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1    Introduction  
 
We are all going to die someday, but many of us seem to have a lot of fear around the 
process. For example, in one recent survey the top four out of seven fears people admitted 
to were around death1: 

 Dying in pain (83%) 

 Dying alone (67%) 

 Being told they are dying (62%) 

 Dying in hospital (59%) 

 Going bankrupt (41%) 

 Divorce/end of a long-term relationship (39%) 

 Losing their job (38%) 
 
NICE guidance defines the ‘end of life’ stage as people with advanced, progressive, 
incurable conditions; those who may die within 12 months; and those with life-threatening 
acute conditions.2 End of life care covers any support and treatment for those nearing death, 
and includes palliative care.  
 
‘Palliative care’ has been defined by NICE as: 

'the active holistic care of patients with advanced progressive illness. Management of 
pain and other symptoms and provision of psychological, social and spiritual support 
is paramount. The goal of palliative care is achievement of the best quality of life for 
patients and their families. Many aspects of palliative care are also applicable earlier 
in the course of the illness in conjunction with other treatments.' 

 
Palliative care aims to3: 

 Affirm life and regard dying as a normal process 

 Provide relief from pain and other distressing symptoms 

 Integrate the psychological and spiritual aspects of patient care 

 Offer a support system to help patients live as actively as possible until death 

 Offer a support system to help the family cope during the patient’s illness and in their 
own bereavement 

 
This evidence review will discuss issues around the end of life for older people, including but 
not limited to palliative care. 
 
Regardless of when we die or the cause, most of us would like a ‘good death’. The End of 
Life Care strategy4 suggests that a good death is likely to include: 

 Being treated as an individual, with dignity and respect;  

 Being free from pain and other symptoms;  

 Being in familiar surroundings; and  

 Being in the company of close family and/or friends5. 
 
However, while some people experience excellent end of life care in hospitals, hospices, 
care homes and in their own homes, many others do not. Research shows that many people 
experience unnecessary pain and other symptoms, being treated with a lack dignity and 
respect, and many people do not die where they would choose to.6 
 
Unfortunately it is not common for people nearing the end of their lives to have discussions 
about dying or planning for death with clinicians, family, or carers.7 
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Research suggests that people want the following things at the end of life8  

 Pain and symptoms controlled 

 Spiritual/existentialist peace/acceptance 

 Preservation of identity 

 Dignity (wishes, cultural and religious traditions) respected 

 Compassionate medical staff 

 Die in place of choice – may be influenced by culture 

 Not alone (with family present) 

 Not to be a burden on family 

 Some want to make their own decisions, others to delegate 

 Some want to die – acceptance of life’s natural course, loss of identity and 
independence 

 
As the End of Life Care Strategy points out, "How we care for the dying is an indicator of 
how we care for all sick and vulnerable people. It is a measure of society as a whole and it is 
a litmus test for health and social care services."9 
 
 
Key policy issues: 
 

 Ageism and access to health care, referring to older people as 'bed blockers'; 

 Viewing older people’s care needs as only social or only health rather than taking a 
personalised, holistic care approach;  

 Preoccupation with portrayals of old age as healthy and positive, marginalising the ill 
and frail;  

 Poor coordination between health and social care services, hospital and home/care 
home;  

 Abusive practices such as physical and medical restraint;  

 Domiciliary care packages restricted to people assessed as having severe levels of 
need, excluding those with moderate or low level needs and failing to provide 
preventative care;  

 Gaps in specialist services for older people with mental health problems and sensory 
impairments;  

 Lack of health professional training in end of life issues and older people’s health and 
care issues;  

 Poor communication between service users, carers and providers, particularly on 
issues surrounding death and dying;  

 Very little data on palliative care or end of life care;  

 Huge variability between  local areas (and corresponding variation in spending);  

 Poor understanding of trajectory of older people’s health, i.e. transition from living 
well/with multiple conditions/frailty to end of life phase.  

 
Few of these are solely end of life issues, but relevant to health and social care in general. 
Therefore addressing these issues would improve health and social care for older people 
regardless of proximity to death. 
 
