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12Words that define and 

Signify—END OF LIFE CARE
Definition of  End of Life 

The act of  dying, the end of life; the total and  
permanent  

cessation of all the vital functions of an organism. 
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END OF LIFE CARE 

1. LEGISLATION

HUMAN RIGHTS 
1.1  Be aware of legislation and local policies in respect of equality, diversity, discrimination, rights, 
confidentiality and sharing of information when supporting an individual through end of life care ACT 1998 

Citizens of the UK have certain fundamental human rights which government and public authorities are legally 
obliged to respect. These became law as part of the Human Rights Act 1998.  

Human Rights Act 

The Human Rights Act 1998 gives legal effect in the UK to the fundamental rights and freedoms contained in the 
European Convention on Human Rights (ECHR). These rights not only affect matters of life and death like freedom 
from torture and killing but also affect your rights in everyday life: what you can say and do, your beliefs, your right 
to a fair trial and many other similar basic entitlements. 

The rights are not absolute – governments have the power to limit or control them in times of severe need or 
emergency. You also have the responsibility to respect the rights of other people – and not exercise yours in a way 
which is likely to stop them from being able to exercise theirs.  

Your human rights are: 

• the right to life
• freedom from torture and degraded treatment
• freedom from slavery and forced labour
• the right to liberty
• the right to a fair trial
• the right not to be punished for something that wasn't a crime when you did it
• the right to respect for private and family life
• freedom of thought, conscience and religion
• freedom of expression
• freedom of assembly and association
• the right to marry or form a civil partnership and start a family
• the right not to be discriminated against in respect of these rights and freedoms
• the right to own property
• the right to an education
• the right to participate in free elections

If any of these rights and freedoms are abused you have a right to an effective solution in law, even if the abuse was 
by someone in authority, for example, a policeman. 

MENTAL CAPACITY ACT 2005 

About the Act  

The Mental Capacity Act 2005 for England and Wales provides a framework to empower and protect people who 
may lack capacity to make some decisions for themselves. It makes it clear who can take decisions in which 
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situations, and how they should go about this. It also allows people to plan ahead for a time when they may lack 
capacity.  

It will cover major decisions about someone's property and affairs, healthcare treatment and where the person lives, 
as well as everyday decisions about personal care (such as what the person eats), where the person lacks capacity to 
make those decisions themselves.  

Key Principles  

There are five key principles in the Act:  

• Every adult has the right to make his or her own decisions and must be assumed to have capacity to make 
them unless it is proved otherwise.  

• A person must be given all practicable help before anyone treats them as not being able to make their own 
decisions.  

• Just because an individual makes what might be seen as an unwise decision, they should not be treated as 
lacking capacity to make that decision.  

• Anything done or any decision made on behalf of a person who lacks capacity must be done in their best 
interests.   

• Anything done for or on behalf of a person who lacks capacity should be the least restrictive of their basic 
rights and freedoms.  

MENTAL HEALTH ACT 1983 

The Mental Health Act 1983 covers the assessment, treatment and rights of people with a mental health condition. 

Assessment and treatment 

Many people receive specialist mental health care and treatment in the community. However, some people can 
experience severe mental health problems that require admission to hospital for assessment and treatment. 

People can only be detained if the strict criteria laid down in the Act are met. The person must be suffering from a 
mental disorder as defined by the Act. 

An application for assessment or treatment must be supported in writing by two registered medical practitioners. 
The recommendation must include a statement about why an assessment and/or treatment is necessary, and why 
other methods of dealing with the patient are not appropriate.  

Admissions to hospital 

Most people who receive treatment in hospitals or psychiatric units for mental health conditions are there on a 
voluntary basis and have the same rights as people receiving treatment for physical illnesses. 

However, a small number of patients may need to be compulsorily detained under a section of the Mental Health 
Act. 

The Act explains who is involved in the decision about compulsory admission or detention, and the individual's or 
their nearest relative's right of appeal. 
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Approved social workers 

Approved social workers are specially trained in both mental health and the law relating to it. They are appointed by 
local authorities to interview and assess people and can make an application for admission where they consider that 
detention is the most appropriate way of providing care and treatment. 

Nearest relative 

The Act gives certain rights to the nearest relative which can be used to protect the patient's interests. Usually, the 
nearest relative is the older of the two people who occur highest in the following list, regardless of gender: 

• husband, wife or civil partner 
• partner (of either sex) who has lived with the patient for at least six months 
• daughter or son 
• father or mother 
• brother or sister 
• grandfather or grandmother 
• aunt or uncle 
• nephew or niece 

Out of the list above, a person who lives with, or cares for, the patient is likely to be regarded as the nearest relative. 
A person who is not a relative but who has lived with the patient for at least five years can also be regarded as the 
nearest relative. 

The nearest relative has the right to: 

• make application for compulsory assessment or treatment of the patient or get the patient's social services 
in their local authority to ask an approved social worker to consider the patient's case 

• be told if an approved social worker applies for the patient to be detained for compulsory assessment 
• be consulted about, and object to, a social worker applying for the patient to be detained for compulsory 

treatment 
• discharge the patient 
• apply to a Mental Health Tribunal on behalf of the patient in certain situations 
• receive written information about the patient’s detention, rights and discharge unless the patient objects 

The appointment of the nearest relative can only be changed by a County Court. The nearest relative’s power of 
discharge can be overruled by the doctor who is responsible for the patient’s treatment, if the doctor thinks the 
patient is likely to act dangerously if discharged. 

CARE STANDARDS ACT 2000 
 
In April 2002 the previous raft of legislation regulating residential and nursing homes The Registered homes Act 1984 
and attendant regulations was repealed and replaced by the Care Standards Act ("CSA" ). 

The CSA is a far more broad ranging piece of legislation than the 1984 Act. It attempts to grasp control of the whole 
concept of care, in all its forms, and to regulate those who provide it virtually in all settings and circumstances. 
 
