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EDITORIAL
It is with great pleasure that I introduce you to the
fourth issue of the Care Home Nursing Journal (CNJ).
The CNJ has published four issues this year and we
hope that you have enjoyed learning about best
practice within the care home sector. I’d like to share
with you some fantastic news. On Wednesday 15th
November the CNJ was awarded a LaingBuisson
award in the ‘Outstanding Service in Nursing Practice’
category recognising all of the work put in to increase
our nurses knowledge on the care floor. I want to say a
huge congratulations and welcome you to our award
winning journal. In this issue we have partnered up
with our Nurse Academy to feature six original articles
on palliative and end-of-life care.
The articles will provide care home nurses with:
•
•
•
•
•
•

A history of palliative care
The fundamentals of its practice
How to manage symptoms
The common types of palliative diseases
How to manage palliative emergencies
How to optimise care in the final few days of life.

I would like to extend my sincerest thanks to my
co-authors on this module – Jim, Craig and Gary.
Our collective hope is that you: enjoy reading our
articles, engage with the reflective exercises for your
own continuing professional development and you
log-on to SOAR to download, read and print some

of the recommended further reading from nursing
journals that our editorial team have selected about
palliative care. Ultimately we hope that through receipt
of this learning you will seek to enhance the palliative
and end-of-life care for your residents. After all, we
only get one chance to get it right!
If you’re interested in learning more about palliative
care, our experts on the subject will be hosting
webinars on the topics in the coming months. These
webinars will support care home nurses to take an
active leadership role in the provision of palliative care
in their units and all of our nurses are welcome to
participate – please speak to your Home Manager
for further details!
Finally, I’d like to leave you with the words of the
founder of the modern hospice movement, Dame
Cicely Saunders:
“You matter because you are you, and you matter until
the last moment of your life, and we will help you not
only to die peacefully, but to live until you die”

Joanne Strain, Head of Nursing
Four Seasons Health Care
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PART ONE:
AN OVERVIEW OF
PALLIATIVE CARE
Origins of Palliative Care Practice
In the early to mid-twentieth century palliative care was
something which was mainly associated with curative
approaches to advanced cancer. As medicine and medical
science evolved so too did the practice of caring for
people living with advanced cancer. A greater recognition
of supporting people who were dying emerged towards
the latter part of the twentieth century and this acted as
a catalyst for the development of the hospice movement
(Clark, 2007).
In the 1960’s Dame Cicely Saunders began to focus on the
terminal stage of cancer. The terminal stage was identified
once all curative measures had been exhausted. In 1964,
Dame Saunders built on the concept of holistic care and
coined the concept of ‘total pain’ which highlighted: the
physical, psychological, emotional, social and spiritual
elements of pain. In 1967, using her experiences as a
nurse, social worker, researcher and medical practitioner,
Dame Cicely Saunders founded St. Christopher’s Hospice
in London (Miličević, 2002). Today she is remembered as a
leader and pioneer of the modern hospice movement.
Although there is evidence of some hospice provision
before 1967, the modern hospice movement dates
from when St Christopher’s Hospice was opened. It has
defined the modern hospice movement because, unlike
other previous homes for the dying, it combined clinical
excellence with education and research. In the early years
the modern hospice movement focused on end-of-life
care (Clark, 2007). Specifically this focus was on a person’s
holistic care in the last few hours or days of their life
(Radbruch and Payne, 2009).
While such an approach was innovative and enhanced
care for people in the terminal stages of cancer, there was
recognition that there was a need for this holistic care to
be provided to patients earlier in their terminal disease,
not just in hospice settings but in places like hospitals or
care homes. Moving outside of these boundaries caused
clinicians, policy-writers and researchers to ponder what
palliative care actually was.
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Defining Palliative, Terminal, Hospice and
End-of-Life Care
As early as the 1960’s there was confusion relating to
terminology associated with hospice and palliative
care (Radbruch and Payne, 2009). (Payne et al. 2008)
highlighted that within the UK in the 1960’s and 70’s,
the terminology used to define holistic care underwent
a number of transitions from hospice and terminal care,
to palliative care from 1980 to 2000. In 1975, a Canadian
doctor named Dr Balfour Mount was the first to use
the term ‘Palliative Care’ in relation to his integration of
hospice care with hospital care in Montreal. Presently
there are various terminologies used in reference to
palliative care, such as: hospice care; terminal care;
supportive care; end-of-life care; care of the dying; and
continuing care. Unfortunately there is often a lack of
consensus regarding the use of these terms and this can
cause some confusion in practice. In response to this, the
World Health Organization (WHO) has provided a helpful
definition about palliative care:
“An approach that improves the quality
of life of patients and their families facing
the problems associated with lifethreatening illness, through the prevention
and relief of suffering by means of early
identification and impeccable assessment
and treatment of pain and other problems,
physical, psychosocial and spiritual.”
The aim of palliative care is therefore to relieve suffering
and to aid patients and their family carers to have the
best quality of life possible. A range of multi-disciplinary
healthcare professionals and care support workers
should work with their patients and family members to
collectively provide palliative care in order to help improve
the physical, psychosocial and spiritual well-being of
patients and their families.

End-of-life care is different than palliative care.
End-of-life care is defined by Kelly and Innes(2010) as:
“Care for those who are approaching
death, with a key goal being to make the
person comfortable and attend to their
needs and wishes as the end of their life
approaches”

Bringing these two important concepts together
Mitchell et al. (2015) provide this helpful definition:
“Palliative care should begin when disease
prognosis is no longer curable and endof-life care, a continuation of the former,
should commence when the disease has
advanced sufficiently and death is near, for
example 6 months from expected death”

Palliative Care Conditions
It is widely held that there are distinct trajectories of illness
which are associated with progressive incurable disease.
Figure one provides an illustration of the four main ways
in which people will experience death. These illustrations
are useful for healthcare professionals as they broadly
project how each type of disease can affect a person’s
level of independence and functioning as they approach
death. This level of function is usually measured in relation
to the well-known activities of daily living which include
communication, elimination and eating needs
(Roper et al. 1996).
As you’ll note in figure one, there are three main illness
trajectories which are associated with incurable disease
(Murtagh et al. 2004).
Typically these are firstly, a trajectory with a consistent
steep decline (often as a result of cancer), secondly, a
trajectory with a general decline over time but with peaks
and troughs in levels of functioning (often as a result of
organ decline, for example heart failure or COPD) and
thirdly, a trajectory with a gradual decline over a longer
period of time (often as a result of advancing age
and dementia).

Considering the first trajectory of incurable illness, which
is often associated with cancer diagnosis, traditionally
there is a marked decline in level of functioning over a
period of weeks or months in the final months of life.
While the trajectory of each individual will be shaped
by the effects of treatment, generally most people will
experience a steep decline in their level of function
during the terminal phase of their disease and the last few
months of life.
In the second trajectory of incurable illness that was
described, associated with organ failure, people are
often more visibly unwell over a longer period of time.
During this trajectory, patients often require emergency
hospitalisation as a result of a number of exacerbations,
for example COPD (Lunney et al. 2003). While these
patients have a longer period of decline compared to
people living with terminal cancer, they are often a group
of people who do not receive adequate or timely palliative
care. This is because after acute exacerbations and
medical treatment, some level of functioning often returns
and so healthcare professionals do not recognise that a
patient’s condition is progressing.
The third trajectory described is most commonly
associated with older age or dementia. Often an
individual’s level of function begins low at baseline and so
further decline, in comparison with the other trajectories,
appears less dramatic. This trajectory is often described
as ‘prolonged dwindling’. Palliative care within this
group of people is also challenging because healthcare
professionals and family members often are not easily able
to detect when a patient’s condition changes due to it
subtle nature.
While there are limitations to this trajectory approach,
namely each person’s disease trajectory has the potential
to deviate from the theory, it is widely agreed that they
describe the course of chronic disease well
(Lunney et al. 2003).
As demonstrated the care of people in each of the three
disease trajectories is complex and so has the potential
to be challenging. The awareness of these conceptual
representations of disease trajectories can facilitate
nurses, and other healthcare professionals, in optimising
the quality of a person’s life during their illness and in
particular enabling timely access to the appropriate
provision of palliative care.
CARE HOME NURSING JOURNAL
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Figure 1: Illness
Trajectory Model
(A) Sudden unexpected
death (B) A typical
cancer illness trajectory
(C) A typical organfailure illness trajectory
(D) A typical dementia
illness trajectory

A

B

C

D

•

The vertical axis represents ‘level of function’ (i.e. how
independent people are with their activities of daily
living).

•

The horizontal axis represents ‘passage of time’ (i.e.
the amount of months or years a person lives with
incurable illness).

•

Graph (A) illustrates how a person is living with a high
level of independent function before experiencing
sudden death.

•

Graph (B) illustrates how a person living with cancer
experiences limited deterioration of independent
function until the terminal phase of their disease
where there is a marked decline.

•

Graph (C) illustrates how a person living with organ
failure (such as COPD or heart failure) experiences
peaks and troughs of their independent functioning
throughout their illness. Importantly this independent
function declines overall during the passage of time.

•

Graph (D) illustrates how a person living with
dementia may live for a long period with relatively low
independent function.

Palliative Care as a Human Right
Palliative care is of course not just for people living with
cancer. Palliative care is appropriate for everyone living
with progressive incurable illness like dementia, heart
failure, COPD, Parkinson’s Disease or Multiple Sclerosis to
name a few (EAPC 2013).
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With consideration to International Human Rights,
provision of palliative care should be non-discriminatory
and so be available to all people across the disease
trajectories. Incidentally, timely access to a range of
palliative care services and treatment has been empirically
shown to improve outcomes for patients and their families
(Mitchell et al. 2015).
While the development of palliative care practices in
oncology has been extensive, services have been less
well developed across the other illness trajectories like
heart failure and dementia. According to Graham et al
(2010) the palliative care needs of many older people are
not being met, while Brennan (2007) describes current
practices as “abysmal”. This disparity has also been
recognised at an international level with the Office of the
High Commissioner for Human Rights clearly identifying
that a number of older people were not being supported
to access palliative care.
The disparity in provision of palliative care for all is most
likely due to a paucity of knowledge across the spectrum
of progressive incurable illness. This is partly due to the
unpredictability of death when comparing cardiovascular,
respiratory, renal and cerebrovascular disease to cancer.
As evidenced by the models of disease trajectory, people
living with cancer often experience a marked terminal
stage in their disease and this is often not the case
with the other trajectories making death appear more
unpredictable.

Care Homes
In the United Kingdom there are approximately 460,000
older people, aged over 65, who live in more than 16,000
care homes (CQC, 2016). This now accounts for a greater
population of people than are served daily within the
National Health Service (NHS). People who live in care
homes will live with a range of chronic and complex
medical conditions which may include heart failure,
COPD, kidney failure and diabetes. This means that care
home professionals, including registered nurses and care
assistants, will need to have a wide spectrum of specialist
knowledge to support their residents in care homes.
Perhaps most importantly, care home workers will need to
have a good understanding of how to optimise palliative
care for their residents in order to provide good end-oflife care.
For care homes undoubtedly the most common condition
that residents will experience is cognitive impairment,
memory-loss or dementia (The Alzheimer’s Society 2013).
For care home providers, and their staff, there should
always be a focus on ensuring that residents are able to
live well and die well. After all, we only get one chance to
get it right.

Four
Seasons

NURSE ACADEMY
REFLECTIVE EXERCISES:
PART ONE
1.

Make a list of some of the key differences between palliative
care and end-of-life care.

2.

In a small group, discuss why palliative care is something that
is now considered as a human right for people living with
incurable disease like dementia, heart failure or COPD.

3.

Consider some of the reasons why having a good-level of
knowledge in palliative care is important for care home nurses.