 

  



3 
 

Age UK End of Life Evidence Review 2013  Susan Davidson and Tom Gentry 
 

2    Age and cause of death 
 
The age, cause, and place of death have changed dramatically over the last century. In the 
early 1900s, most people died at home, often from acute infections, and many more deaths 
occurred during childhood and early adulthood.10  
 
Fortunately, in modern times medical progress, improved nutrition, hygiene, and other 
factors mean that most people die later in life. In 2010, 83% of deaths in England and Wales 
occurred in people aged 65 and over.11 Two thirds (66.9 per cent) of people who died were 
aged 75 or over12 and more than one third (36.8 per cent) were aged 85 and over.13 
 
Figure 1. Mortality by age band 

  65–69 70–74 75–79 80–84 85–89 90–94 95 and 

% of all ages 7% 9% 13% 17% 19% 12% 6% 

% of 65+ 8% 11% 16% 21% 23% 14% 7% 

ONS, Mortality Statistics: Deaths Registered in 2010 (Series DR) Table 5, 2013 
 
 
The cause of death changes with age. In the 65-69 age group the leading cause is cancer, 
followed by diseases of the circulatory system. This gradually shifts as age increases so that 
by the age of 80, circulatory diseases are the most common and cancer the next most 
common causes. Deaths from respiratory illnesses (largely pneumonia) increase with age, 
as do deaths from mental disorders (mostly dementia).  
 
Figure 2. Main cause of death by age band 

 
ONS, Mortality Statistics: Deaths Registered in 2010 (Series DR) Table 5, 2013 
NB ‘Mental disorders’ includes dementia. ‘Other’ includes infectious diseases, and other 
diseases of the digestive tract, skin, endocrine system, etc. 
 
There has been discussion recently (July 2013) of an increase in the number of deaths in 
2012 and early 2013 in people of 85 or over.  The media have speculated about possible 
reasons, following publication of a paper by Public Health England, but it seems premature 
to attribute this to any cause or even to call it a trend.14 
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3   What are the key issues? 

Health and care 
Older people often have special needs and issues at the end of life. Most older people die 
from chronic health problems and would benefit from palliative care during a slow decline. 
However, access to palliative care has traditionally been for younger people with cancer.15 
The main problems with older people accessing palliative care are the lack of places, and 
huge variability and uncertainty about when death from chronic health problems will occur. 
 
Older people are more likely to have complex needs and problems, which require the 
support of different medical specialists and other care professions.16 People in later life often 
have more than one medical condition, and are often taking a range of different drugs to 
treat these. There is a greater risk of adverse drug interactions, cumulative psychological 
effect of minor problems, other physical or mental impairment, economic hardship, and 
social isolation.17  
 

Place of death 
Most people are unlikely to die in their preferred place of death, regardless of where they live 
in England.18The majority of people die in hospital. However, this becomes more common 
with age, as does dying in a care home (the second least-preferred place to die).  Not only 
do home deaths decrease for people aged 65+, but so do deaths in hospices. 
 
Figure 3: Most preferred place of death by age group (PRISMA 2011, England) 
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The overall picture from the PRISMA survey is not as clear as it should be as the all-age 
results are skewed in favour of younger people. Although over 80% of people who die each 
year in England are aged 65 or over, this age group made up only 28% of the total sample.19 
 
 
Figure 4. Place of death by age group 

Age  
Total 
deaths Home   

Care 
Homes   

Hospice
s   

Hospital
s   

65-74                             
             
78,591  

           
22,669  29% 

            
5,536  7% 

           
7,388  9% 

           
41,386  53% 

75-84                             
           
143,422  

           
31,315  22% 

          
23,720  17% 

           
7,670  5% 

           
78,746  55% 

85+                       
           
180,103  

           
25,452  14% 

          
61,125  34% 

           
3,291  2% 

           
88,424  49% 

Total 
65+ 

           
402,116  

           
79,436  20% 

          
90,381  22% 

         
18,349  5% 

         
208,556  52% 

From ONS Deaths registered in England and Wales, 2011 
 
Evidence suggests that the level of care, dignity, the environment, and peacefulness of the 
setting could all be improved in care homes and hospitals to make end of life care a better 
experience for people dying in these settings and their families.20 21 

 

Home 
Although survey data suggest that the majority of people (approximately 66 per cent) would 
wish to die at home22, and this fact has had influence on the Department of Health’s End of 
Life Strategy (2008), there is a need to take a more nuanced approach. The survey 
respondents were mostly middle-aged, healthy, middle income people.  
 
Further research has shown that as age increases, a preference to die at home decreases. 
The PRISMA survey (2010) found that preferences for home death decreased from 75% (for 
those aged 25-34) to 45% (for those aged 75+)23.  
 
Also, another study found that when asked, 'Would you still prefer to die at home even if you 
did not have sufficient support from family, friends or the social and medical professionals?' 
60 per cent of those who initially expressed a preference to die at home report that they 
would change this view if sufficient support from the various sources listed in the question 
was not available.24 
 
It is also not fully understood why people say they would prefer to die at home. One study 
suggests that people view it as the most likely place to be surrounded by family and friends, 
in a comfortable, familiar space, a peaceful atmosphere, and where they can experience 
dignity.25 People are apparently willing to give up better pain control in a hospital setting to 
have these things. 
 
