the ability to communicate altogether. As dementia progresses
and speech becomes less and less useful as a way of engaging or making contact, staff can easily
give up because their attempts at communication are unsuccessful (40). It is always possible to
communicate with a person with dementia but the manner in which the person can express
themselves will change as their condition progresses, demanding increasingly sensitive
communication from those supporting the person (17). Staff need to be creative and open to trying
out different approaches to interact, connect with and support the person with dementia to
communicate. This belief and willingness to be creative is key to delivering good person-centred end-
of-life care. Further guidance on communication skills is provided in section 4.
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3.2 Develop knowledge about the progression of dementia
and key triggers for end-of-life care discussion

“One of the key challenges for managers and staff is knowing when and
how to open a discussion with individuals about what they would wish for
as they near the end of their life” (41)

Before healthcare staff enter into discussions relating to end-of-life care, it is important that they have
a good understanding of the clinical progression of dementia as well as being informed of the events
or transitions that can prompt or trigger end-of-life discussions (42). Having this knowledge will
enable staff to anticipate and be prepared for end-of-life care discussions as part of their routine
care planning and to manage informal discussions appropriately and sensitively. Sensitive
communication is needed to guide the person and family carers through the potential scenarios which
can arise as dementia progresses and where particular decisions may need to be made to ensure
the optimum comfort for the person (17) (also see resources section 6.1 for information on the
progression of dementia).

Some of the milestones which may act as triggers or prompts to facilitate discussions about future
and end-of-life care with a person with dementia are as follows:

TRANSITION POINTS HEALTHCARE EVENTS
* Time of diagnosis * Deterioration or decline in a person’s condition
* When the person is doing their * Person presenting with complex symptoms
Enduring Power of Attorney * Person presenting with difficulty with nutrition
* Change of care setting: transfer to and hydration
an acute hospital/ residential care  Decreasing response to antibiotics
setting etc + Consideration of the need for further medical
*  Care plan review or referral for investigations or treatments
homecare package * Discussion about attempting cardiopulmonary
resuscitation (5.8.42 43)

3.3 Plan future care to optimise comfort

“People with early dementia are interested in participating in advance
care planning discussions.....so we should not be scared of asking people
with dementia their views” (44)

Having early and repeated discussions allows the person with dementia, their family and the team to
plan their future care and to ensure that comfort is prioritised throughout the persons journey with
dementia. Medical and clinical interventions can help manage many of the symptoms which commonly
arise with dementia such as pain, agitation and swallowing difficulties. As the person’s dementia
progresses, it is important that the healthcare team discuss the changing needs of the person and
explain to the person and their family that interventions should primarily focus on maximizing the
person’s comfort (17,42). Overly burdensome treatments such as transfer to hospital, the use of

Facilitating discussions on future and end-of-life care with a person with dementia



Five key considerations to inform good practice

some medications, use of restraints, artificial nutrition or hydration and attempting cardiopulmonary
resuscitation need to be considered in light of each person’s unique needs and set of circumstances
(28,30). Such complex clinical decisions will be made by senior clinicians who should consider the
will and preferences of the person when determining the most appropriate treatment and future care
provided to the individual. It is important that the language used by senior clinicians does not transfer
responsibility onto the person with dementia or their family member for the consequences of the
decision that has been made. Pain management, advance care planning and advance healthcare
directives, nutrition and hydration and ethical decision making will be covered in detail in separate
guidance documents in this series.

3.4 Promote personhood throughout the person’s journey

“We must never lose sight of the individual who must be afforded sufficient
choice and the opportunity to live well with dementia and to be treated
with dignity, kindness and respect” (10)

Being treated with compassion, kindness, care and respect is core to our humanity and the delivery
of good end-of-life care (40). Good end-of-life care involves responding to and meeting a person’s
physical, social, spiritual and psychological needs. The person with dementia’s values, will and
preferences should be honoured and respected by staff throughout their journey with dementia. It is
never too late to find out about a person’s wishes in relation to their end-of-life care. People with
advanced dementia can and do communicate their preferences about what is important to them (45).
It is up to staff to recognise a person’s communication attempts, validate and respond to them and
share that information with the healthcare team. Relatives are often well placed to provide valuable
information in aiding healthcare staff understand what is most important to their family member who
has dementia. However, it is important to note that in terms of making medical or legal decisions, no
adult has a legal right to give or withhold consent for another adult unless they have specific legal
authority to do so (46). In conclusion, staff need to value people with dementia as people who have
a unique history, values and preferences and support the person to maintain the essence of their
personhood at all stages of their journey with dementia.

3.5 Record future wishes when they are expressed

“Discussions about end-of-life issues can be conceptualised as a process of
ongoing conversations over time, rather than a single discussion.” (47)

In the instance that a person has clearly expressed their future wishes in any situation or context, it is
important that there is a formal record of these wishes kept (42), and that relevant health care staff
are made aware of this formal record. The person should receive regular prompts to review and update
their record and it should be easily accessible to all staff who are involved in the person's care (48).
While additional details may need to be recorded in the person’s medical and nursing notes, it is
beneficial for there to be a single document which can summarise what is important to the person
when planning their future and end-of-life care. If this document relates to decisions regarding certain
treatments (e.g. attempting cardiopulmonary resuscitation), this form should be signed and completed
by a doctor and reviewed on a regular basis. Guidance on hosting formal family meetings and examples
of documents used in Ireland for this purpose are given in section 4. Advance care planning and
advance healthcare directives will be covered in a subsequent guidance document and this will be
developed following publication of the Assisted Decision Making (Capacity) Bill (37).

Facilitating discussions on future and end-of-life care with a person with dementia 9
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GUIDANCE AND RESOURCES

The four areas which were identified as areas in which staff would benefit from guidance on facilitating
discussions on future and end-of-life care are introduced below and are outlined in further detail in
the subsequent four sections of this document. These are as follows:

Communication skills.
Capitalising on informal opportunities.

Facilitating discussions.

H 0 hd =

Hosting formal family meetings.

What follows in each section is guidance for staff on how best to approach each of these areas.
Each guidance is followed by relevant resources to support learning, development and practice in
that area.

4. 1 Communication skills

Getting communication right is essential when discussing and delivering quality end-of-life care.
Successful communication is dependent on two people sharing a common language or system of
communication, an understanding and ability to interact using that system by both partners and a
motivation, reason and opportunity to communicate. As illustrated in section 3, communication is
about much more than words. People with dementia may communicate in lots of different ways using
facial expression, eye contact, body language, vocalisations, responsive behaviours, writing and
speech. The person with dementia may need additional time to process information and find the
correct words to formulate a response. They may benefit from additional communication supports
such as a pen and paper (writing down key words) / pictures and/or photographs. Some people with
advanced dementia may communicate through responsive behaviours and subtle nonverbal cues.
Staff should be attentive to the person’s verbal and nonverbal communication in addition to the
communication environment they are in in order to understand what the person is communicating
and formulate an appropriate response.

Communication with people with dementia should take a person-centred approach. Knowing
someone’s life history is essential in helping staff to get to know a person, their family, their values
and their wishes in order to build relationships with them. It is within this context that purposeful
discussions about future and end-of-life care take place. Conversations about end of life often arise
in informal everyday situations such as on the corridor, on the phone or by the bedside and are often
directed at staff who have the most contact with the person with dementia and their family. All staff
including healthcare assistants, catering and housekeeping staff need to be able to acknowledge
and respond appropriately when a person makes a comment, asks a question or gives a cue to open
a discussion relating to their wishes (8, 40, 48-50).

Facilitating discussions on future and end-of-life care with a person with dementia



Staff should know when to refer to a more senior staff member if the conversation extends beyond
the scope of their role or knowledge (21,22). Formal discussions on a person’s future care are the
responsibility of senior staff who have the expertise to answer the clinical questions which commonly
arise in discussing end-of-life care for people with dementia. Hosting formal family meetings are
discussed later in this section.