CARE HOME NURSING JOURNAL
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PART TWO:
FUNDAMENTALS OF
PALLIATIVE CARE

Policy Background
As noted in Part One, the World Health Organisation
(WHO) has defined palliative care
“an approach that improves the quality
of life of patients and their families facing
the problems associated with lifethreatening illness, through the prevention
and relief of suffering by means of early
identification and impeccable assessment
and treatment of pain and other problems,
physical, psychosocial and spiritual”
(WHO, 2012).
Globally, it is estimated that every year over 20 million
people will require palliative care at the end-of-life.
Importantly 69% are adults over 60 years old, highlighting
the majority of palliative care is likely to be delivered to
older people, especially those living with cardiovascular
diseases, cancer, chronic obstructive pulmonary disease
and dementias (WHO, 2014).
The terms palliative care and end-of-life care are often
used interchangeably in clinical practice (Russell, 2015).
Despite this it should be noted that palliative care differs
from end-of-life care which is normally used to describe
care for people who are believed to be approaching death
within the next 12 months (Department of Health (DOH),
2008). During end-of-life care the key goal is to make the
person comfortable and attend to their needs and wishes
as the end of their life approaches (Kelly and Innes, 2010).
This differs from palliative care, which actually mirrors the
concept of person-centred care, and should be applied
to people who are living with incurable illness. Palliative
care is applicable to the entire journey of all people who
are living with incurable illness and not, like end-of-life
care, just the final 12 months. In other words palliative
care should begin when a disease is no longer curable
and end-of-life care, a continuation of the former, should
commence when the disease has advanced sufficiently
and death is near.
It is beyond the scope of this paper to critically analyse the
current UK practice and policy recommendations on the
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topic of palliative and end-of-life care. That being stated,
it is important to be aware of the key policy documents
which underpin practice. These include the “End of Life
Care Strategy” (DOH, 2008) for England and Wales, the
“Living and Dying Well” strategy for Scotland (The Scottish
Government, 2008) and the “Living Matters, Dying Matters”
strategy for Northern Ireland (DHSSPSS, 2010). These
policy documents are also reflected within the NICE (2011)
Quality Standard for end-of-life care for adults.
To summarise, all of these aforementioned policy
documents draw the following conclusions:
•

Some people die as they would have wished, but
many do not. Many people do not die in the place
they would choose to; many do not receive quality
care at the end of their lives; and there are reports
that people have not been treated with dignity and
respect.

•

In the past, the profile of end-of-life care across
the NHS and across society has been relatively low,
leading to variability in access to and the quality of
end-of-life care across the country and in different
communities.

•

People are uncomfortable talking about dying and
death. This means that when people come to the end
of their lives friends or family are often not aware of
end-of-life preferences.

In short these policy documents all advocate that,
everybody deserves ‘a good death’ and this is more likely
to be achieved by talking about it early on (DHSSPSS,
2010; Wales Palliative Care Implementation Board, 2010;
DOH, 2008; Scottish Government 2008). Importantly,
every individual will have a different idea about what
would, for them, constitute ‘a good death’, but for many
this may involve:
•

Being treated as an individual, with dignity and respect

•

Being without pain and other symptoms

•

Being in familiar surroundings

•

Being in the company of close family and/or friends

Care Home Admission
The Department of Health (DOH, 2010) asserted that by
2014, every person living with dementia in England should
agree with the following statement: “I am confident my
end of life wishes will be respected. I can expect a good
death”. Unfortunately the current evidence suggests that
the quality of care provided to dying residents, particularly
those living with dementia, in care homes is often
inadequate (Brazil et al. 2012). It has been postulated that
a high turn-over of care home staff coupled with poor
awareness about what palliative care is, is the reason why
end-of-life care is often inadequate (Thune-Boyle et al.
2010). Examples of these inadequacies may include:
1.

Poor Pain Management

2.

Not commencing or maintaining advance care plans

3.

Inappropriate or unnecessary hospitalisation at endof-life

4.

Limited bereavement support for care partners

5.

Vast educational gaps in relation to palliative care
outside of a cancer setting

6.

Seldom consideration given to dying until the last few
months of life

Ideally the provision of palliative care should be part of
the diagnostic process for all progressive non-curable
illnesses whereby people are given their diagnosis, if they
choose to have it, alongside information about related
to palliative care. Unfortunately this is not always routine
practice for older people.

Gold Standards Framework
There are a number of tools available to assist care home
nurses in delivery of palliative care for people living in
care homes. The most widely used tool to assist delivery
of palliative care in this setting is the Gold Standards
Framework. The Gold Standards Framework has a degree
of flexibility which can be adapted to correspond with
local needs and resources (Hansford and Meehan, 2007).
The Gold Standards Framework provides 7 C’s which
serve to illuminate the importance of having an integrated

approach for delivery of palliative care. The 7 C’s are
summarised in table 1.
The Gold Standards Framework also advocates the use of
a coding system, sometimes termed prognostic indicators,
so as to enable care staff, including non-nurses, to easily
identify where residents are in relation to their death.

An example of the coding is as follows:
A.

It is expected that the person should live more
than one year.

B.

It may be the last year of the person’s life.

C.

It is possibly the last months or weeks of the
person’s life.

D.

It is probably the last few days or hours of the
person’s life.

The Gold Standards Framework recommends that this
assessment, which can only ever be a calculated guide
given the uncertainty around death and dying, should be
accompanied by the colour-coding of care files so that
nursing and care staff can easily identify residents who
are moving towards the end of their life (and therefore
enabling more effective communication between the
team). The recommended colours are: A: Blue B: Green
C: Yellow D: Red. Research indicates that this type of
assessment, and colour-coding of resident’s files, prompts
care home nurses to think about a resident’s current
prognosis and also have timely discussion based on their
findings.
While considering frameworks to assist practitioners in
the delivery of palliative care it should be noted that the
Liverpool Care Pathway should no longer be used in
practice. The Liverpool Care Pathway was designed to be
used to guide nurses in the delivery of quality end-of-life
care for people expected to die within a number of days/
hours. It has received widespread criticism by the media
and patient advocacy groups as a tool that was more
about “tick-boxes than active compassionate care”, indeed
the independent review of the Liverpool Care Pathway
prefixed its report with the tagline: “More Care Less
Pathway” (DOH, 2013).

CARE HOME NURSING JOURNAL
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Table 1: 7 C’s of the Gold Standards Framework

Communication

Care home nurses to communicate openly with their
residents, their family, other members of the care home
team and the multi-disciplinary team (e.g. the GP or
specialist palliative care services).

Co-ordination

This ‘C’ calls for a named ‘co-ordinator’ to lead the
person’s palliative care. In the care home setting this
should be the resident’s named nurse.

Control of Symptoms

A key aspect of palliative and end-of-life care is
symptom control so that the person living with dementia
experiences the least amount of pain/distress as possible.
In addition consideration should be given to the person’s
psychological, social and spiritual needs (i.e. holistic or
person-centred care).

Continuity of Care

The care home nurse, or care home nurse co-ordinator,
should inform the resident’s GP and secondary care teams
in advance so that they can provide collaborative care at
an early point.

Continued Learning

As identified, there is limited knowledge around provision
of palliative care for people living with dementia. It is
everybody’s responsibility to ensure that education around
palliative care is to an acceptable level.

Carer Support

This places an onus on the emotional and practical care of
the resident’s care partners, family or next-of-kin. It is also
important to note that palliative care continues after-death
(i.e. into bereavement care of the resident’s family).

Care in Dying Phase

The final ‘C’ gives consideration to the death of the
resident. Previously the Gold Standards Framework
advocated the use of a protocol for the last 72-48 hours
of life (such as the, now defunct, Liverpool Care Pathway).
With the discontinuation of the Liverpool Care Pathway,
and no obvious recommended alternative, the onus is on
care home practitioners to provide an individual approach
to the care of their residents in the dying phase (i.e.
stopping non-essential interventions, considering comfort
measures, psychological and religious/spiritual support.)

Palliative Care Register
In order to implement the 7C’s and ensure that residents
receive the care they need, the Gold standards Framework
advocates the use of a Palliative Care Register. A copy
of a register should be kept with the manager and a
duplicate with the nursing staff, as a point of reference
to establish care needs. The register should be evaluated
and updated monthly or if there is a change noted in an
individual resident’s condition by either the manager, or
unit lead. There are a number of recommended palliative
care registers available, but the following details should be
collected and assessed.

10
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THE SECTIONS IN THE REGISTER SHOULD
BE COMPLETED AS FOLLOWS:
1.	Name:
Document the Person’s name
2.	Diagnosis:
Document the long term condition the Perso
n has been diagnosed with e.g. Chronic
Obstructive Pulmonary Disease, Dementia
, and Renal failure. If there is no formal diagn
osis,
then document ‘diagnosis unknown’
3.	GP:
Document the name of their GP
4.	Prognostic indicator:
Apply coloured sticker which corresponds
to the Persons identified colour on the traffic
light system
5.	DNAR:
Document if the Person in Care has a DNAR
if not in place. If one is in place document
document the date it is to be reviewed.

by simply writing ‘yes’ if one is in place or ‘NO’
the date it was agreed, and for both ‘Yes’ and
‘No’,

6.	Advance care plan:
Document if advanced care plan is in place
, ‘Yes’ if it is and ‘No’ if not in place. If ‘Yes’
put date
that this was put in place, you do not need
to put the date to be reviewed as this shou
ld be
done monthly. If no advance care plan is in
place, put the reason why e.g. declined to
discuss
or unable to establish views.
7.	Preferred place of care:
Document where the person would like to

term care setting) or, hospital, these views

be cared for e.g. Home (this refers to the long

are usually established in discussions aroun
d
advance care planning. Please note that while
this is the preferred place of care, there may
be
times that this cannot be upheld e.g. a suspe
cted fracture requiring hospital treatment.
8.	Anticipated needs:
Document any specific wishes the resident
or their advocates have identified e.g. a minis
ter,
having certain family or friends present. In
this section it may also be useful to document
any
equipment they may require, e.g. a person
with COPD may require suction equipment
.
9.	Date and time of death:
Document date and time of death.
10.	Bereavement support offered:
Document if staff has referred advocates to
bereavement services such as CRUSE, if they
have been encouraged to keep visiting the
home. (You may simply document ‘yes, refer
to
progress notes’ or ‘yes, refer to MDT comm
unication’.)

CARE HOME NURSING JOURNAL
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Advance Care Planning
Advance care planning is a key component of palliative
care for people living in care homes. It is defined as
a voluntary discussion about future care between
an individual and their care providers, irrespective of
discipline. Importantly these discussions can also include
family and friends with the consent of the resident. It is
important that advance care planning is commenced in a
timely manner, particularly for those residents living with
cognitive impairment or dementia. The advance care plan
will identify the resident’s preference regarding the type
of care they wish to receive and preferences around their
death (Harrison-Dening et al. 2011).
In clinical practice, the compilation of an advance care
plan usually involves a number of discussions between the
resident, their care partners or family and the care home
nursing team. It should detail the residents preferences
and be reviewed as the resident’s condition changes. An
advance care plan however does not override the decision
of a competent individual and should only be used when
the resident loses mental capacity. During the completion
of an advance care plan it is advisable for the resident
to name a lasting power of attorney. A lasting power of
attorney gives someone the resident trusts with the legal
authority to make decisions on the resident’s behalf.
This is particularly pertinent in dementia care given that
progression of the disease can limit the future decisions
that the resident can make.
Advance care planning may lead the resident to make
an advance statement or record of wishes as well as an
advance decision to refuse treatment which may include
examples like: do not resuscitate, do not provide artificial
or tube-feeding in the advance stages of the disease or do
not hospitalise in the advance stages of the disease. Figure
1 provides an overview of a protocol should be followed
when developing an advance care plan.

Figure 1: A recommended protocol for advance
care planning
1.	The named nurse (or senior carer in residential
nursing homes) will be in charge of the
resident’s care and as such it will be their
responsibility to commence advance care
planning.
2.	The advance care plan should be completed
alongside involvement with the next-of-kin or
close members of the resident’s family (if the
resident consents to this).
3.	The resident’s advance care plan should be
commenced within one month of the resident’s
admission to the unit.
4.	Where the person makes an advance care plan
it is documented. If the person does not wish to
discuss their future care needs this should also
be clearly documented.
5.	With the consent of the resident, the advance
care plan will be shared with the all members of
the clinical team who look after the resident.
6.	The person’s GP should be involved in the
completion of the advance care plan and
should sign the document.
7.	Where appropriate the person may be included
in local palliative care registers held within the
care home, the care home organisation, the GP
surgery or the local care trust.
8.	The advance care plan is not a static document
and as such should be reviewed and evaluated
regularly with the opportunity to add to these.
9.	The advance care plan should go with the
resident if they are transferred to another care
home unit, to hospital or return home. It is the
responsibility of the named nurse (or senior
carer) to ensure the advance care plan goes
with the person.
10.	It should always be remembered that an
advance care plan is NOT a legal document.
It only serves to outline the person’s wishes
about their preferences regarding palliative and
end-of-life care. While not legal, the advance
care plan is important because it aids care home
nurses, multidisciplinary team members and
family make decisions about residents based
on their preferences when they may longer
have capacity.
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What should be included in an advance care plan?
Adapted from ‘My Future Wellbeing Tool’ North Tees and Hartlepool NHS Foundation Trust & Tees, Esk & Weir
Valleys NHS Foundation Trust http://www.ahsn-nenc.org.uk/wp-content/uploads/2017/01/Anne-Bell-Myfuture-Wellbeing-Tool.pdf
Supporting residents living in care homes to contribute to their care is important. The following table
provides an overview of the sorts of questions that care home nurses should seek to learn about their
residents when compiling an advance care plan.