Those services previously regulated, including residential care homes for adults, nursing homes and children's homes 
continue to be registered and inspected but the powers of registration and inspection were removed from local and 
health authorities and passed over to a new national public authority called the Commission for Social Care 
Inspection. 
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For the first time previously unregulated care services will be brought under the regulatory umbrella including: 

• Domiciliary social care providers 
• Independent fostering agencies 
• Residential family centres 
• Boarding schools 

 
Another aspect in which the old and new contrast is the prescriptive nature of the new provisions. The 1984 Act left 
a great deal of room for manoeuvre. Words such as "adequate , "sufficient and "suitable proliferated enabling home 
owners and Registration Authorities to negotiate over particular standards in particular geographical areas and 
circumstances. Much of this flexibility and, it has to be said, ambiguity is sought to be swept away by the new order. 
In providing for detailed Minimum Standards, applying nationally rather than locally, thereby also attempting to 
dispense with variations we have encountered between different registration areas hitherto. 
 
Greater certainty and less ambiguity is to be welcomed but home owners have found that the legislation severely 
curtails their rights and, essentially decides many areas of potential dissent in advance but against them by giving 
absolute power to the new regulatory body, the Commission  for Social Care Inspection ("CSCI"). 
 
Homeowners who felt inspection officers were too powerful before have  discovered that, although the description 
"omnipotence" may be going too far, their regulatory armoury is far greater than before and their hand is evident in 
drafting much of the Act and, of course, the standards themselves. 
 
COMMUNITY CARE ACT 1990 

The Aim of the NHS Community Care Act 1990 is to help people live safely in the community. Social Services assess 
the needs of people and arrange for the provision of social care services to meet these needs. Other responsibilities 
include: procedures for receiving comments and complaints, registration and inspection procedures, the individual’s 
ability to contribute.  

DISABILITY DISCRIMINATION ACT 1995 

The Disability Discrimination Act (DDA) 1995 aims to end the discrimination that many disabled people face. This Act 
has been significantly extended, including by the Disability Discrimination Act 2005. It now gives disabled people 
rights in the areas of: 

• employment 
• education 
• access to goods, facilities and services, including larger private clubs and transport services 
• buying or renting land or property, including making it easier for disabled people to rent property and for 

tenants to make disability-related adaptations 
• functions of public bodies, for example issuing of licences 

The Act requires public bodies to promote equality of opportunity for disabled people. It also allows the government 
to set minimum standards so that disabled people can use public transport easily. 

The Department for Work and Pensions (DWP) website offers further information, including details on the changes 
made by the Disability Discrimination Act 2005.  
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EQUALITY ACT 2010 

The Equality Act, which received Royal Assent on 16 February 2006, has three main purposes: 

• To establish the Commission for Equality and Human Rights (CEHR) 
• To make discrimination unlawful on the grounds of religion or belief in the provision of goods, facilities and 

services, the disposal and management of premises, education, and the exercise of public functions 
• To create a duty on public authorities to promote equality of opportunity between men and women, and to 

prohibit sex discrimination in the exercise of public functions. 
 
What does this mean in practice? 

The Equal Opportunities Commission (EOC) has called it the most significant change in gender equality legislation for 
30 years. All public sector bodies will have a general duty in the exercise of their public functions to pay due regard 
to the need to eliminate unlawful discrimination, and to promote equality between men and women, known as the 
Gender Equality Duty (GED). This will affect all of their activities, from the provision of bus services to social care.  

Public authorities will also have specific duties that will impact them in their capacity as employers. These will be set 
out in regulations, but will include identifying gender equality goals and showing the action they will take to 
implement them. These will then need to be published, monitored and reviewed every three years.  

Public authorities will therefore need to ensure they take active steps to eliminate sources of discrimination in their 
own employment practices, for example, by ensuring the proportion of women they employ at a senior level is 
appropriate, or that they pay their workforce in accordance with the equal pay laws. Rather than wait for claims to 
be made, employers will need to investigate proactively and take action to correct inequalities. 

Affected employers will need to review every aspect of their employment practices and processes, from recruitment 
(for example, ensuring jobs are advertised in places where they will be seen by both genders), to terms and 
conditions (for example, carrying out equal pay audits), access to promotion and training (for example, ensuring 
training is actively offered on an equal basis) and, of course, dismissal.  

It is likely that a wider range of information and statistics about employment practices than before will need to be 
collected so that employers can monitor and demonstrate that they are complying with the GED. This could include 
not just statistics on the gender mix of the workforce as a whole, but also information about equal pay, sexual 
harassment, occupational segregation, promotion and development opportunities and family-friendly working 
arrangements. 

• Health & Safety at Work Act 1974 

The Health and Safety at Work etc. Act 1974 (initialisms: HSWA, HASWA or HASAWA) is an Act of the Parliament of 
the United Kingdom that as of 2008 defines the fundamental structure and authority for the encouragement, 
regulation and enforcement of workplace health, safety and welfare within the United Kingdom. 

The Act defines general duties on employers, employees, contractors, suppliers of goods and substances for use at 
work, persons in control of work premises, and those who manage and maintain them, and persons in general. The 
Act enables a broad regime of regulation by government ministers through Statutory Instrument which has, in the 
years since 1974, generated an extensive system of specific provisions for various industries, disciplines and risks. It 
established a system of public supervision through the creation of the Health and Safety Commission and Health and 
Safety Executive, since merged, and bestows extensive enforcement powers, ultimately backed by criminal sanctions 
extending to unlimited fines and imprisonment for up to two years. Further, the Act provides a critical interface with 
the law of the European Union on workplace health and safety. 
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Section 1 sets out the objectives of the Act as: 

• Securing the health, safety and welfare of persons at work; 
• Protecting persons, other than persons at work, against risks to health or safety arising out of or in 

connection with the activities of persons at work; and 
• Controlling the keeping and use of explosive or highly flammable or otherwise dangerous substances, and 

generally preventing the unlawful acquisition, possession and use of such substances. 