Finally, people with dementia may have a moment of clarity which are fleeting or ‘special moments’.
During these moments the person with dementia may spontaneously express their wishes, including
their wishes and preferences relating to the end of their life. Information from an Irish study entitled
‘Planning for the Future'(16) illustrated how people at an advanced stage of their dementia could
express their wishes with clarity. The project illustrated how people with dementia often brought up
issues regarding pain, their wish to stay in the centre and their readiness for death in these ‘special
moments’. This guidance document recommends that these spontaneous interactions from residents
with dementia should be captured and documented as they happen. The figure below has been taken
from this project and illustrates some of the key aspects of end-of-life care discussions.

[t's really important to us that you are happy here. We want to

Ask me what get to know you and want you to feel comfortable talking to us H
about your wishes or any worries you might have... ave you ever
I Waﬂt or thought about what
what | would you might want if
nu’[ Waﬂt. you became very
unwell?

F;’ ' Do you have any worries or
' ' wishes about your future care?

We always want to know
that we're doing what
you want in relation to
your care... We want you
to be able to tell us
what matters to you.

Is there anything that you'd like to tell
us about looking after your future?

Facilitating discussions on future and end-of-life care with a person with dementia
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We have learned that communication with a person with dementia demands time, skill and creativity.
It is essential that organisations place value on staff developing skills to allow them to create an
atmosphere that enhances and supports communication. This requires a commitment to allocate
time and resources to support staff in learning and developing skills in person-centred communication
with persons with dementia.

Below are four recommendations or guidance in the area of communication skills. This is followed
by a resources section which goes into more detail on these areas and signposts the reader to
additional related resources.

GUIDANCE - COMMUNICATION SKILLS

1. Communicating with a person with dementia requires time,
skill, creativity and an openness to trying out new approaches.
Service providers and staff need to factor in additional time
and resources when organising and managing services in
order to facilitate good communication with the person with
dementia.

2. It is strongly recommended that all staff develop skills in:
- person-centred communication with a person with dementia
- using a range of communication tools to facilitate effective
communication
- responding to and facilitating end-of-life care discussions
with people with dementia.

3. When talking to the person with dementia it is recommended
that staff use short sentences, familiar language and a calm
tone of voice. They should be aware of their own nonverbal
communication.

4. The use of active listening techniques can facilitate
discussions and conversations with the person with dementia.

Facilitating discussions on future and end-of-life care with a person with dementia



Areas for guidance

TIPS FOR COMMUNICATION

These are based on themes arising from the literature review and views of the Expert Advisory Group.

1. Adopt a person centred approach to communication

Staff should adopt a person centred approach which values people as individuals with unique
histories, values, likes, beliefs and strengths. A total communication approach is one such approach
which values all forms of communication and respects individuals’ right to choose the mode or modes
in which they communicate. Staff should:

Find out about how best to support a person to understand information and how to facilitate
interactions with them. Understand that the person may interact best at certain times of day.
This will have a big impact on the success of your interactions.

The use of communication aids that support the person could include objects, visual supports,
communication passports, life story books, story boards, maps, photos, picture boards (16,50),
pen and paper, Talking Mats (50) and sign such as Irish Sign Language or Lamh (51) which
is commonly used by people with intellectual disabilities.

Be creative! Communicating and interacting with people with dementia requires staff to be
creative and open in their approach.

People with advanced dementia can communicate their views and preferences in a way that
is subtle and often not obvious to people who do not know them well. This means that you
need to document communication behaviours that you have noticed and build up a picture
about the person's preferences and wishes around their care including their end-of-life care.
This demands a collaborative approach using key ‘nuggets’ of information from staff
observations, family and friends. Life story work could form the basis for this work. This is
explained in point two below.

2. Connect with the person

In section 3, emphasis was placed on the need to promote personhood throughout the person’s
journey with dementia. Good quality interactions have a big impact on how a person with dementia
feels; there is a strong link between positive, friendly communication and improved mood in people
with dementia (52).

Staff should prioritise connecting with a person and try not to get overly focused on exchanging
information and facts. Enjoy the contact and the connection and promote success in the
interaction.

Life story work can be a very effective way of developing meaningful relationships with the
person with dementia (53). This involves taking time to get to know a person and their life
history in order to understand and connect with them on a personal level. By knowing who the
person is and what is important to them, you can build a meaningful relationship and foster
successful interactions.

It can often be useful to focus on the feelings or the intent behind the words instead of facts
in order to foster successful interactions.

Facilitating discussions on future and end-of-life care with a person with dementia
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» Talking a lot about the past can foster success. Everything has potential to lead to a
conversation about the past. Using this can be a way of engaging the person about their own
wishes and preferences.

* Be cautious of correcting a person with dementia — this can have a negative effect on a
person’s self-esteem and be counterproductive. Do not argue over facts which the person
presents to you which may be inaccurate. Accept this as their reality.

3. Consider the communication environment

The communication environment in which an interaction takes place can have a positive or negative
impact on the person with dementia's ability to engage (54).

Consider the following aspects of the communication environments you support people in:

* Lighting: Good lighting in buildings can help people to see what is around them, to navigate,
identify signs and spaces, see others’ faces and participate in activities. However, strong
lighting can have a negative effect on people with dementia’s energy levels (55,56).

* Noise: It is important to be aware of the level of noise in the environment. Background noises
such as TV, music, people moving around, activities in the unit, chatting etc can make it very
difficult for a person with dementia to concentrate. Try to reduce noise levels or move away
from noise during an interaction as much as possible.

* Seating: Ensure that where the person is seated maximizes their ability to engage in
interactions (e.g. can they see and hear well in that position? Are they comfortable? Do they
have a pen and paper/ photos or other supports they need for communication within reach?).

* Resources: Ensure that there are resources to support communication available in the
environment such as pens and paper/photos of relevant items for choice making etc. You could
set up communication stations within units to have communication supports readily available
as they are needed.

4. Be aware of your own communication style and approach

The importance placed upon nonverbal communication increases for people with dementia as they
lose their ability to follow conversations. The person with dementia may struggle to find meaning in
your words but take meaning from your tone of voice, your body language and your eye contact.
Body language, posture, facial expression and eye contact are powerful in supporting a person to
engage/disengage.

The following tips should help you to engage with the person with dementia:
* Approach the person from the front and make eye contact.

v Sit at the person’s level — eye level is best.

v Introduce yourself by name — do not expect the person to remember your name: asking
them if they remember may be distressing.

v Call the person by name and tell them what you are there for.

* Be attentive to the person’s non-verbal communication. Use your observations of the person’s
nonverbal signals to open up a conversation— if a person’s facial expression displays a
particular emotion, label it (e.g. say " | see you look a bit happy/sad today").

Facilitating discussions on future and end-of-life care with a person with dementia



Areas for guidance

Responsive behaviours may be the person’s only way of communicating — it is important that
you always view behaviour as a form of communication.

Be aware of your own non-verbal communication. Think about your body language, your eye
contact, your tone of voice etc and how this may affect the person's ability to engage with you.

Speak slowly and clearly using a calm tone.

Avoid extremes, by not talking too loudly or too slowly and avoiding childish vocabulary
(40, 46,48,49).

5. Active Listening

The use of active listening is particularly important when talking to a person with dementia. It involves
fully attending to the person and allowing them to lead the conversation without disruptions. Active
listening also involves the use of silence, and although this can be unnerving for staff, sensitive
discussions often require these silences to allow the person to assemble their thoughts and
questions. These tips might help:

Show you are listening by employing conversational cues such as “mmm?”, “I see”, and “really”
(15,59) along with an open posture, eye contact and nodding.

Try not to jump in and fill silences with more language.

The person with dementia may struggle to make meaning of what they are hearing and finding
the words they wish to say. Give the person extra time to process information and find the
words they want. Don’t continue to speak as this may overwhelm the person with dementia.

How long a person with dementia needs to allow them to process information will vary from
person to person so find out what works best for the person you are supporting (33,58,60,61).

6. Use simple language

Supporting a person with dementia in conversation means that you may need to think in advance
about the words you are going to use. Keep it simple and easy to understand. These tips should

help:

Use the person’s name in conversation.

Keep your language clear and concise.

Focus on one topic at a time.

Avoid medical jargon and terminology.

Point or demonstrate to help a person understand what you are saying.
Use visual supports such as photos and/or write down key words.

Use different words to get the same point across if the person does not understand the first
time.