My Social Life

Who do I want to stay in contact with?
What activities and hobbies do I enjoy?
What groups and clubs do I belong to?
What are my favourite books, music and movies?

My Family and Friends

Who is my next of kin?
Who should you contact in case of an emergency?
Are there any unresolved family problems?
Have I completed life-history information for my carers?

My Legal Matters

Who do I trust to make decisions on my behalf?
Have I made a will?
Have I any advance directives or legal documentation in place?
Have I completed a ‘Do Not Resuscitate Order’?

My Physical Needs

Do I have a GP emergency plan?
Do I have a plan for management of pain?
Do I wish to be included in research?

My Environment

What are my favourite foods, drink and smells?
Do I have any pets?
Where do I like to spend my days?

My Spiritual Needs

What are my values?
Do I have support in practising my faith?
Do I have access to counselling or people who can help me?

My Emotional Needs

Do you know how to help me if I experience anxiety, fear,
depression, anger or frustration?
Do you know of any specific cultural or gender choices that
I have made?

My Death

Do you know where I would like to die?
Do you know who I would like to be with me when I die?
Have I planned a funeral or celebration of my life?

CARE HOME NURSING JOURNAL

13

Educating Family Members
Education around palliative care has been identified as
being inadequate for nurses in relation to non-malignant
conditions. As one would expect this is also reciprocated
when considering the care partners, next-of-kin or family
of the resident (Arcand et al. 2013). The family of a resident
are important as they are likely to be assisting in best
interests decisions for their loved one along with the care
team when diseases like COPD, heart failure or dementia
progress. As such it is important that the family members
are furnished with sufficient knowledge about the specific
disease prognosis in a sensitive and comprehensible way.
The Comfort Care booklet (Arcand et al. 2013) is one such
resource which has been endorsed by the WHO (Hall et al.
2011) as an example of better practices in palliative
care for people.
Figure 2 provides an overview of some of the key
statements from the Comfort Care booklet so as to enable
nurses to provide 10 key pieces of information that all
family members should be aware of prior to their loved
one entering the terminal or dying stage of a disease, in
this example dementia.

Figure 2: 10 Key Pieces of Information for Families
(Adapted from Arcand et al. 2013)
Advanced Dementia
1.	Advanced dementia should be considered as a
terminal illness.
2. The majority of people living with advanced
dementia will die from nutrition/hydration
related problems or infection (most commonly
pneumonia).
Artificial Nutrition/Hydration:
3. In the case of malnutrition, a feeding tube is
not recommended for the sole purpose of
prolonging life.
4.Withholding or withdrawing artificial nutrition/
hydration is not usually associated with pain
(providing there is regular mouth care). The
withholding or withdrawing of artificial nutrition/
hydration is an acceptable option in the event of
irreversible swallowing difficulty.
Antibiotics for End-Stage Pneumonia
5. When comfort, not life prolongation, is the
goal of care, antibiotics can be withheld with
treatment aimed at symptom control.
6. E
 ven when treatment with antibiotics is
on-going, nurses should pay attention to
management of symptoms which is more
important at the end of life (i.e. it may be
appropriate for the resident to have opioid
prescription, to manage pain associated with
pneumonia, even though these may lead to
respiratory depression).
Opioid Use
7. P
 rescription of opioids may be necessary to assist
the resident with pain management or associated
breathing difficulties. This is acceptable as the
intention is to relieve pain and not to hasten
death.
Cardiopulmonary Resuscitation
8. CPR is not recommended in advanced dementia
because it can harm the resident and has very
little chance of success.
Hospital Transfer
9. Hospital transfer of the patient with advanced
dementia should only be in exceptional cases
(i.e. only to provide expert medical care that is
not available in the care home such as surgery
associated with fracture).
Euthanasia
10. Actively terminating life is not an acceptable
option for any disease.
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Conclusion
Ideally palliative care should commence
long before the person is in the final days
or months of their life. While this is not
always possible, people who live with
incurable conditions within care homes
should be supported to contribute to their
end-of-life decisions through advance
care-planning. Care home nurses should
endeavour to regularly assess the palliative
care needs of their residents, ideally
through the 7 C’s, traffic light coding
system and palliative care register. Finally,
care home nurses should recognise that
relatives and family members of residents
also require sensitive communication and
personalised support as their loved one
progresses on their end-of-life journey.

Four
Seasons

NURSE ACADEMY
REFLECTIVE EXERCISES:
PART TWO
1.

In a small group, or with another colleague, discuss the potential benefits
and challenges of implementing a coloured coding system to resident
notes as recommended by the Gold Standards Framework.

2.

Discuss with a colleague what sorts of questions you would ask a newly
admitted resident and their family in order to formulate an advance careplan. Please use the ‘My Future Wellbeing Tool’ as a guide.

3.

Make a list of what communication skills you think are important when
educating or discussing palliative and end-of-life care with family as well
as the best environment for these conversations to take place in.

Once completed, access the Spikes Framework (2000) below:
http://www.cetl.org.uk/learning/feedback_opportunities/data/downloads/
breaking_bad_news.pdf
Consider how this framework, originally developed for breaking bad news, can
be helpful for having conversations about palliative care with residents and
their families.
CARE HOME NURSING JOURNAL
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NEUROLEPTIC
PART
THREE: MALIGNANT
SYNDROME
SYMPTOM
MANAGEMENT

Policy Background
Throughout a person’s illness, symptom management
is extremely important. The symptoms a resident
may experience will vary from disease to disease and
from person-to-person, therefore it is important that
a personalised approach to symptom management
is adopted. As noted in Part One, palliative care is a
human right for all people experiencing incurable
disease. This means that care home nurses have a
duty of care to ensure that their residents do not,
as far as possible, experience any pain or suffering.
Importantly, symptom management is important
throughout a person’s entire illness and not just
only in the last few days of their life.
Some of the most common symptoms that people
may experience include: pain, nausea, fatigue,
dyspnoea, dysphagia, constipation, swollen legs or
ankles, restlessness or delirium to name a few.

Pain
Pain is perhaps the most important aspect of
symptom management in palliative care. Residents
living in care homes are likely to live with a range
of conditions which could cause pain and might
include cancer, dementia, COPD, heart failure, arthritis,
wounds, fractures, dental pain or infection. Therefore
it is always important to consider if a person is in pain
because without adequate management of pain the
person is unlikely to be able to live well and enjoy a
good quality of life. This is reinforced by the evidence
collected by the Office for National statistics (2008)
who reports that 50% of people aged over 65 are in
some degree of pain or discomfort.
Pain is described by the International Association
for the Study of Pain (IASP 1994) as: “An unpleasant
sensory and emotional experience associated with
actual or potential tissue damage, or described in
terms of such damage”:
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Types of Pain
There are a number of different types of pain which are
important to have an awareness of. These are listed in the
table below:
Acute Pain
Recent onset
Response to tissue damage
Intense pain but will reduce with appropriate
assessment and treatment
Chronic Pain
Persists for more than one month
Unknown cause
Long term condition
Multidimensional in nature
Chronic Malignant Pain
Cancerous process is suspected
Chronic Non Malignant Pain
If cancer is not suspected
Most common in older people
Most difficult to treat

Living with Pain
Acute pain, chronic pain or a combination of both,
are commonly experienced by people living in care
homes (Cipher et al. 2006). Unfortunately due to a high
number of residents who live with dementia or cognitive
impairment, estimated at almost 80%, pain can remain
unrecognised and untreated due to an individual’s limited
language, memory, and ability to reflect (Jones and
Mitchell, 2015). Pain is unique to individuals and may
cause residents, particularly those living with dementia, to
exhibit distressing behaviour such as calling out, rocking
backwards and forwards, striking out or excessively
walking (Mahoney and Peters, 2008). The reason for these
behavioural symptoms is often due to the fact that some
people living with dementia cannot adequately verbalise
they are in pain. In other words, the person may have no
option but to express their discomfort through behaviour.
The real challenge for care home nurses is that there is
no standard method of distinguishing if these behavioural
symptoms are related to a cognitive/dementia disorder or
pain. Historically, if an individual with cognitive impairment
presented with behavioural symptoms they may have
been prescribed a sedative medication (Banerjee, 2009).
Of course these sedative medications are not effective,
nor appropriate, for people who have pain. Therefore it is
recommended practice that for all residents who live with
dementia, and indeed all of those who live with incurable
illness, are regularly assessed for signs of pain, prescribed
and administered regular analgesia as appropriate and
have this reviewed frequently.

impaired functional abilities, diminished socialization
and lower levels of dependence. Thus, pain can have a
profound impact on the quality of life of residents who
may or may not have dementia.

Pain assessment
Self-reporting of pain is the “gold standard” for pain
assessment and management (Horgas et al. 2009). This
traditionally takes the form of asking someone if they are
in pain, how they experience their pain and how intense
their pain is. Some guiding questions include:
•

Are you in pain?

•

Does the pain get worse when you move?

•

Does the pain get worse when I touch you here?

•

On a scale of 1-10 how severe is the pain?

•

Is there any position when the pain is less intense
or more intense?

For residents who live with a cognitive impairment or
dementia, other approaches might be more useful. That
stated one should always seek to ask the resident about
their pain directly in the first instance. There are a number
of validated pain assessment tools that are utilised in
dementia care and the most popular are the Abbey Pain
Scale, DOLOPLUS-2 and PAINAD.
1.

Abbey Pain Scale: Assesses vocalization, facial
expression, changes in body language, behavioural
changes, psycho logical changes and physical
changes. Severity of pain is assessed individually for
each of its 6 items

2.

DOLOPLUS-2: Consisting of 10 items, divided into
three groups, namely, somatic reaction, psychometric
reaction and psychosocial reaction. This instrument
assesses the progression of the pain experience.

3.

Pain Assessment in Advanced Dementia (PAINAD):
Comprising 5 categories of behaviour: breathing,
negative vocalization, facial expression, body
language and consolability. Each is organized into
three subcategories with behavioural descriptors
allowing the recognition of the presence of pain
or normality.

These observational tools provide care home nurses with
critical information which can be used in a range of ways.
Good regular pain assessment can guide the selection
of interventions, help care home nurses monitor the
effectiveness of their treatments and be an effective
source when with multidisciplinary professionals. Due to
the subjective nature of pain and older people’s hesitancy
to inform, there is a convincing belief that pain is usually
under-reported. Therefore there is a pressing need for
care home nurses to be aware of best practice and to
assist their residents to manage pain.

As one would expect, there are a range of consequences
for an individual with untreated pain which include:
depression, impaired cognitive function, sleep disturbance,
CARE HOME NURSING JOURNAL
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Pain Management

Nausea and Vomiting

It is best practice to follow the World Health Organisation
pain ladder in relation to pain management. This means
starting with the lowest strength of pain relief, reassessment using validated pain tool, such as the Abbey
Pain Scale, then moving up the ladder and continuing
regular re-assessment until symptoms of pain decrease.

Nausea and vomiting can be a common symptom for
people living with incurable illness. There are many
reasons why this might be the case and this includes the
following:

Strong opiods
e.g. morphine, diamorphine, fentanyl
Pain severity 8+/10
Mild opioids
e.g. codeine, dihydrocodeine, co-codamol
Pain severity 5-8/10
Non-opioids
e.g. paracetamol +/- NSAID
Pain severity 2-5/10
Adapted from The World Health
Organisation pain ladder1

Constipation
Constipation refers to difficulty during defecation and
infrequent bowel movements over a prolonged period
of time (Rao and Go, 2010). There are two main forms of
constipation: acute and chronic constipation (Johanna
Briggs Institute, 2008). While treatment of constipation
should be personalised to each resident, treatment is
broadly the following:
In acute constipation, which is usually moderate to severe
and has occurred in a short-space of time, enemas or
osmotic laxatives are probably the most appropriate form
of treatment (Johanna Briggs Institute, 2008).
In chronic constipation, the most common form of the
condition, treatment is usually more conservative. There
is often be no underlying cause and so treatment usually
takes the form of bulking agents (non-pharmacological:
bran/almonds/prunes/bananas) and osmotic laxatives,
to increase the bulk and promote fluid in the stool
(lactulose). Importantly, in the event of severe constipation
becoming unresponsive to treatment, care home nurses
should seek advice from a doctor who may involve
additional members of the multidisciplinary team.
Importantly, constipation is often experienced by people
nearing the end of their lives. This is because of increased
analgesia, which is associated with causing constipation
and a reduction in food or drink intake. Constipation
should never be underestimated or overlooked because it
can cause severe discomfort and if untreated can lead to
confusion, nausea and vomiting.
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1.