As originally enacted, there was a fourth objective: 

• Controlling the emission into the atmosphere of noxious or offensive substances; 

— but this provision was repealed when control of emissions was brought under a uniform scheme of legislation by 
the Environmental Protection Act 1990. In general, the other provisions about emissions in the original Act have 
subsequently been repealed. 

General duties 
 
Duties of employers 

Section 2 states that "It shall be the duty of every employer to ensure, so far as is reasonably practicable, the health, 
safety and welfare at work of all his employees", and in particular that such a duty extends to: 

• Provision and maintenance of plant and systems of work that are, so far as is reasonably practicable, safe 
and without risks to health; 

• Arrangements for ensuring, so far as is reasonably practicable, safety and absence of risks to health in 
connection with the use, handling, storage and transport of articles and substances; 

• Provision of such information, instruction, training and supervision as is necessary to ensure, so far as is 
reasonably practicable, the health and safety at work of his employees; 

• So far as is reasonably practicable as regards any place of work under the employer’s control, the 
maintenance of it in a condition that is safe and without risks to health and the provision and maintenance 
of means of access to and egress from it that are safe and without such risks; 

• Provision and maintenance of a working environment for his employees that is, so far as is reasonably 
practicable, safe, without risks to health, and adequate as regards facilities and arrangements for their 
welfare at work. 

Section 3 states the duty of all employers and self employed persons to ensure, as far as is reasonably practicable 
the safety of persons other than employees, for example, contractors, visitors, the general public and clients. 

Employers must also prepare and keep under review a safety policy and to bring it to the attention of his employees 
(s.2(2)). Trade unions may appoint safety representatives and demand safety committees. The representatives 
have a right to be consulted on safety issues (ss.2(4), (6) and (7)). Since 1996 employers have had a duty to consult 
all employees on safety matters.[9][10] No employer may charge an employee for provision of health and safety 
arrangements (s.9). 

The Act does not apply to domestic servants (s.51). 

Duties of persons having control of premises 

Section 4 defines a duty of occupiers of premises, for example commercial landlords, managers of serviced office 
accommodation, and also maintenance contractors, towards people who use those premises for work. Those 
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premises, and the means of entry and exit, must be, as far as reasonably practicable safe and without risks to 
health. 

Duties towards articles used at work 

An article for use at work is any (s.53(1): 

• Plant designed for use or operation, whether exclusively or not, by persons at work, and 
• Article designed for use as a component in any such plant. 

Section 6(1) defines the duty of any person who designs, manufactures, imports or supplies any article for use at 
work to: 

• Ensure, so far as is reasonably practicable, that the article is so designed and constructed that it will be safe 
and without risks to health at all times when it is being set, used, cleaned or maintained by a person at work; 

• Perform such testing and examination as may be necessary to ensure safety; 
• Take such steps as are necessary to secure that persons supplied with the article are provided with adequate 

information about the use for which the article is designed, or has been tested, and about any conditions 
necessary to ensure that it will be safe and without risks to health at all times, including when it is being 
dismantled or disposed of; and 

• Take such steps as are necessary to secure, so far as is reasonably practicable, that persons are provided 
with all such revisions of information as are necessary by reason of its becoming known that anything gives 
rise to a serious risk to health or safety. 

A person may rely on testing done by other so long as it is reasonable for him to do so (s.6(6)). A person may rely on 
a written undertaking by another person to ensure the safety of an item (s.6(8)) Designers and manufacturers must 
carry out research to identify and eliminate risks, as far as reasonably practicable (s.6(2)). Erectors and installers 
have responsibilities to ensure, as far as reasonably practicable, that an article is so erected and installed that it will 
be safe and without risks to health at all times when it is being set, used, cleaned or maintained by a person at work 
(s.6(3)). 

Section 6 was extended by the Consumer Protection Act 1987 to cover fairground equipment and its use by persons 
at work and enjoyment by members of the public.[ 

NO SECRETS – DH GUIDANCE 
 
The aim of 'No Secrets' is to ensure that key local agencies, particularly but not solely health, social services and the 
police, are able to work together to protect vulnerable adults from abuse, by developing local multi-agency policies 
and procedures. 
 
DATA PROTECTION ACT 

The Data Protection Act 1998 (DPA) provides you with a right of access to information held about you. It does not 
just apply to public authorities. The Act regulates how a body like Inverclyde Council collects, processes, stores, and 
where appropriate, discloses personal information (data) held by it on computer and/or in manual files. In terms of 
the DPA, Inverclyde Council is the Data Controller of the information it holds about you.  

Generally, personal information (data) is information that relates to a living individual who can be identified from 
that information, for example, your name and address. The DPA also protects ‘sensitive’ information you supply to 
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the Council, such as, information about your health, racial or ethnic origin and the commission or alleged 
commission of any offence.  

THE CARE ACT 2014 

The Care Act 2014 is an Act of the Parliament of the United Kingdom that received Royal Assent on 14 May 2014, after 
being introduced on 9 May 2013. The main purpose of the act was to overhaul the existing 60 year old legislation 
regarding social care England, the Act received the consensus of all 3 of the United Kingdoms main political parties 
during its passage through parliament. The act was implemented following substantial public consultation but was 
criticised for some of the funding reforms included within the act.  

The Act was unusual in repeat of being one of the few Acts to have started its progress in the House of Lords rather 
than the House of Commons. 

The care act was a lengthy act addressing many issues, from a review of the public consultation 107 recommendations 
were made of which many were adopted.[5] However some of the major changes are: 

• That Local councils now have a duty to promote the wellbeing of carers, previously this duty of care 
was only made to the users of the care services; 

• That anyone receiving care and support from a regulated provider which has been arranged by the 
council with be covered by the Human Rights Act 1998; 

• That councils must enable users or potential users of care service to access independent financial 
advice on their care funding; 

• The introduction of a new appeals system for care users to appeal against council decisions on 
eligibility to care and care funding. 