Provide support and affirmation when a person gets stuck in a story/idea e.g. “you were telling
me all about your family and how you felt about your day today” (5,22,44,46,47,49-51).
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7. Focus on one question at a time.

Be aware that reasoning, logic and time requires complex thought processes that a person with
dementia may struggle with (33,58,60,61,64). Open ended questions (e.g. what do you feel about?)
or choice based questions (would you like tea or coffee?) can be very difficult to retain and to process
for some people with dementia.

These tips may help:

Reframe open-ended questions. If the person is struggling to answer a question, it may be
beneficial to rephrase it as a closed question which involves a yes/no answer (e.g. would you
like a cup of tea?).

Asking a series of short closed questions which focus on one key idea at a time can be of benefit.

Try not to ask the person to give you lots of facts as this information is difficult for a person with
dementia to access and can make conversations feel like a test rather than a two way interaction.
It can be useful to ask questions related to feelings rather than facts (e.g. say “Do you like
children?” or “Tell me about your children” rather than “How many children do you have?")

If the person does not appear to understand what you have said, repeating and/or rephrasing
the question can help.

8. Clarify information and check for understanding

If you have difficulty understanding what the person is saying, ask some questions to help
clarify what the person wishes to communicate.

Do not pretend to understand if you do not. Share responsibility (e.g. say “I'm sorry we are
getting a bit stuck” or “l didn't get that".)

Check the person has understood what you are saying. The person may demonstrate this
through nonverbal means.

Ensure you have heard and understood the person correctly by repeating back the information
to them to allow them to clarify their meaning (e.g. “you’ve told me that you wish to get more
help with getting dressed, is that right”).

The National Dementia Training Programme (65) has a session on communicating with the
person with dementia which enables staff to develop skills and knowledge in this area.

The Social Care Institute for Excellence has a module on positive communication as part of
its e-learning “Dementia Gateway” (66). This is available free of charge to the public.

The Alzheimers Soceity of Ireland have produced two factsheets relating to communication.
These are as follows:
+ Communication: Understanding changes in behaviour (67)

+ Understanding and respecting the person with dementia (68).
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4.2 Capitalising on informal opportunities

Throughout the course of the person’s journey with dementia relationships develop between staff
members, the person with dementia and their families as a natural component of care. As discussed
in section 4.1, it is within the context of these relationships that discussions regarding a person’s
feelings, wishes and preferences for future will take place. Opportunities to address concerns and
queries relating to a person’s health and future care will often arise as part of an informal chat or
during casual conversations with health care staff (42). At such moments it is vital that staff recognise
this as an opportunity to give clear information, explore people's wishes, thoughts and fears and
respond to this in an appropriate way. In order to do this, staff need to ensure they are informed and
prepared for the changes that come about during the course of a person’s dementia (9,15,17). See
section 5.1 for additional information on understanding the progression of dementia.

Informal conversations can be guided by the AFIRM approach (69). AFIRM is an acronym which
gives staff a suggested framework to deal with informal conversations. AFIRM has been devised to
support staff to be ready to use these occasions as opportunities to pick up on underlying
apprehensions or queries that the person with dementia or their family has.The AFIRM acronym is
described below and the subsequent case studies (adapted from (69)) illustrate how the AFIRM
approach can be used to structure spontaneous and informal conversations.

N CKNOWLEDGE the person’s concern or questions.
IZ IND out what the person knows about the condition.

B MMEDIATE concern addressed by providing adequate information within the
scope of your work.

[Z1ESPOND to subsequent questions by providing accurate information within
the scope of your work role.

L] EETING suggested to discuss their concerns with a senior clinician.

When casual or unplanned conversations about end-of-life care occur, it is important that staff are
aware of the steps to take and who they can inform, so that the information shared can inform formal
care planning process (69).
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GUIDANCE ON CAPITALISING ON INFORMAL
OPPORTUNITIES

Staff can use the AFIRM approach as a process to help them
to manage informal conversations effectively.

Staff need to be clear about the scope of their role when
unexpected conversations about future planning and
end-of-life care present themselves, so the opportunity for
discussion can be optimised.

Staff need to ensure that information shared in informal
conversations that address matters relating to future and
end-of-life care preferences are shared with all people
involved in the person’s care and documented.

Staff should familiarise themselves with case studies
presented below to learn how to capitalise on casual
conversations in order to address underlying concerns
expressed by the person with dementia or their families.
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CASE STUDY 1| TOM

Tom has been a resident in a nursing home for the past six months and has become
increasingly frail. He is currently unable to walk and has a very poor appetite which has
caused him to lose a noticeable amount of weight in recent months. His wife regularly visits
and has become anxious about her husband’s deteriorating health. His wife, who is
distressed, approaches a healthcare assistant asking “Could my husband die from not
eating enough?”. As a healthcare assistant, you know that his wife visits regularly but you
aren't sure what she knows about her husband'’s diagnosis and care plan.

Possible responses using the AFIRM response may include:

N cknowledge concerns

“Your husband is certainly eating less now!

[ ind out what is known
“How do you feel your husband is doing?”

“What's your biggest concern right now?”

[l mmediate concern addressed

“We know that your husband has dementia and reduced appetite is a common problem
as dementia progresses!

“There are many ways to help people in this situation to eat, but we know that it may be
more comfortable for your husband to eat only when he feels like it”

[ espond to further questions
“Yes, your husband is walking much less and that has gradually reduced over the past
year which can be another sign that his dementia progressing’

[ eeting suggested

“Given that your husband'’s condition is changing, this could be a good time to arrange
to meet the nurse manager to discuss his current health and future care needs!

“This meeting would also be a good time to answer any other questions you may have”

“Would you like a meeting to be organised?”

\_ J
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CASE STUDY 2 | KATHLEEN

own home. Over the last year, she has needed a lot more help from her daughter and
needs help with most personal and domestic activities. One day when Kathleen was

“I am so frightened of having to move from my home and the thoughts of being cared for
and dying in a strange place”.

Two years ago, Kathleen was diagnosed with dementia and remains living alone in her

attending a day care centre, she became quite tearful when speaking to the nurse and said

Possible responses using the AFIRM response may include:

PN cknowledge concerns
“Let's talk a little bit more about this”
“Would you like to go somewhere quieter so we can have a chat about this?”

[Find out what is known

“Are you worried about not being able to remain at home?”

“Is this something that is on your mind a lot?”

“Can you tell me more about your fear of dying?”

“What worries you about being in a strange place?”

“Are their particular concerns you have about your future care?”
“What is frightening you the most?”

Il mmediate concern addressed

“Yes many people are frightened of what will happen as their health deteriorates”

[HJespond to further questions

“Yes, most people prefer to remain in their homes for as long as possible but as they
become increasing frail, some people need to move into more supportive
accommodation such as a nursing home.

[Meeting suggested

\_

“As you have being thinking about your future needs, this could be a good time to
arrange a meeting with the doctor and/or PHN so we can explain your options if you
become increasingly unwell. Would you like a meeting to be organised?”

~
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CASE STUDY 3 | MICHAEL

Michael is 43-year-old man who has Down Syndrome and a mild Intellectual Disability.
He lives in supported accommodation. Michael had until lately travelled either by bus or train
to visit his family or to attend matches as he is a passionate supporter of his local and county
GAA teams. Monday to Friday he attends a day service where staff have observed that he
was “not himself” and that he was not engaging with either them or his colleagues. He has
appeared to be withdrawn at times. He has also become more reliant on others and less likely
to initiate activities. Reports from the staff in his home have concurred that Michael has lost
interest in doing everyday things for himself. Michael recognises that he is struggling more
now, his coping skills are diminishing, and he is finding it increasingly difficult to make sense
of the world around him. There is evidence of reduced emotional control, irritability and loss
of self direction. He is less tolerant of his peers, and with decline in social behaviours
becoming more evident, he has begun shouting at staff and other residents, for no obvious
reason.

Michael attended the memory clinic. A full physical work-up was carried out to out rule out
pseudo dementia and to inform differential diagnosis. He had a full cognitive work up and
following comprehensive interviews with family members, key staff from his home setting and
his workplace a consensus diagnosis agreed that he met ICD-10 criteria for Alzheimer's type
dementia. It was agreed that Michael is presenting with a very compressed decline and that
the level of support that he will require in the future will be significant. The psychiatrist has
told Michael that he is presenting with memory problems and has explored with him what that
means for him.