Gastrointestinal, such as squashed stomach, intestinal
obstruction

2.

Enlarged liver

3.

Ear infection, vertigo

4.

Morphine and other medication can cause nausea
and vomiting.

Treatment of nausea and vomiting is important. There
is anti-sickness medication that can be taken. Care
home nurses can also support residents through nonpharmacological means. This includes simple things like
eating small amounts often, rather than trying to eat large
meals or even eating dry, carbohydrate food, such as toast
or crackers. In addition, some people find that ginger
helps, such as ginger tea, stem ginger, ginger beer, or
ginger added to food. Other things that can help include
regular mouth care, providing ice to suck if drinking
makes the vomiting worse and avoidance of strong smells
such as perfume. In addition to non-pharmacological
approaches, nausea and vomiting can be managed by the
use of anti-emetic medication.
Drugs used in managing nausea and vomiting are
called anti-emetics. All of them work by reducing the
hyperactivity of the vomiting reflex in the brain. Some of
the most common types of these medications are listed in
the table below:

Name of
medication

Side effects

Hyoscine
Hydrobromide

Anticholinergic muscarinic: dry
mouth, blurred vision, constipation,
urinary retention, precipitation of
acute closed-angle glaucoma, sedation.

Cyclizine

Drowsiness initially in the first few
days. Headache, psychomotor
impairment, hypotension

Metoclopramide

Extrapyramidal effects (rarer in older
adults) dystonia’s, akathisia, tardive
dyskinesias

Breathlessness
Another common symptom experienced by people
nearing the end of their lives is breathlessness. The most
common causes of breathlessness are due to medical
conditions such as pneumonia, bronchitis or emphysema
(McVeigh, 2017). Breathlessness may also be due to
medical conditions affecting other organs such as the
heart, kidneys or liver.
The aims of management are to reduce the levels of
breathlessness and treat any underlying conditions which
may be aggravating the breathlessness. Care home
nurses can employ a number of non-pharmacological
interventions as first-line treatments for residents who are
breathless. These include:
•

Positioning resident to maximise their comfort, e.g.
elevating the head and torso

•

Reducing the room temperature

•

Eliminating irritants such as allergens

•

Opening a window to create circulation of fresh air

•

Providing reassurance

In addition to this, there are a number of medications
that can be administered to residents who are frequently
breathless. The most common type of medication
to manage breathlessness is a bronchodilator. A
bronchodilator is used to facilitate respirations by dilating
the airways. They are helpful in symptomatic relief of
asthma and for bronchospasm associated with COPD.
The two most common types of bronchodilators are known
as sympathomimetic bronchodilators and anticholinergic
bronchodilators. Sympathomimetic bronchodilators mimic
the effect of the sympathetic nervous system. One of the
actions of the sympathetic nervous system is dilation of
the bronchi with increased rate and depth of respiration.
One of the most common types of sympathomimetic
bronchodilators is Salbutamol. Residents who cannot
tolerate the sympathetic effects of the sympathomimetic
bronchodilators may respond to anticholinergic
bronchodilators such as Ipratropium (Atrovent) or
Tiotropium (Spiriva). While these drugs are not as effective
as the sympathomimetic bronchodilators they can provide
some relief. This is because of the way anticholinergics
act on the vagus nerve, that is to block the action of the
neurotransmitter acetylcholine at the vagal-mediated
receptor sites. Normally, vagal stimulation results in a
stimulating effect on smooth muscle, causing contraction.
By blocking the vagal effect, relaxation of smooth muscle in
the bronchi occurs, leading to bronchodilation.
The table below details some additional medications
that can be used to help symptom management in
relation to breathlessness.

Corticosteroids
e.g.
Dexamethasone

Opioids

e.g. Morphine

Benzodiazepines

e.g. Lorazepam,
Diazepam or
Midazolam

The reduction of oedema may
improve breathlessness due to
multiple lung metastases and
lymphangitis. The Person in our
Care should feel the benefit
within seven days, if there is no
improvement, then consultation
with the MDT should be sought

Morphine in low doses reduces
respiratory drive. By slowing
respiration, breathing is made
more efficient and the sensation of
breathlessness is reduced

The evidence suggests that
benzodiazepines do not reduce
breathlessness, however, they can
be effective in reducing the anxiety
associated with breathlessness

Bronchial Secretions
Bronchial secretions can accumulate in the throat of
the residents who are in the last days and hours of their
life. This can cause the resident’s breathing to become
noisy and cause anxiety and distress for that person and
their family. Non-pharmacological interventions may
help to manage secretions and reduce any distress,
for example repositioning the person, suctioning of
secretions from their airway or breathing and relaxation
exercises. Pharmacological interventions such as hyoscine
hydrobromide may be beneficial, however it is essential
that any medication is monitored for signs of any side
effects and where required treat side effects accordingly.
As breathing becomes less regular, the resident may
develop Cheyne-Stokes breathing. This is when period of
shallow breathing alternate with deeper, rapid breathing.
The deep rapid breathing may be followed by a pause
before breathing begins again. Cheyne-Stokes breathing is
usually a sign that death is imminent.
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Mouth Care
Comfort is the primary goal for the dying person, an
essential part of that care is mouth care. A dry mouth is a
common symptom as death approaches. Regular mouth
care is standard nursing practice. Mouth Ulcers or oral
thrush can cause pain, reduce oral intake and cause a taste
disturbance which can all impact on nutrition and hydration
and an individual’s well-being. The EAPC (2013b) advocate
that lips and the corners of a person’s mouth should be
kept wet and moisturised to prevent cracking. It is also
important to be aware that loose dentures may also cause
sores and should be taken out if a refitting is not an option
(Mitchell et al. 2015). Oral thrush is the most common of
oral fungal infection and can manifest as white/yellow
plagues, a red tongue, soreness, dry mouth, crack in the
corner of the mouth and occasionally nausea. There are a
number of treatments that can be requested from the GP.
Care home nurses should always try to encourage their
residents to self-care, if possible. This is the best option as
it helps the person maintain their own control, particularly
if their mouth is sore. It is important to remember that
it can be distressing for a resident to have something,
such as a toothbrush, suddenly put into your mouth
unexpectedly, so gaining consent before the procedure
is very important. If the person is unable to respond, the
procedure should be explained beforehand so as the
person is not anxious.
When preforming mouth care, the care home nurse
should try to be gentle, and use a soft toothbrush and
baby toothpaste. The toothbrush should also be used to
clean the resident’s dentures. This should be done
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thoroughly and regularly. Mouth swabs should be avoided
for mouth care, if possible. This is because the swabs can
become loose and potentially cause choking.

Agitation
One distressing symptom which can be common for
people in the last months or days of their life is something
known as agitation. It has also been called ‘terminal
agitation’, terminal restlessness’ or ‘delirium’. This agitation
can manifest in a number of ways including verbal
outbursts, attempting to mobilize when they are unable,
hallucinations or disorientation. The main causes of this
agitation can be as a result of medications, pain, infection,
exhaustion, abnormalities in blood chemistry, organ failure
or oxygen deficiency. Agitation can be a sign that a person
is in the final stages of their life.
Someone who is agitated will not be able to settle, may
call out and move around erratically in the bed without
control. Sometimes, the person’s personality may seem to
change or they may act out of character. For example, they
might become aggressive or withdrawn. This can be very
distressing for the resident and their carer, family or friends.
It is helpful for care home nurses to consider what the
cause of agitation is for their resident. This will aid the team
in treating any underlying causes. Questions to ask include:
•

Is the person in urinary retention or constipated?

•

Are there any alcohol, nicotine or medication
withdrawal issues (in which case, a substitute patch
may help)?

•

Is the person hypoxic (not receiving enough oxygen
to the brain)?

•

Is their continence pad wet?

•

Is their pain controlled?

•

Is there a history of dementia?

•

Could this be a side effect of medication such as
steroids, opiates or metoclopramide (metoclopramide
can have a profound effect, particularly in young
women)?

•

Does the person have a brain tumour or secondary
brain cancer (metastatic disease)?

•

Are there unresolved fears or family issues?

•

Are there any potentially reversible clinical causes?
These may include hypercalcaemia, hypoglycaemia,
renal failure, liver failure or infection.

Management of Agitation
If your resident is still agitated after all possible causes
have been eliminated and discussed with the extended
multi-disciplinary team there are some simple techniques
that can be utilised. For example repositioning the person,
playing music, talking in a gentle and reassuring manner,
or and using touch (such as holding the person’s hand)
may help to reduce agitation and distress. Try to provide a
calm and safe environment that suits the person’s needs.

driver. It is important to be aware that some carers, family
members or friends may resist the idea of sedating a loved
one. This may be due to assumptions around the use of a
syringe driver, such as that it may mean the person will die
sooner. Therefore, it is important to discuss this with your
resident and their carer, family or friends, and assure them
that it is to help with anxiety or relieve distress.

Psychosocial Symptoms
While the physical care of a person who is dying is
extremely important, there should also be a consistent
focus on psychological, social and spiritual needs of the
person in fulfilment of true holistic care.
Anxiety and depression are commonly experienced by
people in palliative care. Many of the things that cause
people to be depressed can also cause anxiety and vice
versa. As well as causing emotional suffering, depression
is associated with increased fatigue, reduced treatment
adherence, poorer prognosis and a higher mortality in a
range of physical illnesses.
It is widely recognised that depression often goes
undetected and therefore untreated in person with long
term chronic conditions. This is due to the fact that grief
and depression present similarly in people who are dying.
Distinguishing between grief and depression in a person
who is dying can be difficult. Many of the signs and
symptoms traditionally used to diagnose depression are
also present in a person who is grieving.

In extreme cases, medication for sedation may sometimes
be required and this may be given by injection or a syringe
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Preparatory grief is experienced by virtually all people
who are dying and can be facilitated with psychosocial
support and counselling. Ongoing pharmacotherapy
is generally not beneficial and may even be harmful to
persons who are grieving. On the other hand, disturbed
self-esteem, hopelessness, an active desire to die and
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ruminative thoughts about death and suicide are indicative
of depression in people who are dying. Depression in a
person nearing the end of life needs to be treated as it
attributes to tremendous suffering and poor quality of life.
The table below illustrates some common symptoms of
depression.

Feelings of helplessness and hopelessness

A bleak outlook—nothing will ever get better and there’s nothing
you can do to improve your situation.

Loss of interest in daily activities

No interest in former hobbies, pastimes or social activities.
You’ve lost your ability to feel joy and pleasure

Appetite or weight changes

Significant weight loss or weight gain—a change of more than
5% of body weight in a month

Sleep changes

Either insomnia, especially waking in the early hours of the
morning, or oversleeping (also known as hypersomnia).

Anger or irritability

Feeling agitated, restless, or even violent. Your tolerance level
is low, your temper short, and everything and everyone gets on
your nerves.

Loss of energy

Feeling fatigued, sluggish, and physically drained. Your whole body
may feel heavy, and even small tasks are exhausting or take longer
to complete.

Self-loathing

Strong feelings of worthlessness or guilt. You harshly criticize
yourself for perceived faults and mistakes.

Reckless behaviour

You engage in escapist behaviour such as substance abuse,
compulsive gambling, reckless driving, or dangerous sports.

Concentration problems

Trouble focusing, making decisions, or remembering things.

Unexplained aches and pains

An increase in physical complaints such as headaches, back pain,
aching muscles, and stomach pains.
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Reviewing Symptom Management
Throughout a resident’s journey, care home nurses are
responsible for consistently reviewing the management of
symptoms. The following six steps are a summary of best
practice as it relates to symptom management in palliative
care.
1.

It is very important than an accurate and on-going
assessment is carried out which details physical,
psychological, social and spiritual needs.

2.

The ethos of palliative and end-of-life care is one
which is holistic and has a strong emphasis on
keeping the resident comfortable.

3.

