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Executive Summary: Care at the end of life: a guide to best practice, discussions 

and decision-making 

This document acknowledges the advances in treatment options and improved survival rates 

within critical care environments that have occurred throughout the Twentieth and Twenty 

First Centuries.  However, approximately 20% of intensive care patients continue to die during 

their hospital admission; end-of-life care therefore remains a necessary core skill for intensive 

care teams.  Such care includes: 

 Symptom assessment and management e.g. pain, nausea, pyrexia, anxiety, delirium, 

dyspnoea, skin care, thirst and hunger 

 Enabling patients and those close to them to achieve a sense of control; including 

strengthening of inter-personal relationships 

 Minimising distress 

 Relieving physical and psychological burdens 

 Ensuring patients (and those close to them) do not feel abandoned 

 Meeting spiritual and religious needs 

 Understanding legal and ethical processes for withdrawal and withholding treatments 

In addition to the above there is also a need for intensive care teams to face up to and convey 

uncertainty of prognosis; and depending on circumstances, either guide or lead decision-

making.  This is particularly the case for acutely ill emergency admissions that have lost capacity 

where significant burdens can be placed upon relatives and carers when trying to determine an 

individual’s (often unknown) best interests.  In such circumstances an effective decision-making 

framework involves evidence gathering, reasoning and implementation of treatment and care 

plans. 

Additionally; even if hospital survival occurs after intensive care there can be significant impacts 

(physical and psychological) on patients and their families.  We therefore also emphasise a duty 

to have difficult discussions with the intention of increasing public awareness about burdens as 

well as benefits of intensive care.  Such discourse is intended to enable patients, relatives and 

critical care teams to work through a shared-decision making process in order to enhance 

individualised care when patients are at their most vulnerable. 

What we know: 

1. Within the UK intensive care survival has improved significantly, nevertheless 15-20% of 

UK intensive care admissions die in hospital 

2. Intensive care survival particularly when associated with emergency and prolonged 

admission (>48-72hours) carries significant physical and psychological burdens 

impacting on quality of life 

3. Europe (2016-17): >80% of intensive care patients lack capacity at a time when 

consideration is being given to withholding or withdrawing life-sustaining treatments 
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4. Europe (2016-17): only 13% of patients dying on intensive care have made any pre-

emptive statement as to how they’d wish to be cared for 

5. Scotland (2005-13): 24% of intensive care survivors are re-admitted to hospital inside 

90-days of discharge from hospital.  The reason for re-admission is usually related to 

chronic health status prior to original intensive care admission 

6. Wales (2006-13): one in five intensive care survivors die within a year of discharge from 

hospital 

7. England 2016: approximately 35% of adult in-patients were in their last year of life 

8. Advance Care Planning and the above information therefore has the potential to: 

a. Allow patients, those close to them and clinical teams to better utilise shared 

decision making when planning care  

b. Reduce confusion and conflict when patients are acutely ill, have lost capacity 

and have a high risk of dying 

c. Improve clarity of communication surrounding care at the end of life and reduce 

the severity of grief amongst friends and families 

d. Reduce the incidence and impact of burn-out in health care professionals 

In summary intensive care teams when caring for all patients (but in particular emergency 

admissions who lack capacity) frequently have to deal with uncertainty of prognosis.  They have 

to simultaneously react to changing physiology with resuscitative measures, consideration of 

palliative interventions and communicate (with empathy) rapidly changing situations to those 

close to the patient, who (themselves) are often in a distressed state.  If more information 

about patients’ wishes and beliefs was available to intensive care teams, they would be better 

positioned to act in a Best Interests fashion and enable individualised care, minimising 

confusion and conflict, and reduce stress and anxiety in those delivering care. 

This document (full and abridged versions) plus the accompanying lay summary aims to provide 

recommendations for effective decision-making and resources for clinical teams and the 

general public so that clear, honest discussions can occur and enable improved advance care.  

Such arrangements can enhance care planning and empower patients, carers and clinical teams 

to better engage in a shared decision-making process that respects both the philosophical and 

physiological aspects of an individual’s life. 
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Statement: ICU Steps 

We know that a good death, as well as a good life, is important.  When asked in surveys, many people 

say they would prefer to die at home.  No-one says they wish to die in an intensive care unit. However 

about 300,000 people die each year in in hospitals in England (roughly 60% of all deaths) and of these, 

nearly 22,000 die in intensive care units; an average of two each week per Intensive Care Unit. 

We know that intensive care treatment whilst potentially life-saving can be very distressing for patients.  

They can be confused, disorientated, and delirious with many interventions being very unpleasant.  We 

can’t ask those who die in ICU about their experiences, but it is likely that some find it distressing.  We 

certainly know that relatives can find it distressing.  

As a healthcare professional, it is perhaps helpful to think about what would be important to you if you 

were a patient receiving end of life care in Intensive Care, or what experiences you would want those 

close to you to have. We’re fairly sure that kindness and compassion from staff would be high up on 

your list – an empathetic approach can feel like a lifeline and will be remembered by relatives for a long 

time afterwards. 

From a patient and relative point of view, excellent communication from healthcare professionals is 

paramount.  Patients and relatives need to know what is happening, especially when there is 

uncertainty. They may be confused and distressed and they may find it difficult to retain and absorb the 

information, so it is important to check understanding and have regular conversations. 

It is likely that patients and relatives will not have been able to prepare and plan for being in Intensive 

Care.  The patient may have been admitted as an emergency, with their condition changing rapidly.  

Many decisions will have to be made about their care, and unlike most other healthcare scenarios, it is 

quite possible that the patient may not be able share in decision making.  What we do know is that 

relatives have to live for the rest of their lives with the decisions that are made on behalf of the patient. 

So these decisions must be high quality, transparent, evidence based and in the patient’s best interests, 

taking into account their values and wishes. This is a big responsibility. Never be afraid to ask second 

opinions from patients, relatives and your colleagues to make sure the decisions are the right ones. 

There is a lot of good practice out there, but it is likely that the experience of dying in ICU is still a poorer 

experience than dying in a hospice or at home. ICU staff can learn from other practitioners, particularly 

palliative care colleagues, and exchanging ideas and best practice with hospices. Actively seek feedback 

from patients, where possible, and relatives.  Having staff development sessions where relatives share 

their experiences can also help to improve practice. 

There is a bigger picture here too, and one that we all have a responsibility for, whether we are 

healthcare professionals, patients, relatives or members of the public.  We need to raise the profile 

about planning for our future care, and start the conversation about what our wishes are in the event of 

serious illness.  A recent survey by Dying Matters found that whilst 68% of people said they were 

comfortable talking about it death, less than a third (29%) of people have discussed their wishes around 

dying. Only 4% have written advance care plans.  We need to do better collectively to start these 

conversations with our loved ones, and to prompt our healthcare professionals if they don’t initiate the 

conversation. Knowing the wishes of our relatives matters – it can provide doctors and nurses with 
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valuable information if there are life and death decisions to be made and it can save us a lot of 

heartache trying to second guess what the patient would want. 

Thank you for reading these guidelines and for your interest in improving the care that ICUs give 

patients and their relatives at the end of life.   
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Twenty First Century Intensive Care: Success and Dilemma, Intertwined 

Prologue 

Health care professionals within intensive care medicine have a duty to recognise when 

patients are close to death and provide appropriate care.  However, the evolution of new 

treatments and technologies has meant that intensive care teams are faced with continual 

dilemmas as to whether or not withdrawal and withholding of life-sustaining treatment is 

depriving a patient of potentially beneficial interventions.  This section provides an overview of 

the development of intensive care and legal concepts relating to debates surrounding 

continuation of treatments or withholding and withdrawing treatments. 

 

Key Points 

 Intensive care mortality rates for adults have progressively reduced since the 1970s 

 Medical and scientific advances have raised societal expectations with respect to the 

longevity of life 

 Despite reductions in mortality rates 15-20% of patients admitted to intensive care die 

before leaving hospital.  Effective provision of care at the end-of-life therefore remains a 

necessary skill for intensive care teams 

 For patients who do not have a realistic chance of surviving their critical illness and 

returning to a life they can value outside hospital; the physical and psychological 

burdens of invasive and distressing treatment on ICU may outweigh any potential 

benefit 

 Outcomes from critical illness are not measured simply in terms of survival.  Other 

outcomes may be relevant to the patient.  Consideration of qualitative aspects of life is 

therefore necessary 

 Critical care teams require a working knowledge of legal and ethical frameworks that 

debate the relative benefits and burdens of treatments 

Recommendations 

 Intensive care teams must recognise patients as individuals and not a series of 

pathophysiological states with a projected and predicted clinical course and outcome 

 Intensive care teams should be empathic in their communications to patients and those 

close to them.  If there is significant chance of the patient dying, they must be honest in 

their communications and be able to convey the concept of uncertainty 

 Intensive care teams should be aware of the concept of a “bad death” 

 Intensive care teams should have an understanding of legislature relating to capacity, 

consent and end-of-life care 
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Context 

The origins of modern intensive care began in 1950s Denmark with hand-delivered positive 

pressure ventilation of patients with severe polio. Specialist areas for the management of 

heterogeneous respiratory failure subsequently developed and eventually other forms of 

invasive organ support evolved creating the intensive care units that we’re familiar with today. 

In half a century survival rates have significantly improved, and the complexity of treatments 

has increased along with individual and societal expectations.  This in turn has led to ethical and 

legal dilemmas with potential for conflict especially where withholding or withdrawal of 

treatments are being considered.  The General Medical Council’s Duties of a Doctor notes that 

clinicians must recognise when a patient is dying, however concerns are often raised that 

withholding or withdrawing treatments may remove life-saving therapies.  Such decisions are 

inevitably some of the most challenging faced by health care teams. This section summarises 

current ethical and legal principles and outlines debates relating to inappropriate or 

disproportionate treatments. 

The primary purpose of intensive care is to support patients with (sometimes immediately) life-

threatening conditions through a series of treatments enabling survival; decision-making is 

inevitably complex and emotionally distressing. Nevertheless, it is a necessary role for critical 

care teams.  Being honest about uncertainty, collaborative decision-making and clarity of 

communication are paramount.  Failure to act in this manner can compound misunderstandings 

and fuel conflict.  Thus, understanding debates surrounding concepts of inappropriate 

treatment and clear communications can significantly improve the delivery of care.  It can also 

enable decisions to be held up to scrutiny by relatives, peers, public bodies and the law. 