Prior to engaging with a person with an Intellectual Disability and using the AFIRM response,
it is important to acknowledge that the person may find it hard to express how they are
feeling. Consequently, it is important that staff who know the person very well, and who
understand the person’s usual methods of communication are involved when a diagnosis is
being explored — particularly where the person involved does not use words to communicate.

Continued Overleaf P>

\_ J
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CASE STUDY 3 | MICHAEL (continued)
Possible responses using the AFIRM response may include:

[N cknowledge concerns

“Michael you are having trouble remembering things®?”

IZ ind out what is known
“How do you think you are managing at home?”
“How do you feel about getting the bus to work?”
“Do you think you need more help from staff?”

[l mmediate concern addressed

“Michael, people worry when there are changes in how they are. What change worries
you the most?”

5] espond to further questions

“You have said that you are worried about having to leave your home. Lots of people stay
in their homes and some people might need to move to somewhere where they can get
the care they need.”

[l eeting suggested

“Would you like me to arrange a care plan meeting, who would you like with you to
support you at the meeting?”

J

Additional resources

The National Clinical Programme in Palliative Care have developed two resources that will support
understanding and development of roles and competencies in the delivery of palliative care:

* The Palliative Care Competence Framework (70)

* Role Delineation Framework (71).
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4.3 Facilitating discussions

Future care should be planned with a view to enabling the person with dementia to live as well as
possible right up until they die. As outlined in section 3, conversations on future and end-of-life care
should be a natural extension of the regular care planning discussions healthcare staff have with the
person (9,21). These discussions may relate to what is important to the person with dementia in the
forthcoming days or could specifically relate to the care they would like to receive if they became
unwell. There will be some people who do not wish to or are reluctant to discuss any aspect of end-
of-life care (9) and this should be respected, but the option to revisit this subject should always
remain open. Similarly, it is important not to assume that a person does not want to plan for their
future care because they have not initiated a discussion (15,72).

As discussed in section 3, healthcare staff may feel ill equipped and reluctant to approach this
sensitive topic (15,19,24,25). The barriers experienced by staff in discussing end-of-life care with
people were explored in an Irish study (16). This study highlighted staff's concerns about their use
of language, how to sensitively introduce the topic and how to respond to questions that challenge
them. These fears/anxieties can be explored through the use of reflective practice which allows for
personal and professional development thus enabling practitioners to provide high standards of care
(74). St Vincent's Hospital in Athy developed prompts for assisting staff in holding discussions which
address future and end-of-life care planning (16). This can be seen in more detail overleaf.

GUIDANCE - FACILITATING DISCUSSIONS

1. Use team meetings and case reviews to reflect with other staff
on situations where opportunities to discuss end-of-life care can
be optimised.

2. Develop ‘end-of-life care’ domain questions as part of care
planning documentation, and prepare sentence prompts to
facilitate discussions on end-of-life and future care planning.

3. Review documentation to determine the extent that end-of-life
discussions are discussed, recorded and followed through.

4. Access communication and training opportunities to support
discussions on end-of-life care for the person with dementia.

Facilitating discussions on future and end-of-life care with a person with dementia
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‘Planning for the Future Project’ St Vincent’s Hospital, Athy, Co. Kildare (16)

This project commenced in 2010 and aimed to develop a framework to support staff with initiating
discussions around end-of-life care issues with residents and families in Le Cheile (dementia specific
unit) and was funded by the IHF. The interim report on this project was published in Sept 2013.
One aspect of the project was the development of an end-of-life care form with accompanying
guidance, which is available on the IHF website. See below for adapted content.

End-of-life care form (Adapted from St. Vincent’s Athy)

Planning for End-of-life Care Form

Before completing this form, please refer to page 2.

It is really important to us that we care for you
in the way that you want to be cared for. We
want to make sure that any decisions about your
end-of-life care and treatment both now and in
the future are based on your values, wishes and
preferences.

1) We want you to remain as well as possible for
as long as possible but have you ever thought about
what would be most important to you if you became
seriously ill while you are in St Vincent's?

If the doctor and staff felt that acute treatment
in a general hospital would not be of benefit to
you at that particular time, what would you
prefer to do?

2) Remain in St Vincent's hospital for treatment and
symptom management

Yes[] No[]

3) Transfer for more advanced acute medical
treatment to Accident and Emergency department.

Yes[] Nol[]

ALL DECISIONS ABOUT YOUR ONGOING MEDICAL
CARE WILL BE MADE IN CONSULTATION WITH YOU
AND YOUR DOCTOR, AND IN YOUR BEST INTEREST.

4) You might find discussing end of life care difficult,
in which case could | ask you to think about your
wishes and preferences around future end of life
care and | will back to you again on

Nurse's Signature
Date

5) Are there any documents we should be aware of
in relation to your end of life care e.g. Enduring
Power of Attorney (EPA)/Ward of court?

Ensure relevant information is documented and
updated in residents medical notes

6) Can you tell me what you understand about your illness
and this particular stage of it?

7) What do you think would be most important to you when
you are nearing end of life? E.g; Have you ever through of
where you would like to be? Who would you like to have
with you?

8) Would you like to talk about worries or fears that you may
have about death and/or dying?

9) Any preferences/wishes for after death?
10) Wish to be Cremated: Yes[ ] No[]

11) Have you shared any of this information with your family,
friend or any other person?

Yes[] No[]
With
Relationship

12) Would you like to share this information with your other
relatives or friends?

Yes[] No[]

We will give you the opportunity every three months (or
sooner if there is any change in your condition), to revisit
these discussions. This will allow you to add to, or
change any preferences and wishes already discussed.
Information obtained from

Relationship:
Care Plan Commenced: Yes [ | No[] Date
Palliative care Plan: Yes[ ] No[ ] Date

Nurse's Signature Date

Page 1 of 2
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End-of-life care form continued (Adapted from St. Vincent’s Athy)

Identifying what is most important to the person when they become unwell can be a very broad topic. The person might
want to talk about and focus on what is meaningful to them in their daily life before they can specifically focus on what would
be most important to them if they became seriously ill. People may want time to consider this question and revisit the
conversation in order to allow the healthcare team develop a deeper understanding of what is most important to the person.

“How do you see things going from here?", “What are you hoping for?” “How do you see the future?” “Let me reassure
you that we speak to all residents about their future care and this conversation has not been triggered by any bad
news about your health” “you said you don't want to be a hero, what do you mean by that’. “Could you explain what
you mean you said you don't mind if you slip away and die alone”

Explore if they would prefer to remain at home or be transferred to hospital for more agressive/ burdensome treatment. It
is important that the person understands that their care needs will continue to be met and their comfort will be prioritised
at all times, regardless of whether they wish to have active treatment or not. In discussing these questions, it can be helpful
to ask the person if they ever cared for someone who was sick and what their feelings were about this experience. This
may help the person identify what was ‘good’ or ‘bad’ about that situation and what they would want for themselves. The
issue of capacity should be considered when discussing future care. This should be done by the team and guided by
upcoming legisation (Assisted Decision Making (2013) Bill) and the HSE Consent Policy (2013).

“Even when we are not providing aggressive treatment, we will always take a very active approach to making sure
you're very comfortable and that any pain or other symptoms are well managed!

When enquiring about what is most important to the person when nearing the end of their life, it can be helpful to think
about their final days and hours, as they may wish for different things at different stages of the journey.

Environment “where would you like to be, and if home is not possible, how could we create a comfortable place. e.g.
separate room, items from home, beside altar, candles, music, smells, devotional pictures?”

People “Who would you like to be with you if you were at the end of life/dying. Is there other family and friends you
would like to come when you could still tolerate short visit? Are there people you don't want around?”

Actions “Are there any spiritual or religious practices that you would like to be carried out before or at the time of
death i.e religious leader visits, spiritual rituals, meditation?”

Exploring the person’s worries and fears about death provides an opportunity to discuss any concerns they may have
about the person'’s last few days or final minutes. There may also be specific disagreements or regrets that they may
wish to resolve to allow a sense of closure to their life (via. Letter, telephone or person).

“Is there anything you are concerned about when you think about dying..big or small worries?”