Many of your residents’ symptoms are multidimensional; therefore best management will often
be through a multi-professional team approach. It
is important that communication between teams
is timely and effective. Key multi-disciplinary

professionals include the resident’s GP, palliative care
community teams, hospice specialist nurses and
other health professionals involved in the care of your
resident.
4.

It is extremely important that the resident is involved
in the decision making process as much as possible. If
this is not possible, it should include their families and
loved ones.

5.

Advance care-planning is something which has been
consistently associated with better outcomes. When
supporting people to make these advance plans,
think about the words and language you are using
and more importantly, work with the resident and
those close to them to ensure they understand the
treatment and care.

6.

Continually assess your resident’s physical, social,
psychological

Four
Seasons

NURSE ACADEMY
REFLECTIVE EXERCISES:
PART THREE
1.

With a colleague, or in a small group, have a reflective discussion about
one of the residents you care for. Consider how you are providing
symptom management and in particular how you would know if your
resident’s needs changed.

2.

Consider what steps you would take if you came across a resident who
is receiving 4g of paracetamol per day but was still exhibiting significant
levels of distress (in the form of shouting).

3.

Make a list of possible non-pharmacological interventions that you could
employ to assist a resident in managing their symptoms.
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NEUROLEPTIC
PART
FOUR: MALIGNANT
SYNDROME PALLIATIVE
COMMON
DISEASES
Introduction
Palliative care is something that is applicable for every
person living with incurable illness. Within care home
settings, nurses are tasked with providing care to residents
who live with a range of complex morbidities. This article
will provide an overview of some of the most common
diseases that people living in care homes may experience.
Illustration of these diseases will provide care home nurses
with a better understanding of supporting people to live
well throughout their illness.

Cancers can present in many ways depending on the
type of cancer and where it is situated but there are some
common signs and symptoms for most of them including:
•

General run-down condition (i.e. malaise, weight-loss,
loss of appetite)

Cancer

•

Marked change in bowel or bladder habits

Cancer is a group of more than 100 different diseases that
can begin almost anywhere in the body. It happens when
normal cells in the body change and grow uncontrollably.
These cells may form a mass called a tumour. A tumour
can be benign (noncancerous) or malignant (cancerous,
meaning it can spread to other parts of the body).
However, some cancers do not form solid tumours.
These include leukaemia, most types of lymphoma and
myeloma (cancer of the plasma cells in the bone marrow,
the spongy tissue inside of bones). Cancer can occur in
almost any cell but the most common cancers are found
in the skin, lung, colon, breast or prostate gland.

•

Nausea or vomiting without reason

•

Bloody discharge of any kind

•

Presence of swelling, lump or mass anywhere in the body

•

Unexplained pain

The main causes of cancer appear to be linked to
interactions between genes and the environment (i.e.
radiation, alcohol, chemical, some foods, smoking, viruses
etc.) Following the diagnosis of cancer, the person will
be told the stage that the cancer has reached. The stage
a cancer has reached at the time of diagnosis can give
an indication of the likely prognosis for the person. The
staging system is linked to the spread of cancer and there
are four general stages:
Stage 1
No spread of the cancer from the original site of the
cancer
Stage 2
The cancer has spread to neighbouring tissues
Stage 3
The cancer has spread to nearby lymph nodes
Stage 4
The cancer has spread to tissues and organs in other
parts of the body
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Cancers that have started to spread have a much poorer
prognosis than do cancers that are still confined to their
original site. In other words Stage 1 cancers have a much
better chance of responding to treatment, whilst Stage 4
cancers are very often terminal.
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Whilst there are different treatments for different cancers,
there are certain principles and types of treatment that
are generally accepted as standard and these include
chemotherapy, radiotherapy, immunotherapy, surgery or
hormone therapy.
There are two forms of chemotherapy; cytotoxic
chemotherapy which has the potential to cure the
patient or cytostatic chemotherapy which does not get
rid of the cancer but can prevent it from growing too
large. Cytostatic chemotherapy is the form of treatment
that is used in palliative care. Unfortunately, both types
of chemotherapy work by affecting all cells (including
both cancerous and healthy cells). Therefore there are
many severe side-effects noted with treatment and
these include: higher risk of developing secondary
cancers, lower immunity and subsequent higher risk of
infection, hair-loss, nausea and vomiting and skin damage.
Chemotherapy can be administered intravenously or as an
oral medication.
Radiation therapy is usually administered to a specific
cancer site over a number of visits. It seeks to kill the
cancer but can also affect healthy cells nearby. Like
chemotherapy it is often associated with long-term
dangers. Immunotherapy is an emerging form of
treatment that seeks to support the body’s own immune
system so as it can battle the cancer internally, it is a
more recent form of treatment and is being extensively
researched at present. Surgical therapy is often used when
cancer has not yet spread. There are two types of surgery,
one is curative and seeks to remove all cancer and nearby
lymph nodes, the second is palliative and is used as a way
of alleviating symptoms with curing the cancer. Hormonal

therapy has been used for some years and it works by
blocking receptors of cancerous cells so as they are
unable to grow. They are most commonly used in breast
or prostate cancers.

Heart Failure
Heart failure is a general term
used to describe several different
types of cardiac disease which
lead to poor perfusion of tissues.
Congestive heart failure is a
progressive and debilitating disease
that is accompanied by congestion of body tissues. Heart
failure may affect either side of the heart however as all
the chambers are part of the hear structure, if one side
fails then it affects the other side. Nevertheless, left heart
failure is more common than right heart failure.
Heart failure may be caused by a variety of conditions
including; acute myocardial infarction, hypertension, heart
disease affecting the valves or anaemia. The onset of heart
failure can be acute or chronic. It is often associated with
systolic and diastolic congestion and with myocardial
weakness. The weakness impairs the ability of the heart to
pump efficiently. In acute heart failure there is a sudden
decrease in the amount of blood pumped out from
both ventricles which leads to a reduction in oxygen
supply to the tissues. However in chronic heart failure
the progression of the disease is gradual and in the early
stages there may be no symptoms.

of blood in the left atrium and raised pressure in the
pulmonary veins, which leads to pulmonary oedema.
Patients with pulmonary oedema may experience
symptoms such as dyspnoea, productive cough, frothy
sputum or pallor. Failure of the left ventricle results in poor
cardiac output. As the cardiac output decreases, perfusion
to the tissues also diminishes resulting in poor delivery of
oxygen and nutrients to the tissues.

The signs of left heart failure include:
•

Development of dyspnoea in the early stages due to
fluid accumulation in the pulmonary capillary bed
resulting in poor exchange of gases in the lungs.

•

Dizziness, fatigue and weakness due to poor
oxygenation of the body tissues resulting from low
cardiac output and oxygen saturation. The dizziness is
the result of low oxygen to the brain which may result
in disorientation, confusion and unconsciousness.

•

Orthopnoea, the term used to describe when the
patient is unable to breath in the supine positon.

•

Cyanosis, the bluish discolouration of the mucous
membranes around the lips and nail beds.

•

Wheezing due to bronchospasm.

The treatment of heart failure focuses on treating the signs
and symptoms of the disease as well as promoting quality
of life. This includes the following:
1.

Moderate physical activity in the earlier stages of
the disease.

2.

Weight reduction through physical activity or
healthy eating.

3.

Reduction in salt intake is essential because excessive
salt intake can cause fluid retention and lead to
exacerbation of cardiac problems.

4.

Residents with heart failure will need their fluid intake
monitored carefully to prevent overload.

5.

Antihypertensive drugs should be prescribed.

The signs of right heart failure include:

6.

Diuretic medications should be used to reduce fluid load.

•

7.

Beta-blockers can also be used to improve leftventricular function.

Right heart failure is associated with the right ventricle
being unable to pump the blood into the pulmonary artery
leading into the lungs. This leads to an increase in volume
of the right ventricle during the end-diastolic phase,
which causes an increase in volume of the right atria.
This in turn increases the volume of blood and pressure
in the systemic venous system. There is accumulation of
blood in some of the major organs and they include the
liver, kidneys and spleen resulting in enlargement of these
organs and eventual destruction.

Pitting oedema in the sacrum of a resident confined
to bed as well as the feet and legs when the person is
sitting. This is due to the impaired pumping ability of the
heart and as a result fluid accumulates in the tissues.

•

Enlargement of the organs such as the liver
(hepatomegaly) and spleen (splenomegaly) can
cause pressure on the surrounding organs such as
the stomach.

•

Pleural effusion may occur due to increased
capillary pressure.

•

Distended jugular veins.

•

Difficulty breathing.

Left heart failure results from the damage of the left
ventricular myocardium. The contraction of the left
ventricle is ineffective and cannot pump out all the blood
it receives from the left atrium. This results in pooling

Chronic Obstructive Pulmonary Disease (COPD)
Over 1 million people in the UK live with COPD. It has
been defined as airflow obstruction that is progressive,
not fully reversible and does not change markedly over
several months. The main cause of COPD is smoking and
the main symptoms of the disease include shortness of
breath, low oxygen in the blood, cough, pain, weight loss
and risk of lung infections. People with COPD may also
suffer from emotional effects such as depression, anxiety,
insomnia and social isolation.
COPD is an umbrella term and comprises many diseases.
The two main types of COPD are:
1.

Emphysema— destruction of the air sacs

2.

Chronic bronchitis—inflammation of the bronchial tubes
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Many people with COPD have a combination of the
two subtypes.
Emphysema is a common type of COPD in which the
air sacs of the lungs become damaged, causing them to
enlarge and burst. Damage in this area makes it difficult
for people with emphysema to expel air from their lungs.
This leads to a build-up of carbon dioxide in the body
and a myriad of emphysema signs and symptoms. The
symptoms of emphysema include: shortness of breath, an
ongoing feeling of not being able to get enough air, longterm cough, wheezing, long-term mucus production and
ongoing fatigue.
Chronic bronchitis causes
inflammation and irritation of the
airways, the tubes in your lungs
where air passes through. When the
air tubes are inflamed and irritated,
thick mucus begins to form in them.
Over time, this mucus plugs up
airways and makes breathing difficult. When you cough
this mucus up, the excretions are known as sputum
or phlegm.
The symptoms of chronic bronchitis include: having a
cough on most days for at least 3 months, for 2 years in a
row, coughing or spitting up clear or white mucus, feeling
very tired, feeling short of breath and chest discomfort or
tightness.
The severity of COPD is determined by FEV1 (a calculated
ratio used in the diagnosis of obstructive and restrictive
lung disease). FEV1 represents the proportion of a person’s
vital capacity that they are able to expire in the first second
of forced expiration to the full vital capacity. In normal
adults it is above 80%. People with mild COPD score
between 50%-80%, moderate COPD is 30%-49% and
severe COPD is less than 30%.
Residents who live with COPD are at a high risk of hospital
admission towards the end of their life. To support people
to live well with COPD in a care home the following
management goals are advisable:
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1.

Education and adherence to prescribed oxygen and
bronchodilator therapies. This will help maximise
relief of breathlessness.

2.

Smoking cessation advice if the person is still smoking
as this will delay progression of the disease.

3.

Regular flu vaccination and other immunisation
as appropriate to minimise frequency of potential
exacerbations.

4.

Good dietary advice to combat severe weight-loss
which is a feature of COPD.

5.

Regular personalised pulmonary rehabilitation.

6.