 

What is Care Designed to Achieve?  Inappropriate or Disproportionate Treatments 

Debate here balances the potential benefits of intensive care against its burdens. Inappropriate 

treatments are “care and treatments that do not achieve their intended purpose” although 

expanding on this involves analysing both quantitative outcome measures and qualitative 

aspects of patients’ values reflecting physical and holistic aspects of care i.e. some treatments 

may be physiologically successful, but inappropriate or disproportionate as they fail to provide 

qualitative benefits. 

Quantitative factors include assessing physiological impact of treatments and whether they 

offer any reasonable chance of survival.  This involves collating clinical assessments, 

investigations and prognostic indices e.g. ICNARC, APACHE II.  The scores offer a predictive 

value for mortality but relate to populations and should not be used as absolute guides in the 

context of individual patients.  Doubt can lead to further discussion and the possibility of trials 

of treatment within specific, agreed, realistic timescales e.g. change of antibiotics with a 48-72 

hour review, or a trial period of non-invasive ventilation.  These are often referred to as trials of 
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intensive care.  Anecdote on the management of other similar cases can also be reviewed but 

this too has to be in the context that case histories apply to other patients. 

Qualitative/ holistic aspects of care involve asking the questions “Do the proposed treatments 

offer a minimum quality of life that is acceptable to the patient?” "What are the patient’s 

values?” and “Can the proposed treatments achieve a patient’s goals for a good life?”  Ideally 

these issues should be discussed (and documented) with competent patients before any acute 

illness however this rarely occurs and can’t usually be discussed in acute situations.  Where this 

is not possible, consultation from patients’ nominated relatives, admitting teams and intensive 

care staff can enable details of a care plan to evolve via a Best Interests process e.g. as outlined 

in legislature such as the Mental Capacity Act 2005 (MCA 2005) in England and Wales, the 

Adults with Incapacity (Scotland) Act 2000 and the Mental Capacity Act (Northern Ireland) 2016. 

Discussions and the decisions are inevitably associated with significant uncertainty and on 

occasion confrontation.  Nevertheless, consistent approaches with effective and honest 

communications can minimise confusion, conflict and complaints.  A working knowledge of 

ethics and relevant law is therefore a major factor in this process (below.) 

 

Legal and Ethical Considerations  

These considerations are based on an understanding and ability to explain the concept of 

Serious Medical Treatments i.e. treatments where there is a fine balance between benefits, 

risks and burdens, principles of medical ethics and how laws relevant to consent and capacity 

are shaped.  They also include concepts such as Advance Care Planning (ACP), Treatment 

Escalation Plans or TEPs (also called Emergency Health Care Plans, EHCP) and Advanced 

Decisions to Refuse Treatment (ADRT.)  Paramount to the process are shared decision making, 

Best-Interests’ decisions and clarity of communication (specifics are outlined elsewhere). 

 

Ethical Principles and a Link to Current Legal Principles 

In law patients may refuse, but do not have the right to demand inappropriate treatments.  In 

patients who have capacity to make decisions about their own care, healthcare professionals 

must provide them with sufficient information to make an informed decision about proposed 

treatments.  In patients who have lost decision-making capacity, healthcare professionals have 

a duty to seek out and take their views into account when considering planning of care 

(Appendix.)  With respect to care at the end of life relevant debate and discussion can be 

guided by articles from the European Convention on Human Rights: 

 Article 2: with the exception of the prevention of criminal acts or lawful use of the death 

penalty, everyone’s right to life shall be protected 
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 Article 3: no one shall be subjected to torture or inhuman or degrading treatment or 

punishment 

 Article 8: with respect to an individual within the norms of a democratic society an 

organisation cannot interfere with their rights unless it is to uphold the law or protect the 

rights and freedoms of others 

The articles guide debate case by case e.g. Article 2 (The Right to Life) can present an argument 

for continuation of life-sustaining treatments; however, if a patient is dying there could be 

concerns about the potential for life-prolonging treatments becoming “inhuman and 

degrading” (Article 3.)  Whilst rulings have referred to the Sanctity of Life there is a need to 

debate life’s physiological and philosophical components i.e. planning for a “good death” may 

provide the circumstances for the final part of a fulfilling, complete life.  Furthermore, in 

cultural and religious contexts where death is regarded as a step towards the “after-life” or 

reincarnation; a natural death may honour individuals’ rights and freedoms.  Effective care 

therefore requires an understanding of these issues and a requirement to explain them in 

discussions aimed at adding clarity to planned care and minimising conflict. 

In summary, observation, information gathering (physiological and qualitative) with frequent 

multi-disciplinary communications will enable improved decision-making around the potential 

for inappropriate treatments. Regular open and unambiguous discussions (with all parties) can 

build understandings of patients’ progress and prognoses.  Wherever possible people should be 

given time to gain an understanding of processes with information being delivered in ways that 

are sensitive to patients’ cultural, religious and language needs 

 

Summary 

Twentieth and Twenty-First Century Intensive Care has made significant inroads into the 

survival of acutely ill patients, however many of the interventions required to save life can be 

physically and psychologically harmful.  Consequently, there is potential for dilemma and 

conflict if there is minimal chance of survival.  Thus in order to be effective intensive care teams 

must (in addition to managing organ support) be able to appreciate the concept of a “bad 

death” and “sub-optimal care” secondary to inappropriate and/or disproportionate treatments 

administered to the dying. 
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Advance Care Planning within Intensive Care Medicine 

Context 

Key Points 

 One-third of hospital in-patients lack decision making capacity. 

Advance care planning (ACP) seeks to create a record of individuals’ wishes, values and preferences so 

they can be considered by healthcare teams should they lack capacity to make a medical decision. 

 In England and Wales ACP is codified by the Mental Capacity Act (2005).  Scotland and Northern 

Ireland have separate legislation. 

 ACP can occur at any time and may be prompted by either patients or healthcare professionals.  

Often major events like the death of a loved one, a new diagnosis or major surgery will trigger 

discussions. 

 ACP is supported by the National Institute for Clinical Excellence for all patients approaching the 

end of life or at risk of a medical emergency. 

Recommendations 

 Best practice at intensive care discharge involves discussion and documentation of plans for 

future treatment as well as the wishes, values and preferences of patients 

 Discharge summaries for GPs should highlight such discussions 

 All intensive care teams should have a basic understanding of advance care planning and be able 

to answer patients’ initial questions.  

 During perioperative care teams should review any ACP with patients making appropriate 

(sometimes) temporary alterations, prior to proceeding with anaesthesia and surgery 

 Research Priority: does ACP reduce conflict between families, patients and health professionals 

at times of medical emergency? 

Introduction 

Investigations and audits over the last decade highlight variabilities and at times inadequacies in care at 

end of life.  A consistent theme within national strategies, independent reviews  and reports from 

organisational partnerships  has been the importance of good quality communication and the necessity 

of ensuring individuals are offered care that focusses on “what matters to them”.  One route to 

improving this could be Advance Care Planning (ACP.)   It is supported in the General Medical Council’s 

(GMC) guidance Treatment and Care Towards End of Life  and has recently been recommended by the 

National Institute for Clinical Excellence (NICE) for all patients approaching the end of life or at risk of a 

medical emergency. 
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What is Advance Care Planning? 

Between 30-40% of in-patients lack complete decision making capacity, and this is inevitably higher in 

the critically ill, so unless patients have discussed their wishes in advance, loss of capacity precludes 

them from meaningful involvement in most care decisions. 

ACP is a global term which has been adopted to include the broad process of communication 

surrounding end of life decisions and to not solely focus on written directives or statements.  The GMC  

define ACP as; 

“Discussing the type of treatment and care that a patient would or would not wish to receive in the event 

that they lose capacity e.g. their preferred place of care and who they would want to be involved in 

making decisions on their behalf seeking to create a record of a patient’s wishes, values, preferences and 

decisions ensuring that care is planned and delivered in a way that meets their needs plus involves and 

meets the needs of those close to the patient.”  

ACP is a process of decision-making about future care which aims to be relevant over a wide range of 

treatment decisions and possible unforeseen circumstances.  It allows patients’ preferences, personal 

circumstances, goals, values and beliefs to be known to healthcare professionals even if patients are 

unable to communicate at the time a treatment decision is made.  Like shared decision making it aims to 

bring together health professionals’ expertise with patients’ values and goals. 

Having Advance Care Planning Discussions 

ACP can be initiated at any time by either the patient or staff.  Indeed, everybody regardless of age or 

illness should consider having a conversation about what is important to them with a friend or loved 

one, but most often discussions are triggered by one of the following occurrences: 

 Life-changing event e.g. death of spouse, friend etc. 

 New diagnosis of a life-limiting/ life-threatening illness 

 Significant changes in the treatment of an illness 

 Repeated or prolonged hospital admission(s)  

Whilst much of ACP occurs via primary care or outpatient situations there will be occasions where 

intensive care teams can initiate the process e.g. when reviewing ward patients or upon discharge from 

intensive care where changes patients’ function and experiences may trigger a reappraisal of future 

goals and wishes.  Tools are available such as The Gold Standards Framework’  and the ‘Supportive and 

Palliative Care Indicator Tool’  to help identify patients who are at greatest risk of deterioration and 

therefore most likely to benefit from ACP. 

 

 

 

http://www.goldstandardsframework.org.uk/
https://www.spict.org.uk/download/the-supportive-and-palliative-care-indicators-tool-2/?wpdmdl=867&refresh=5c1a4ef21919f1545228018
https://www.spict.org.uk/download/the-supportive-and-palliative-care-indicators-tool-2/?wpdmdl=867&refresh=5c1a4ef21919f1545228018
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Who should have Advance Care Planning Discussions with patients 

All healthcare staff should be open to discussions and respond to initial questions raised by a 

patient.   

When questions go beyond their knowledge they can involve more experienced colleagues 

with greater expertise and knowledge of a person’s medical condition, treatment options and 

social situation. 

Who should be present for Advance Care Planning Discussions 

Patients should be encouraged to choose friends, family, carers, a potential future ‘attorney’ 

or others to be present.   

Staff should be mindful of occasions when having others present could inhibit patients from 

expressing their views. 

How to have Advance Care Planning Discussions 

Ideally, timings and settings should be appropriate for private discussions in comfortable, 

unhurried surroundings. 

Information should be provided in terms that patients understand, avoiding jargon, 

ambiguity and using  ‘plain English’. 

Health professionals should look for cues that patients want to end the conversation.   