With increasing age, older people become less likely to want to die at home, for a variety of 
reasons: most women outlive their partners and live alone; if people do have spouse carers, 
these spouses are usually also old and have health problems; there is great concern about 
being a burden on family and being dependent on others, especially for ‘intimate’ needs 
such as toileting and bathing.26 27 
 
Current research is being done on older carers and the realities of older people dying at 
home. In addition to their own health problems, other major issues are accessing services, 
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and turning the family home into a mini-hospital with many different specialists or carers 
coming in.28 This can be overwhelming, and it negatively influences how the bereaved feel 
about their home in the aftermath.  
 
Plus as people get older, they are less likely to have spacious middle-class homes; they may 
have to turn the living room into a bedroom or put a commode in the kitchen. Older people 
are also more likely to live in homes which are in bad repair or poorly insulated.29  
 
Pros 
In theory, people say they would prefer to die at home, surrounded by family, because it is 
familiar and more comforting than a hospital room, surrounded by medical equipment and 
strangers.30 
 
Cons  
Concerns about dying at home include dying alone, being a burden, needing intimate care, 
lack of pain control, becoming disabled, and turning the home into a mini hospital. In short, 
romanticised ideas about dying at home do not always match the reality. 
 

Hospital 
In surveys, most people say they do not wish to die in a hospital, yet in fact most do.  
 
Figure 5: Deaths in hospital by cause 

Underlying Cause of 
death 

Age 
Standardised 
Proportions 

England 
Average 

All Causes 
Highest  63% 

52% Lowest 30% 

Cancer 
Highest  68% 

48% Lowest 23% 

Cardiovascular 
disease 

Highest  64% 

53% Lowest 31% 

Respiratory 
disease 

Highest  72% 

62% 
Lowest 

36% 

Stroke Highest  66% 

54% Lowest 27% 

Other Highest  62% 

51% Lowest 29% 

Source: Linked Mortality File, Office for National Statistics, annual mortality file and NHS 
Information Centre, Hospital Episode Statistics, England 2004-2008 
 
In 2010, 54% of those aged 75 and over died in hospital.31 
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89% of those who die in hospital do so following an emergency admission. 32% of these 
people die after a stay of 0-3 days, 18% after a stay of 4-7 days and 50% after a stay of 8 
days or longer.32 
 
12% of those who die in hospital will have been admitted from a care home.33 
 
Over 200,000 emergency admissions end in death per annum. This compares with 24,000 
planned admissions which end in death. The 24,000 planned admissions ending in death 
account for around 500,000 bed days. The length of stay for most of these individuals is 8+ 
days.34 
 
The 86% of all admissions in the last year of life (106,000) which are emergency admissions 
have an average length of stay of 27 days (cancer 24 days, stroke 30 days) and account for 
2.8 million bed days.35 
 
While it has been argued that hospital death rates in older people should be higher, because 
they are more likely to have multiple and complex health issues, this is not necessarily the 
case. A study comparing place of death in New York and London found that older people 
with cancer were more likely to die in hospital and less likely to die at home in London. This 
was not accounted for by differences in symptoms or family structure (such as living alone). 
Instead, it seemed to be largely due to more intensive home support provided by Medicare in 
the US, which allowed more older people in New York to die at home.36 
 
Pros 
Hospitals provide better access to necessary medical diagnosis and care, and 24-hour care 
by professionals. For some people, this is the most appropriate place to be.37 
 
Cons 
For many people the last hospital admission before death may have been preventable.38 
There is a risk of both over- and under-treatment.39 “The reasonable expectation that an 
older person or their family may have of dignified, pain-free end of life care, in clean 
surroundings in hospital, is not being fulfilled”.40 
 
Hospital staff can be overly focused on curative treatments within hospitals, and a lack of 
resources means that good care is not always provided.  There is also some uncertainty 
over the roles of palliative care providers in hospitals.41  
 

Care Home 
Many older people who move to care homes acknowledge these as a last resting place 
before death.42 However, this is the second least-preferred place to die.43 It could be that this 
is because people do not wish to go into care homes in the first place. 
 
Care home deaths increase with age, from 7% of people aged 65-74 to 34% of people 
85+.44 
 
With increasing numbers of people living alone towards the end of life and with a complex 
condition and comorbidities, more may need to be cared for in care homes.45 It is therefore 
important to understand why people do not wish to die in these places and what 
improvements people would like to see made to these settings to provide them with 
appropriate end of life care.  An example might be the development of home and hospice-
like environments within care homes.46 
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Pros 
Access to professional care staff 24 hours per day; can be the familiar, ‘usual place of 
residence’; less medicalised environment than a hospital. 
 
