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Care of the dying patient in the community

Emily Collis, R Al-Qurainy

The consensus from international studies of patient prefer-
ences is that, given adequate support, most people would
prefer to die at home."? However, more than half of all deaths
in the United Kingdom occur in hospital, with only 18% of
people dying in their own home." Suggested reasons for this
include a lack of anticipatory care planning, poor coordina-
tion between healthcare agencies, and insufficient com-
munity resources. National and local policies now focus on
facilitating home deaths, and recently there has been a small
increase in the proportion and absolute number of people
dying at home.’

The demographics of deaths across Europe are changing
with the ageing population, with deaths from dementia,
cancer, and chronic diseases becoming more common.® ’
Caring for such patients in hospital will probably become
unsustainable in terms of capacity, cost, and patient satisfac-
tion. The focus of end of life care is therefore shifting to the
community—to homes and care homes—where the role of the
general practitioner, with support from the community pal-
liative care team, is key. The onus is on all health and social
care professionals to work collaboratively across settings to
enable patients to receive high quality end of life care in the
place of their choice.

Where do people want to die?

The English national end of life care strategy states that,
whenever possible, people should be able to spend their
last days in the place of their choosing.! In Europe and the
United States, more than half of patients express a wish to be
cared for and to die at home." * ® Wherever their final place
of death, most people spend most of their last year of life at
home. Younger patients have a higher preference for home
death, whereas older patients tend to prefer home or hospice.’
Patients’ preferences should be interpreted with the caveat
that they usually come from surveys of well people. A recent
systematic review reported that around a fifth of patients
changed preference as their illness progressed.'® This high-
lights the importance of ongoing discussions with patients
and carers over time and of providing rapidly accessible high
quality end of life care across settings.

Where do people die?
Demographic data from 2010 show that over half of all deaths
in England occurred in hospital, with 18% in care homes and

SUMMARY POINTS

resuscitation order

Most people report a preference for dying athome
To supportthis preference, doctors in all settings need to identify relevant patients early

Anticipatory care planning should include discussion and documentation of patient
preferences, anticipatory prescribing, and completion of a do not attempt cardiopulmonary

General practitioners have a key role, in both homes and care homes, before and after death

Good communication and effective coordination of care 24 hours a day are essential to
prevent unwanted and unnecessary hospitaladmissions towards the end of life
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5% in hospices.’ The proportion of deaths at home increased
slowly but steadily—from 18.3% in 2004 to 20.8% in 2010.’
This is a welcome reversal of the previous trend towards a
decrease in home deaths, which in 2008 had been predicted
to fall to 10% by 2030."" This latest trend mirrors that reported
in the US, where hospital deaths have decreased to 36%."

What factors are associated with achieving preferred

place of death?

Comparison between preferred and actual place of death shows
agap of atleast 39% (see table on bmj.com).” Systematic review
has identified several factors associated with achieving home
death, including younger age and a diagnosis of cancer.” A
recent UK population based study found that home deaths
for patients with cancer have increased to 24.5%, > compared
with 12% for respiratory or neurological diseases and 6% for
dementia." Other factors associated with home deaths are liv-
ing with relatives, patients’ low functional status, and support
from extended family or home care services.'"® Patients receiv-
ing specialist end of life care community services (such as “hos-
pice at home”) are significantly more likely to die at home than
those receiving usual care.'®  For many patients, care homes
are home. More than half of deaths from dementia across five
European countries occur in care homes.”

Although many patients express a wish to die at home they
also recognise “the practical and emotional difficulties of
exercising this choice.”*® Social trends have seen changes in
family structure, with many more people living alone with a
low level of informal support. Patients express concern about
being a “burden.” They also worry about their families seeing
them in distress or having to help with intimate aspects of
care." The preference to be cared for at home ranks higher
among patients than among family and carers.'® Carers can
become overwhelmed by the enormity of the task they have
committed themselves to and if inadequately supported may
seek hospice or hospital care as an alternative.

How can we facilitate home deaths for patients who

want this?

Step 1:Identification of patients in the last year of life
Patients need to be identified in advance to discuss and plan
care, anticipate the physical and psychosocial problems that
are likely to arise, and enable patients to make informed deci-
sions about all aspects of care, including ceilings of manage-
ment and preferred place of care.