What if patients do not want Advance Care Planning Discussions 

For some, the ACP can be negative, challenging coping styles or raising issues that they’re 

unready or unwilling to consider.  This should be respected. If treatment is subsequently 

required a best interests process is applicable.  

What if others want to withhold information from a patient 

Apart from when patients decline to hear information, clinical teams should not withhold 

information from them at the request of family members or friends. 

It is helpful to acknowledge that family members may want to protect patients and reduce 

distress but it should be sensitively explained that there are ethical, legal and professional 

obligations to prioritise discussions with patients. 

Recording Advance Care Planning Decisions 
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A copy of this record must be made available to patients and (if patients agree) shared with 

others involved in the care.   

Patients should be encouraged to review documentation (contemporaneously or later) to 

ensure it understanding matches what was agreed. 

Patients should be encouraged to share the plan with those close to them, and health and 

social care staff.  It should be explained that if healthcare teams do not have access then they 

may be unable to put plans into action.  

In England, Electronic Palliative Care Co-ordination Systems (EPaCCS) are becoming the most 

important way to document ACP decisions as they enable enaction of decisions in an 

emergency setting. 

What if a patient changes their mind? 

Patients should be made aware that they can change their mind and ACPs will be reviewed, 

and if appropriate, altered as situations and views change. 

If revisions are made all copies in notes etc. must be altered. 

 

Statutory Framework 

When a patient lacks capacity health professionals must act in their ‘best interest’ and this requires that 

they make efforts to discover information which will help them understand what the patient would have 

decided had they been able to make the decision.  This may involve asking the GP and family for 

evidence of a written ACP, searching for electronic records within hospital and externally or discussing 

with family and asking if they have ever had conversations with the patient which might help identify 

their wishes, values or beliefs. 

The Mental Capacity Act (2005) established a statutory framework for decision making for incapacitated 

patients including for advance decisions.  Although the term ACP is not used in the MCA (2005), the Act 

does allow for three possible outcomes of ACP which can come into effect when a patient loses capacity: 

 Statements of wishes and feelings 

 Advance decisions to refuse treatment (ADRT) 

 Lasting Power of Attorney (LPA) 



13 
 

 

These are explained in detail in Appendix 1. 

Scotland and Northern Ireland have different legal frameworks to England and Wales, and therefore the 

MCA 2005 does not apply.  Scotland and Northern Ireland both have separate legislation covering ACP 

which are detailed in Appendix 2. 

 

Advance Care Planning in the Perioperative Period 

Despite reassuringly low mortality rates, ~2%, the high volume of surgery now conducted in the UK 

means that around 100,000 people die each year within 90 days of a surgical procedure involving either 

general or regional anaesthesia.  A high-risk population exists that whilst accounting for 12.5% of 

operations equates to >80% of perioperative deaths.  Patients are characterised by being older with 

more co-morbidities and in addition to greater mortality have higher post-operative complication rates. 

The nature of surgery and anaesthesia mean that a modification of ACP specifically for the surgical 

setting is required.  Current advice surrounding DNACPR orders at the time of surgery explains that in 

almost all cases, they require either suspension or modification to allow surgery to proceed, and this 

provides a starting point for perioperative ACP.  Firm treatment limitations, like DNACPR, will normally 

be inappropriate given the necessities of anaesthesia and the physiological changes inherent to surgery.  

Anaesthesia and surgery may precipitate deterioration, e.g. bleeding, anaphylaxis or cardiovascular 

instability, requiring significant medical intervention.  These may well be appropriate in the 

perioperative setting because the cause is believed to be temporary and reversible, whilst the same 

intervention would be inappropriate in a different context.  Because of this perioperative ACP should 
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focus on ultimate outcomes as opposed to treatment limitations allowing for more flexibility for the 

perioperative team. 

Similar to guidelines regarding DNACPR orders in the perioperative period any advance care plan should 

be reviewed and discussed by the anaesthetist and/or surgeon with the patient prior to proceeding with 

anaesthesia and surgery. 
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Resources 

Support Tools for Advance Care Planning 

Preferred Priorities for Care 

National End of Life Care Programme 

http://www.dyingmatters.org/sites/default/files/preferred_priorities_for_care.pdf 

Planning for your Future Care 

National End of Life Care Programme, Dying Matters, University of Nottingham 

http://www.ncpc.org.uk/sites/default/files/planning_for_your_future_updated_sept_2014%20%281%2

9.pdf 

Advance Care Planning Animation 

Macmillan Cancer Support 

https://youtu.be/tdL01ln24C8 

Thinking and Planning Ahead 

National End of Life Care Programme, Dying Matters, University of Nottingham 

http://www.dyingmatters.org/sites/default/files/user/documents/Resources/ACP%20for%20volunteers

/M3%20Booklet.pdf 

Deciding Right Initiative 

NHS Northern England Clinical Networks 

http://www.necn.nhs.uk/common-themes/deciding-right/ 

Looking Ahead 

St Christopher’s Hospice 

https://www.stchristophers.org.uk/wp-content/uploads/2016/03/NAMASTE-resource-Looking-Ahead-

advance-care-planning.pdf 

Compassion in Dying - Supporting Your Choices 

https://compassionindying.org.uk/ 

Lasting Power of Attorney Forms 

https://www.gov.uk/government/publications/make-a-lasting-power-of-attorney 

http://www.dyingmatters.org/sites/default/files/preferred_priorities_for_care.pdf
http://www.ncpc.org.uk/sites/default/files/planning_for_your_future_updated_sept_2014%20%281%29.pdf
http://www.ncpc.org.uk/sites/default/files/planning_for_your_future_updated_sept_2014%20%281%29.pdf
https://youtu.be/tdL01ln24C8
http://www.dyingmatters.org/sites/default/files/user/documents/Resources/ACP%20for%20volunteers/M3%20Booklet.pdf
http://www.dyingmatters.org/sites/default/files/user/documents/Resources/ACP%20for%20volunteers/M3%20Booklet.pdf
http://www.necn.nhs.uk/common-themes/deciding-right/
https://www.stchristophers.org.uk/wp-content/uploads/2016/03/NAMASTE-resource-Looking-Ahead-advance-care-planning.pdf
https://www.stchristophers.org.uk/wp-content/uploads/2016/03/NAMASTE-resource-Looking-Ahead-advance-care-planning.pdf
https://compassionindying.org.uk/
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For Health and Social Care Professionals 

Advance Care Planning e-learning toolkit 

Macmillan Cancer Support 

http://www.learnzone.org.uk/courses/course.php?id=238 

End of Life Care for All  e-learning (incldues modules on ACP) 

e-ELCA, Association for Palliative Medicine of GB and Ireland 

https://www.e-lfh.org.uk/programmes/end-of-life-care/ 

Treatment and care towards the end of life: good practice in decision making. 

General Medical Council 

https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/treatment-and-care-towards-

the-end-of-life 

Capacity, care planning and advance care planning in life limiting illness. 

NHS Improving Quality 

https://www.england.nhs.uk/improvement-hub/publication/capacity-care-planning-and-advance-care-

planning-in-life-limiting-illness-a-guide-for-health-and-social-care-staff/ 

Mental Capacity Act 2005: Code of practice. 

Department for Constitutional Affairs. 

https://www.gov.uk/government/publications/mental-capacity-act-code-of-practice 

Advance decisions to refuse treatment: A guide for health and social care professionals. 

National End of Life Care Programme, National Council for Palliative Care 

http://www.ncpc.org.uk/publication/advance-decisions-refuse-treatment-guide-health-and-social-care-

professionals 

http://www.learnzone.org.uk/courses/course.php?id=238
https://www.e-lfh.org.uk/programmes/end-of-life-care/
https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/treatment-and-care-towards-the-end-of-life
https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/treatment-and-care-towards-the-end-of-life
https://www.england.nhs.uk/improvement-hub/publication/capacity-care-planning-and-advance-care-planning-in-life-limiting-illness-a-guide-for-health-and-social-care-staff/
https://www.england.nhs.uk/improvement-hub/publication/capacity-care-planning-and-advance-care-planning-in-life-limiting-illness-a-guide-for-health-and-social-care-staff/
https://www.gov.uk/government/publications/mental-capacity-act-code-of-practice
http://www.ncpc.org.uk/publication/advance-decisions-refuse-treatment-guide-health-and-social-care-professionals
http://www.ncpc.org.uk/publication/advance-decisions-refuse-treatment-guide-health-and-social-care-professionals
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Abbreviations 

 

ACP advance care planning 

ADRT advance decision to refuse treatment 

EPA Enduring Power of Attorney 

IMCA Independent Mental Capacity Advocate 

LPA Lasting Power of Attorney 

MCA Mental Capacity Act 

NICE National Institute for Healthcare and Excellence 

WPA Welfare Power of Attorney 
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Appendix 1: Outcomes of Advance Care Planning in The Mental Capacity Act (2005) 

Statements of wishes and feelings 

Note should be taken of the patient’s prior statements of wishes and feelings about issues that they 

would want to be considered if they lost capacity e.g. types of medical treatment they would or would 

not want; or how they would like to be cared for.  These can be written or verbal and although not 

legally binding health professionals are required to take them into account when considering ‘best 

interests if the patient lacks capacity to make decisions about treatments.  In particular, any relevant 

written statements must be taken into account. 

There is no set format for written statements but a written advance care plan, emergency care plan / 

treatment escalation plan (TEP) or even a Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) 

decision should be considered a written statement of wishes, as long as it has been appropriately 

discussed and agreed with the patient. 

Box 1 Emergency Care Plans / Treatment Escalation Plans 

Advisory documents designed to make communications easier in the event of healthcare emergencies for 

patients with complex healthcare needs.  It is intended to ensure appropriate care and treatments are delivered 

in a form in keeping with individuals’ preferences.  It should contain clear statements about agreements relating 

to appropriate levels of treatment and directions of care in anticipated emergencies. 

ReSPECT is a process which has been supported by the Resuscitation Council (UK) and is being rolled out across 

the UK.  It aims to provide healthcare professionals responding to that emergency with a summary of 

recommendations to help them to make immediate decisions about that person’s care and treatment. 

