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Introduction
Each year, about half a million 
people die in England and most of
these follow a time of chronic illness
such as heart disease, cancer and
stroke. Seventy percent of all deaths
occur in people aged 70 years or
more. Accurate death certification
data on the incidence of diabetes as a
contributory factor to death are not
available,1 but it is estimated that up
to 75 000 people with diabetes die
annually in England and so the
appropriate diabetes management
with agreed actions by individuals
and their families are important.2

Statistics from Europe state that
there are important variations in
mortality and the burden of disease
related to diabetes, with age stan-
dardised death rates per 100 000
ranging from 4.0 (Greece) to 17.9
(Portugal) -- with higher levels rang-
ing from 36.1 (Israel) to 46.8
(Armenia). It is also acknowledged
that officially reported deaths from
diabetes are likely to be an underes-
timate because of under-recording
and poor coding of cause of death,
particularly among older people.3
People with diabetes have a unique
and specific set of care needs during
the last year, months and days of life.

Until now there has been little guid-
ance on the specific requirements of
people with diabetes at this time. 

End of life – definition 
‘End of life’ is a phrase often used –
but what does it actually mean for
health care professionals and clini-
cians, and when does ‘end of life’
begin? The General Medical
Council in the United Kingdom
(UK)4 states that: 

‘Patients are “approaching the
end of life” when they are likely to
die within the next 12 months. This
includes patients whose death is
imminent (expected within a few
hours or days) and those with:
• Advanced, progressive, incurable
conditions.
• General frailty and co-existing
conditions that mean they are
expected to die within 12 months.
• Existing conditions if they are at
risk of dying from a sudden acute
crisis in their condition.

• Life-threatening acute conditions
caused by sudden catastrophic
events.’

Important work by the Royal
Liverpool University Hospital and
the Marie Curie Palliative Care
Institute resulted in the ‘Liverpool
Care Pathway’ (LCP). This was
developed over 10 years ago with
the aim of replicating in hospital
inpatients, with a life expectancy of
just a few days, the quality care expe-
rienced by the dying in hospices.5
This generic pathway was hailed as
innovative in its concept, and was
quickly adopted by UK hospital
trusts, primary care teams and com-
munity hospitals. It very successfully
opened up the discussion about
death and dying, and promoted and
aimed to assist the dying patients to
experience quality patient-centred
care and a dignified pain-free
death. The LCP work has in recent
times become very controversial;
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concerns were raised when UK
trusts received financial incentives
according to the number of people
cared for on the LCP. This com-
bined with a public perception that
it was used to hasten death, and
adverse media coverage has
resulted in the LCP gradually being
withdrawn by 2014 from all heath
care services. 

The Neuberger Report6

reviewed the pathway and surmised
that, when the LCP was used and
operated by well-trained and sensi-
tive health care professionals in full
consultation with patients and 
carers, it worked well with many 
carers reporting that the care given
was excellent. However, other con-
cerns were raised that in some cases
there was poor communication,
with little discussion between health
care professionals and patients or
carers. This, along with reports that
fluids and food were being with-
drawn from loved ones, that some
patients should not have been con-
sidered as being at end of life
because they survived, and that the
Francis Report7 cited cases of poor
care, resulted in the Neuberger
group making 44 new recommen-
dations in the care of the dying.6
These include:
• The term ‘pathway’ should no
longer be used as it led to fear
among patients and relatives that
somehow their death was inevitable
and could be hastened.
• All patients receiving end of life
care should have an agreed care
plan (patient where possible, carers
and health care professionals). This
should be supported by condition
specific good practice guidance. 
• There must be accurate docu-
mentation outlining the agreed
care plan.
• All staff should receive initial and
ongoing evidence and competency-
based training and education –
which should include that of com-
munication skills.

• The recognition that there are
no precise methods of determin-
ing when a patient is going to die.
Therefore the timeframe for those
not expected to live after one 
year needed to be defined and
embedded into existing policies
and programmes.
• Every person undergoing end of
life care should have a clearly iden-
tified and responsible clinician
accountable for their care during
normal working hours (nurse 
and physician) and ‘out of hours’
periods.
• All patients who are able to eat
and drink should be supported to
do so. Failure to comply with this
will be regarded as professional
misconduct. 
• Age discrimination is not accept-
able; if the patient lacks mental
capacity, an independent advocate
must be appointed.
• Financial incentives must cease in
relation to any approach to care of
the dying.
• The government should set
improved quality of care in the dying
as a priority.

