
End of life care: Local and 

National Drivers 



Definitions 

 

• What is Palliative Care?  

 

• What is End of Life Care? 

 



Is it? 

• An approach? 

• A philosophy? 

  or 

• A medical specialism? 



Palliative care is: 
Palliative care is an approach that improves  

the quality of life of patients and their families 

facing the problems associated with life-threatening 

illness, through the prevention and relief 

of suffering by means of early identification 

and impeccable assessment and treatment of 

pain and other problems, physical, psychosocial and 

Spiritual (World Health Organisation 2002) 



 

 

Palliative care values 
 

 

 
• Provides relief from pain and other distressing symptoms 
• Affirms life and regards dying as a normal process 
• Intends neither to hasten or postpone death 
• Integrates the psychological and spiritual aspects of patient care 
• Offers a support system to help patients live as actively as possible until 

death 
• Offers a support system to help the family cope during the patient’s 

illness and in their own bereavement 
• Uses a team approach to address the needs of patients and their 

families, including bereavement counselling, if indicated 
• Will enhance quality of life, and may also positively influence the course 

of illness 
• Is applicable early in the course of illness, in conjunction with other 

therapies that are intended to prolong life, such as chemotherapy or 
radiation therapy, and includes those investigations needed to better 
understand and manage distressing clinical complications 



End of life care is: 
    ‘End-of-life care is care that helps all those with advanced, 

progressive, incurable illness to live as well as possible until 

they die.’  

      (The National Council for Palliative Care in Department of Health 

2008:47) 

 

• It may occur:  

– through the diagnosis of a condition with a poor prognosis  

– where a chronic condition has progressed and prognosis is likely 

to be a maximum of a year or two 

– when elderly people become frail and need care at home or 

enter and become a resident within a care home  



The End of Life Care Strategy 

• Around 500,000 people die in England each year.  

   This will rise to around 530,000 by 2030 

• DH has never had a comprehensive strategy on end of life 

care 

• Some patients receive excellent care, others do not  

• 54% of complaints in acute hospitals relate to care of the 

dying/bereavement care (Healthcare Commission 2007) 

• Hospices have set a gold standard for care, but only deal 

with a minority of all patients at the end of their lives 

 

 

 



 

The End of Life Care Strategy: 

Scope 

 

 

 

 

 

The Strategy 
 Covers all conditions 

 Covers all care settings (e.g. home, hospital, 
hospice, care home, community hospital, 
prison etc.) 

 Has been developed within the current legal 
framework 



The End of Life Care Pathway 
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Discussions as 

end of life 

approaches 

Assessment, care 

planning and 

review

Assessment, care 

planning and 

review

Delivery of  high 

quality services

Delivery of  high 

quality services

Care in the last 

days of life

Care in the last 

days of life

• Strategic 

coordination

• Coordination of 

individual patient 

care

• Rapid response 

services

• Identification of the 
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Support for carers and families

Information for patients and carers

Spiritual care services

The End of Life Care Pathway

Step 1 Step 2 Step 3 Step 6Step 5Step 4

• Open, honest 

communication

• Identifying  triggers 

for discussion



 

Why is it so important? 

Why do we have to plan ahead?  

 

• People living longer with complex co-morbidities 

• Post war baby boom 

• Death rate is rising: 

– 2009 England and Wales 491,348 

– 2030 England and Wales 530,000 



Over 100,000 people in the UK don’t 
receive palliative care even though they 
would benefit from it 

 

People with non cancer conditions 
receive proportionally little palliative care 
despite having comparable needs 

 

People having active cancer treatment or 
those with haemotological cancers are 
less likely to be referred to palliative care  

 

The oldest old get disproportionally little 
palliative care 

 

Poorer outcomes some groups 

Inequities in provision exist 
 



Changes and challenges 

• Ageing 

• Chronic illness 

• Split and dispersed families 

• The vulnerable and the excluded 

• Non-malignancy 

• Need, demand and resource 

• Funding 



 

Key Factors with end of life care of elderly 

• Multiple co-morbidities 

• Increasing memory loss/dementia 

• Difficulty predicting prognosis  

• Difficulty predicting dying phase 

• Complex social/ health  factors 

• Need protection from over intervening - e.g. 

DNAR, discussions ceilings of treatment 
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Where do people die? 
 

 

 

• As a place to die: 

Hospital 54.8%  

At home 20.8% 

In-patient hospice 4.5% 

Care Home 17.8% (Office for National Statistics 2008-2010) 

 
 

   

 

 

 

 





Ambitions for Palliative and End of Life 

Care: A national framework for local action 

2015-2020 

• Ambitions for Palliative and End of Life Care: A 

national framework for local action 2015-2020 

reframes the government’s 2008 National End of 

Life Care Strategy placing person-centred care 

at the forefront and presents six ambitions, 

based on collective experience and analysis of 

the many reviews and reports in to this area of 

care, along with what is needed to realise these 

ambitions. The ambitions underpin much of this 

framework and are the driving force for current 

innovation and initiatives in end of life care. 
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End of Life Care tools 

• Advance Care Planning (ACP) 

• Gold Standards Framework 

• Co-ordinate My Care (CMC) 

• Five Priorities of Care 

 



 

Gold Standards Framework 

  

Aims 
• To improve quality of end of life care 

• To improve collaboration with primary care and 

specialists 

• To reduce admissions to hospital in the last stages of 

life 

• To be prepared for end of life with anticipatory 

medications, ACP and DNAR decisions 

• To ensure families are involved and cared for. 

• To ensure that people with advanced dementia are well 

symptom controlled. 
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Three triggers that suggest that 

patients are nearing the end of life 

are:  

 
 

• The Surprise Question: ‘Would you be 

surprised if this patient were to die in the 

next few months, weeks, days’?  