Providers of domiciliary, residential and nursing home care, including hospitals are regulated by the Care 
Quality Commission (CQC) and have a duty to report any allegations of abuse or neglect to the CQC. The 
statutory guidance states that all service providers should have clear operational policies and procedures 
that reflect the framework set by the SAB in consultation with them. This should include what circumstances 
would lead to the need to report outside their own organisation to the local authority. The employers must 
be clear where responsibility lies when abuse or neglect is perpetrated by employees - they should 
investigate any concern unless there is compelling reason why it is inappropriate or unsafe (e.g. serious 
conflict of interest on the part of the employer). However if the employer considers a criminal offence may 
have occurred then they must urgently report it to the police. A new law is currently being considered to 
give greater protection to people with mental capacity (legislation already covers people without mental 
capacity); it will make ill-treatment or wilful neglect by any person employed by a care service a criminal 
offence. All care providers should share a common value base ensuring that people are treated with dignity 
and respect, safeguarded from harm and founded in personcentred care. Managers and senior staff must be 
trained in MCA and DoLS requirements and all their staff should have at least basic awareness safeguarding 
training. Key messages The statutory guidance enshrines the six principles of safeguarding:  
1. empowerment - presumption of person led decisions and informed consent  
2. prevention - it is better to take action before harm occurs  
3. proportionality - proportionate and least intrusive response appropriate to the risk presented  
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4. protection - support and representation for those in greatest need  
5. partnerships - local solutions through services working with their communities  
6. accountability - accountability and transparency in delivering safeguarding.  
 
It signals a major change in practice - a move away from the process-led, tick box culture to a person 
centred social work approach which achieves the outcomes that people want. Practitioners must take a 
flexible approach and work with the adult all the way through the enquiry and beyond where necessary. This 
is illustrated in the guidance with the use of a decision tree. Practice must focus on what the adult wants, 
which accounts for the possibility that individuals can change their mind on what outcomes they want 
through the course of the intervention. The Care Act also recognises the key role of Carers in relation to 
safeguarding. For example a carer may witness or report abuse or neglect; experience intentional or 
unintentional harm from the adult they are trying to support or a carer may (unintentionally or intentionally) 
harm or neglect the adult they support. The policies and procedures highlighted as essential and are part of 
my learning and developing are: 
 
SAFE POLICIES 
 
Care and treatment must be provided in a safe way 
 

• Accidents or incidents;  
• Infection control;  
• Medication;  
• Risk assessment; 
• Premises and equipment safety 

 
People must be protected from abuse 

 
• Safeguarding from abuse;  
• Duty of Candour;  
• Whistleblowing;  
• Human rights 

 
People's nutritional and hydration needs must be met  
 

• Nutrition;  
• Hydration 

 
'All premises and equipment used must be clean, secure, suitable and be used properly 
 

• Hoist safety;  
• Security;  
• Fire safety;  
• Emergency evacuation;  
• Disaster recovery 

 
Care and treatment must only be provided with consent  
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• Consent;  
• Mental capacity and Dols;  
• Restraint;  
• Mental health  

 
Sufficient numbers of suitably qualified, competent, skilled and experienced staff must be deployed 
] 

• Recruitment;  
• Staff retention;  
• Effectiveness of staff;  
• Discipline 

 
EFFECTIVE POLICIES 
 
Care and treatment must be appropriate and reflect people's needs and preferences 
 

• Involvement of service users;  
• Person-centred care;  
• Suitable environment and equipment;  
• Dementia care; 
• Activities 

 
Persons employed must be of good character, have the necessary qualifications, skills and experience, and be 
able to perform the work for which they are employed 
 

• Training;  
• Continuing Professional Development;  
• Appraisals  
• Investigating complaints 

 
CARING POLICIES  
 
People must be treated with dignity and respect 
 

• Bullying and harassment;  
• Equal opportunities; 
• Confidentiality;  
• Advocacy;  
• Consent;  
• Visitors;  
• End of life care;  
• Activities; 
• Disability;  
• Moving between services 
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RESPONSIVE POLICIES  
 
Complaints must be appropriately investigated and appropriate action 
 
LEADERSHIP POLICIES  
 
Providers must be open and transparent with people about their care and treatment 

• Leadership;  
• Community links;  
• Whistleblowing;  
• Maintaining quality  

 
Systems and processes must be established to ensure compliance with the fundamental standards 
 

• Ratings; 5  
• Key Questions;  
• Completing the Provider Information Return 
• (PIR); KLOE;  
• Quality assurance:  
• Intelligent monitoring;  
• Enforcement 
• Frequency of inspections;  
• Features of outstanding practice 

 
NB. This list of legislation and guidance is given as examples.  Legislation and guidance is subject to change.  It is 

important when designing learning packages, in-house training etc.. that the most current legislation and guidance is 
included 

 
1.2 Understand the organisation’s policies and procedures and how to apply them with regard to people who are 
at the end of life; for example, visitor policy, no secrets policy, safeguarding vulnerable adults policy. Also be 
aware of the three end of life tools: 

 
CARE PATHWAYS FOR THE DYING 

1. Good end of life care is an important component in the care of older people. Palliative care seeks to 
influence improvement in the quality of life of patients with incurable disease by advocating a holistic, 
problem-orientated approach, including symptom control. 

2. Cancer patients are traditionally viewed as the primary recipients of palliative care, but it is increasingly 
recognised that good palliative care is important in the management of patients with any incurable disease, 
whatever the diagnosis (e.g. dementia, chronic chest disease, chronic heart failure, motor neurone disease, 
Parkinson's disease). Since the majority of people die at an older age, this is particularly relevant to those 
caring for older people. 

Definitions  

• Palliative Care - is the active care of patients whose disease is not responsive to curative treatment. Control 
of pain, of other symptoms, and of social, psychological and spiritual problems is paramount. It may be 
delivered by any health care professional. 
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• Terminal Care - is the care of a person in the last days or weeks before they die (ie. the final part of palliative 
care). 