Asking someone about what their wishes are in relation to after their death can help the person feel in control right to the
end of their journey.Some people may have very clear preferences about their burial and related rituals.

“What arrangements would you like to be made..appearance and clothes... location of removal..type of burial..type
of spiritual service..readings, poems and songs?”

Page 2 of 2
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Resources to support end-of-life reviews

1.

The IHF have developed guidance for residential care centres to support Compassionate
End-of-Life review (CEOL) meetings. These meetings are designed to give staff the
opportunity to review and reflect on care provided to a resident who has died. The guidance
provides the steps to take to host a review meeting, optimising learning opportunities for
staff. The guidance has been developed as part of the IHF Journey of Change programme,
email journeyofchange@hospicefoundation.ie for more information.

The End-of-life Care Toolkit (31) has a useful section on communicating around end of life
issues and breaking bad news.

. The DML Integrated Minimum Dataset (75) contains relevant sections and documentation

in relation to discussing and documenting palliative care needs, psychosocial and spiritual
needs and end-of-life care decisions.

The National Clinical Programme for Palliative Care have developed a number of key
resources to aid documentation and planning in palliative care such as:

* The rapid discharge guidance for people who wish to die at home (76)

* Palliative care needs assessment guidance (77).

The quality and patient safety directorate in the HSE have prepared a Practical Guide to
Clinical Audit (78). Clinical audit is a tool which can be used to discover how well clinical
care is being provided and to learn if there are opportunities for improvement. This method
can be used to support the review of documentation relating to end-of-life care.

The IHF have developed a series of end-of-life care training workshops which have been
adapted for different care settings (Final Journeys, What Matters to Me and Dealing with
Bad News). The What Matters to Me workshop is geared towards staff in residential care
settings and addresses communication with the person with dementia (79).

The series of Prompts for Good Practice in end-of-life care were developed by the IHF for
general information and to provide ‘Just-in-Time Guidance’ for health professionals facing
challenges in providing good end-of-life care in acute hospitals and residential care settings
(80).
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4.4 Hosting formal family meetings

Formal meetings which address future and end-of-life care can be prompted in a number of different
ways, including a request from the person or their family, a change in a person’s health status, or
where a person has survived a critical healthcare episode(15). It is important to get the person’s
consent before hosting a family meeting. The following is a list of possible prompts or triggers for
formal meetings to discuss end-of-life care.

TRANSITION POINTS HEALTHCARE EVENTS
* Time of diagnosis * Deterioration or decline in a person’s condition
* When the person is doing their * Person presenting with complex symptoms
Enduring Power of Attorney *  Person presenting with difficulty with nutrition
* Change of care setting: transfer to and hydration
an acute hospital/ residential care + Decreasing response to antibiotics
setting etc + Consideration of the need for further medical
+ Care plan review or referral for investigations or treatments
homecare package * Discussion about attempting cardiopulmonary
resuscitation (5.8.42 43)

The meetings would generally involve the person with dementia and/or representatives of their family,
and would be led by a senior staff member who has the clinical expertise to answer the medical
questions which commonly arise when discussing end-of-life care with people who have dementia
(15,72). It may be of benefit to have an advocate present for this discussion where they have been
involved with the person.

The purpose of formal family meetings is:

* To provide an opportunity to explore the person’s goals of care and preferences for their future
and end-of-life care.

* To give clear and consistent information to the person on their current and future health care.
* To clarify how the person’s care preferences will inform future medical and clinical decisions.

* To clarify the decision making responsibility of the medical team, particularly in instances where
the person is not in a position to communicate their wishes or preferences or may lack capacity.

In summary, formal meetings are designed to enable clear and open conversations about future and
end-of-life care and are a means of identifying and recording concerns, wishes, preferences and
responsibilities so that everybody may be aware of these if/when it is necessary. Whilst these
discussions can be beneficial, they can very be daunting for the person with dementia and their
families, and staff are also likely to be apprehensive (36). Consequently good preparation for these
meetings is vital. It must be remembered that the extent that a person wishes to participate must be
respected, and family participation is at the behest of the person with dementia (15,72).

Facilitating discussions on future and end-of-life care with a person with dementia
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The eight step approach devised by Derksen et al (81) can help facilitate clear and open
conversations between healthcare staff and the person, their relatives or friends, and this has been
adapted with prompts to facilitate formal discussion on future and end of life — this is shown in detail
overleaf. The steps they recommend are as follows:

1.

GUIDANCE ON HOSTING FORMAL FAMILY MEETINGS

e

® N OO AN

Prepare for the discussion
Introductions

Determine their knowledge
Explain about dementia
Allow space for emotions
Discuss care options
Clarify understanding

Self-care.

Staff need to recognise prompts which signal the need for
a formal family meeting that address matters relating to
end-of-life care.

Services would benefit from having step by step guide for staff
to prepare for formal family meetings.

Services should prepare an information leaflet for persons with
dementia and their family on the purpose of family meetings. It
may be of benefit if this was in an easy to read format and
included visual aids in order to support the person with dementia
to understand it.

The resources section which follows will demonstrate the eight step approach with prompts and
show an example of a form used in Marymount University Hospice and Hospital and Milford Care
Centre to record family meetings.

28
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EIGHT STAGE APPROACH TO FACILITATE A FORMAL DISCUSSION
ON FUTURE & END-OF-LIFE CARE Adapted from Derksen et al (2006) (81).

1. Prepare for discussion (meeting)

* Introduce the need for the meeting with the

person. As part of our normal care planning, we would like to invite

* Explain the aim. you to meet with us to discuss your mother’s condition and

«  Ask the person with dementia what relatives care plal!s. The doctor and your mother will also be attending
and staff they would like to attend. the megting.

* Invite relatives and other staff members as L
appropriate.

¢ Ask family to write down their questions for ) )
the meeting. If you have any questions that you would like to

discuss, you may want to write them down as this

- Allocate adequate and suitable time for th 55, YOU May W 6 Cowi
ocale adequate and surtable time for the megting will be an ideal opportunity to discuss them,

discussion.

* Arrange suitable private space with no
interruptions.

* Read medical records to learn their history
and liaise with staff to familiarise yourself with
the person'’s situation.

Thanks for coming in today. From my point of view, for the next
20 minutes or so we want to talk about how you are doing and
what we think might happen in the next 12 months, so that we

* Decide who should chair the meeting (taking can plan together to ensure you receive the best care possible.
account of familiarity with the person and
experience in conducting formal discussions N

of this nature (10,15,33,35,44,69,82-84).

2. Introducti . . .
niroductions Did you have any things that you wanted to talk about at this

¢ Introduce yourself and everyone present. meeting? | will jot them down and make sure that we answer
+ Put people at ease. them before we finish.

*  Outline the purpose of the meeting.

* Ask the person/relative what they would like
from the meeting.

* Ask the person/relatives what questions they
have (69).

3. Determine their knowledge of dementia

Establish the person’s: Tell us about how the last few months have been?
- knowledge of dementia. What symptoms are you experiencing?
- understanding of their symptoms. Do you have any queries about the treatment available or how

. : 9
* understanding of the prognosis and the disgase will progress?

treatment options (33,82,85). N
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4. Explain about dementia

Remember to refer back to what the person/relative

has already said and clarify the level of detail the

person wants. The information shared should be

related to the persons wish for information and

associated co-morbidities.

» Stress the uncertainty and individual nature of
presentation of symptoms.

* Explain the cognitive decline and the functional
decline associated with dementia.

* Describe the indicators to influence it's
progression.

» Discuss the prognosis and average life span after
diagnosis.

* Pause regularly to allow the information to be
processed (11,15,19,23,72).

| understand that you would like to know more about the progression
of your condition. Dementia will affect each person in a different way
hut we know their abilities will decline. As dementia progresses, many
hody functions are affected and people can lose the ability to walk,
talk and swallow normally. This means they are more at risk of
problems like pneumonia.

RN

We have noticed that lately your mother is not eating and
drinking as much and is losing weight. She also dislikes
getting out of bed and sleeps most of the day... and
unfortunately these are signs that the dementia is advancing.

- N

5. Allow space for emotions

* The person with dementia and their relatives may
be upset, shocked and angry by the content of the
conversation.