Other guidance is still in place in
the UK such as: the National Gold
Standards Framework,8 the Amber
Care Bundle,9 and the All Wales
Integrated Care Priorities for the
Last Days of Life.10 These are also
generic approaches to care, and
common to all is that policies must
be agreed by the patient, relatives or
carers and a multidisciplinary team
regardless of the care setting.

Diabetes and end of life care
Condition specific guidance of the
care of people with diabetes at the
end of their lives has until now
proved a challenge as there has
been a lack of discussion or debate
in the literature on this topic.
Individuals had expressed concern
about the lack of diabetes guid-
ance.1,11–13 There have been few 

published evidence to demonstrate
a preferred or evidence-based
approach to diabetes care at the
end of life, and no studies support-
ing or providing insight into 
glycaemic control and manage-
ment, diabetes self-management,
or use of particular glucose-lower-
ing therapies.14

New consensus guidance was
clearly needed, so the Council 
of Healthcare Professionals,
Diabetes UK, commissioned a mul-
tidisciplinary working party led by
Prof Alan Sinclair and Dr Jean
MacLeod to develop consensus 
recommendations on the care of
diabetes during end of life.14 This
work was supported by IDOP (the
Institute of Diabetes for Older
People), ABCD (the Association of
British Clinical Diabetologists), and
TREND-UK (Training, Research
and Education for Nurses in
Diabetes), and endorsed by key 
diabetes heath care professional
organisations. 

This work resulted in the devel-
opment of:
• ‘End of life diabetes care: a strat-
egy document.’14

• ‘Clinical care recommendations
for diabetes and end of life.’15

• Down-loadable algorithms and
flow charts, including:

– Diabetes medication and end
of life care.

– Treatment of hypoglycaemia.
– Steroid use16 (developed by

MacLeod et al. in 201017).

The Neuberger Report emphasises
that individualised care must be
planned. The focus should be on:
managing pain and other distress-
ing symptoms; providing psycho-
logical, social and spiritual support
to patients; and supporting those
close to the patient. The care of the
person with diabetes adds other
dimensions to this in that health
care professionals will need to be
pro-active in recognising the start
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of a terminal decline in health. In
addition, there needs to be effec-
tive care planning in order to
ensure the avoidance of unneces-
sary blood glucose monitoring, 
diabetes-related symptoms, and
metabolic emergencies such as
hypoglycaemia, diabetic ketoacido-
sis or hyperglycaemic hyperosmolar
state (Box 1).

The key purpose of these dia-
betes specific documents is to offer
a consistent and high-quality
approach to end of life care in 
partnership with the person with
diabetes and their family and carers
(Box 2).

Stages of end of life 
Although written over a year before
the Liverpool Care Pathway review,
the diabetes specific guidance
described four stages of end of life
which were aligned to the Gold

Standard recommendations.8 Time -
frames are colour coded for ease of
use in the diabetes documentation
and are in line with current recom-
mendations depicted on page 14 of
the Neuberger Report:

A. Blue – individuals with life
expectancy of 12 months.
B. Green – individuals with
advanced disease and life
expectancy of months.
C. Gold – individuals whose condi-
tion is deteriorating and may have a
life expectancy of weeks.
D. Red – Individuals who are in the
last few days of life.

Clinical recommendations 
Treatment options for insulin, non-
insulin therapies and other dia-
betes-related medications are given
and aligned to life expectancy and,
where possible, when full discussion

with the patient, their family or the
patient’s advocate has taken place.
Clinical glycaemic targets given 
are dependent on the stage of the
illness and patient preference.
There are no stated HbA1c recom-
mendations as there is no evidence
to support a specific target.
However, where blood glucose 
targets are recommended in the
guidance, they aim to reduce the
risk of hypoglycaemia and hypergly-
caemia and their associated signs
and symptoms:

Aim 1 is that there are no glucose
readings less than 6.0mmol.
Aim 2 is that there are no glucose
readings more than 15.0mmol.