• Specialist Palliative Care - Palliative care delivered by those with specialist training in palliative care 
(McMillan nurses/ Consultants in palliative medicine). Usually for more difficult/complex cases.  

 Issues in end-of-life care of older people  

Research studies have identified inadequacies in the end-of-life care of older patients. 

1. Dying patients frequently do not receive basic nursing care or assistance with eating and drinking(1)  
2. Alternatively staff may focus on meeting physical needs at the expense of psychological and spiritual care  
3. Older people are less likely to receive appropriate pain control than their younger counterparts. This is 

especially so for patients with dementia. They are less likely to take opioids for pain due to cultural beliefs  
4. Older people are less likely to receive hospice care  
5. In care homes end of life care may be impeded by inadequate staff training, poor symptom control and lack 

of psychological and emotional support  
6. Comorbidity and drug reactions make symptom control more difficult(2)  

What constitutes a good death?  

Age Concern have highlighted 12 principles constituting a 'good death' (3) (Appendix 1). Understanding these 
precepts allows end-of-life care to be planned in an effective manner. Important elements of this planning are: 

1. Open communication between all involved in the patient's care to promote symptom control, discuss 
treatment decisions and place of ongoing care or death.  

2. Honest prognostication: Although accurate prognostication is difficult, especially for non-cancer patients, an 
indication of time left (e.g. days, weeks or months) may be very helpful to those patients and their relatives 
who wish to know. Doctors are known to be frequently over-optimistic in estimating prognosis.  

3. Symptom control: Staff involved in the palliative care of older people need to have adequate training in 
symptom control and to be able to access specialist advice and support from palliative care teams both in 
hospital and in the community. Common symptoms requiring treatment include pain, breathlessness, 
nausea and vomiting, anorexia, constipation, depression, cough, delirium, dysphagia, insomnia, incontinence 
and anxiety.  

Improving end of life care  

Various strategies have been advocate for improving end of life care. These include: 

1. Improved Education  
Palliative care teams are keen to provide education to supplement the skills of those caring for patients at 
the end of their lives. This may include training in holistic assessment, symptom management, both physical 
and psychological, and communication skills.  

2. Improved communication with the palliative care team  
3. Integrated Care Pathways  

An integrated care pathway for the dying patient has been developed(4) (“the Liverpool care pathway”). This 
is being increasingly used to improve care for patients dying both in hospital and at home. The pathway is 
designed for patients with a known diagnosis who have deteriorated to such an extent that death appears 
inevitable. Symptoms are monitored and treated expectantly with an emphasis on comfort, communication 
and preparation for death with spiritual support.  
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Ethical and legal aspects of end of life care  

1. Advance directives are becoming more commonplace and do provide helpful information for the clinician in 
making difficult decisions in the interests of the patient who is otherwise unable to give consent. Such 
directives may be of limited value as they often do not describe the precise clinical situation in advance. A 
living will cannot force a doctor to carry out treatment which he feels is inappropriate.  

2. Changes in the law which come into force in 2007 will allow patients to nominate a “health advocate” to 
assist in decision making about treatment.  

3. Legal distinctions between allowing death and assisting death are difficult to define, and while patients have 
the right to determine treatment while capacity is retained, there is no legal right to die. (5) 

4. Issues concerning feeding and hydration are covered in the BGS guidance on “Nutritional advice in common 
clinical situations” (part of the BGS Good Practice Guide of Guidelines, Policy Statements and Statements of 
Good Practice)  

End of life care and the geriatrician  

1. The current training curriculum stipulates the need for geriatricians to undergo formal training in Palliative 
Medicine and less formal education in ethical and legal issues concerning end of life care and treatment 
decisions. These skills will need to be employed increasingly in acute and continuing care settings and 
community situations. There is some evidence that older people are denied access to palliative care teams 
by being admitted to nursing homes or NHS continuing care facilities (6), but with knowledge of local 
palliative care facilities, this should be avoided.  

2. Geriatricians should be able to access specialist palliative care teams for advice and support on management 
of symptoms, communication, psychological and spiritual support. Training for geriatricians should 
emphasise these areas to complement the existing holistic approach especially in continuing care wards. It is 
good practice to take time to discuss with patients and carers the likely sequence of events in the late stages 
of illness in order to anticipate the wishes of patients and carers. Tools such as the “Gold Standards 
Framework” used in primary care can be very useful in discussions and planning in this area. Integrated care 
pathways for the dying patient may be a valuable way of improving quality of care at the very end of life. 

GOLD STANDARD FRAMEWORK 
 

The aim of the Gold Standards Framework (GSF) is to develop a locally-based system to improve and optimise the 
organisation and quality of care for patients and their carers in the last year of life. 
 

GSF is a systematic evidence based approach to optimising the care for patients nearing the end of life in the 
community.  It is concerned with helping people to live well until the end of life and includes care in the final year of 
life for people with any end stage illness. 

GSF developed in 2001 from clinical experience in primary care, as a grass roots initiative to improve primary 
palliative care and collaboration with specialists.  Since 2004 the framework has been adapted for use in care homes 
and a new GSF in Care Homes programme has been developed. 
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There are 3 Programmes of work from the GSF Centre: 

1) GSF Primary Care Programme    

GSF in Primary Care Programme is a framework of multiple tools, tasks and resources, which can be adapted within 
GP practices and community nursing teams, to improve end of life care for patients with any end stage illness.  The 
GSF in Primary Care programme is structured into 4 levels of adoption, an additional Beacon level in development.  
In 2007 90% of practices nationally were claiming to Quality and Outcomes Framework palliative care points in the 
GP Contract (equates to 90% adoption of GSF Level 1).  The other independent survey indicates that 60% are using 
GSF. 