* Allow space for emotions and acknowledge strong
reactions.

* Help the family to give a name to their emotions.

| can see that you are very upset.

| wish the situation was different.

6. Discuss care options (also see section 4)

(This step may require a second meeting depending
on how the person and their relatives respond to the
initial discussion about dementia).

*  Clarify the person’s hopes, wishes and fears for
their future care.

* Explain that care should focus on the person’'s
comfort, drawing distinctions between benefit
versus burden and explain comfort care.

* Explain the limitations of some treatments with
advanced dementia.

*  Outline a future plan of care for the person.

* Discuss scenarios/complications which are likely
to arise considering their health and specific
situations (i.e. tube feeding, cardiopulmonary
resuscitation, antibiotics and admission into
hospital).

* Clarify that their wishes will inform their care but
stress that one cannot guarantee that all of their
requests are followed as this may be dependent
on available resources/capability of family/carers
and other variables.

It would help me if | could hear what you are worried about and
what you would like or what you don’t want to see happen?

Let's write down some of those things so that we can
make sure they are an important focus of your care

While dementia can't be cured, we will do everything possible
to make sure that your relative has the best quality of life and
that their comfort and dignity are supported and maintained.

It is very helpful that we understand what is important to you and your wishes
will certainly inform all decisions that we will make about your care, and we
will do our best to make sure these are fulfilled. It is useful to clarify at this
point that the medical team have ultimate responsibility for your care.
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Clarify understanding and follow up
Check whether information shared has been understood
by the person and their family.

Address any questions the person/relatives may still
have.

Plan next meeting to review the situation.
Identify and delegate follow-up tasks.

Make a formal note of the meeting (see form overleaf)
(15,38,85,86).

Areas for guidance

This is a summary of what we have decided.

Are you clear about the information we have discussed or
would you like me to go through any part of it again?

Do you have any further questions at the moment?

We can have a further meeting in X months to review the
situation,

- N

8. Self-care

Be aware of your own personal experiences towards
death and dying (i.e. fear & guilt) as they can
unintentionally influence your behavior.

Seek support if you have been upset by the meeting.

Debrief with the staff members after the meeting and
discuss how it went, provide support for each other (15).

It was really upsetting to speak to the person and her
family; there was so much anger and grief in the room,

Additional resources

Marymount University Hospice and Hospital and Milford Care Centre have prepared an eLearning
programme addressing communication issues in Palliative Care. This online programme, which has
a blended component, is aimed at guiding participants in all aspects of communicating with patients
and families with particular emphasis on communicating in family meetings.

Facilitating discussions on future and end-of-life care with a person with dementia
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Sample of Family Meeting Record Sheet used by Milford Care Centre and Marymount University Hospital and Hospice

Family Meeting Record Sheet

Date & time of meeting:

Venue:

Duration:

Patient Information Label

PRE-MEETING PLANNING

Family Meeting discussed with patient Yes [ ] No[] Reasons if not discussed
Verbal consent obtained from the patient Yes[ ] No[] If not, why?

Patient attending: Yes [ ] No [] If not, why?

Family members to attend as agreed by patient:

Family members contacted by:

Purpose of Family Meeting:

Medical, Nursing, Physiotherapy update []
Discharge planning J
Other:

Patient’s/family concerns:

Discussion on place of care []

Prognosis/End-of-life care O

Family meeting leaflet given Yes [] No []
Staff Present

MED:

NURSING:

PHYSIO: SW:

oT:

Other team members attending:

Chairperson:

Hospice at Home/Home Care notified []

Day Care notified []

Post formal family meeting

Feedback given to patient who did not attend the meeting Yes [] No [] By whom?

If not, why?

Family Meeting record sheet completed by

Goals achieved by Patient[ ] Family[[] MDT[]

Is follow up meeting required Yes [ ] No[] If yes, when

Staff debriefing Yes[] No[]
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5.1 Understanding the progression of dementia

WP

ADDITIONAL RESOURCES

It is important that healthcare staff have a good understanding of how dementia can affect a person
as the condition progresses. This sections aims to provide some general information on the typical
progression of dementia. It is important to remember that each person with dementia is unique

and their experience and journey through their condition will reflect that.

Typical Stages and Symptoms

To understand dementia, it can be useful to consider the condition in four stages; early, moderate,
late and final stage. There are typical traits and symptoms associated with each stage but equally
these symptoms and stages can fluctuate and overlap. The chart below describes the changes that
may present for the person with dementia in the different stages, and has been copied from a
publication from the Alzheimer Association in lllinois, USA (86).

Early Stage

« Difficulty with short-term
memory

¢ Loses things

* Poor attention

« Difficulty with calculations
and organizational skills

* Trouble finding words or
names

* Repeats statements or
questions

* May become distressed,
withdrawn or irritable

Early Stage

Needs help with household

affairs such as cooking and

paying bills

» Trouble managing money
and medications

* May get lost or confused

when driving

Middle Stage

Changes in Memory, Thinking, Language and Mood

Late Stage

Memory and Thinking Skills

Difficulty with short-term and .
long-term memory

Forget parts of ones history .
Has trouble solving simple .
problems

Becomes disorientated easily

Mixes up recent and past
events

Forgets friends and relatives
Cannot follow a two-step
command

Language
Has trouble tracking e Unable to carry on a
conversations meaningful conversation
Has difficulty forming * Words and sentences often

complete sentences

disconnected

Behaviour/Mood

More easily upset or withdrawn ¢

May express urgent need by

yelling/calling out

Difficult to engage

Changes in Ability to Care for Oneself

Middle Stage

Needs reminders or practical
help with personal care
Slowed walking and reaction
time

No longer safe to drive
Fatigues easily

Late Stage

* Loss of control of bowel

and bladder

« Trouble with balance and

coordination

« Sleeps often

Final Stage

No apparent awareness of
past or future

Cannot speak or uses only
a few words

Severe decline in ability to
show emotion

Final Stage

Needs total assistance with
personal care

Unable to walk and shows
little movement

Poor appetite and has
swallowing problems
Sleeps most of the time

Facilitating discussions on future and end-of-life care with a person with dementia 33



Progression of Dementia

Three important influences on the life-span of dementia are the type of dementia, the stage of
dementia, and whether the course of deterioration is rapid or slow (43,88).

Life expectancy of the person with dementia

Although dementia is a progressive, life limiting and an incurable condition, it is not possible to
clearly predict a person'’s life expectancy and this uncertainty can be very challenging for the
person with dementia and their relatives/friends. Although, specific life expectancy cannot be
provided, there are some indicators below that healthcare staff can provide on the probable life
expectancy of the person:

* 4.5 years is the average survival time for a person living with dementia (88). However, some
people can live for 20 years post diagnosis.

+ Half of the people with late stage dementia will die within 1.3 years (43).
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Additional Resources

FACT SHEET @ 1B

Facilitating discussions on future
and end-of-life care with people
with dementia

Why this is important?

* Dementia is a progressive life limiting condition.

People with dementia should have opportunities to make informed decisions about
their future care at an early stage and have their palliative care needs addressed.

Planning future care can optimise comfort care at end of life, enabling a person to
live well until they die.

When should these discussions take place?

Discussions on future and end-of-life care should take place with the person with

@ dementia as early as possible. There are some key events which commonly act as

prompts for staff to facilitate discussions about future and end-of-life care with a

. person with dementia. Below is a list of some of these prompts:
TRANSITION POINTS HEALTHCARE EVENTS

* Time of diagnosis * Deterioration or decline in a person’s condition

* When the person is doing * Person presenting with complex symptoms
their Enduring Power of * Person presenting with difficulty with nutrition
Attorney and hydration

* Change of care setting: + Decreasing response to antibiotics

transfer to an acute hospital/
residential care setting etc

* Consideration of the need for further medical

investigations or treatments
* Care plan review or referral

* Discussion about attempting cardiopulmonary
for homecare package

resuscitation

“The thing is once you’ve spoken about these things (as hard as it might be)
you can put them away and focus on enjoying things” (NCPC 2011).