Promotion of self-management techniques as
COPD is associated with high levels of anxiety
and depression.
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Dementia
Dementia is a medical term used to describe a number of
cognitive syndromes which includes Alzheimer’s disease,
vascular dementia, dementia with Lewy bodies and
frontotemporal dementia. These dementia syndromes
have common symptoms, which occur as the disease
progresses, and can include short-term memory loss,
impairment of normal social functioning, language
deterioration, difficulty in performing automated tasks,
communication difficulties, problems with spatial
awareness and changes in personality. These symptoms
are variable depending on the type of dementia and the
stage of disease. It is important to acknowledge that
these symptoms are caused by brain disease and as such
dementia is not a part of normal ageing.
There are over 100 types of dementia but most are
relatively uncommon. The four main types of dementia –
Alzheimer’s disease (50-75%), vascular dementia (20-30%),
dementia with Lewy bodies (5-20%) and frontotemporal
dementia (5-10%) – account for about for 90-95% of all
dementia cases.
Alzheimer’s disease is the most common of all dementias.
It is named after German neurologist Alois Alzheimer
who first discovered the disease over 100 years ago.
Alzheimer’s disease occurs as a result of abnormalities that
occur in the structure of the brain. These changes cause
a change in the physical structure of the brain and its
brain chemistry. Alzheimer’s disease is progressive with an
average life expectancy of 10 years, though this is variable
depending on the person.
Vascular dementia differs from the other main types of
dementia in that it does not follow a predictive course
which leads to progressive death of nerve cells over time.
Vascular dementia occurs when blood vessels in the brain
become damaged and optimum levels of blood oxygen
no longer reach all parts of the brain. The symptoms of
vascular dementia can occur quite suddenly, for example
after a stroke, or over a longer period of time, for example
after a number of transient ischaemic attacks (TIAs or
mini-strokes). The damage to these vessels can occur
at any part of the brain and so symptoms will depend of
the part of the brain that is damaged. Unlike Alzheimer’s
disease, people living with vascular dementia may see
their symptoms stabilise between occurrences of cerebral
vascular episodes and not appear to deteriorate in the
same manner. It should be noted that after a cerebral
vascular episode that person living with vascular dementia
is likely to see a sudden decline in their level of functioning.
Dementia with Lewy bodies can occur quite suddenly in
comparison with Alzheimer’s disease. The Lewy bodies are
small abnormal structures that develop inside nerve cells
and this causes the destruction of healthy brain tissue. This
form of dementia is associated with Parkinson’s disease as
specific symptoms include tremors, muscle rigidity and a
stooped gait. In addition people living with dementia with
Lewy bodies often experience hallucinations as well as
difficulties with planning and problem solving though their
memory can be affected to a lesser degree.

Frontotemporal dementia includes Pick’s disease and
as the name suggests is usually focused on damage in
the front part of the brain. The frontal lobe is the area
responsible for social behaviour, insight, personality and
judgement. Initially personality and behaviour changes
are the most obvious signs. In Pick’s disease (the most
common of frontotemporal lobe dementia), abnormal
Pick bodies are found in neurons causing damage to
the brain.
It is possible for 2 or more dementias to occur at the same
time, for example Alzheimer’s disease and vascular disease
(can occur in up to 25% of cases) and Alzheimer’s disease
and dementia with Lewy bodies (can occur in up to 15%
of cases) due to the differing ways that these dementia
diseases impact upon the brain.
While there are no known cures for the most
common types of dementia there are recommended
pharmacological treatments that are available which
can help decelerate the progression of dementia. The
two types of medications recommended are called
Cholinesterase inhibitors and Antiglutamergic therapy.
Cholinesterase inhibitors, like Donepezil, Galantamine and
Rivastigmine, are recommended for use in the early to
middle stages of dementia. These classes of medication
work by slowing the breakdown of certain chemicals
(acetylcholine) in the nerves thereby reducing the
abnormal brain chemistry which causes changes to the
brain structure. While there have been empirical reports
of benefits of cholinesterase inhibitor use in vascular
dementia and dementia with Lewy bodies, evidence is
not strong enough for them to be recommended outside
of Alzheimer’s disease. On average, about 1/3 of people

living with Alzheimer’s disease will have a temporary
improvement in their cognition for between 1 year and 18
months, 1/3 will stabilise for about the same period and
the remaining 1/3 will derive no benefit from this class of
medications. It should be noted that there is no significant
difference in the effectiveness of the 3 medications.
There is currently only one medication that has been
approved for antiglutamergic therapy and this is
Memantine. The most notable therapeutic effects of
Memantine are usually noted in the later stages of
dementia. As such it is recommended for people living
with Alzheimer’s disease in the middle to late stage.
Memantine works by providing protection from
glutamate which is a chemical that is released in
excessive amounts during Alzheimer’s disease that
alters normal brain chemistry.

Conclusion
This article has provided readers with an overview of the
most common palliative diseases. Importantly, these are
only some types of disease which people living in care
homes will experience. There are many more including;
Renal Failure, Parkinson’s Disease, Motor Neurone
Disease, Multiple Sclerosis, Liver Failure, Huntington’s
Disease, AIDS and Stroke to name a few. While knowledge
of a person’s clinical condition is important for advance
planning and symptom management, the principles of
palliative and end-of-life care are always consistent.
Namely, the care home nurse should support the person
living with an incurable illness to plan their current/future
care and enable them to live well while always managing
symptoms of their disease.

NURSE ACADEMY
REFLECTIVE EXERCISES:
PART FOUR
1.

In a small group, or with another colleague, discuss how you would
provide good palliative and end-of-life care to someone who is living with
heart failure in your care home.

2.

Consider the following case study:
Rita is an 85 year old lady living with dementia. She was diagnosed with
dementia four years ago and also lives with arthritis. Rita has recently been
admitted to your care setting for an indefinite period of time. Within her
medical file it is noted that Rita does not take her medications regularly
and this can lead to periods of distress and discomfort. Make a list of what
actions you would take to ensure that Rita can enjoy a good quality of life
in your care setting.

3.

Using your past clinical experience, or a resident currently living with
COPD in your care home, make a list of the most common types inhalers
that are used to alleviate breathlessness.
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NEUROLEPTIC
PART
FIVE: MALIGNANT
SYNDROME CARE
PALLIATIVE
EMERGENCIES
Introduction

•

The most common conditions that constitute a palliative
care emergency are spinal cord compression, superior
vena cava obstruction (SVCO) and hypercalcaemia.

Non-pharmacological management:

Make sure all professionals and services involved
are aware of the care plan, including out-of-hours
services.

These conditions, which are generally the consequence of
advancing malignant disease, can be controlled for some
months but need to be regarded as emergencies in order
to avoid severe permanent damage and to maintain the
patient’s quality of life for as long as possible.

•

Try to remain calm. Call for help. Talk to the resident
and comfort them.

It is therefore important that nurses can recognise the
early signs of these conditions in order to liaise with the
multi-professional team to ensure prompt treatment.

You might wish to speak to your GP regarding the
anticipatory prescribing of a sedative

Sedative medication for use in massive terminal
haemorrhage:

After the event:

BLEEDING
Haemorrhage (obvious or occult bleeding) occurs in
10 to 20% of patients with advanced cancer. Acute
haemorrhage is likely to be distressing for the patient,
family and staff.

Offer de-briefing to team and family.

•

Ongoing support as necessary for relatives and
staff members.

•

Disposal of clinical waste appropriately.

Assessment:

HYPERCALCAEMIA

•

Assess whether it is severe acute bleeding which is
life threatening, or more controllable with specific
measures. If the latter, discuss management with
appropriate specialist and GP.

•

Review the need for drugs that increase risk of
bleeding e.g. low molecular weight heparin, aspirin,
warfarin, dexamethasone, NSAIDS.

Hypercalcaemia is a raised level of corrected calcium in
the blood. It is the commonest life-threatening metabolic
disorder in cancer patients, most frequently occurring in
myeloma, breast, renal, lung and thyroid cancers however,
20% of patients with hypercalcaemia do not have bone
metastases.

Management: Anticipatory planning

Signs and symptoms:
•

If significant bleeding can be anticipated, it is usually
best to discuss the possibility with the GP Specialist
Palliative Care Teams, the patient and their family.

Common symptoms include malaise, weakness,
anorexia, thirst, nausea, constipation and polyuria

•

Severe symptoms include nausea, vomiting, ileus,
delirium, seizures, drowsiness and coma

•

Ensure you have an emergency contact number.

•

•

An anticipatory care plan is helpful. This includes
having sedative medication prescribed for use
if needed.

Pain can be precipitated or exacerbated by
hypercalcaemia

•

Onset of symptoms raising clinical suspicion should
be investigated. Bloods should be checked for
urea and electrolytes (U&Es), estimated glomerular
filtration rate (eGFR), liver function tests (LFT’s) and
calcium.

•
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•

•

It might be important to discuss resuscitation with the
GP and the resident, family and loved ones; document
and communicate resuscitation status.

•

Ensure a supply of dark sheets or towels along with
other equipment: gloves, aprons, plastic sheet, and
clinical waste bags.
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SEIZURES

Assessment:

Seizures (generalised or partial) occur in 10 to 15% of
palliative care patients most often due to primary or
secondary brain tumours, cerebrovascular disease,
epilepsy or biochemical abnormalities (e.g. such as low
sodium, hypercalcaemia, uraemia).

•

Consider cord compression in any patient with cancer.

•

Thoracic cord compression is most common but any
part of the spine or multiple sites can be affected.

•

Sites of pain and level of compression do not always
correlate; X-rays and bone scans can be misleading.

•

A full neurological examination should be done but
may be normal initially.

•

Magnetic resonance imaging (MRI) of the whole spine
is the correct investigation if MSCC is suspected.

An advance care plan is particularly important for people
at risk of seizures, and may help to avoid unnecessary
hospital admission.

Assessment:
•

Exclude other causes of loss of consciousness or
abnormal limb or facial movement (e.g. vasovagal
episode (faint), postural hypotension, arrhythmia,
hypoglycaemia, extrapyramidal side effects from
dopamine antagonists, alcohol).

•

Find out if the patient has had previous seizures or
is at risk – history of epilepsy, previous secondary
seizure, known cerebral disease.

•

Is there a problem with usual anti-epileptic drug
therapy, i.e. to take oral medication, drug interactions
(for example corticosteroids reduce the effect of
carbamazepine, phenytoin) – check British National
Formulary (BNF). – Always be guided by your G.P. and
prescription chart/Anticipatory Drugs.

MALIGNANT SPINAL CORD
COMPRESSION

Key signs and symptoms:
•

New, progressively severe back pain (particularly
thoracic).

•

New spinal nerve root pain (burning, shooting,
numbness); may radiate down anterior or posterior
thigh (like sciatica), or like a band around the chest or
abdomen.

•

Coughing, straining or lying flat may aggravate pain.

•

New difficulty walking or climbing stairs; reduced
power (motor weakness),

•

Sensory impairment or altered sensation in limbs.

•

Bowel or bladder disturbance; loss of sphincter
control is a late sign with a poor prognosis.

Cauda equina syndrome:

Malignant spinal cord compression (MSCC) occurs when
the dural sac and its contents are compressed at the level
of the cord or cauda equina. This may be as a result of
direct pressure, vertebral collapse or instability caused by
metastatic spread or by direct extension of malignancy. It
affects about 5 to 10% of patients with cancer. Myeloma
and lung, breast and prostate cancers are the commonest
malignancies involved, but MSCC should be considered in
any malignancy especially with bone involvement.

Compression of lumbosacral nerve roots below the level
of the cord itself results in a different clinical picture.

Cord compression can be the initial presentation of
cancer. One in 5 patients presenting with MSCC are not
previously known to have malignancy.

•

New, severe root pain affecting low back, buttocks,
perineum, thighs, legs.

•

Loss of sensation often with tingling or numbness in
the saddle area.

•

Leg weakness, often asymmetrical.

•

Bladder, bowel and sexual dysfunction; occur earlier
than in cord compression.

•

Loss of anal reflex.

Late diagnosis is common causing permanent loss of
function and significant morbidity. A rapid assessment,
investigation and treatment may prevent or limit
irreversible neurological damage.
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SUPERIOR VENA CAVA OBSTRUCTION

Signs include

This is obstruction to the superior vena cava (SVC) blood
flow by external compression, thrombosis or direct
invasion of the SVC. It may present acutely or more
insidiously as chronic dyspnoea.

•

Conjunctival and peri-orbital oedema

•

Papilloedema – late

•

Dilated neck veins – non-pulsatile

Compression causes a reduction in blood flow from
the head, neck and upper extremities to the heart.
Low intravascular pressure in the SVC can also permit
thrombus formation.

•

Dilated collateral veins – arms and anterior chest wall

•

Oedema of hands and arms

•

Stridor

This condition may be the first presentation of malignancy
or can occur in those with known malignancy. The most
common cause will be carcinoma of the lung 65 to 80%,
lymphoma 2 to 10%, other cancers 3 to 13%. Benign
causes are rare.

•

Cyanosis

•

Increased respiratory rate

Assessment
Symptoms are those of venous hypertension

30

1.

Breathlessness

2.

Visual changes

3.

Dizziness

4.

Headache – worse on stooping

5.