 

Box 2 Do Not Attempt Cardiopulmonary Resuscitation (DNACPR) Decisions 

Quantitative success of CPR (return of spontaneous circulation) has to be balanced against the qualitative 

outcome of survival, including hypoxic brain injury and other associated long-term adverse neurological 

outcomes, particularly when cardiac arrest is preceded by hours of deterioration in association with severe 

chronic illness.  Considerations have to be given to clear discussions with patients and their relatives about the 

appropriateness of CPR i.e. it is a very undignified way to treat the newly deceased and denies those close to 

the patient from having quiet moments after death.  In discussions it should be made clear that DNACPR does 

not prevent other active treatments being given e.g. administration of oxygen, intravenous fluids, antibiotics 

etc. DNACPR is not a signal for neglect but a means of withholding an inappropriate treatment, minimizing 

unnecessary harm and enhancing care near the end of life. 

 

Additionally, DNACPR decisions need not be permanent i.e. DNACPR orders can be written 

during a period of severe illness when cardiac arrest would be non-survivable.  If the patient 

recovers and survives, the decision can be reviewed and if appropriate revoked.  There is 

now clear legal guidance for health care organisations when considering DNACPR discussions.  

The orders have to be patient-centred with policies that are “clear and accessible” and 

compatible current legislation. 

 

https://www.respectprocess.org.uk/
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In all circumstance’s health professionals should revisit these documents with the patient and/or those 

close to them ensuring that the patient had not changed their mind, done something contrary to the 

advance statement (suggesting a change of mind) or that there had been a change of circumstances that 

may have influenced the patient’s views. 

Advance Decision to Refuse Treatment 

The MCA 2005 recognises that adults have a right to say in advance if they wish to refuse treatment 

even if that refusal results in their death. 

Whilst people can make an advance decision to refuse treatment, nobody has the right to demand 

specific treatment i.e. no one can insist on being given treatments that healthcare professionals 

consider unnecessary, inappropriate or disproportionate (30).  An ADRT cannot refuse actions that are 

needed to keep a person comfortable (basic or essential care) including warmth, shelter, actions to keep 

one clean and the offer of food or water by mouth.  However, it can refuse clinically assisted nutrition or 

hydration as these are not included in basic or essential care. 

ADRTs can be written or verbal and can use medical or everyday language.  It is recommended that 

people get advice from healthcare professionals e.g. their GP, and/or an organisation that can provide 

advice on specific conditions or situations, but this is not mandatory. 

An ADRT which includes decisions to refuse life-sustaining treatment has particular requirements: 

 It must be in writing. 

 The person must sign the ADRT (if they are unable to sign directly a proxy can sign on 

their behalf in their presence). 

 A witness must be present to witness the person (or proxy) sign and then must sign the 

document. 

 It must include a clear, specific, written statement that the ADRT is to apply even if life is 

at risk. 

A person can cancel or alter an ADRT at any time whilst they still have capacity to do so.  There are no 

formal processes to follow, they can cancel their decision verbally or in writing and they can destroy any 

original written document.  Clinicians should document a verbal cancellation in healthcare records. 

An ADRT can refuse any kind of treatment, including psychiatric treatment, however a decision to refuse 

psychiatric treatment can be overruled if the person is detained under the Mental Health Act (1983).  An 

ADRT refusing treatment for conditions or illnesses for which they are not detained under the Mental 

Health Act remains valid regardless if the person is detained in hospital under the Mental Health Act. 

Validity and Applicability of an ADRT 

Any health professional who is to make a decision about medical treatment for a patient who has lost 

capacity is legally obliged to establish the validity and applicability of an ADRT. 
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Figure 1 Is the ADRT valid? 

 

 

Figure 2 Is the ADRT applicable? 

 

Even if ADRTs are not valid or applicable they should still be considered in a best interests assessment if 

they are thought to be true expressions of a persons’ wishes. 
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Box 3 Responsibilities of Health Professionals 

 If an ADRT exists, healthcare professionals should make ‘reasonable efforts’ to 

find out what the decision is i.e. discuss with relatives, review clinical notes, 

contact the patient’s GP. 

 Once an ADRT is discovered healthcare professionals must determine if it is valid 

and applicable to the proposed treatment. 

 Special care should be taken if the ADRT does not seem to have been reviewed or 

updated for some time. 

 If healthcare professionals are not ‘satisfied’ that an ADRT is both valid and 

applicable they should treat the person in their ‘best interests’.  They should 

make clear notes explaining why they believe the ADRT is either invalid or 

inapplicable. The ADRT may be useful as a guide to the patient’s values and 

beliefs and may be helpful in informing the best interest decision. 

 The Court of Protection can settle disagreements about the existence, validity or 

applicability of an ADRT.  Healthcare professionals can give necessary treatment 

to stop a person’s condition getting seriously worse whilst the court decides. 

 In an emergency healthcare professional should not delay treatment if there is no 

clear indication that one exists.  If it is clear that an ADRT exists they should 

review its validity and applicability as soon as possible. 
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Lasting Power of Attorney 

Sometimes a person will want to give another (Attorney) authority to make decisions on their behalf.  

Power of Attorney is a legal document allowing such a process.  The MCA (2005) replaced Enduring 

Power of Attorney (EPA) with Lasting Power of Attorney (LPA).  In addition to financial and property 

matters the option of LPA for Health and Welfare includes consent to medical treatment.  LPAs must be 

registered with the Office of the Public Guardian before they are used. 

Similar to ADRTs LPAs can only be created if the adult has capacity and is 18 years or older.  It must be a 

written document set in a statutory, regulated format.  The forms (which can now be completed on-line) 

and allow LPAs to make decisions about personal welfare including decisions to accept or refuse 

treatments; albeit with restrictions added by the patient or in law: 

 Patient added restrictions for areas where they do not want LPA to act 

 LPA does not have right to demand clinically inappropriate treatments 

 LPA does not have the right to consent/refuse treatments where: 

o Patients have capacity to make decisions for themselves 

o Patients have made ADRTs (after nominating an LPA) that refuse proposed treatments. 

o Decisions relate to immediately life-sustaining treatments, unless, when making the 

LPA, the patient has specifically stated that they want the attorney to have this 

authority  

Attorneys must always act in patients’ best-interests.  This means that they should always strive to make 

decisions patients would have made for themselves if they had capacity to do so.  Healthcare 

professionals are obliged in law to support the decision the patient would have made, and the views of 

the LPA are central to discovering what this would have been.  This may and does include making 

decisions that could be considered unwise.  If healthcare professionals disagree with an attorneys’ 

assessments, they should discuss the case with other medical experts and potentially seek formal 

second-opinions before discussing the matter further with an attorney. If they cannot settle the 

disagreement, they can apply to the Court of Protection.  Whilst the court is coming to a decision, 

healthcare staff can give life-sustaining treatment to prolong the patient’s life or stop their condition 

deteriorating.  The court will endeavour to support the decision that best represents the patient’s values 

and beliefs. 
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Appendix 2: Devolved Nation Statutory Framework 

Adults with Incapacity Act (Scotland) 

The Adults with Incapacity Act (Scotland) 2000 applies to those aged 16 years or older.  It places 

obligations on healthcare professionals to take into account past and present wishes of patients under 

their care who’ve lost decision making capacity for medical treatments.  In England and Wales an ADRT 

must fulfil certain requirements in order to be valid however this is not the case in Scotland, and there is 

no specific provision within the Act for advance decisions, or directives as they are referred to in 

Scotland.  This information does not need to be in writing.  To date, such directives have not been 

challenged in court.  It is likely that a clear and applicable advance directive would be supported as 

binding.  As in England and Wales, advance directives cannot be used to demand treatment, only to 

refuse it. 

The Act has provisions to allow a person with capacity to appoint a Welfare Power of Attorney (WPA).  A 

WPA has the power to make decisions about personal welfare, healthcare decisions and treatment.  In 

order to be valid, such Power of Attorney must be written, signed and registered with the Office of the 

Public Guardian.  

Mental Capacity Act (Northern Ireland) 2016 

The Mental Capacity Act (Northern Ireland) 2016 aims to support ACP in a similar manner to the England 

and Wales legislation. 

Advance decisions to refuse treatment 

Whilst the Mental Capacity Act (Northern Ireland) 2016 recognises that ADRTs exist (termed statutory 

recognition), it contains no statutory provisions relating to how ADRT should operate, nor is there any 

case law specific to ADRTs.  A decision was made to await further common law developments and an 

on-going review scheduled for presentation to the NI Assembly by May 2019. 

Current legal positions in relation to ADRT (derived from common law) are summarised below: 

 ADRTs can be written or oral (unlike the MCA (2005), where ADRT relating to life 

sustaining treatment must be written) 

 ADRTs can be modified or revoked by the patient in writing or orally 

 The existence, validity and applicability of ADRTs must be established as fact.  The 

common law in relation to this point closely reflects the principles already set out 

above. 

 Health care professionals should go to reasonable lengths to establish the existence, 

validity and applicability of an ADRT 

 Proof of the existence, validity and applicability of ADRT must be greater when it relates 

to life sustaining therapy 
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 Where doubt exists regarding the existence, validity and applicability of ADRT the onus 

is on preservation of life.  This allows for emergency or life sustaining treatment to be 

provided until a decision is made regarding the ADRT. 

When ADRT are found to be invalid or unenforceable they can still be used to help determine a patient’s 

best interests.  Where disagreements or uncertainty exist regarding ADRTs, the High Court may act as 

the final arbiter.  

ADRT are decisions made by patients aged 18 or over who have capacity, however there is a lack of 

clarity in the role of ADRT for 16 and 17 years olds with capacity. 

Lasting Powers of Attorney 

Creation of LPA follows the same format as the MCA (2005), however the legal age for creating an LPA is 

16.  LPAs only have the ability to refuse life sustaining treatment if this is explicitly stated within the 

scope of their powers. 
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Appendix 3: Evidence Supporting Advance Care Planning 

Fourteen systematic reviews in the last decade have been published assessing ACP efficacy.  Despite this 

the relationship of ACP and outcome remains unclear.  Observational studies report decreased hospital 

utilisation and increased patient and carer satisfaction.  The likelihood is that such patients are self-

selective having the independence and commitment to make an advance decision.  Randomised 

controlled trial (RCT) data exists but each programme has a different approach to ACP involving different 

specialties, discussion aides, timings, patient population etc. limiting generalisability. 

