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It is a sad fact of life that none of us will live forever, and we all 
hope that when our time comes we will have a comfortable 
and pain-free death. Each year, about 500,000 people die in 
England and most of these deaths follow a time of chronic 
illness, such as heart disease, cancer or stroke. Seventy per 
cent of deaths occur in people aged 70 years or more, 58 per 
cent of deaths occur in hospital, 18 per cent at home, 17 per 
cent in care homes and 7 per cent elsewhere. It is estimated 
that 75,000 people who die each year have diabetes and so 
the appropriate management of diabetes, with agreed actions 
by individuals and their families, is important1. Until now, there 
has been little guidance on the specific needs of people with 
diabetes at this time. Therefore, in 2010, Diabetes UK 
commissioned a working party, led by Professor Alan Sinclair 
and Dr Jean MacLeod, to develop a number of consensus 
recommendations on the care of diabetes during end of life. 

Definition of end of life 
End of life is a phrase commonly used, but what does it 
actually mean for healthcare professionals and clinicians and 
when does end of life start? The General Medical Council2 
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 coexisting 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.
The Diabetes UK consensus document, along with other 
guidance from the National Council for Palliative Care3 and the 
Association of British Clinical Diabetologists4, challenges 
healthcare professions, including those who work in diabetes, 
to work together with other services to ensure that the 
supportive and palliative care needs are met in each individual 
case. The more generic Liverpool Care Pathway, which was 
introduced across most hospital and community Trusts from 
2010, aimed to assist the dying in having a dignified pain-free 
death, but has been associated with poor standards of 
communication, lack of healthcare training in its use and bad 
press. For many patients this has led to fear and mistrust. The 
recent independent review5 of the Liverpool Care Pathway, 
chaired by Baroness Julia Neuberger, has emphasised the 
need for condition-specific guidance and has led to the 
widespread withdrawal of the Pathway.    

This report emphasises that individualised care should be 
planned and the focus should be in managing pain and other 
distressing symptoms, providing psychological, 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 healthcare professionals will need to 
be proactive in recognising the start of a terminal decline in 
health. In addition, there needs to be effective care planning in 
order to ensure the avoidance of unnecessary blood glucose 
monitoring, inappropriate treatments, diabetes-related 
symptoms and metabolic emergencies, eg  hypoglycaemia, 
diabetic ketoacidosis or hyperosmolar hyperglycaemic state.

existing guidance 
Until recently, there was a lack of discussion or debate in the 
literature on end of life care in diabetes and many had 
expressed concern over the lack of guidance 4,6,7. More 
specifically, there was little published evidence to demonstrate 
a preferred, or evidence-based, approach to diabetes care at 
the end of life. There were also no studies supporting, or 
providing insight into, glycaemic control and management, 
diabetes self-management, or use of particular glucose-
lowering therapies7. New consensus guidance was clearly 
needed, which is why Diabetes UK decided to develop 
recommendations on the care of diabetes during end of life.

New recommendations 
The new guidance8 was published in July 2012, following peer 
review, and is presented in three formats, as follows:

eND OF liFe caRe iN Diabetes
People with diabetes have unique care needs in the last year, months and days of life. 
June James, Nurse Consultant in Diabetes, University Hospitals of Leicester NHS Trust, 
discusses Diabetes UK’s new guidance on end of life care and why it is needed

Principles of high-quality 
diabetes care at the end of life 
(Diabetes UK)
• provision of a painless and symptom-free death
• tailor glucose-lowering therapy and minimise   
 diabetes-related adverse treatment effects
• avoid metabolic decompensation and diabetes-related  
 emergencies:

- frequent and unnecessary hypoglycaemia
- diabetic ketoacidosis
- hyperosmolar hyperglycaemic state
- persistent symptomatic hyperglycaemia

• avoidance of foot complications in frail, bed-bound   
 patients with diabetes 
• avoidance of symptomatic clinical dehydration
• provision of an appopriate level of intervention   
 according to stage of illness, symptom profile and   
 respect for dignity
• supporting and maintaining the empowerment of the   
 individual patient (in their diabetes self-management)   
 and carers to the last possible stage.