Swelling of face, neck and arms
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Management:
Treatment is dependent on the cause of the obstruction,
the severity of the symptoms and the patient’s prognosis.
While the diagnosis of SVCO is often made on clinical
grounds in patients with a history of thoracic malignancy,
a chest X ray and CT scan may confirm the diagnosis and
inform treatment.
•

Ensure restricting clothing is loosened and upper
arms are supported on pillows

•

It is vitally important to discuss with multi-disciplinary
teams regarding the management and care of such
residents

Conclusion
Palliative care emergencies may present within care home
settings. Although they are not common, recognition
and management may result in marked benefit for the
resident. Decisions about management should take into
account potential benefits and burdens of treatment and
should involve residents and their families when this is
possible. The resident’s prognosis should form part of
this decision-making process. An intervention may be
inappropriate when a resident is very close to death, but
may be the best course of action if a resident is expected
to survive several days or weeks.
It is important to recognise palliative emergencies
promptly and where appropriate to investigate and treat
these emergencies. Good communication with the dying
person, their relatives and the multi-disciplinary team is
essential for high-quality end of life care in the preferred
place of care.

Four
Seasons

NURSE ACADEMY
REFLECTIVE EXERCISES:
PART FIVE
1.

Describe the signs and symptoms of each palliative care emergency
condition.

2.

With a colleague, or in a small group, identify residents at risk of
developing palliative care emergency conditions within your care home.
Consider if any anticipatory planning is in place or how you would go
about putting this in place.

3.

Make a list of the steps you would take in the event of a resident who
presented with sudden blood loss. You should consider basic first aid, who
you would contact and future care-planning.
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PART SIX:
THE LAST DAYS OF LIFE
Introduction

Recognising the ‘Dying Phase’

End-of-life is defined and usually refers to the last six
to twelve months of a person’s life, although for many
individuals this can be significantly shorter. Care home
nurses have many responsibilities with regards to endof-life care and these range from having sensitive
conversations with an individual about their care and
preferences, recognising any changes in condition,
listening to a person’s concerns, observing any
physiological changes in the person, discussing care
options and offering compassion care and support to the
resident and those most important to them. Importantly,
care home nurses have a key role in recognising residents
who are in the terminal phase also thus putting care in
place to reduce inappropriate invasive interventions and
unnecessary hospitalisation.

When confronted with approaching death, many of us
wonder when exactly death will occur. Many of us ask
the question, “How much time is left?” This can often be
a difficult question to answer. When identifying that the
resident is dying it is important that all members of the
multi-disciplinary team agree that the resident is in the
end stages of life to ensure a consistent approach in their
treatment in accordance to their wishes.

Physical Changes

In older people, skin can become paper-thin and pale, with dark liver spots appearing on
hands, feet and face. Hair can also thin and the Person may shrink in stature. Teeth can
discolour or develop dark stains.

Their external world
begins to diminish

Until the dying Person no longer wants to leave the house or their bed and may not want to
talk very much.

Increase sleep

The Person begins to sleep for long periods. This can be distressing for relatives, but it’s
important to understand that even the mildest physical exertion for someone approaching
death can be exhausting, and for the moment all effort is being put into staying alive. Nearer
the end, the dying Person may increasingly drift in and out of consciousness.

Appetite reduces

The body knows it no longer needs fuel to keep it going so those who are dying often lose
their desire to eat or drink. They can begin to lose weight, sometimes rapidly. It’s important
not to force food or drink onto someone who no longer wants it. But do take guidance from
the Multi-disciplinary team.

Changes of
expression

Special requests
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The table below provides an overview of some physical
symptoms that people experience when they are reaching
the terminal phase of their illness:

The Person may start to talk about ‘leaving’, ‘flying’, ‘going home’, ‘being taken home’, ‘being
collected’, ‘going on holiday’ or making some kind of journey.
They may also begin to express heart-felt gratitude to their family or carers as preparation to
say their farewells.
The dying Person may want something special such as to visit a particular place, or to be
surrounded by their favourite flowers.
They may want to hear certain music, to have family photographs nearby or to make contact
with someone who has been important in their lives.
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When delivering nursing care to any resident at the end
of their life it is imperative to ensure that as care home
nurses we should:
•

Treat people compassionately

•

Listen to people

•

Communicate clearly and sensitively

•

Identify and meet the communication needs of each
individual

•

Acknowledge pain and distress and take action

•

Recognise when someone may be entering the last
few days and hours of life

•

Involve people in decisions about their care and
respect their wishes

•

Keep the person who is reaching the end of their life
and those important to them up to date with any
changes in condition

•

Document a summary of conversations and decisions

•

Seek further advice if needed from your local
palliative and end of life team

•

Look after yourself and your colleagues and seek
support if you need it

5 Principles of Caring for Someone at the End-of-Life
1.

The possibility that a resident may die within the next
few days or hours is recognised and communicated
clearly, decisions made and actions taken in
accordance with the residents needs and wishes, and
these are regularly reviewed and decisions revised
accordingly.

2.

Sensitive communication takes place between staff
and the resident who is dying, and those identified as
most important to them.

3.

The dying resident, and those identified as most
important to them, are involved in decision about
treatment and care to the extent that the dying
persons wants.

4.

The needs of families and others identified as most
important to the dying resident are actively explored,
respected and met as far as possible.

5.

An individual plan of care, which includes food and
drink, symptom control and psychological, social
and spiritual support, is agreed, co-ordinated and
delivered with care and compassion.

End-of-Life Care Pathway

Recognise

Involve

Communicate

Recognise that death may
be imminent and conduct
any appropriate assessment
that includes reversible
causes of decline or to
signpost to appropriate other
professionals.

Involve residents and those
that are important to them in
all discussions and decisions
about their care, and to work
with them to develop a care
plan that takes account of
their wishes and preferences.

Communicate effectively
and sensitively with residents
and those that are most
important to them, so that
they have the information
they need or wish for, and
have had the opportunity
to express their wishes and
preferences, thoughts or
concerns

Plan

Support

Plan person centred care that takes into account
the wishes and preferences of the resident and
those most important to them. This includes food
and drink, symptom control psychological, spiritual
and social support, hygiene and privacy needs.

Support residents and those that are most
important to them psychologically, spiritually,
practically and socially with compassion and
understanding.

Do
Do all you can to ensure that excellent nursing care is delivered to the wishes and preferences of the resident
and those that are most important to them. Work effectively as a multi-disciplinary team to provide symptom
management according to the needs of your resident, support the resident to eat and drink as they wish and
are able to do so, have their hygiene and dignity needs attended to and spiritual and psychological care given.
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Communication
Communication is a major component of the delivery of
all medical, and, particularly, palliative care. A person’s
perception of the quality of the healthcare they received
is highly dependent on the quality of their interactions
with their healthcare clinician and team. There is a wealth
of research data that supports the benefits of effective
communication and health outcomes for the person and
healthcare teams. The connection that a person feels with
his or her clinician can ultimately improve their health
mediated through participation in their care, adherence to
treatment, and self-management.
Communication skills are used in a health care setting
within a palliative care context to:
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•

Explain diagnosis, investigation and treatment.

•

Involve the person in the decision-making.

•

Communicate with relatives.

•

Communicate with other health care professionals
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•

Breaking bad news.

•

Seek informed consent/clarification for an invasive
procedure or obtaining consent for a post-mortem.

•

Deal with anxious persons or relatives.

•

Give instructions on discharge.

•

Give advice on lifestyle, health promotion or
risk factors.

Communication skills are learn able, trainable, and
adaptable just like any other skill but will depend on
the motivation and enthusiasm of the practitioner.
With reference to palliative care, it is likely that most
communication will be sensitive in nature. As such, the
SPIKES framework is recommended for use in care homes
(Bailea, 2006). The rationale for using this framework is that
it provides practical guidance in basic communication skills
as well as more specialised skills in breaking bad news.

THE SECTION BELOW PROVIDES AN
OVERVIEW OF THE SPIKES FRAMEWORK:
S- Setting up the discussion
•

Arrange for privacy.

•

Involve significant others.

•

Sit down and make connection with the patie

•

Manage time constraints and interruptions.

nt.

P-Perception of the Person in our Care /advo

cates

•

Before you tell, ask” e.g. “What have you been
told

•

Can you determine if resident/advocates are

•

Establish what the resident/advocates want

•

about you condition so far?”

in denial.

to know.
Can you determine expectations, unrealistic
or otherwise.

I-Invitation by the resident/ advocates
•

Would you like me to give you all the inform
ation or sketch out the results and spend
more time discussing the treatment plan?”

•

Some may express a desire not to be given

•

any information, this must be respected.
If the resident does not want to know detai
ls, offer to answer any questions they may
have in the future or to talk to an advocate,
with the resident’s consent (if the resident
is deemed to lack capacity following capacity
assessment, the family should be
approached in regards to breaking bad news
).

K- Knowledge to the Person in our Care/
•
•
•

advocates

Prepare in advance what you are going to

say, questions to ask.
Start at a level of comprehension of both the
resident and advocates.
Use non-technical language and be aware
of sensitivity of news.

E- Emotions of the Person in Care/family
•
•

Observe for any emotion, this may be tearfu

lness, a look of sadness, silence, or shock.
Identify the emotion experienced by naming
it to oneself. If the resident appears sad but
is silent, use open questions to establish what
they are thinking or feeling.
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Breaking Bad News

An Overview of Communication in Practice

Breaking bad news is often associated with delivery of
a diagnosis. Within the care home setting, care home
nurses are likely to have to break bad news to residents
and family members about a person’s deterioration or
closeness to death. Breaking bad news is a task that most
health care professionals are anxious about completing,
it is therefore vital that healthcare staff are aware what
bad news is, how delivery can affect a resident’s wellbeing
and how it should be done appropriately. The two most
common definitions of bad news are:

Communication is a fundamental component of nursing
in the provision of end of life care.

“Any information, which adversely and
seriously affects an individual’s view of his
or her future”
(Buckman, 1992)
“Or a in situations where there is either a
feeling of no hope, a threat to a Person’s
mental or physical well-being, risk of
upsetting an established lifestyle, or where
a message is given which conveys to an
individual fewer choices in his or her life”
(Bor et al.1993)
The crucial thing to note is that bad news will be defined
differently by each individual, examples may include:

Poor and lack of communication is one of the biggest
complaints within healthcare
•

Nurses caring for residents at the end of life need to
take into consideration the residents’ current mental
capacity to communicate and actively participate in
their end of life care. Include the resident as far as
possible; if the resident lacks the capacity ensure that
this is assessed.

•

Discuss the resident’s prognosis with them (unless
they do not wish to be informed) as soon as it is
recognised that they may be entering the last days of
life and include those most important to them in the
discussion if the resident wishes.

Provide the resident and those most important to them, with:
•

Accurate information about their prognosis (unless
they do not wish to be informed) explaining any
uncertainty and how this will be managed, but
avoiding false optimism.

•

Allow opportunity to talk about the resident’s fears
and anxieties and to ask questions about their care in
the last days of life.

•

Telling someone they have been diagnosed
with cancer

•

Telling someone they have to move into a care home

•

Telling someone they have been diagnosed with
Alzheimer’s

•

Telling someone they have fractured their femur

Communicate with the resident and those most
important to them:

•

Telling someone they need an operation

•

•

Telling a husband his wife is dying

Whether the resident has an advance statement or has
stated preferences about their care in the last days of life
including any anticipatory prescribing decisions or an
advance decision to refuse treatment or details of any
legal lasting power of attorney for health and welfare.

•

Discuss the resident’s prognosis with other members
of the multi-professional care team and ensure that
this is documented in the resident record of care.

There are a range of emotions that are associated with
receiving bad news, with Kubler (1969) suggesting
these include denial, acceptance, depression, anger
and bargaining, with the Person breaking the bad
news required to respond appropriately to the
emotions expressed. Furthermore the research and
literature recognises that the way in which bad news is
communicated to an individual and their advocate will
have an impact on the relationship they have with the
care home nurse.
Breaking bad news requires a high level of verbal and
non-verbal communication skills as well as excellent
observational and reactive skills. The person responsible
for delivering bad news can experience emotions such as
anxiety, a burden of responsibility for the news and fear of
a negative response. The result of this can be a reluctance
to deliver bad news leading to avoidance of the discussion
or the delivery of unwarranted optimism.
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It can be uncomfortable talking about death, however
as the nurse co-ordinating the care of a resident
who is dying it becomes necessary and beneficial to
communicate clearly and therefore paramount to open up
these conversations (Barnard, 2006), this to establish the
resident’s priorities and wishes.
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Establish the communication needs and expectations
of residents who may be entering their last days of life,
taking into consideration:
•

If the resident would like a person most important
to them to be present when making decisions about
their care.

•

The resident’s current level of understanding that they
may be nearing death.

•

The residents cognitive status and if they have any
specific speech, language or other communication
needs

•

Cultural, religious, social or spiritual needs or
preferences the resident may have.