It can be difficult to identify these patients, especially those
with non-malignant disease who may experience a slower
and more fluctuating deterioration than those with cancer.
Systematic review found that the lack of a clearly predictable
disease course in chronic heart failure and chronic obstructive
pulmonary disease had a marked impact on the patient’s level
of awareness of deterioration and on engagement with advance
care planning." By contrast, those with long term neurological
conditions had a heightened awareness of their deteriorating
condition and often planned ahead."
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Box 1|Keyagenciesin end
of life care in the UK

e General practitioners

e Specialist palliative care
services: community
teams, hospital support
teams, outpatient clinics,
hospices

e District nursing teams

e Social services

e GPoutofhours service

e Hospice athome service

e Marie Curie nursing
service

e Hospital specialists

e Ambulance service

e Allied health
professionals:
physiotherapists,
occupational therapists,
speech and language
therapists

e Clinical nurse specialists:
heartfailure, respiratory,
diabetes, oncology

e Tissue viability nurses

e Social workers

e Chaplains
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Several initiatives can help identify patients in their last
year of life. The “find your 1%” campaign in the UK refers to
the identification of the 1% of the population who die each
year. GPs in the UK see on around 20 deaths a year, most of
which are predictable." Only about five of these deaths are
from cancer. Although no direct evidence exists to support the
campaign, there is evidence that early engagement in end of
life care can increase home deaths and patient satisfaction.”

The question “would you be surprised if this patient were
to die in the next year?” is a useful starting point to aid iden-
tification." The supportive and palliative care indicators tool
(SPICT) provides a more detailed algorithmic approach, using
a combination of specified general clinical and disease spe-
cific indicators of deterioration.”* ** Clinical indicators include
poor performance status, increasing care requirements, pro-
gressive weight loss, and multiple unplanned hospital admis-
sions. Disease specific clinical indicators are more detailed
for each category of disease—for example, urinary and fae-
cal incontinence in dementia and cardiac cachexia in cardiac
disease. Similar tools are being developed in Holland, the
US, and Spain.”>”® Despite the implementation of directives
advocating early intervention, most patients with advanced
chronic illness are not identified before they die, so further
work is needed.”®

Step 2: Assessment

After identification, the next step is to gently explore the
patient’s insight into his or her condition and complete a
holistic assessment of the full range of physical, psycho-
logical, social, spiritual, and cultural needs. An assessment
of carers’ needs should also be completed.' Patients with
symptom control needs, complex psychosocial needs, or ter-
minal care needs benefit from referral to the local community
palliative care service. Consider referral to other health and
social care professionals with expertise in all aspects of the
patient and carer’s holistic care to help meet identified areas
of unmet need (box 1). These include help with applications
for appropriate benefits and early support from social workers
if young children are involved or complicated bereavement
is anticipated. The evidence basis for spiritual support may
belacking,” but many patients value an opportunity to raise
existential issues, and guidance for this is available.”®

Step 3: Anticipatory care planning

Retrospective studies have shown a positive association
between having an advanced care plan and meeting patient
preferences,” whereas failure to implement a timely end of
life care plan has been identified as a key obstacle to high
quality end of life care.” Give patients the opportunity to have
early anticipatory care planning discussions. This should be
done in a sensitive way so that damaging communication is
not imposed at the wrong time or on patients who will never
cope with this kind of thinking. Barriers to advance care plan-
ning in primary care have been identified and include prog-
nostic uncertainty, desire to maintain hope, and resistance to
a “tick box” approach.’

The principle is to give patients control of the information
flow, within a wider context of open communication with
family and carers. For example, if a parenteral feeding tube
is an option—as in motor neurone disease or head and neck
cancers—elicit and document patient preferences in advance,

while the patient is well enough for the procedure. The subject
may be best broached with open questions, such as: “Do you
like to plan ahead with regard to your health?,” progressing
to more specific questions as guided by patient cues. “Some
specific interventions are useful to plan in advance. Have you
thought about whether you would consider a feeding tube
if you aren’t able to swallow safely? If so, it’s often better to
have the tube placed sooner, so it’s ready for when you need
it. The procedure itself can be risky if you’re not well enough.”