Dementia is a life limiting condition, communicating and collaborating on matters The I rI_Sh

relating to future and end-of-life care requires a considered approach. This FACT Hosplce

SHEET is a visual aid to accompany the IHF guidance document: ‘Facilitating =

discussions on future and end-of-life care with a person with dementia’ Fo u n d atlo n

This is available do download on www.hospicefoundation.ie June 2015 Striving for the best care
at end of life for all
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is always possible.

5 Key Considerations to Inform Good Practice

1. Recognise that communication with a person with dementia

2. Develop knowledge about the progression of dementia and key
triggers for end-of-life discussions.

3. Plan future care to optimise comfort.
4. Promote personhood throughout the person’s journey.
5. Record future wishes when they are expressed.

8 Tips for Effective
Communication
1. Adopt a person

centred approach to
communication.

2. Connect with the
person

3. Consider the
communication
environment.

4. Be aware of your own
communication style
and approach.

5. Use active listening.
6. Use simple language.

7. Focus on one
question at a time.

8. Clarify information
and check for
understanding.

O

AFIRM Approach to Active Listening

Acknowledge the person’s concerns and fears.

Find out what the person knows about their
condition.

Immediate concerns addressed.
Respond to subsequent questions.
Meet again or with senior staff to address

concerns.

8 Steps for Family Meetings

Prepare discussion.

Introductions.

Determine the family’s knowledge of dementia.
Explain about dementia.

Allow space for emotions.

Discuss care options.

Clarify understanding.

Reflect and self-care.

ONOO AWM

The lrish Striving for the
Hospice  bestcareatend
Foundation of life for all

“Dementia does not equate to a loss of
communication but to a different system of
communication” (Bush 2003).
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Additional Resources

6.3 Leaflet on Communicating with people with dementia

COMMUNICATING

with people with d_g[[lg_n_t_i_g_ around end_-_o_f_-ﬁ_fe__

[t Why do we communicate?

is key to good
To be human is to communicate. Itis at the heart of our relationships. Communication and
end-Of-IIfe care relationship are also the key to good care, to person-centredness and to good practice.

People with dementia are no different. Like other people, people with dementia need to
People living with dementia communicate with a range of people on a daily basis, including their relatives, healthcare staff,
GPs and others. Poor communication with

PECA R B R Se BT etsle s lae LU U Te I people with dementia in residential care can put
them at risk of unnecessary suffering. Poor
communication can also mean that people with
dementia are deprived of choice, control, and
even respect. Communication is key to identify-
ing and meeting needs.

retain their personhood,
including their preferences
and their desire to make
decisions for themselves.
Good end-of-life care
involves asking people what

they want and giving them Communicating with people with dementia can

choice. But can people be challenging, as their condition may make it
living with dementia make difficult for them to concentrate, their language
o [T [ G T E LTI skills may vary from day to day, they may struggle to remember what has been said, they can
their end-of-life care? find it difficult to make sense of metaphors, idiom, abstraction, and they may also suffer from

other age-related communication difficulties such as loss of hearing. So, the sorts of things
A Dublin study (Cahill and that we normally rely on to make our communication effective (see box above) may not always
B[ v 2ol [T I NG -Y={[s -8  work when we are communicating with someone with dementia.
and Mental Health, July A leading cause of communication
2011) concluded: problems is making assumptions TRUTH-TELLING OR COLLUDING?

; e about the OFher person.. In the case Should a person with dementia, who has significant short-term
“The findings support the of people with dementia, unhelpful | memory loss, be ‘corrected’ when they forget distressing news

o areathat peopfe with assumptions can include things like (for example, if they go looking for a long-dead loved one)?
a cognitive impairment and “they are always just caught up in No lie is needed if the r

even those with advanced th_e'r o Wcrl_d ar e ,kaEd
E : with people with dementia before so
dementia can often still

p is to
the emotions rather than the facts.

: il | know what this person wants” or For example, distressed woman with dementia says to staff
communicate their views “this person has now become so mem:}er ;I':m looking fol;a Mike;:{de':dt' :usband} {faveLWl_i
. seen him?" Staff member rep L]
and preferences about c!ependgnt, it’s best to trea.t them S HeEsuret You loot o liEtle Goubied. Shall T Walk Wit SOz
(0 fel i W [eglelolane /st (o ki = el like a child now”. The reality, of (fromiLatra Crasn blag = http: £ tirkis:comywpime/Q7sme)

course, is that there is huge diversity
I I amongst any group of people with dementia and, like anyone else, someone with dementia
will have some good days and hours and some bad ones, some happy times and some difficult
“ . : f ;
N ot l('l'l Ow-l-ng times. Their dementia does not make them less of a person.

Wh ere ] am One thing we do know about communicating with people with dementia is that they are more
d oesn rt mean attuned to the emotional content of a message or an interaction. There is also good evidence
- that the emotional memory of people with dementia stays intact, long after they may have lost
1 d ont kn ow their ability to remember things or to engage in conversation.
w]-' at ] Iike- 2 We dont remember da% They may not remember what we say to them but they will
we remember Momerts. remember how we made them feel. This is important for
both carers and for family members/friends who visit people
with dementia but who can often feel dispirited because the
person cannot remember who they are.

— Cesore Favese

Facilitating discussions on future and end-of-life care with a person with dementia
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“They may not remember what you say, but they

A simple way of remembering
some of the core elements of
person-centred communic-
ation — developed* in 2011
for student nurses who were
looking for guidance on how
to interact with people with
dementia.

VALIDATION of the person -
requires a basic acceptance
that the behaviour exhibited
by the person has value. For
example, with a man who is
trying to exit the building
because he says he’s late and
has to get to work: “so you're
trying to get to the office, John?

EMOTION - paying attention
to and validating the emo-
tional content of communica-
tion rather than the (at times,
unintelligible) verbal content.
Requires empathy and focus
on non-verbal elements. “You
sound a bit anxious about this"

REASSURANCE - letting the
person know that s/he Is
safe, through our words, our
tone, touch, and our general
way of being with them.

“We'll make sure you're OK, John,
that you won't be in trouble if
you're a bit late.”

ACTIVITY - engaging with
the person to occupy them
and to learn more about
them. “OK, John, let's get to
work here - can you help me tidy
these papers?”

Blackhall, A. et al (2011) VERA
framework: communicating with
people who have dementia. Nursing
Standard, Vol. 26 (10), pp 35-39

TIPS FOR COMMUNICATING WITH PEOPLE WITH DEMENTIA

Trying to reason with the symp

“you remember me, ¢

them by telling them your name and as

will remember how you made them feel.”

Try not to enter their world full of anxiety and busyness. Regardless of what you say, how
you are will affect them. If you can, calm yourself down before entering ‘their world’.

Get their attention by making eye contact with them. Make sure they can see and hear you
easily.

Speak clearly and calmly and at a slightly slower pace.
Avoid speaking sharply or raising your voice, as this may distress the person.

Use short, simple sentences. If you need to ask them something, express one idea at a time.
Giving people choice is important but presenting too many options can be confusing and
frustrating. Use simple yes/no questions (“would you like to wear this?”) and avoid asking
double-ended questions (“would you like to wear this or will this make you too warm today?”).

Show respect. Don't talk to the person as you would to a young child.
Try to laugh together about the inevitable misunderstandings and mistakes — it can help.

Try to include the person in conversations with others. Being included can reduce feelings of
exclusion and isolation.

If the person doesn’t understand what you are saying, try
—  breaking it down into smaller parts
—  using words or pictures or objects to help them understand you and express themselves.

If the person says something you know to be incorrect, try not to contradict them directly or
‘correct’ them. Instead, try to see behind the content to the feelings or meaning that they are
expressing.

If the person has a difficulty finding a word for something, ask them to explain it in a different
way. For example, if they can’t remember the word ‘watch’, they might offer ‘arm clock’.

Pay close attention to their body language — they may be “speaking volumes” by their facial
expression, by the way they are holding themselves or sitting, or by repetitive movement. In
a way, all of their behaviour could be communicating something.

If they are feeling low or sad, don’t try to “jolly them out of it” — often, the most respectful
way to respond is just notice and acknowledge that they seem to be down, and to just be with
them in their sadness, empathising rather than “fixing'.