For Guideline 94 ‘Emergency and acute medical care in over 16s’ NICE (National Institute for Healthcare 

and Excellence) reviewed evidence supporting the use of ACP versus usual care in terms of outcome, 

revealing 3 RCTs, comprising 1116 patients.  A US study, (rated low-grade quality) examined a 6-session 

model of ACP for patients with advanced chronic illness; emergency department visits and in-patient 

admissions reduced.  An Australian study assessing 309 medical admissions >80-years of age found no 

difference in patient and carer satisfaction when ACP occurred, although in contrast a US study involving 

a larger patient population combining ACP with measures to improve physician support, care co-

ordination and monitoring for burnout in carers improved satisfaction for patients and carers alike.  

Despite minimal quantitative evidence on the effectiveness of ACP NICE recommends offering ACP to 

‘people in the community or in hospital who are approaching end of life or are at risk of a medical 

emergency’.  It justifies this by stating that ACP does not have any obvious negative effect, helps 

preserve dignity and autonomy without any significant burdens in terms of cost and improved 

communications may reduce conflict between clinical teams, patients and those close to the patients. 
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Clinical decision-making surrounding end-of life care in the intensive care unit 

Prologue:  

Decisions surrounding the care and treatment of critically ill patients have serious consequences as 

there is often a fine balance between providing care that removes harmful interventions and is focused 

on comfort and dignity versus depriving patients of potentially life-saving treatments. Such decisions 

may need to be made in a short timeframe and where potential outcomes are uncertain. Furthermore, 

critically ill patients are vulnerable and are often unable to fully participate in decisions surrounding 

their care. The purpose of this chapter is to guide best practice in decision-making surrounding such 

patients when they are acutely ill. 

 

Table 1: Key points 

Key points 

Where possible clinicians should use shared decision-making. Every effort should 

be made to elicit patients’ wishes and take them into account. 

Decision-making should be structured, well documented and communicated, 

involving clear reasoning that takes into account subjective/objective factors 

Clinicians should make their decisions in the best interests of patients, in line with 

current legal, ethical and regulatory frameworks, as well as available national 

guidance 

Organisations and individual clinicians should have pre-determined pathways for 

dealing with conflict and disagreement surrounding outcomes of these decisions 

 

Table 2: Quality indicators 

 

Mechanisms within hospitals for peer review of decisions surrounding escalation of 

treatment 

Use of a clear structured decision-making model documented in patient notes 

Clearly documented communication of decision-making to patient, relatives and 

clinical teams involved 

Clear articulation of rationale for decision-making documented and 

communicated. 

For families who have experienced end of life decision-making, there should be 

follow-up in terms of experience of the process 
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1. Introduction 

Providing good end-of-life care is reliant on the recognition that a patient is at the end of their life and 

dying (NICE Quality Standard 13, 2011.) Recognition of the dying process may be straightforward where 

there’s a terminal diagnosis, but for patients whose clinical condition deteriorates acutely recognition 

may not be straightforward. Whilst they may have technically reversible conditions, particular 

combinations of disease severity and co-morbidities, can unavoidably lead to their death. Invasive and 

distressing treatments may therefore cause harm without a realistic chance of successfully restoring 

patients to life outside hospital. Even patients who survive intensive care may be left with significant 

physical, psychological and cognitive burdens; harms that can extend to families and carers in the form 

of complicated grief and post-traumatic stress disorder.   

For teams involved in the care of acutely and critically unwell patients determining whether or not 

patients will benefit from the continuation or escalation of life-sustaining treatments is an everyday task 

with serious consequences for the patients involved and is seldom straightforward.  Predicting who will 

benefit from invasive life-supporting treatments is difficult as patients respond differently to similar 

therapies, have differing co-morbidities, different capacities to recover from a critical illness, and attach 

different values to their quality of life.  This frequently leads to doubt, indecision and conflict as 

clinicians, patients and families reach different conclusions from the available information, and the 

inevitable need to respond to emergency situations.  Nevertheless, a decision must be made on behalf 

of such patients.  This chapter aims to provide guidance on best practice in how to approach such 

decision-making ensuring that decisions are patient-centred and ethically justified. 

 

2. Existing guidance on decision-making 

In making the decision whether or not to continue organ support, clinicians must balance the burdens 

and benefits of relevant treatment options and develop management plans tailored to the individual 

needs of patients.  Guidance is available from many UK and international organisations/ initiatives, 

including GMC, RCP, and NICE but none is currently specific to the emergency decision-making within UK 

intensive care.  Relevant sources of current guidance and resources are shown in the table below (See 

appendix  XX).    

 

Principles of decision-making 

Clinicians will inevitably develop individualised practice in their approach to complex decisions.  Their 

approach should be adapted and developed through reflection and patient/peer/family feedback.  

Decision-making processes tailored to the circumstances in which they are working, and the needs of 

the patient will achieve best outcomes.  Best practice in decision-making should be guided by core 

principles as outlined in table XX and described below.  

 

Table XX: Principles of decision-making for escalation of treatment and 

end-of-life care 
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Wherever possible patients should be involved in the decision-making 

process  

Decisions should focus on the best interests of the patient 

If patients are unable to participate directly, those people closest to them 

should be involved in decision-making 

There should be multi-disciplinary involvement in the decision-making 

process 

Decision-making should be transparent and communicated effectively 

Decisions should be revisited and reconsidered  

Decisions should adhere to relevant legal and ethical frameworks 
 

Wherever possible patients should be involved in the decision-making process  

Decisions related to patient care should be made via shared decision-making (Bosslet et al 2015; Kon et 

al 2016).  This creates challenges where patients lack capacity and family members may be poorly 

equipped to act on their behalf, particularly where complex decisions need to be made quickly.  

Nevertheless the process underpins best practice and ensures decisions align with patients’ wishes and 

values. (see SDM box XX).  Previous statements (section X) should be taken into account and even 

though wishes may have changed this can form the basis of a conversation with families.  Assessments 

of quality of life before hospitalisation and what patients perceive as being acceptable can aid decisions.  

In order to maximise patient involvement it is important to consider how patients’ wishes can be elicited 

e.g. communication aids, adjusting sedation and optimising mental capacity where possible and 

appropriate.)  Even if patients are able to take part in conversations, it is important that retention of 

information is checked at a later point, or to determine if they think differently about their treatment at 

a different time.  

Decisions should focus on the best interests of the patient 

“Make the care of your patient your first concern”  

Making Best Interests decisions involves establishing what the likely outcomes are for patients and 

balancing the relative probabilities (with and without organ-supporting interventions) against individual 

values and preferences.  Whilst survival is frequently the outcome of the greatest immediate concern, 

there may be other outcomes of interest to the patient i.e. comfort, dignity, bodily integrity, 

consciousness, cognitive impairment, quality of life and quality of dying; all of which may outweigh 

survival as the main goal of treatment. 

Establishing which outcomes are most relevant to patients should therefore be a clear, early focus of 

communications (see section X.)  This enables the burdens of organ support to be balanced against the 

likelihood and extent of any beneficial outcomes.  Clinicians should be able to articulate and document 

this process.  It is important to note that decisions not to pursue additional life-supporting treatment 

should not necessarily preclude ongoing intensive care.  An admission to critical care may be also about 

providing optimal care and treatment, rather than purely survival. 

 

https://www.gmc-uk.org/ethical-guidance/ethical-guidance-for-doctors/good-medical-practice/duties-of-a-doctor
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Patients Unable to Participate DirectlyWhen considering patients’ wishes, beliefs and values, families 

are often the only source of information, although their wishes may not directly reflect a patient’s.  

Eliciting information can be challenging but is vital to ensure robust decisions are made for patients.  

Members of staff seeking this information should be sufficiently trained or experienced; with specific 

time being set aside for family conferences to outline diagnostic and prognostic activity.  Written 

information and resources for families can be useful in this process (Jain et al 2015; Staszewska et al 

2017; Wieringa et al 2017.)  Techniques available to support family conferences include using the VALUE 

mnemonic (below): 

 Valuing family statements 

 Acknowledging family emotions 

 Listening to the family 

 Understanding the patient as a person 

 Eliciting family questions through careful questioning (Lautrette et al, 2007).  

Such challenging conversations require high-level communication skills, so formal training can be very 

helpful (Oczkowski et al, 2016).  It is also important to regularly seek feedback from families regarding 

their experiences of this process and what could have been done differently.  Tools exist to review the 

quality of such interactions and consideration should also be given as to when the best time to approach 

grieving families is; a process supported by bereavement services. 

Multi-disciplinary involvement in the decision-making process 

This guidance is applicable to all involved in the potential escalation of treatment.  Parent medical 

teams, referring teams, critical care outreach and community teams can all offer input in regard to 

patients’ prior wishes and current condition.  For patients already in the intensive care unit it is critical 

to involve nursing staff and other Allied Healthcare Professionals as they often spend the most time with 

patients and families and can offer invaluable insights (Resuscitation Council UK, BMA and RCN, 2014).   

The consequences of poor team communication are well described and can lead to protracted dying, 

poor end-of-life care, inappropriate treatment and resource use and complicated grief for families 

(Visser et al 2014; Hinckle et al 2015).  They also adversely affect staff increasing the likelihood of moral 

distress and “burn-out.”  Involving and preparing the whole team is therefore paramount and the 

quality of communication can be enhanced by outlining what will be discussed and agreed prior to 

family conferences (Kon et al 2016; Davidson et al 2017.)  If there is a concern about the potential for 

conflict the presence of an independent staff to support discussions can help e.g. pastoral care staff, 

clinical ethicist. 

Transparency and communication 

Transparency is an ethical obligation.  The NHS constitution is clear that no decisions regarding a patient 

should be made without their involvement (no decision about me, without me) (NHS, 2015) and this is 

only possible with adequate sharing of information.  A duty of candour surrounding patient safety is 

both an ethical requirement and statutory/ contractual requirement for NHS organisations.  Despite 

these ethical norms, numerous studies of communication surrounding admission to ICU have shown 

that patients and families frequently feel that communication is inadequate.  Clinicians should 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2628462/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2628462/
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communicate their decisions and the supporting rationale to patients and their families, adhering to 

legal and regulatory frameworks (ACP chapter.) 

Whatever decisions are made there should always be an openness to review, particularly if new 

information may change the outcome.  This requires ongoing conversations with patients and families 

where there should be clear articulation of the evolving nature of some decision-making processes, 

including how sometimes a prognosis will only become clearer after days of intensive care e.g. return of 

spontaneous circulation after cardiac arrest. 
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Supporting the decision-making process 

It is acknowledged that clinical decision-making surrounding escalation of treatment and end-of-life care 

may be influenced by factors not directly related to the values or clinical condition of individual patients 

e.g. patients are less likely to be admitted to an intensive care unit in circumstances of limited bed 

availability, and that patients with a “surgical” rather than a “medical” condition are more likely to be 

admitted. 