Information giving is a continuous process. At each stage,
check what patients or carers already understand and
whether they have any particular concerns, perhaps around
practicalities or what to expect during the dying process.
Inform patients and carers about what to expect so that, as far
as possible, there are no surprises. Adjust how much informa-
tion you give, and how and when you give it, to the individual
circumstances. A recent European survey of patient prefer-
ences found that 73.9% wanted to be fully informed of poor
prognosis.’” A large minority of patients therefore prefer not to
be fully informed. It is a doctor’s duty to distinguish between
these patients and communicate accordingly.

Regular review allows professionals to provide informa-
tion and manage any deterioration in the patient’s condition.
Medication review is recommended to rationalise oral drugs.
This should be tailored to the individual but may include
stopping drugs with mostly long term benefit (such as stat-
ins) or those with intolerable side effects, such as constipa-
tion from ferrous sulphate. As patients become less well and
lose weight, blood pressure and blood glucose monitoring
should guide appropriate reduction in antihypertensive and
hypoglycaemic drugs.

Agree and document a plan for managing predictable com-
plications such as a bleed, seizure, or infection. Share a copy
of the current care plan and contact numbers (including out
of hours) with the patient and the family or carers. The overall
aim is to avoid crises and to ensure the right care is given at
the right time and in the right place.

Coordination of care

A coordinated team approach results in better outcomes for
patient experience, quality of care, and family or carer satis-
faction than when professionals work in silo. Patients in their
last year of life have a high frequency of hospital admissions
(average 3.5; varies from 2.3 for patients with stroke to 5.1 for
cancer).”® Discharge planning for end of life care is a multidis-
ciplinary process. An integrated model of care across settings,
with effective communication between hospital and primary
healthcare teams, is essential to avoid recurrent unnecessary
and unwanted hospital admissions.

The gold standards framework provides a systematic
approach to formalising best practice in end of life care in
the community, starting with a register of patients in their
last year of life and regular multidisciplinary meetings (level
one). Level two helps to structure symptom assessment and
level three focuses on carer support.’ Introduction of the
framework into primary care has improved end of life care
(as reported by the practices involved).?® *¢ The framework
has since been introduced into care homes and more recently
to some hospitals, where identification using a systematic
approach may be useful.”” An evaluation of national uptake
and further research into clinical outcomes is needed.’®
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Box 2| Clinical indicators for terminal care”

Q1 Could this patient be in the last days of life?
Clinicalindicators of dying may include:
e Confined to bed or chairand unable to self care

¢ Having difficulty taking oral fluids or not tolerating artificial feeding or hydration

¢ No longerable to take oral drugs

e Increasingly drowsy

Q2 Was this patient’s condition expected to deteriorate in this way?

Q3 Is further life prolonging treatment inappropriate?

o Furthertreatmentis likely to be ineffective ortoo burdensome

e Patient has refused further treatment

e Patient has made avalid advance decision to refuse treatment

¢ Ahealthcare proxy has refused further treatment on the patient’s behalf
Q4 Have potentially reversible causes of deterioration been excluded?

These mayinclude:

o Infection (for example, urinary, chest)

e Acute renalimpairment or dehydration

¢ Biochemical disorder (calcium, blood sugar)

o Drug toxicity (for example, opioids, sedatives, alcohol)
e Intracranial event or head injury

¢ Bleeding or severe anaemia
® Hypoxia or respiratory failure

e Delirium
e Depression

Ifthe diagnosis of dying is in doubt, give treatment and review within 24 hours
Ifthe answerto all four questions is “Yes,” plan care fora dying patient
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Recent international initiatives include the implementa-
tion of electronic palliative care coordination systems (or
EPaCCS), such as electronic medical orders for life sustain-
ing treatment (eMOLST) in New York and coordinate my care
(CMC) in London.”® ** EPaCCS share the care plan electroni-
cally. The aim is to ensure effective handover of information
between professionals (without duplication), improve con-
tinuity of care, and prevent hospital admissions. Provisional
reports suggest that use of an EPaCC increases the number
of patients dying in their preferred place of care.”® However,
only a small proportion of the target population is covered
by EPaCC projects and any improvements probably have a
multitude of causes.

How can the dying phase be managed in the community?
Most, but not all, patients have an identifiable dying phase
that lasts hours or days, and occasionally up to a week or
so. Box 2 provides help in identifying transition to the dying
phase.”” Diagnosis of dying should prompt a further holistic
needs assessment to guide anticipatory care and access to
appropriate 24 hour support. If possible, discuss spiritual care
needs with the patient or carers to enable practices in keeping
with the patient’s religious beliefs to be observed before and
after death.