FactFile_Autumn_PW7.indd   1 28/08/2013   11:24



020 7424 1000 | info@diabetes.org.uk | www.diabetes.org.uk
A charity registered in England and Wales (215199) and in Scotland (SC039136). ©Diabetes UK 2013

1. the full strategy document
2. clinical care recommendations
3. downloadable algorithms and flow charts. 
The key purpose of the full guidance document was 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. 

stages of end of life 
The Diabetes UK document describes four stages of end of 
life and these are determined by estimated life expectancy. 
These are colour coded for ease of use in the document and 
recommendations for insulin, non-insulin therapies and  
other diabetes-related medications given and aligned to  
life expectancy.
A. Blue – individuals with life expectancy of 12 months. 
B. Green – individuals with advanced disease and life 
expectancy of months. 
C. Yellow – individuals whose condition is deteriorating and 
may have a life expectancy of weeks.
D. Red – individuals who are in the last few days of life. 

clinical recommendations 
The clinical recommendations are also aligned to the 
individual’s perceived life expectancy and, where possible, full 
discussion with the patient and their family. Clinical glycaemic 
targets will depend on the stage of the illness and patient 
preference. The blood glucose targets recommended in the 
guidance aim to reduce the risk of hypoglycaemia and 
hyperglycaemia and their associated signs and symptoms:
• Aim 1 is that there are no glucose readings less than  
 6.0 mmol/l.
• Aim 2 is that there are no glucose readings more than  
 15.0 mmol/l.
The guidance gives clear recommendations on how to tailor 
diabetes medication, including oral therapies and injectables 
(insulin/glucagon-like peptide-1 receptor agonists) and blood 
glucose monitoring to the needs of the individual, their clinical 
condition and preference. This includes specific guidance and 
algorithms where: 
• renal function is deteriorating 
• the individual uses an insulin pump
• intercurrent illness needs to be managed 
• hypoglycaemia needs to be managed 
• there is steroid use9.  
Fluid withdrawal is not recommended unless requested by 
the patient.

staff training and competencies 
The review into the Liverpool Care Pathway cites healthcare 
professionals’ lack of understanding, relevant training and 
poor communication skills as major factors leading to patient 
and carer distrust of the Pathway and its ultimate withdrawal 
from practice. The report recommends nurses and medical 
staff receive appropriate training and are competent to  
provide care for the dying. The Diabetes UK clinical care 
recommendations provide information on diabetes-specific 
competencies for all nurses. 

treatment withdrawal 
There is often discussion and debate relating to the 
withdrawal of any treatment and, when caring for people  

with diabetes, there should be acknowledgement that many 
factors may influence this process, including:
• The patient’s wishes. Remember that patients will have 
been encouraged to take all their medication and keep to 
target most of their diabetes life and so may be concerned 
when there is a possibility of targets being relaxed. 
• Family concerns.  
• The type of diabetes involved – so, for example, in Type 1 
diabetes it is recommended that insulin treatment should not 
be withdrawn, but the number of blood glucose tests should 
be kept to a minimum in the last days of life.   
• Whether an Advance Directive is present.  
The concept of end of life care is one that is emotive and often 
difficult to talk about. However, with the development of 
Advance Directives, and the deluge of recent reports focusing 
on cases where the patient and their families may not have 
been dealt with sensitively, it is important that healthcare 
professionals, including those who work in diabetes, have the 
communication and clinical skills to help the patient 
experience as ‘good a death’ as possible. To conclude, let us 
always remember the words of hospice care pioneer Dame 
Cicely Saunders: “You matter because you are you. You 
matter to the last moment of your life and we will do all we 
can, not only to help you die peacefully, but also to live until 
you die”. 
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