National University based and local audits across the country evaluation has shown that communication and co-
ordination of end of life care within primary care improves with GSF - as well as an improvement in numbers of 
patient's dying at home and an associated reduction in patients dying in hospital. 

GSF in primary care is best introduced, developed and integrated into practice when supported by the National GSF 
resources and local support.   

2) GSF in Care Homes Programme 

The GSF in Care Homes (GSFCH) programme is a structured 3 stage training programme.  The aims are: 

• to improve the quality of care for people nearing the end of life in care homes; 
• to improve collaboration between care homes, GPs/Primary Care Teams and Specialist Palliative Care Teams 

and 
• to reduce the number of admissions to hospital in the last stages of life and enable more to die in the care 

home. 

Evaluation to date has shown improved quality of care provided, improved staff confidence, improved 
processes/documentation, plus a 12% decrease in crisis hospital admissions and an 8% decrease in hospital deaths  

Other GSF - related 

3) End of Life Care Support Programme - with our new Charity Omega 

To date this has included: 

• Development of end of life care strategies and implementation plan for PCTs, and areas with full guidance on 
usage 

• Needs support matrix 
• Development of Prognostic Indicator Guidance to support better identification of patients in need of 

supportive care (suitable for the register) focusing on those with non-cancer diagnosis 
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• Advance Care Planning 'Thinking ahead' document and guidance to support improvements in proactive care 
planning 

1 The Aim of the Gold Standards Framework (GSF) is to develop a locally-based system to improve and optimise the 
organisation and quality of care for patients 

The Gold Standards Framework 1, 3, 5, 7 Summary 

and their carers in the last year of life. 

One chance to aim for the best for all – one ‘Gold Standard’ to aspire to for ALL patients nearing the end of life, 
whatever the diagnosis, stage or setting. 

3 Processes of GSF - all involving improved communication, are to: 

1. Identify patients in need of palliative/supportive care towards the end of life 
2. Assess their needs, symptoms, preferences and any issues important to them 
3. Plan care around patient’s needs and preferences and enable these to be fulfilled, in particular support 

patients to live and die where they choose 

 

5 Goals of GSF are to provide high quality care for people in the final months of life in the community with: 

1. Patients are as symptom controlled as possible 
2. Place of care – patients are enabled to live well and die well in their preferred place of care 
3. Security and support – better advance care planning, information, less fear, fewer crises/admissions to 

hospital 
4. Carers are supported, informed, enabled and empowered 
5. Staff confidence, communication and co-working are improved 

7 Key Tasks or standards to aim for - the 7 C’s - for each of the specific tasks below: 

C1 - Communication 
C2 - Co-ordination 
C3 - Control of symptoms 
C4 - Continuity including out of hours 
C5 - Continued learning 
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C6 - Carer support 
C7 - Care in the dying phase 

PREFERRED PLACE OF CARE. 
 
What is the Preferred Place of Care (PPC)? 
 
The Preferred Place of Care (PPC) document is a patient held record, designed to record and monitor patient and 
carer choices and services received by all terminally ill patients. 
 
It has been developed in Lancashire and south Cumbria in an attempt to identify services being accessed by patients, 
changes in services and reasons why changes occur. 
 
The PPC aims to give patients and carers choices and aid communication between visiting professionals. We are 
undertaking this work to see what the main reasons are for changes in the place of care and to try to identify ways 
in which we can improve services and give you more choice in where you receive your care.  
 
The form has some sections that will be completed by health care professionals and other sections that you or a 
carer/relative can complete. 
 
We would also like to know what your preferences are in the care that you are given and where care is delivered, 
and you have the opportunity to comment within the document. 
 
Any information gathered during this process will be collected and stored electronically. Data collected will be 
anonymous and will not contain names or addresses of individual patients. 
 
Should you need any help in completing any parts of this document please ask your nurse for assistance. 
 
We would like to hear any comments you and your carers have about the care that you are receiving, and specific 
comments about this document (is it easily understood, are we asking you for the right information, were you given 
appropriate help to fill it in?). 
 
You may have some questions around this document, some of which may be answered below. Should you have any 
further questions, these can be raised with your district nurse or GP. 
 
Will my choice be guaranteed? 
 
In some circumstances this may not be possible for a number of reasons including:  
 

• a change of physical condition; 
• a carer becoming tired or ill; 
• lack of resource to meet a particular need. 
 

Can I change my mind? 
 
Yes. At any time the PPC can be changed. This can relate to decisions about treatments, medication or the preferred 
place of care itself. You can change it yourself or discuss this with your nurse or GP. 
 
If I go into hospital should I take the document with me? 
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Yes, please give it to the ward sister or the nurse who admits you so that they know what your choices about your 
care are. 
 
2. SUPPORT OF INDIVIDUALS WHO ARE AT THE END OF LIFE 
 
2.1 Understand the need for a person- centred approach to the support and well-being of individuals who are at 
the end of life 
• Value and accept the person by seeing the person first and their illness second. 
 

INDIVIDUAL CENTRED SUPPORT  
(ICS) 

 
 We believe that all individuals have the  following characteristics 

 
 UNIQUENESS 

 
Regardless Of Illness, All Individuals Are Unique And This Must Be Acknowledged By Everyone 

 
COMPLEXITY 

 
Individuals Are Complex Beings And A Myriad Of Factors Influence The Way We See And Respond To The World 

Around Us. 
 

ENABLING 
 

We Need To Recognise The Strengths And Abilities Of Individuals  With a Health illness And Ensure Opportunities 
Exist For Them To Be Utilised. 

 

INDIVIDUALITY 

 

The Recognition Of A Sense Of Self, Who We Are And What Place We Hold In The World Around Us.   
 

It Places An Emphasis On The Positive Effects Of Daily Interaction 
 

VALUE OF OTHERS 
 

ICS recognises the individuality of all people. the roles of direct care staff, the formulation of policies and  procedures 
and staff and managers supporting each other 

 
• Communicate in an appropriate way to allow the person to make informed decisions about their care. 
• Where an individual can not make a decision about their own care or welfare the worker should act in their best 

interests and in the least restrictive manner taking into consideration any advanced care plans, decisions or 
statements in line with Mental Capacity Act (MCA). 