To mitigate against such potential bias teams should be aware of their personal decision-making 

mechanisms and preferences minimising any bias influenced by the beliefs, heuristics (decisions based 

on experiential pattern recognition) previous experiences, and the similarity of previous decision-making 

circumstances to a current process (cognitive bias).  A structured approach to decision-making may 

reduce such bias and promote consistency and transparency in decision-making. Examples of 

frameworks that have been developed to structure these decisions are appendicised (see XX). Training 

in decision-making is outlined in case exemplars (see box X) decision-making.  
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Conflict, Confusion and Communication 

Disputes arise frequently in critical care settings.  The Ethicus study showed that around 80% of 

intensive care deaths are related to decisions about withdrawal / withholding life sustaining treatments.  

Subsequently, the Conflicus study shows that 70% of these decisions are subject to some degree of 

conflict on ICU. 

Clear, honest communications can minimise disputes but if they arise resolution becomes imperative.  

Traditionally (paternalistic approach) consultants told families what will happen.  This has changed over 

the last few decades and clinicians are less sure of how to approach families.  Recent developments in 

the law, require clinicians to consult with and pay attention to the opinions of what families consider the 

best interests / wishes of the patient would be.  Thus, disagreements can arise and there is an increasing 

tendency for clinicians to use the Courts to resolve their disputes.  This is a long, drawn-out process that 

destroys relationships between the parties.  It is expensive and takes clinicians away from clinical roles 

for significant periods of time.  For example, the recent paediatric intensive care case of Charlie Gard 

took 11 months to resolve.  Even after the final Court decision was made, the clinicians were then back 

at the bedside having to implement that decision whilst looking at the family.  The Courts (and lawyers) 

do not perform any acts themselves. 

Conversely, mediation is a flexible, cost-effective process where a neutral third-party (mediator) 

“facilitates discussions and negotiations between the parties.  The process remains with the parties and 

if a conclusion can be reached, the implementation is far faster and has ‘buy-in’ from everyone.  This 

greatly reduces the possibility of a post-hoc review (coronial investigation or clinical negligence 

litigation) by families in situations where they may perceive the clinical team has “forced a decision.” 

Accessing mediators is straight forward: NHS Resolution has two approved panels of mediators that can 

help (Trust Mediation and Centre for Effective Dispute Resolution).  The Faculty of Intensive Care 

Medicine also has a small database of medical mediators and the Medical Mediation Foundation is a 

not for profit organisation that also specialises in medical mediation. 

 

Summary 

In order to facilitate good end-of-life care, decision-making needs to be carried out in a transparent, 

skilful way that places patients’ wishes and values at the centre, whilst supporting families. Preparing 

for, and subsequently reflecting on, decision-making should take place with each encounter. 

 

Appendix X 

Some examples of initiatives that have been developed to support these decisions are shown below. 

Supporting decision-making. Example 1: Decision-making for ICU 

admissions (Warwick Model) 

https://resolution.nhs.uk/services/claims-management/alternative-dispute-resolution/
https://www.medicalmediation.org.uk/
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Based on data from a linked series of investigations into the decision 

whether or not a patient should be admitted to ICU A team of investigators 

based at the University of Warwick devised a structured approach to 

decision-making based on three stages of the process: 1. Evidence: The 

collection of relevant information. 2. Reasoning: the use of this information 

to balance the harms and benefits of particular treatments and to 

recommend a treatment for the patient. 3. Implementation: the 

arrangements for delivery of treatment, and communication surrounding 

the decision and ongoing review (see figure XX). 

This decision-making support tool was designed to integrate ethical 

decision-making within the process, including the principle of biomedical 

ethics (beneficence, non-maleficence, justice and autonomy) within the 

process and reasoning, without expecting clinicians to appeal to these 

principles directly. They also structured the decision-making process around 

“accountability for reasonableness”; an ethical framework originally 

designed to examine the decision-making process surrounding decisions to 

allocate healthcare resources, but which has been adapted for use in 

clinical decision-making. 

Figure XX: Warwick model of decision-making 
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Supporting decision-making. Example 2: MORAL Balance 

This initiative was developed by a group based at Nottingham University 

Hospitals from work supporting ethical decision-making surrounding organ 

donation. It encourages ethical reasoning in decision-making surrounding 

escalation of treatment and admission to ICU, and is based on Beauchamp 

and Childress’s principles of biomedical ethics, adapted for emergency 

decision-making.  

The mnemonic “MORAL Balance” encourages clinicians to 1. Describe the 

clinical situation in its ethical components: Make sure of the facts surrounding 

the clinical situation, and establish the Outcomes Relevant to the Agents 

involved, 2. Level up the options by balancing likely outcomes with and 

without organ support on ICU.   

In using this techniques clinicians actively seek out the components of justice, 

beneficence, non-maleficence and autonomy for the patient, their family 

and the components of the health care system and by describing the 

situation fully choose the option most likely to achieve the outcomes most 

valued in the particular cicumstances. 
 

Supporting decision-making. Example 3: End of Life Decision-Making Climate 

assessment 

Decisions with a strong ethical component are particularly influenced by the 

cultural and organizational norms prevalent in the environment in which the 

decision is made. i.e. the interactions between patients, clinicians and the 

overarching influence of the unit leaders affect the environment in which 

ethical decisions can be made. This “ethical climate” is affected by 

numerous factors and the creation of an optimal climate relies on invested 

clinicians and leaders. Figure 1 outlines a theoretical framework by Van den 

Bulcke et al (2018), with seven facets needed for an ethical decision-making 

climate in critical care: active involvement of nurses in EOL DM and EOL care, 

self-reflective and empowering leadership by physicians; practice and 

culture of open interdisciplinary reflection; a culture of not avoiding end-of-

life decisions and active DM; a culture of mutual interdisciplinary team 

respect, and a practice and culture of ethical awareness. Ethicists and 

researchers based at the University of Ghent, Belgium, developed a self-

assessment tool based on this model to establish the climate in which optimal 

decisions can be made, and facilitate optimization of the decision-making 

climate. (see figure XX).  

 
Figure XX: End of life decision-making climate 
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Training in decision-making. Exemplar 1: Talking DNACPR  

(University College London Hospitals (UCLH)) 

Talking DNACPR is a teaching initiative for clinicians run by UCLH, focusing 

on providing a framework for conversations in serious illness. The course 

encompasses legal perspectives, ethical and philosophical context, 

religious context, relational care and the use of high-fidelity simulations to 

support learning around having conversations.  
 

Training in decision-making. Exemplar 2: Deceased Organ Donation 

Simulation 

(NHS Blood and Transplant) 

This two day course is designed primarily to prepare clinicians for the 

challenges of approaching families in the process of gaining consent for 

organ donation. It includes training in the relevant ethical and legal 

principles surrounding organ donation. Simulation sessions with professional 

actors are used to train delegates in their interactions with families and how 

to guide decision-making in these circumstances. 
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Appendix XX: Sources of guidance and support for emergency decision-making surrounding end-of-life care 

Initiative Supporting 

organisation 

Summary 

Consent: patients and doctors 
making decisions together  

General Medical 

Council (GMC),UK 

This document provides a generic guide for doctors on how to approach making 

decisions with patients 

Treatment and care 

towards the end of life: 

good practice in decision 

making 

General Medical 

Council (GMC), UK 

This document outlines a generic approach to patients nearing the end of their life. 

It outlines decision-making models for involving patients in decisions surrounding 

their care. 

Choosing wisely American Board of 

Internal Medicine 

(ABIM) Foundation, 

USA 

The purpose of this initiative is to promote conversations between clinicians and patients and to 
help patients opt for care that is supported by evidence, not duplicative of other tests or 
procedures already received, free from harm, and truly necessary. 
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1 ICU Admission, Discharge, 

and Triage Guidelines: 

 

Society of Critical 

Medicine (SCCM), USA 

This document makes suggestions as to the organisational frameworks and 

structures that should underpin policies for admission to ICU and prioritization of 

cohorts of patients. It does not offer recommendations on how decisions for 

individual patients should be made. 

Deciding Right Northern England 

Clinical Networks, UK 

This initiative was developed in the North East of England to promote shared 

decision-making and partnership between patients and their health care providers. 

It focused on advance care planning for patients with complex health needs. 

ReSPECT process Resuscitation Council 

(UK) 

The Recommended summary plan for emergency care and treatment (ReSPECT) 

process is designed to develop personalised treatment plans for patients in 

circumstances where they are unable to participate in discussions surrounding their 

care. It is intended to replace the traditional do no attempt resuscitation process, 

and to include treatment options other than cardiopulmonary resuscitation.  

AMBER care bundle Guys and St Thomas 

NHS Trust, UK 

The AMBER care bundle is an initiative designed for use in hospitals to allow 

structured communication and decision-making surrounding patients who may be 

approaching the end of their life. It recognises the uncertainty inherent in 

predicting recovery for some patients and promotes open and frank discussion.  



38 
 

 

The Provision of Care at the End-of-Life on Intensive Care 

Prologue 

In the first instance where prognoses are uncertain combined supportive and active approaches 

are recommended.  This ensures symptom control and simultaneously provides an 

environment where the possibility of dying can be discussed.  It is important that differences 

between ‘palliative’ treatments (aimed at symptom control in incurable illness, regardless of 

illness duration) and ‘end of life’ treatments (given during the very last days and hours of life) 

are made clear to patients and families.  Fostering an awareness of dying, whilst balancing 

hope, is an important part of end-of-life care.  