Record-Keeping

Care After Death

Nursing and Midwifery Council (2015), state that

This is an important and final aspect of palliative care.
Once the person has died nurses in a care-home setting
are responsible for providing personal care after death,
previously termed ‘last offices’.

“Good record keeping is an integral part
of nursing and midwifery practice, and
is essential to the provision of safe and
effective care. It is not an optional extra to
be fitted in if circumstances allow”.
Good record keeping supports the provision of highquality co-ordinated care at end of life.
Remember to always:
•

Document whether there have been any discussions
regarding advanced statements.

•

Document the resident’s priorities and wishes at
end-of-life.

•

Document whether there are any spiritual, religious
or cultural needs for the resident or those most
important to them.

•

Document who was there for conversations and
decision making.

•

Ensure the resident and their family or those most
important to them are involved about the current plan
of care and that this is documented.

As nurses we have a responsibility to provide accurate
records and update and or amend these records and or
notify a resident or those most important to them when a
change needs to be made.

This should include (NHS, 2011):
1.

Honouring the spiritual or cultural wishes of the
deceased person.

2.

Preparation of the body for transfer to mortuary or
funeral director’s premises.

3.

Offering family/care partners with the opportunity to
see the person prior to transfer.

4.

Ensure dignity of the deceased person is maintained.

5.

Honour people’s wishes for organ or tissue donation.

Within a care home setting is advisable to let family come
back to their relative’s room at another point in time so
as personal clothes and possessions of their relatives
can be collected. It is also important to consider the
bereavement care of the family and friends of the recently
deceased. Care home nurses are likely to have established
a close therapeutic relationship with the family over a
period of time and are in a privileged position so as to
provide bereavement care. The care home should have
systems in place for referral for post-bereavement support
which can be accessible for all relatives after death. In
addition there should be an opportunity for care staff
to talk with relatives a short-time after death as well as
having adequate literature so as to enable self-referral to
bereavement services at a later date.

Four
Seasons

NURSE ACADEMY REFLECTIVE
EXERCISES: PART SIX
1.

Consider the following: A distraught relative of a comfortable and settled
terminally ill resident who is in their final days of life complains that their loved
one hasn’t had a shave and their night clothing’s has not been changed. The
relative of the resident is very upset and distressed and questions the standards
of care. In discussion with a colleague or small group, consider how you would
you respond.

2.

Reflect on your current practice and evaluate the delivery of palliative and end-of-life
care by yourself and your care team.
Make a list of three things which are currently being done well, three things which
could be better and three changes that you are going to implement in your own
practice in relation to this paper.

3.

Make a list of some of the practical steps you would take to support family members of
a resident who has recently died.
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Part One: An Overview of Palliative Care

RECOMMENDED
READING

Alzheimer’s Society (2013) Low expectations: Attitudes on choice,
care and community for people with dementia in care homes.
Executive Summary. London: Alzheimer’s Society.
Brennan, F. (2007) ‘Palliative care as an International Human Right’,
Journal of Pain and Symptom Management, 33, (5), pp. 494-499.
Care Quality Commission (2016) The state of health care and
adult social care in England [online] Available at: http://www.cqc.
org.uk/content/state-of-care
Clark, D. (2007) ‘From margins to centre: a review of the history of
palliative care in cancer.’ The Lancet Oncology. 8 (5), p.p.430-438.

The guest editorial team have carefully selected 16 articles that
will help supplement your knowledge on palliative and endof-life care within care home settings. This additional reading
material can be downloaded from your SOAR account. We
recommend that Home Managers, Deputy Home Managers
or Clinical Leads of our care homes download and print these
resources and place in a palliative care reading file so that all care
home colleagues can avail of this learning.
For any further questions on palliative and end-of-life care, please
contact a member of the editorial team as listed. We look forward
to welcoming our Four Seasons nursing colleagues for webinars
on advancing palliative and end-of-life care practice within care
homes in the next few months.
1.

Chronic Heart Failure Part One: Pathophysiology, Signs &
Symptoms. (Accredited CPD from RCN)

2.

Chronic Heart Failure Part Two: Treatment & Management
(Accredited CPD from RCN)

3.

Management of Chronic Heart Failure in the Community

4.

End of Life Care Services for People with Heart Failure

5.

Chronic Obstructive Pulmonary Disease Part One: Smoking
Cessation (Accredited CPD from RCN)

6.

Chronic Obstructive Pulmonary Disease Part Two: NonPharmacological Therapy (Accredited CPD from RCN)

7.

Palliative Care for People with Non-Malignant Respiratory
Disease (Accredited CPD from RCN)

8.

Pain in Older People: Reflections and Experiences from an
Older Person’s Perspective

9.

Palliative Care Nursing for Patients with Neurological
Diseases: What Makes the Difference

10. Refusing Treatment: Practical, Legal and Ethical Issues
11. What is a good death in a care home setting
12. Dying Trajectories and Palliation in a Care Home Setting

Graham, F., Kumar, S. and Clark, D. (2010) ‘Barriers to the delivery
of palliative care’ in Hanks et al (eds) Oxford Textbook of Palliative
Medicine (4th edition). Oxford University Press.
European Association for Palliative Care (2013) Palliative care: A
human right. International Association for Hospice and Palliative
Care: EAPC Prague Charter.
Kelly F, Innes A (2010) End of Life Care for People with Dementia:
A Best Practice Guide. Dementia Services Development Centre,
University of Stirling, Stirling.
Lunney, J., Lynn, J., Foley, D., Lipson, S. and Guralnik, J. (2003)
‘Patterns of functional decline at the end of life’, JAMA, 289, (18),
pp. 2387-2392.
Miličević, N. (2002) ‘The hospice movement: history and current
worldwide situation.’ Archive of Oncology. 10 (1), p.p.29-31.
Mitchell, G., Agnelli, J., McGreevy, J., Diamond, M., Roble, H.,
McShane, E., Strain, J., (2016) ‘Optimum Delivery of Palliative and
End of Life Care for people living with dementia in care home
settings: Part One’, Nursing Standard, 30, (43), pp. 54-63.
Murtagh, F., Preston, M. and Higginson, I. (2004) ‘Patterns
of dying: Palliative care for non-malignant disease’, Clinical
Medicine, 4, (1), pp. 39-44.
Roper, N., Logan, W. and Tierney, A. (1996) The Elements of
Nursing. (4th edition) London: Churchill Livingstone.
Payne, S., Seymour, J. and Ingleton, C. (2008) Palliative Care
Nursing Principles and Evidence for Practice. 2nd Edn. England:
Open University Press.
Radbruch, L. and Payne, S. (2009) ‘White Paper on Standards
and Norms for Hospice and Palliative Care in Europe: Part 1.’
European Journal of Palliative Care. 16 (6), p.p. 278-289.

13. Palliative Care in Parkinson’s Disease
14. End of Life Care for People with a Learning Disability
15. Palliative and End of Life Care for People with Dementia
16. Inequalities in Palliative Care: Mental Health

Part Two: Fundamentals of Palliative Care
Arcand M, Brazil K, Nakanishi M et al (2013) Educating families
about end of life care in advanced dementia: acceptability of
a Canadian family booklet to nurses from Canada, France, and
Japan. International Journal of Palliative Nursing. 19, 2, 67-74.
Brazil, K. et al. (2012) ‘Knowledge and perceived competence
among nurses caring for the dying in long-term care homes’,
International Journal of Palliative Nursing, 18, (2), pp. 77-83.

38

CARE HOME NURSING JOURNAL

REFERENCES
Department of Health (DOH) (2008) End of life care strategy.
Department of Health: London.
Department of Health (2010) Quality outcomes for patients
with dementia: Building on the work of the National Dementia
Strategy. HMSO: London.
Department of Health, Social Services and Public Safety (DHSSPSS)
(2010) Living Matters, Dying Matters: A Palliative and End of Life
Care Strategy for Adults in Northern Ireland. DHSSPS: Belfast
Department of Health (2013) More care less pathway: A review of
the Liverpool Care Pathway. London: Department of Health.
Hansford, P. and Meehan, H. (2007) ‘Gold Standards Framework:
Improving Community Care’, End of Life Care, 1, (3), pp. 56-61.
Harrison-Dening K, Jones L and Sampson EL. (2011) ‘Advance
care planning for people with dementia: a review’, International
Psychogeriatric, 23, (10), pp. 1535-1551.
Kelly, F. and Innes, A. (2010) End of life care for people with
dementia: A best practice guide. Stirling: Dementia Services
Development Centre.
National Institute for Health and Care Excellence (NICE) (2011)
Quality standard for end of life care for adults: NICE Quality Standard
13. London: National Institute for Health and Care Excellence.
Russell, S. (2015) ‘Do definitions matter in palliative care?’
International Journal of Palliative Nursing, 21, (4), pp. 160–161.

The Scottish Government (2008) Living and dying well: A
national action plan for palliative and end-of-life care in
Scotland. The Scottish Government: Edinburgh.
Thune-Boyle, I., Sampson, E., Jones, L., King, M., Lee, D.
and Blanchard, M. (2010) ‘Challenges to improving end
of life care of people with advanced dementia in the UK’,
Dementia, 9, (2), 259-284.
Wales Palliative Care Implementation Board (2010) Quality
requirements for end-of-life care. Wales Palliative Care
Implementation Board: Cardiff.
World Health Organisation (WHO) (2012) WHO definition
of palliative care. WHO: Geneva.
World Health Organisation (WHO) (2014) Global atlas of
palliative care at the End of life. London: World Health
Organisation and Worldwide Palliative Care Alliance.

Part Three: Symptom Management
Abbey (2001) Abbey Scale: http://prc.coh.org/PainNOA/Abbey_
Tool.pdf
Banerjee S. (2009) The use of antipsychotic medication for people
with dementia: time for action. A report for the Minister of State
for Care Services. London: Department of Health, 2009.

European Association for Palliative Care (2013) Palliative care: A
human right. International Association for Hospice and Palliative
Care: EAPC Prague Charter.
Horgas, A. Elliott, A. Marsiske, M. (2009) Pain Assessment in
Persons with Dementia: Relationship between Self-report and
Behavioral Observation. Journal of American Geriatrics Society.
57(1): 126–132.
International Association for the Study of Pain (IASP) Task Force
on Taxonomy(1994) “Part III: Pain Terms, A Current List with
Definitions and Notes on Usage” (pp 209-214): Classification
of Chronic Pain, Second Edition, edited by H. Merskey and N.
Bogduk, IASP Press, Seattle.
Johanna Briggs Institute (2008) Management of constipation in
older adults. Best Practice, 12, (7) pp. 1-4.
Jones, S. and Mitchell, G. (2015) ‘Assessment of pain and
alleviation of distress for people living with a dementia’, Mental
Health Practice, 18, (10), pp. 32-36.
Mahoney A, Peters L. (2008) The Mahoney pain scale: examining
pain and agitation in advanced dementia. American Journal of
Alzheimer’s Disorders and Other Dementias 23.
McVeigh, C. (2017) Palliative Care in Non-Malignant Respiratory
Disease. Care Home Nursing, 1, (2), pp. 6-7.
Office for National Statistics. Mortality Statistics: deaths Registered
in 2008. http://www.statistics.gov.uk/downloads/theme_health/
DR2008/DR_08.pdf
Rao, S. and Jorge, T. (2010) Update on the management of
constipation in the elderly: New treatment options. Clinical
Interventions in Ageing. 5, pp. 163-171.

Part Six: The Last Days of Life
Bailea F, Buckmanb R, Lenzia R, Globera G, Bealea E A,
and Kudelkab A P (2000) SPIKES—A Six-Step Protocol
for Delivering Bad News: Application to the Patient with
Cancer. The Oncologist.
Barnard, A., Hollingum, C. and Hartfiel, B. (2006) ‘Going
on a journey: Understanding palliative care nursing’,
International Journal of Palliative Nursing, 12, (1), pp. 6-12
Kubler E R. (1969) On Death and Dying, Tavistock
Publications. London.
Nursing and Midwifery Council (NMC) (2015) Professional
standards of practice and behaviour for nurses and
midwives. NMC: London.
National Institute for Health and Care Excellence (NICE)
(2011) Quality standard for end of life care for adults: NICE
Quality Standard 13. London: National Institute for Health
and Care Excellence.

Cipher, D. Clifford, P (2004), Dementia, pain, depression,
behavioral disturbances, and ADLs: toward a comprehensive
conceptualization of quality of life in long-term care. Int. J. Geriat.
Psychiatry, 19: 741–748.

CARE HOME NURSING JOURNAL

39