Use of an integrated pathway

Integrated pathways for end of life care, such as the Liverpool
care pathway, have been introduced into the community set-
ting with the aim of translating the gold standard of hospice
end of life care to home and care homes. Such pathways may
act as a prompt for improved communication and regular
reviews of symptom control. Owing to the adverse media

attention regarding the use of the Liverpool care pathway in
the acute setting in the UK, it is the subject of an independent
review by the Department of Health, with results due to be
published later this year.*’

Physical symptoms
Whatever the cause of death, patients may experience pain,
shortness of breath, agitation, secretions, or nausea. Drugs
should be prescribed pre-emptively for these common symp-
toms and be available at the patient’s home or care home.(41)
A community drug prescription chart should be completed. If
a patient requires two or more injections for symptom control
within 24 hours, or is taking essential drugs that can no longer
be given orally (such as long acting analgesia or antiepileptics),
asyringe driver should be used to deliver a continuous infusion
over 24 hours. It may be useful to have a provisional prescrip-
tion for a syringe driver in case the need arises out of hours. Ifa
syringe driver is not immediately available, four hourly subcu-
taneous injections can have the equivalent effect. Box 3 outlines
symptom control drugs commonly prescribed in the terminal
phase. For prescribing advice, contact your local palliative care
team or consult Palliative Care Adult Network guidelines.
Setting may affect the symptom burden. A trial of hospi-
tal at home services for patients with dementia found that
significantly fewer patients in the hospital at home group
had problems with sleep, agitation, aggression, and feeding
compared with those receiving inpatient hospital care.(42)
The hypothesis is that a familiar environment helps reduce
symptom burden, but evidence for this effect is insufficient in
diagnoses other than dementia.

Hydration and nutrition

It is good practice to speak with the patient and family about
hydration and nutrition towards the end of life, before specific
concerns are raised.” It is useful to explain that oral intake
gradually decreases in the terminal phase as the body becomes
frailer, the coordination of an effective swallow becomes
impaired, and the risk of aspiration increases. Simple modifi-
cations to diet, such as thickener, can be useful. Good mouth
care helps maintain physical comfort.

Administration of parenteral fluids in the terminal phase
can increase respiratory secretions and oedema, and in most
cases it is unlikely to prolong life or improve quality of life.
In certain situations, however, such as identifiable distress
associated with thirst, parenteral fluids should be considered.
Other such situations include a prolonged period of reduced
level of consciousness or of dysphagia, or gastrointestinal
obstruction, which make oral intake impossible. In such cases,
administration of subcutaneous fluids (such as 1 L normal
saline subcutaneously over 12-16 hours) may be useful. In
the community setting, these can be prescribed by the GP and
administered by district nurses or nursing home staff.

DNACPR

Patients should have a DNACPR (do not attempt cardio-
pulmonary resuscitation) order in their home or care home,
with a copy shared electronically by EPaCC. The DNACPR deci-
sion is the responsibility of the doctor in charge of the patient’s
care (usually the GP). It should be discussed in advance with
family and carers and also with the patient, if appropriate,
unless it is likely to cause “undue distress.”** It may be useful
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Box 3| Symptom control drugs commonly prescribed in the terminal phase (based on
routine practice from authors extensive experience in the UK and Australia)

Opioid analgesics (for pain and shortness of breath)

Forexample, morphine sulfate 10 mg/24 h subcutaneously through a syringe driver plus 2.5
mg subcutaneously as needed, or oxycodone 5 mg/24 h subcutaneously through a syringe
driver plus 1 mg subcutaneously as needed

Anxiolytics (for anxiety or agitation and seizure prophylaxis)

For example, midazolam 10 mg/24 h subcutaneously through a syringe driver plus 2.5 mg
subcutaneously as needed

Antiemetics (for nausea and agitation)

Forexample, levomepromazine 6.25 mg/24 h subcutaneously through a syringe driver plus
3.125 mg subcutaneously as needed, or haloperidol 1 mg/24 h subcutaneously through a
syringe driver plus 0.5 mg subcutaneously as needed

Antimuscarinic drugs (for secretions)

Forexample, glycopyrronium 1.2 mg/24 h subcutaneously through a syringe driver plus 0.4 mg
subcutaneously as needed, or hyoscine butylbromide 120 mg/24 h subcutaneously through a
syringe driver plus 20 mg subcutaneously as needed