• Develop a person-to-person relationship with the individual. 
• Fully involve the individual in their own care planning including advanced care planning so the individuals wishes 

and preferences are known, recorded and communicated to all relevant people involved in their care. 
• Take account of history (personal, family, medical etc) and work towards meeting the needs of the whole 

person. 
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• Ensure that individuals are aware of what your role is and how you will fulfil that role. 
• Ensure that individuals are provided with appropriate information about confidentiality and their care, along 

with the limits of confidentiality. 
 
2.2 Equality & Diversity  
 
• Care staff will ensure that all individuals have equal access to the assessment process, taking into consideration 

language ( especially where English is not the first language) and language difficulties, learning disabilities, 
hearing loss. 

• Adhere to the value base of care (identity, dignity, respect, choice, independence, privacy, rights & culture). 
• Take account of the individuals personal beliefs including spiritual beliefs, emotional needs and preferences 
• Maintain a responsive and flexible approach to the individual, taking account of their changing needs as their 

illness progresses 
• Ensure that Individuals have access to specialist services or organisations specific to their illness  
 
3. ADVOCACY 
 

• Understand the need to act as an advocate for those who do not have family or friends to support them  
• Ensure that where appropriate additional time is given to those who do not receive visitors  
• Ensure individuals are treated as being individual 
• Discuss with the individual the possibility of arranging for a befriending service to visit them  
• Consider the emotional needs of those who receive no visitors and acknowledge these needs with the 

individual 
• Understand the roles of court-appointed advocates in respect of MCA 

 
• Understand the need to support and work with family and friends of the individual 
• Develop their understanding of a person-centred approach to support and care for individuals who are at 

the end of life 
• Develop a professional working relationship with friends and family members to support them  
• Provide information about services and support networks that are available to them  
• Ensure family members are supported from diagnosis to the end of the individuals life and beyond – 

referrals to be made to appropriate bereavement care services 
• Understand the importance of involving family members in the decision making process (within agreed limits 

or if care plan names them) 
• Understand your level of responsibility and when to refer to a more appropriate person for information 
• Offer written information and ensure it is in a language and  format appropriate to the person to whom you 

are providing it.   
 
 
4. SAFEGUARDING VULNERABLE ADULTS 
 
4.1 protect individuals from injury 
• Understand the need to The need for staff awareness and training. 
• The importance of involving family and friends. 
• Proper use of assistive technologies (pressure mats, door alarms, etc.). 
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• Awareness of an increased risk of falls. 
• Awareness of the positive effect of an environment that includes space, choice, and access to gardens – an 

enabling and safe outdoor environment that are accessible to all levels of mobility 
• Awareness of any risks from medications or mental changes associated with the individuals condition 
• An awareness of policies and procedures 
 
4.2 Understand the need to safe guard individuals from abuse and harm 
 
• Staff awareness and safeguarding adults training 
• Be aware of organisations policies and procedures with regards to safeguarding vulnerable adults and how to 

apply them in practice 
• Be aware of the different forms of abuse, e.g. physical abuse, sexual abuse, emotional abuse 
• Understand the signs and symptoms of abuse 
• Ensure you understand what you should if you suspect abuse, know the appropriate person to speak to 
• Understand that your first responsibility is to the Individual in this situation 
• Be aware of indicators to look for should an individual die in case an investigation is required  
 

Please see knowledge set safeguarding vulnerable adults for more in depth information 
 
5. ROLES, RESPONSIBILITIES AND BOUNDARIES 

 
5.1 Understand the roles, responsibilities and boundaries of individuals and how team work and support can lead 
to better support of individuals approaching the end of life: 
 
Roles and responsibilities of: 
• The individual 
• Family and friends of individual 
• Independent advocate 
• Care worker 
• Manager 
• Social worker 
• General Practitioner 
• Specialist personnel (end of life care nurse, GP, Consultant, physiotherapist 
 
5.2 Understand the importance of communicating, reporting and recording effectively in the care environment. 
• Distinguish between subjective and objective language, fact and opinion. 
• Use clear, objective statements in care plans, reports, daily logs, handover reports, etc. 
• Use appropriate language and avoid the use of negative statements and language when describing a person 

approaching the end of life. 
 
5.3 Understand the roles and responsibilities of services and organisations in relation to end of life care. 
• Care homes with personal care or nursing care. 
• Specialist palliative care services including hospices. 
• Domiciliary, respite and day services. 
•  
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6. COMMUNICATION 
 

6.1  Understand the need for positive and effective communication with the individual who is at the end of 
their life. 
 
Understand the impact a terminal diagnosis will have on an individual and their family members. 
Ensure you have formed an appropriate professional relationship with the individual that is based on trust and 
honesty within the constraints of your job role 
Understand the importance of listening to what an individual is saying to you, so that your listening ensures that 
the individual feels valued and helps them acknowledge their involvement in the decision-making process about 
their care. 
 
• Understand that significant news should normally only be communicated by a senior member of staff—however, 

this should not limit your communication with individuals. 
• Ensure any significant conversations are recorded and communicated to all who are caring for the individual. 
• Have knowledge of local services appropriate for the individual . 
• Ensure that individuals have access to a range of high quality information about their illness and local services. 
• Recognise that the individual’s feelings and behaviour will often be linked directly to their illness and their need 

to communicate about it. 
• Take into account the individual’s body language as this is often a key indicator in what they are communicating. 
• Respond in an appropriate manner within the boundaries of your role. 
• Offer the individual alternative choices of people to talk to, taking into consideration spiritual or pastoral needs 

(this could include offering to contact a minister of the individual’s faith, if any). 
• Understand the need to record information in an appropriate, clear, detailed yet succinct manner. 
 