LISTEN, TALK, CONNECT

, in many ways, like all others.
erson) will

not w

Don't be afra n may bring

ey are living in.

o hard to

If you only see the per

base

t moment.

understand where theyare at t

Adapted from Care UK
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APPENDIX 1

Membership of the Project Advisory Group

Mary Manning

Nursing and Midwifery Planning and Development, ONMSD

Grainne McGettrick'/Emer Begley

The Alzheimer Society of Ireland

Anne Quinn

5 Steps to Living Well with Dementia Project, South Tipperary, Genio

Caroline Clifford

Carlow/Kilkenny Psychiatry of Later Life Team, HSE

Jacinta Kelly

North West Hospice, Sligo

Jean Barber

St Michael's Hospital, Dublin

Carmel Hoey

Clinical Care Programme for Older People, HSE

Prof Willie Molloy

University College Cork and University Hospital Cork

Dr. Suzanne Timmons

University College Cork and University Hospital Cork

Cecelia Hayden

St.Vincent's Hospital, Athy, HSE

Aideen Lawlor

St. Mary's Hospital, Dublin, HSE

Lasarina Maguire

Stewarts Care, Palmerstown, Dublin 20

Carmel Collins

Irish Hospice Foundation

Deirdre Shanagher Irish Hospice Foundation
Marie Lynch Irish Hospice Foundation
Hilary Maher Irish Hospice Foundation

Sarah Cronin

Irish Hospice Foundation

" Emer replaced Grainne in November 2014

Expert Advisory Group for this guidance document

Anne Quinn

5 Steps to Living Well with Dementia Project, South Tipperary, Genio

Jean Barber

St Michael's Hospital, Dublin

Dr. Suzanne Timmons

University College Cork

Cecelia Hayden

St.Vincent's Hospital, Athy, HSE

Lasarina Maguire

Stewarts Care, Palmerstown, Dublin 20

Carmel Collins

Irish Hospice Foundation

Deirdre Shanagher

Irish Hospice Foundation

Marie Lynch

Irish Hospice Foundation

Sarah Cronin

Irish Hospice Foundation

Facilitating discussions on future and end-of-life care with a person with dementia 39



40

ST

APPENDIX 2
METHODOLOGY

Development of the guidance document

This guidance document was developed using the following steps:

1.

The IHF Project Advisory Group established an Expert Advisory Group to develop this
guidance document (See appendix 1 for membership of the group).

A narrative literature review took place using English language articles selected through a
systematic search strategy (see below). Consensus within the group was acheived through
a process of reflection based on the experience of the group members in the field. The
group identified core themes during this process.

Literature review completed based on themes identified in step 2 (see below for details).

Collation of key themes to inform the key considerations and the guidance by the Expert
Advisory Group.

Draft 1 of the guidance document prepared for comment by Expert Advisory Group.!

Draft 2 of the guidance document prepared for external consultation (see Appendix 3 for list
of submissions received).

Feedback from external consultation to develop final draft. A consultation report was
prepared and made available on request.

Final version published.

Literature Review: The literature review informing this document was based on three comprehensive
literature searches of journal articles using two online databases. The review included articles
published in the last 10 years within peer reviewed journals. They were filtered for relevance by the
development team (Carmel Collins, Deirdre Shanagher, Niamh O'Donnell and Joanna Leneillon). A
hand search of international and national policy and best practice guidelines which was ongoing
throughout the process in order to inform and populate the resources.

1 This group sought the views of Dr Margaret Clifford, Consultant in Palliative Medicine, St Joseph'’s Hospice, London. Her suggestions were
incorporated into the final document.
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Details on these reviews are as follows:

Appendix 2

Advance Care Planning and
dementia

Palliative Care needs of
people with ID

Communication and dementia

Databases
used

PUBmed | CINAHL

PUBmed | CINAHL

PUBmed | CINAHL

Search terms
used

PubMed ((“Advance Care
Planning”[Mesh]) AND
(“Dementia”"[Mesh] OR
“Frontotemporall
Dementia"[Mesh] OR “Dementia,
Multi-Infarct”[Mesh] OR
“Dementia, Vascular"[Mesh] OR
“Alzheimer Disease”[Mesh] OR
“Lewy Body Disease"[Mesh]))
AND “Health Personnel”[Mesh]

CINAHL: ((MH “Health
Personnel+")) AND

((MH “Dementia+") OR (MH
“Dementia, Vascular+") OR (MH
“Dementia, Multi-Infarct”) OR
(MH “Dementia, Senile+") OR
(MH “Alzheimer’s Disease”) OR
(MH “Lewy Body Disease”)) AND
( “Advance Care Planning”)

PubMed ((“Palliative
Care”"[Mesh]) AND
(“Intellectual
disabilities”"[Mesh] AND “|
Dementia"[Mesh] OR “End
of Life Care.

CINAHL: Intellectual disability
AND end-of-life Care

Intellectual disability AND
Palliative Care OR Intellectual
disability AND terminal

PubMed ((“Dementia “[Mesh])
AND (“Terminal Care “[Mesh]
AND “Communication”[Mesh]

CINAHL HEADINGS
(“Dementia”) and
(“Communication”) and
(“Terminal Care” or “Palliative
Care”)

Number of
articles
generated

36+ 19 +55=110

13 +12 +5=30

107 +67= 174

Number of
relevant
articles

12

30

91 +20=111
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Themes: All of the findings from the above literature reviews were analysed using a thematic
framework by Carmel Collins (IHF) with oversight from the Expert Advisory Group.
Further details on these literature reviews are available from the IHF on request from
sarah.cronin@hospicefoundation.ie

The themes which emerged from the literature reviews in facilitating conversations when planning
future and end-of-life care were as follows:

» Client centred care

*  Communication techniques

* A tailored approach to communication

* All healthcare professionals should be involved in facilitating discussions
* Knowledge of dementia and end-of-life is crucial

» Staff barriers to engaging in discussion around end-of-life care.

Collation of Themes/Consensus Building: These key themes were presented to the Expert
Advisory Group who, over a six month period, considered and reorientated the scope of the themes
based on their clinical practice and experience. Finally, the document was circulated for feedback to
the Project Advisory Group of workstream 2 and subsequently to specialists, frontline service
providers and service users.

Handsearches of additional Information: In order to enrich and further inform the guidance
document, further searches of; bibliographies of papers used, key Irish and international reports were
undertaken, in addition to a hand search of national and international healthcare policies and best
practice guidelines.

Limitations

Literature was examined for relevance. Strength of evidence was not explicitly graded due to the
nature of the subject matter being discussed. Therefore, it was difficult to explicitly link
recommendations or guidance to the supporting evidence at all times, as recommended in NCEC
guidelines (89). Evidence on effectiveness and cost effectiveness was not explored due to time and
resource constraints. In order to facilitate stakeholder involvement and participation in the
development of the document, a consultation took place with external stakeholders. Thirty-five
submissions were received from a range of organisation, allied health professionals, carers and a
person with dementia. This process further enhanced and refined the content of the guidance
document. Appendix 3 has a list of submissions received.
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APPENDIX 3
LIST OF SUBMISSIONS RECEIVED

A total of 35 submissions were received. Personal submissions included submissions from allied
health professionals, a person with dementia, family carers and two people working in academia. An
international expert on Dementia, Professor Jan Oyebode, Professor of Dementia Care, University of
Bradford was invited to and gave feedback as part of this consultation process.
The organisations which gave feedback are listed in the table below.

Organisation

Ability West

Brothers of Charity Services, Galway.

Irish Association of Palliative Care

Irish Association of Social Workers

Irish Nurses and Midwives Organisation

Irish Society Of Chartered Physiotherapists

Kerry Parents and Friends Association

National Clinical Programme for Palliative Care, HSE

National Clinical Care Programme for Older Persons, HSE

Nursing Homes Ireland

Occupational therapy palliative care and oncology advisory group, Association of Occupational
Therapists in Ireland

Office of Nursing & Midwifery Directorate (ONMSD) — five submissions recieved

Psychology Department, Brothers of Charity Service Roscommon

Speech and Language Therapy Department, Dublin North, HSE

St Brendan’s Nursing Community Unit, Loughrea, Co. Galway

Sunbeam House Services, Bray, Co Wicklow

The Meath Community Unit

The Memory Clinic, The Daughters of Charity Disability Support Services, Dublin.
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