• General indicators of decline - 

deterioration, increasing need or choice for 

no further active care.  

• Specific clinical indicators related to 

certain conditions.  



An example 

Chronic Obstructive Pulmonary Disease (COPD)  

At least two of the indicators below:  

• Disease assessed to be severe (e.g. FEV1 <30% 
predicted)  

• Recurrent hospital admissions (at least 3 in last 12 
months due to COPD)  

• Fulfils long term oxygen therapy criteria  

• MRC grade 4/5 – shortness of breath after 100 metres 
on the level of confined to house  

• Signs and symptoms of right heart failure  

• Combination of other factors – i.e. anorexia, previous 
ITU/NIV resistant organisms  

• More than 6 weeks of systemic steroids for COPD in 
preceding 6 months  

 



Heart Disease  

• At least two of the indicators below:  

• CHF NYHA Stage 3 or 4 - shortness of 
breath at rest on minimal exertion  

• Patient thought to be in the last year of life 
by the care team - The ‘surprise question’  

• Repeated hospital admissions with heart 
failure symptoms  

• Difficult physical or psychological 
symptoms despite optimal tolerated 
therapy.  

 



Co-ordinate My Care  (CMC) 

• CMC is an urgent care record 

• Coordinate My Care (CMC) is a service dedicated to 

preserving dignity and autonomy at the end of life. Its care 

pathways enable health professionals from primary and 

secondary care to put the patient at the centre of health care 

delivery.  

• The CMC record can be accessed 24/7 by all health and 

social care professionals who have a legitimate relationship 

with the patient.  

• The record displays diagnosis, prognosis, advanced care 

plan, resuscitation status and patients wishes for end of life 
care patients across London.  

 

 



Five Priorities of Care 

1. The possibility that a person may die within the coming 

days and hours is recognised and communicated clearly, 

decisions about care are made in accordance with the 

person’s needs and wishes, and these are reviewed and 

revised regularly by doctors and nurses. 

2. Sensitive communication takes place between staff and 

the person who is dying and those important to them. 

3. The dying person, and those identified as important to 

them, are involved in decisions about treatment and care. 

4. The people important to the dying person are listened to 

and their needs are respected. 

5. Care is tailored to the individual and delivered with 

compassion – with an individual care plan in place. 

 



NICE Guidance 

 

• This guideline covers the clinical care of adults (18 years and over) 

who are dying during the last 2 to 3 days of life. It aims to improve 

end of life care for people in their last days of life by communicating 

respectfully and involving them, and the people important to them, in 

decisions and by maintaining their comfort and dignity. The guideline 

covers how to manage common symptoms without causing 

unacceptable side effects and maintain hydration in the last days of 

life 



NICE Guidance 

• This guideline includes recommendations on: 

 

• recognising when people are entering the last few days of life 

• communicating and shared decision-making 

• clinically assisted hydration 

• medicines for managing pain, breathlessness, nausea and vomiting, 

anxiety, delirium, agitation, and noisy respiratory secretions 

• anticipatory prescribing 

 

 

• https://www.nice.org.uk/guidance/ng31 

http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#recognising-when-a-person-may-be-in-the-last-days-of-life
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#communication
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#communication
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#communication
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#maintaining-hydration
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#pharmacological-interventions
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#pharmacological-interventions
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#anticipatory-prescribing
http://www.nice.org.uk/guidance/NG31/chapter/1-Recommendations#anticipatory-prescribing


How National Frameworks Influence in your 
place of work 

Your work setting 
The e.g. Hospice decide how to implement the national frameworks  in line with 

how they want the home run 

Local Commissioning Group  

Decide how they want the National Strategy to work within their 
locality/organisation  

National Drivers in EOL Care 

Ambitions, Gold Standard Framework, End of Life Care Strategy, 5 
Priorities for Care of the Dying, NICE guidance 



Multidisciplinary working 

Patient 

Working 
toward a 

shared goal 

Best & most 
cost 

effective 

outcome 

Value for  

patient 

Enlarged 
body of 

knowledge 

Values skills 
& 

competence 

Values 
experience 
of carers 

givers 



Dame Cicely Saunders, OM, who founded St Christopher’s Hospice in 

1967 and whose vision continues to influence our work (1918 – 2005) 



St Christopher’s: 

summary 

• Founded in 1967 
• Care 

• Education 

• Research 

• Total Pain  
• Physical 

• Emotional 

• Social 

• Spiritual 

• Multi-professional 



Some key facts:  
 

• We are one of the biggest hospices in the country – 

serving a population of 1.5million across 5 boroughs in SE 

London 

 

• Costs are in the region of £18m a year 

 

• We only get 1/3 of that from the NHS 

 

• The remainder has to be raised ourselves 

 

• Our community make a huge contribution 



Other symptoms 

Adverse effects of treatment 

Insomnia and chronic fatigue 

 

Why has this happened to me? 

Why does God allow me to suffer like this? 

What’s the point of all this? 

Can I  

Spiritual 

Psychological Social 

Physical 

Total Pain 

Worry about family and finance 

Loss of job prestige and income 

Loss of social position and role in 

family 

Feelings of abandonment 

 

Anger at delays in 

diagnosis and 

treatment 

Disfigurement 

Fear of pain and /or 

death 

Feelings of helplessness 



Dame Cicely Saunders  OM  

(1918 – 2005) 

 
……you matter 

because you 

are you, and 

you matter 

until the last 

moment of 

your life… 



New initiatives: Rehabilitative 

Palliative Care 

 

 

 

https://youtu.be/cM6OcREjCXI 

https://youtu.be/cM6OcREjCXI
https://youtu.be/cM6OcREjCXI
https://youtu.be/cM6OcREjCXI
https://youtu.be/cM6OcREjCXI


 

 

Any questions? 