7. DIGNITY & RESPECT 
 
7.1  Ensure that you respect an individual’s dignity. 
• Work to reduce feelings of isolation for individuals and family members. 
• Encourage individuals to communicate with you. 
• Ensure that individuals do not feel a burden. 
• Ensure that each individual feels treated as a person rather than as an object. 
• Ensure that individuals’ privacy is respected during intimate care, for example they may not wish to use a 

commode but would rather be assisted to the bathroom. 
• Ensure that you know how each individual prefers to be addressed and referred to by staff. 
• Ensure that individuals do not feel rushed in any aspect of the care you are providing (e.g. moving, eating, 

drinking, intimate care). 
• Ensure that the individual retains their sense of hope for the future within the context of end of life care, 

whatever that means for them or their families (hope in terms of being realistic about what will happen and 
how it will happen). 

 
8. PERSONAL AWARENESS 
 
8.1 Be aware of how your own work and personal experiences can impact on your performance. 
 

• Understand your own limits with regards to working in the end of life care field. 
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• Be aware of, know how to access, and use appropriately the staff support systems in your workplace, 
including supervision and staff care teams if available. 

• Be aware of different values and spiritual beliefs and ensure that you are working within those of the 
individual, not your own. 

• Support the individual to make the choice about where they want to die. This can sometimes feel wrong to 
you, but the choice must reflect the individual’s needs and wishes.  

• Be aware of the need to develop your own skills in this area of work. 
 
 
9. AFTER DEATH 
 
9.1  Take care to ensure that individuals’ wishes and organisational policy are respected and followed after 

death.  
 

• Ensure that you are aware of individuals’ wishes for their after-death care. 
• Be familiar with your organisation’s policy regarding deaths: who should be contacted, what to do if you find 

someone has died, how and where do you record this. 
• Ensure that family and friends are informed in a timely manner and by an appropriate person about their 

loved one’s death, if they are not present at the time. 
• Ensure that you are aware of the individual’s culture and relevant beliefs, as this will impact on the kind of 

after-death care they should receive. 
• Be aware of the culture and relevant beliefs of the bereaved, particularly if these are different from those of 

the deceased person. Know that there may be a need to refer to bereavement support from a tradition 
different to that which might have been supporting the individual up to their death. 

• Offer contact details for bereavement care organisations who can offer support to the family and friends. 
• Be aware before death of the wishes of the individual in the case of there being no family or friends, and 

ensure that appropriate people are contacted. 
 

Have up to date knowledge of local funeral directors, faith-based or secular bodies offering funeral services, coroners 
office, the registrar responsible for the place of death,  and support the family or friends to make contact with such 

services. 
 

See also: 
Food and nutrition  

Safeguarding vulnerable adults  
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KEY WORDS AND CONCEPTS 

Care plan A required document that sets out in detail the way daily care and support must be 
provided to and individual.    It may also be known as “an individual plan”; “a plan of 
support”, etc 

Care planning The process of producing a care plan using a team approach and including the 
individual, their family and friends 

Individual(s) The person or persons receiving care and support 

Person centred approach An approach to care planning and support that empowers individuals to make 
decisions about what they want to happen in their lives. The decision then provides 

the basis of any plans that are developed and implemented 

Significant others The family, friends and advocates of the individual receiving care and support 

Advocacy Giving active support to the individual(s). An advocate is a person who intercedes on 
behalf of an individual. 

Abuse Violation of an individual’s human or civil rights by any other person or persons. 
Any or all types of abuse may be perpetrated as the result of deliberate intent, 
negligence or ignorance. 

Harm Includes not only ill treatment but also the impairment of, or an avoidable 
deterioration in physical or mental health and the impairment of physical, 
intellectual, emotional, social or behavioural development. 



  
TRAINING WORKBOOK 

 

 

23 
 

 
SUPPORT INDIVIDUALS AND OTHERS THROUGH THE PROCESS OF DYING 

 
SUPPORT INDIVIDUALS, THEIR FAMILY AND FRIENDS IN THEIR INITIAL ADJUSTMENT TO LEARNING OF THE 

INDIVIDUALS IMMINENT DEATH 
 
In times of imminent death, the individual their family are provided with access to privacy and facilities in line with 
their needs at that time to allow them time to take in their thoughts and adjust their needs to the situation. 
 
The level of support to the individual, family and friends should be at an appropriate level to the situation 
encountered. Support includes: 
 

• Verbal Support  
• Non Verbal Support 
• Tactile Support 
• Offering Tea, Coffee etc 
• Physical Presence 
• Obtaining an Advocate 

 
Appropriate communications should be given to individuals in a manner, level and pace appropriate to them. TRUE 
STORY - a husband once said ‘ I am losing my wife’, and the senior carer stated ‘I have been trying to lose mine for 
years’. This was an inappropriate response and caused great suffering to the husband. The carer was inappropriately 
trying to inject humour to improve the mood of the husband. 
 
Any information given to individuals must be consistent with the care teams approach and agreement. 
 
Where information is required which is not in the carers’ remit and responsibility, the request for information is 
referred to an appropriate member of the care team. 
 
The monitoring of the client who is expected to die imminently is extremely important. Any changes in condition or 
behaviour will lead to actions taking place to ensure that anyone who needs to know are informed, such as: 
 

• Colleagues,  
• Individuals 
• Families  
• Friends 

 
The clients’ expressed wishes are met immediately as far as possible, this could mean amongst others: 
 

• Change of Position 
• A drink or Food 
• Medication for Pain 
• Toileting 
• Telephone Call 
• Paper for Writing 
• Spiritual Guidance 
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All information given to people must be accurate and complete and in a form that is suitable to be used by other 
members of the care team. 
 
Other members of the team who are likely to be working with the client in the immediate future are accurately 
advised of the information given. 
 
The carers own feeling regarding the imminent death are managed in a way that supports the right of those feelings 
whilst minimising the effects on others who may be affected in the circumstance and setting. 
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