Tailor the prescription to the individual, taking account of the medical history. Doses given
are examples of starting doses in a patient who is not taking opioid analgesia or on a complex
symptom management regimen

to explain that when a patient is deteriorating from incurable
disease with no reversible cause and is expected to die within
days or weeks, cardiopulmonary resuscitation is futile.' Fram-
ing the DNACPR order within the context of the patient’s and
family’s goals for end of life care can be helpful. Explanation
that a DNACPR order helps support a dignified death in the
patient’s place of choice and does not affect care up until the
point that the heart and lungs have stopped (natural death has
occurred) can also help. Families may seek reassurance that
medical and nursing care will continue to be provided, includ-
ing close attention to symptom control needs plus assessment
for other medical interventions (such as antibiotics, bisphos-
phonate treatment of hypercalcaemia) as appropriate.

What should be done after death?

Care of the body after death should be guided by cultural and
religious beliefs. Family and carers may need practical advice
regarding verification of death, death certification, and reg-
istration of death. These procedures vary by country. In Eng-
land, death can be verified by medical staff (for example, the
patient’s GP or out of hours GP) or appropriately trained nurs-
ing staff (for example, the district nurse). The death certificate
should then be completed by a doctor who has seen the patient
within the preceding two weeks (usually the patient’s GP), oth-
erwise discussion with the coroner is needed. If the coroner
(or in Scotland, the procurator fiscal) will definitely need to be
consulted (such as in cases of mesothelioma or death from an
unknown diagnosis), it may be best to speak to the family about
this process in advance because it may delay funeral arrange-
ments. If the coroner does not need to be involved, after verifi-
cation of death, the family can contact the undertaker of their
choice directly to collect the body from the house.

What is the doctor’s role in bereavement support?
Bereavement is one of the most stressful of all life events and is
associated with subsequent worse mental and physical health.*
Most people choose informal bereavement support from friends
and family. The need for formal bereavement support is associ-
ated with poor social support and the nature of the death.

The effectiveness of risk assessment tools in predicting
who will benefit most from formal bereavement support is
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unclear. Risk factors for complicated grief include multiple
recent losses, low acceptance of impending death, and death
in hospital.”” Those who are bereaved may be best placed to
judge their need for formal support.* GPs play a key role in
ensuring links between hospital and voluntary sector bereave-
ment support (box 4 please see bmj.com.).*

Studies of effectiveness of bereavement support are scarce,
particularly in care homes. The strongest evidence is from
small non-randomised studies of complex grief reactions.
In one systematic review,”’ relatives considered bereave-
ment support to be an important aspect of the GP’s role and
expected contact from the GP immediately after bereavement.

What changes are needed?

Retrospective studies of relatives’ experience of end of life
care show that poor communication is the main reason for an
unsatisfactory experience.”® *’ *° The most valued aspects of
home care are individualised care and quality of communica-
tion.*° Strategies to improve communication include antici-
patory care planning and coordination of care supported by
increasingly sophisticated information technology systems
(EPaCcCS).

Undergraduate and postgraduate medical curriculums have
failed to incorporate the complex communication skills and
palliative care training that are central to providing good end
of life care. There are signs that this is improving. Palliative
medicine has this year been awarded specialty status in the
US. Improved multidisciplinary education in end of life care is
arecognised requirement, particularly in care homes.**

The need for 24 hour community services, including
access to GP home visits and urgent care, is highlighted
across studies.'® ***? Recommendations include coordina-
tion of care by a multidisciplinary team with access to a doc-
tor,”? support for carers, and provision of night services.” In
the UK, existing end of life care services have been mapped
so that gaps can be identified.** A more extensive end of life
home care service has been recommended in Norway to
reduce hospital admissions.’

The challenge is to provide end of life care for increasing
numbers of patients with dementia, long term conditions, and
multimorbidities across all community settings, from home
to care homes.® ” °' The number of patients needing palliative
care is increasing, so increased provision of such services is
recommended.’® It has been suggested that resources should
be reallocated to the community to make the proposed sav-
ings from the acute sector.”’ A recent Cochrane review found
evidence to support the effectiveness of home palliative care
services but insufficient evidence to support its cost effective-
ness."” The palliative care funding review should help answer

this question.’’
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