 

Key Points 

 Effective care at the end of life involves individualised symptom assessment and 

management 

 Effective care at the end of life includes a duty to meet patients’ religious and spiritual 

needs 

 Involvement of people close to the dying patient enhances care and experiences 

 Clear, non-ambiguous communications are essential 

 The overall aim is to ensure that the patient is the focus of care and allowed to have a 

dignified, natural death 

 

Recommendations 

1. Families should be invited to participated in end-of-life care provision to enhance 

awareness of dying and develop family-centred care 

2. Best practice for symptom management involves routine assessment using both 

subjective and objective measures of care, with active, rapid responses to symptoms at 

EOL.  Care planning with symptom experts (e.g. palliative care) can help optimise control 

3. Individualised risk assessments and clear plans of care, involving patients/families, will 

improve processes of withdrawal and withholding treatments 

4. Comfort care should take priority with the avoidance of prolongation of dying, 

tempered with families’ needs regarding time to reach acceptance 

5. Needs assessment should use recognised tools and encompass spiritual, emotional, 

practical, physical and psychological needs 
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Care at the End of Life: a practical approach 

When critical care patients are in the last days/ hours of life a thorough evaluation of therapies 

is necessary to determine net positive contributions (physical and psychological) to effective 

care.  Domains to be considered are: 

• Symptom assessment and management e.g. pain, nausea, pyrexia, anxiety, 
delirium, dyspnoea, skin care, thirst and hunger 

• Avoidance of inappropriate prolongation of dying 

• Achieving a sense of control 
• Minimising distress 
• Relieving burdens 

• Strengthening relationships with loved ones 

• Not being abandoned/ being in a familiar place 

• Meeting spiritual and religious needs 

• Processes of withdrawal and withholding treatments 

 

Explicit, individualised care plans minimise confusion and omissions.  The aim is to make dying 

patients the focus of care, allowing a natural death with minimal interference from medical 

technology.  Involving families in processes of end-of-life care is also key.  Any treatment that 

does not advance such aims should be considered for withholding or withdrawal.  In England 

this guidance is summarised by the Leadership Alliance for Care of Dying People.  On occasion 

consideration can be given to discharging patients (ward, hospice or even home) noting the 

potential for harm (including a sense of abandonment) and discomfort during transfer. 

Concerns can exist that symptom control (especially analgesia) can hasten death.  There is no 

firm evidence to support this.  Thus, if analgesia is to be administered it is imperative to make 

clear that the patient is dying and the clear intent is to prevent a painful death even if the act of 

drug administration is followed by death.  This principle is known as the Doctrine of Double 

Effect (DDE) and is aligned with ethics and law across multiple jurisdictions and religions, acting 

as a channel for effective care. 

In summary, the main considerations for care at the end of life are clarity of communication, 
symptom review and management e.g. pain, nausea, vomiting, thirst, anxiety, distress, 
delirium, dyspnoea and pyrexia plus the processes for withdrawing or withholding treatments 
with particular reference to ventilatory, cardiovascular and nutritional support when they don’t 
advance patients’ goals.  Considerations when dealing with devastating brain injury is the focus 
of a recent FICM consensus statement, so is not covered in this section.  
 

Involving families/patients 

Family, and where possible patients’ involvement is central to improved shared decision-

making and improved delivery of end-of-life care.  Involving families in all aspects of care, 

https://www.engage.england.nhs.uk/consultation/care-dying-ppl-engage/supporting_documents/lacdpengage.pdf
https://www.ficm.ac.uk/sites/default/files/dbi-consensus-statement-2018.pdf
https://www.ficm.ac.uk/sites/default/files/dbi-consensus-statement-2018.pdf
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(particularly in comfort care, such as hygiene, eye and mouth care) can help them reach 

awareness and acceptance of dying.   

Inevitably the risk of conflict can remain, with families not understanding why certain end-of-life 

processes occur.  Clear, honest communications are pivotal to minimising disputes, but if they arise 

resolution becomes imperative (through mechanisms such as mediation, discussed in Ch3 and the 

vignettes section.) 

 

Symptom monitoring review and interventions 

Assessing symptoms, and acting to stop them when they bother patients is a cornerstone of 
supportive care.  However, with intensive care patients, symptom assessment is challenging 
due to varying levels of capacity and non-verbal assessments may be necessary (below.)  
Prescribing in palliative care is well described in the British National Formulary Palliative Care 
Guidance.  A multi-disciplinary approach is invaluable and colleagues from pharmacy and 
palliative care can assist in drug administration conversions between oral/subcutaneous and 
intravenous routes. 

 

Pain and Pain Control 

Pain is common in critical care patients near the end of their life.  Visual or numerical pain 

scales can assess pain in patients with capacity and are easy for staff to use.  However, where 

patients are unable to communicate, assessment relies on observing physiological and 

behavioural manifestations of pain e.g. the Behavioural Pain Scale (BPS) and Critical Care Pain 

Observation Tool (CPOT). 

 

The main stays of analgesia are opioids and intravenous paracetamol, titrated to provide 

individualised pain control.  Choice of opioid may be determined by the nature of multi-organ 

dysfunction e.g. in acute kidney injury codeine, morphine and tramadol can accumulate leading 

to unpleasant side-effects.  Constipation in particular is a frequent side-effect, but 

consideration of laxative use must be balanced against the burden of administration and 

expected length of survival. 

 

Anxiety/ Distress/ Agitation/Delirium. 

These symptoms are very common in patients near the end of their life.  If communication is 
possible calm reassurance, information, distraction and the presence of family can assist in 
minimising symptoms.  For patients who cannot communicate, or where these approaches are 
unsuccessful, administration of anxiolytic and sedative medication can be considered after 
easily reversible causes have been excluded e.g. pain and drug side-effects. There is some 
tentative evidence that music therapy can not only support the patient but also help reduce 
family anxieties.  Agitation and delirium are common near the end of life with the incidence of 

https://bnf.nice.org.uk/guidance/prescribing-in-palliative-care.html
https://bnf.nice.org.uk/guidance/prescribing-in-palliative-care.html
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the latter being increased in ventilated patients.  Furthermore; it is not usually effectively 
managed by sedation alone (national delirium guidance) and the use of anti-psychotic 
medications may have to be considered. 
 

Dyspnoea and Respiratory Secretions 

Breathlessness can compound anxiety.  Non-pharmacological treatments (including hand-held 

fans) can assist and opioids can reduce the sensation of breathlessness. With respect to 

respiratory secretions, non-intubated patients have a build-up of respiratory secretions causing 

noisy breathing.  Suctioning can cause distress so there is a role for anti-cholinergic agents such 

as hyoscine to minimise secretion production. 

 

Skin care 

Critical care patients’ skins are at high risk of breakdown from (immobility, hypermetabolism, 

infection, hypoperfusion, steroids, vasoconstrictor medication.)  Skin care focuses on infection 

prevention and control, prevention of pressure sores (pressure relieving devices) and regular 

repositioning.  Key factors include regular assessment, two-hourly positioning, twice daily 

washing with soap-free cleanser (which can help manage pruritis), barrier films and 

moisturising dry skin. Silicone-foam dressing on heels and sacral areas also help with potential 

benefits coming from phototherapy, specific mattresses and faecal continence systems.  In 

summary the approach to skin care (as with all care at the end of life) relates to what 

procedures benefit patients and what may cause discomfort or distress. 

 

Thirst, Mouth Care, Hunger and Withdrawal of Hydration and Nutrition (BMA advice)Thirst 

(often difficult to distinguish from xerostomia or dry mouth) has been rated as the one of the 

most distressing and intense symptoms experienced by patients at high risk of dying. Treatment 

for xerostomia can be found in BNF guidance, and involve salivary replacements.  Treatments 

for thirst relate to the use of thirst bundles including frequent use of sterile ice (1-2 hours), cold 

water sprays, wet oral swabs and lip moisturisers.  Ice chips and saliva substitutes can also help 

as can water swabs and gentle tooth-brushing. 

Hunger in critically ill patients at high risk of dying has been rated as a greater concern than 

pain and may be difficult to manage.  However critical illness may also suppress the action of 

the peptide ghrelin, reducing appetite and artificial feeding may cause discomfort.  Once again, 

the need for nutrition needs to be considered on a case by case basis (see below.) 

Many cultures and religions place significant symbolic value on hydration and nutrition hence 
discussions with family about withdrawal of clinically-assisted nutrition and hydration (CANH) 
can be challenging.  Nevertheless continuation/institution may prolong the dying process, and 
the means of providing hydration or nutrition to intensive care patients can be painful and 
distressing (e.g. inserting a naso-gastric tube, gastric distension from enteral feeding, pain from 

https://www.nice.org.uk/guidance/qs63
https://www.bma.org.uk/advice/employment/ethics/mental-capacity/clinically-assisted-nutrition-and-hydration
https://bnf.nice.org.uk/guidance/prescribing-in-palliative-care.html
https://www.bma.org.uk/advice/employment/ethics/mental-capacity/clinically-assisted-nutrition-and-hydration
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inserting a cannula or tissue oedema from fluid).  The consequences of dehydration and 
electrolyte disturbances may contribute to effective sedation, anxiolysis and analgesia.  Thus, 
once effective and appropriate levels of analgesia and sedation have been achieved, clinically-
assisted hydration and nutrition may have to be considered as a treatment that does not 
necessarily advance the aims of a ‘good death.’  For patients receiving CANH who are in a 
permanent vegetative state (PVS) or minimally conscious state (MCS) following sudden-onset 
profound brain injury, there is specific guidance from the GMC/RCP (2017) that consequently 
means court approval is no longer necessary for withdrawal of CANH. 
 
 
Extubation and ventilatory withdrawal 
With respect to extubation and tracheostomy decannulation, practices and time to death are 
variable.  They include terminal weaning and terminal extubation.  Regardless of actual practice 
though, poor conduct of the processes place patients at high risk of respiratory distress.  The 
application of individualised care plans is once again paramount.  Effective risk-assessment 
examines oxygen dependency, risk of air hunger and careful patient/family preparation.  Stages 
may involve reduction of support via adjustment of ventilatory settings (FiO2, PEEP, peak 
pressures etc.) prior to withdrawal.  A spontaneous breathing trial may be performed prior to 
extubation, although this has to be assessed against the risk of significant airway obstruction 
plus pain and discomfort on extubation.   

For patients receiving non-invasive ventilation, air hunger is also a risk, so similar dyspnoea 
management is required.  Replacement with an O2 mask, or nasal cannula may increase 
comfort. For patients on high PEEP, again an interim adjustment of PEEP may be needed.  
Anxiolytics and morphine are also recommended if patients are dyspnoeic, to be commenced 
hours prior to withdrawal in order to optimise comfort. 

Dealing with vasopressors and cardiac devices 
Stopping inotropes can lead to abrupt death but are not known to not cause discomfort.  
Therefore, inotropic therapy should not be weaned, but instead, the stopping prepared for.   
Deactivation of implantable cardiac defibrillators will prevent shock being delivered in the event of a 
shockable rhythm when dying (see local policies and ICD manufacturer guidance). 