The guidance gives clear recom-
mendation on how to tailor dia-
betes medication including oral 
and injectable therapies (insulin/
GLP1s) and blood glucose moni-
toring to the needs of the individ-
ual, their clinical condition 
and preference. This included 
specific guidance and algorithms
where:
• Renal function is deteriorating.
• The individual uses an insulin
pump.
• The management of intercurrent
illness.
• The management of hypogly-
caemia.
• Steroid use (MacLeod et al.17). 

Fluid withdrawal is not recom-
mended unless the patient
requests this. 

There is discussion around the with-
drawal of any treatment and
acknowledgement that many factors
may influence this process to
include:
• The patient’s wishes: remember
individuals will have probably been
encouraged to take all their medica-
tion and keep to ‘tight’ glycaemic
targets all of their diabetes life, so

• The provision of a painless and symptom-free death
• To tailor glucose-lowering therapy and minimise diabetes-related adverse

treatment effects
• To avoid metabolic de-compensation and diabetes-related emergencies

such as frequent and unnecessary hypoglycaemia, diabetic ketoacidosis,
hyperosmolar hyperglycaemic state, persistent symptomatic
hyperglycaemia

• To avoid foot complications in frail, bed-bound patients with diabetes
• To avoid symptomatic clinical dehydration
• The provision of an appropriate level of intervention according to stage of

illness, symptom profile, and respect for dignity
• To support and maintain the empowerment of the individual patient (in their

diabetes self-management) and carers to the last possible stage

Box 1. Main principles in diabetes care and end of life care (Diabetes UK)14

The key purpose of the full guidance document is to:
• Describe a consistent high-quality approach towards end of life diabetes

care provided by a series of quality standards
• Inform the wider health care workforce about the key issues in end of life

diabetes care that provides a platform for sensitive, appropriate and
supportive care

• Provide clarification of the main roles and responsibilities of health care
workers, carers, and patients themselves in end of life diabetes care

• Highlight the awareness of newly-identified training and educational needs
for high-quality end of life diabetes care

• Foster partnerships in end of life diabetes care with established Palliative
Care planning, such as the Amber Care Bundle

Box 2. Key purposes of the diabetes and end of life guidance (Diabetes UK)14
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relaxing of glycaemic control may
present real challenges.
• Family concerns.
• The type of diabetes: for example,
in type 1 diabetes it is recommended
that insulin treatment should not be
withdrawn but the amount of blood
glucose tests should be minimalised
in the last days.
• The presence of an Advanced
Directive.

Training and competencies
A large part of the Neuberger
Report focused on staff training
and competencies; staffing levels
were discussed and the importance
of regular evidence and compe-
tency-based training emphasised.
The General Medical Council and
the Nursing and Midwifery Council
were challenged to ensure appro-
priate quality driven care and reval-
idation. The diabetes specific 
guidance reflects the importance of
this and offers a competency frame-
work developed by TREND-UK for
all nurses working in diabetes with
end of life care patients.18

In the light of the Neuberger
Report and recommendations that
condition specific guidance must be
in place to support people during
the last stages of life, the diabetes
specific guidance is timely but UK
teams may need supporting in
implementing recommendations.19

The concept of ‘end of life’ care
is one that is emotive and often dif-
ficult to talk about. With the devel-
opment of ‘Advanced Directives’
and recent reports focusing on
cases where patients and families
may not have been dealt with sensi-
tively, it is important that health
care professionals – including those
who work in diabetes – have the
communication and clinical skills
to help the patient experience as
‘good a death’ as possible. The 
new guidance allows for an individ-
ualised approach and so meets 
the requirements for matching

individual patient needs and
desires through end of life stages.

Dame Cicely Saunders (pioneer
in hospice care) will have the last
word when she tells us:

‘You matter because you are you. You
matter to the last moment of your life and
we [health care professionals] will do all
we can, not only to help you die peace-
fully, but also to live until you die.’
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● Condition specific guidance on
end of life care is now
recommended 

● People with diabetes have a
unique set of clinical needs
during end of life care 

● Insulin and non-insulin
treatments and glycaemic targets
need to be tailored to the
individual and life expectancy 
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