Environment 

Creating a minimally clinical environment may help to humanise the ICU.  Removing 
unnecessary machinery and technology and turning off (or turning away) screens may be of 
benefit as could providing views of outside spaces and supporting “trips” to garden areas for 
fresh air.  Other suggested initiatives include wall projections (which can be made to look like 
home), pet therapy (including, where possible, own pet visits) available via local and national 
charities, subtle lighting with lamps, own clothes/bedding, own music, smells and photographs 
have been employed across the world to good effect.  Other supportive measures include 
offering free car-parking and having easily accessible and free accommodation for those close 
to the patient. 

https://www.gmc-uk.org/-/media/ethical-guidance/related-pdf-items/end-of-life-care/making-decisions-to-withdraw-canh-from-patients-in-pvs-and-mcs.pdf
https://ccforum.biomedcentral.com/articles/10.1186/s13054-018-1946-8
https://petsastherapy.org/what-we-do/faqs-2/
https://petsastherapy.org/what-we-do/faqs-2/
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A potential major environmental problem in these situations (despite national guidance) is the 
management of social media.  Broad principles state that photographs and social media posts 
etc. should not be shared without the explicit consent of the patient; noting that patients are 
likely to be vulnerable and lacking capacity in the majority of circumstances that intensive care 
teams will face.  It can be appropriate to use social media to support family engagement at end of life, 
such as encrypted video platforms to enable distant family to communicate with patients.  

 

Discharge from Intensive Care to Other Areas 

Such transfers may be desirable for patients unlikely to die within 24-48 hours of commencing 
end-of-life care, as they can remove the very clinical and at times intimidating environment of 
intensive care.  They do however require significant advance planning and careful management 
to prevent any sense of abandonment.  Any handovers are critical to the success and 
involvement of Palliative Care teams can provide significant continuity of care in managing and 
explaining the rationale for such transfers e.g. different environment, different medical and 
nursing staff, less invasive monitoring, alternative methods of drug administration. 

 

Discharging Intensive Care Patients Home to Die 

Approximately 6% of critical care patients are discharged directly home; a small proportion of 
this group will be specifically transferred home to die.  There may be potential for further 
numbers of patients to be discharged for end-of-life care but there remains a requirement for 
patient-by-patient assessment, taking into account multiple practical implications and the 
family’s needs.  Such patients tend to be long-stay patients with a clear, expected trajectory to 
death after treatment withdrawal; it does not include patients wishing to be organ donors or 
physiologically unstable patients requiring high levels of organ support.  Factors to be 
considered include: 

 Accompanying intensive care doctor and nurse 

 What are the implications for community and primary care in such circumstances? 
o Is there an actual model for shared care and who retains overall responsibility of 

treatment decisions? 
o Are they sufficiently experienced and trained in dealing with such 

circumstances? 
o What support do they require and have their staffing levels been fully 

considered? 

 What are the implications for ambulance services? 

 What support is there for the family? 
 

 

 

https://digital.nhs.uk/services/data-and-cyber-security-protecting-information-and-data-in-health-and-care/cyber-and-data-security-policy-and-good-practice-in-health-and-care/social-media-security-guidance-for-health-and-care-organisations/social-media-security-user-guide


44 
 

Spiritual Needs and Cultural Sensitivity at End of Life 

Spiritual and faith needs encompass belief systems, values, cultural issues and religiosity plus 
the need for reconciliation towards death and dying in a high technology space.  This can 
include sensitively provided religiously affiliated music, iconography, cultural displays and 
religious practices.  Pastoral care teams are highly valuable in providing support particularly 

when conflict arises.  A range of guidance exists, including Public Health England’s (2016) faith 
at end of life can provide support for families and offer practical advice to staff during dying 
and after death (see Appendix X). 
 
 
Bereavement Care 

Shared decision-making models for care and discussion can emphasise family involvement and 
prepare them for bereavement.  Discretion is required from the critical care team and they 
need to develop great skill and sensitivity to guide the family through an understanding of 
death in terms of both individual and cultural perspectives.  Bereavement care services are 
invaluable at this juncture as families can struggle to understand the death of a loved one 
compared to deaths in other environments.  Dealing with family at this time requires great skill 
and sensitivity, from both an individual and a cultural perspective.  Bereavement care services 
are important to signpost to at this time with written information being provided for families.  
Bereavement tools and mementoes e.g. locks of hair, hand-prints can help those close to the 
patient.  Organ donation may also have to be considered in the context of preparing for 
bereavement with specialised organ donation teams being able to help in this process.  The 
entire approach requires sensitivity and should be personalised.  Further guidance is outlined in 
the appendices. 

 

Support 

Support for patients and families is a continual thread in this document, but support for staff 

should be viewed with equal importance given that it is their role to provide compassionate 

and skilful care.  Furthermore, lack of support for intensive care staff is multifaceted, associated 

with burnout, compassion fatigue, moral injury, distress and dissonance with end-of-life care 

conferring added risk.  Box 1 (appendix) outlines mechanisms of support for staff.  

 

Summary 

Effective care at the end of life relies on an individualised approach to patients and those close 
to them.  It is intended to provide a respectful and dignified natural death encompassing a 
series of domains that meet physical, holistic, spiritual and religious needs of patients. 
 

https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_data/file/496231/Faith_at_end_of_life_-_a_resource.pdf
https://www.ics.ac.uk/AsiCommon/Controls/BSA/Downloader.aspx?iDocumentStorageKey=8b06f7c7-a6b5-4d8b-a852-7e168196b3e9&iFileTypeCode=PDF&iFileName=Organ%20and%20Tissue%20Donation
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Box1: Appendix  

 

 

 

 

 

 

 

Support for staff 

Evidence on the deleterious effects of moral distress, burnout, compassion fatigue and moral injury 

attest to the consequences for both staff and people they care for.  For staff, these include 

physiological: cardiovascular disease, fatigue, gastrointestinal disease, pain and early mortality.  

Psychological and occupational consequences include: anxiety, depression, poor mental health, 

alongside job stress, absenteeism and presenteeism[1].  For patients, worse quality of care, increased 

adverse safety incidents, and increased mortality are all reported [2-4].  Although there is little 

research specific to ICU in terms of what type of support, and how, has an effect on these 

consequences, there is tentative evidence for a range of individually-focussed, structural and 

organisational support including:  

 Fostering positive team culture and team communication[5] 

 Stress management and self-care interventions [6] 

 Self-efficacy focussed interventions, such as coaching [7] 

 Individual communication skills training [6] 

 Grief resolution therapy [7] 

 Exploration of moral or emotional distress [7] 

 Ethical rounds have also been put forward as possible means to support staff [7] 

Limited evidence exists for peer-support, mindfulness, yoga, meditation and music therapy for staff in 

ICU, however, there is a broad evidence base for these to enhance wellbeing in general settings. 

Externally facilitated, and structured debriefing sessions [8] might be appropriate in ethically 

challenging cases. Monitoring staff support (through measures such as compassion fatigue scales, 

compassion satisfaction, mastery and hope, moral distress scales, impact of events, depression, grief, 

self-esteem) has to be countered with interventions to support staff. Organisational, individual and 

structural mechanisms are all needed to ensure staff feel supported to deliver EOLC. 

https://journals.plos.org/plosone/article?id=10.1371/journal.pone.0185781
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2908908/
https://journals.lww.com/lww-medicalcare/Abstract/2018/12000/Evidence_for_the_Quadruple_Aim__A_Systematic.3.aspx
file:///C:/Users/cosgrovej/AppData/Local/Microsoft/Windows/Temporary%20Internet%20Files/Content.Outlook/2GRJ8DPM/Panagioti-2018-Association%20Between%20Physician%20Burnout.pdf
https://jamanetwork.com/journals/jamainternalmedicine/fullarticle/2588814
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(16)31279-X/fulltext
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4554995/pdf/pone.0136955.pdf
https://www.thelancet.com/journals/lancet/article/PIIS0140-6736(16)31279-X/fulltext
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4554995/pdf/pone.0136955.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4554995/pdf/pone.0136955.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4554995/pdf/pone.0136955.pdf
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Appendix X  Quality Indicators foe ACP, decision-making and end-of-life care 

Advanced Care Planning  

Patients at high risk of dying should have an ACP completed as part of their 

usual care planning, with their primary teams  

 

For patients at high risk of dying, who subsequently survive ICU, discussion at/prior to 
intensive care discharge should take place with documentation of plans for future 
treatment as well as the wishes, values and preferences of patients 

 

Discharge summaries for GPs should highlight such discussions  

All intensive care teams should have a basic understanding of advance  

care planning, receive appropriate training and be able to answer patients’ 

initial questions 

 

During perioperative care, healthcare teams should review any ACP with patients making 
appropriate (sometimes) temporary alterations, prior to proceeding with anaesthesia and 
surgery 

 

Decision-making  

All staff involved in decision-making should receive specific training on 

ethical decision-making and communication, and there is a mechanism for 

constructive peer feedback  

 

Patients and Families should be at the centre of the decision, with time spent 

on eliciting values, and communication/decision preferences 

 

Ensure the next of kin and those involved in decisions are appropriately 

supported, understand the process and are aware decisions are not their 

sole responsibility  

 

For families who have experienced end of life decision-making, there should 

be follow-up in terms of experience of the process 

 

Clear articulation of rationale and the process (Including appropriate 

frameworks, tools or decision-aids) for decision-making documented and 

communicated. 

 

Strive to reach clear, realistic goals together with family and other health 

care teams caring for the patient, using medication/pastoral care for support 

where there is conflict  

 

Recognise and discuss the patient is dying, and draw families’ attention on 

what to expect, and support their understanding of this  

 

 End-of-life care  

Assess preferences for continuity of care with families/patients, and strive to 

achieve this with staffing  

 

Invite family members to participate in care, such as oral/hygiene care, with 

staff support  

 

Ensure routine assessment of symptom using subjective and objective 

measures of care, and actively and swiftly respond; routine care planning 

with symptom experts (palliative care) should be considered 
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Undertake individualised risk assessments for withdrawing/withholding 

treatment and ensure plans of care involve patients/families 

 

Prioritise comfort care and expressly avoid of prolongation of dying, whilst 

being mindful of families’ needs regarding time to reach acceptance 

 

Needs assessment at end of life should use recognised tools and encompass 

spiritual, emotional, practical, physical and psychological, and family, needs 

 

Families should be followed up via a formal bereavement service, there 

should be follow-up in terms of experience of the process for both end of life 

care and decision-making, using recognised measures and qualitative 

means 

 

 

 