Cons 
People over 65 in care homes have a poorer experience with regards to dignity and respect 
at the end of life compared with other age groups47. 
 

Hospice 
People’s second-highest rated preferred place of death is a hospice. And as people age, 
their preference for a hospice as a place to die increases, from 28% of those aged 55-64, to 
37% of the 65-74 age group and 42% of people 75 and over.48 
 
However, only 5% of older people die in a hospice, falling from 9% of 65-74 year olds to only 
2% of people 85+ (see Fig X).49 
 
More research is needed, but the problems appear to be:50 

 Not enough hospice spaces 

 Time limit to care, which may be too short for many older people 

 Too few referrals from community services and hospitals 
 

Health and social care professionals 
 
Physicians, nurses, and other health professionals often do not have sufficient training to 
meet the demands of end of life care – of the patient, or their families. They also often find 
this work very stressful and emotionally taxing.51 
 
However, they do have to deal with deaths. For example, the average GP cares for around 
20 people who die each year with the following causes:52 

 Frailty/Comorbidity/Dementia: (average 8 deaths) 

 Cancer: average 5 deaths 

 Organ failure: average 5-6 deaths 

 Sudden unexpected death: average 1-2 patients 
 
Clinicians can be unsure how to discuss the uncertain prognosis and risk of sudden death, 
fearing causing premature alarm and destroying hope.53 For example, conversations 
between people with heart failure and healthcare professionals largely focus on disease 
management, and end of life care is rarely discussed. 
 
In addition, many practitioners are reluctant to use strong pain medication (such as opiates), 
or are not qualified to do so, or do not have sufficient training in using delivery devices (such 
as syringe drivers). This leads to more hospitalisations for pain control for those nearing end 
of life.54 
 
Many of these issues exist for social care practitioners as well, even though they may expect 
to work more with people who are dying. One major issue is the lack of support and training 
for these professionals, for example in detecting signs that warrant medical attention.55 
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Informal carers (family and friends) 
 
The needs of caregivers need to be considered; the caring burden is physical, mental, 
emotional, and financial.56 Also, as most caregivers are spouses, they are often older 
themselves, with their own health issues.57 
 
Family, especially spouses, have to cope with many issues which grow and intensify over 
time including ‘pre-death grief’, increasingly physical aspects of care, and increasing levels 
of decision-making which may be compounded by lack of knowledge and experience, and 
poor communication with professionals. They often fear discussing end of life issues 
‘prematurely’, leading to a tendency for ‘active’ interventions such as hospital admission, 
antibiotics and other treatments which have little use or may be against the older person’s 
wishes.  
 
Changes in the nature of the relationship between the caregiver and the person nearing the 
end of life can cause high levels of anxiety and stress over a long period of time.58 59 60  
 
Caregivers need and should get a lot of support throughout caring for someone at the end of 
life, and beyond through bereavement.  

Costs 
A study with health and social care practitioners highlighted funding as a major issue around 
poor end of life care.61 They felt that the two or more competing budgets around health and 
social care leads to chaos and ‘cost-shunting’ between health and social care teams, 
causing delays, confusion, and poor care. In addition, the complexities of various means and 
non-means testing, with differing levels of eligibility and awards not only between local 
authorities, but within them as well.  
 
Other studies have given some evidence across all age groups that higher social care costs 
at the end of life tend to be associated with lower inpatient costs. While a direct causal link 
has not been proven, it does suggest that reducing local authority-funded social care might 
increase demand on hospital services.62 
 
It is not possible to examine here all the various claims and estimates of the benefits of 
prevention (or the extra costs of doing nothing), but an example would be a recent estimate 
that, if all people who die in hospital stayed only a maximum of eight days, then the total 
estimated cost to commissioners would be lower by approximately £357million per year.63 
 
The estimated total cost of acute admissions ending in death in 2010-11 was over £520m. 
In England a 10% reduction in the number of hospital admissions ending in death could 
potentially result in a saving of £52m.64 
 
Taking a midpoint of the estimated inpatient end of life care costs (£3,065.50) and 
community-based end of life care costs (£2,107.50), there is an estimated potential net 
saving of £958 per person who dies in the community (assuming they do not need expensive 
medical equipment to be provided in the home or care home).65 
 
However, any reduction in hospital bed days must be based on clinical need, quality of care 
and individuals’ preferences. 
 
Also, reducing time and costs in hospital does shift some costs to the community, raising the 
question of who would pay for it.66 Importantly, dying people should not be discharged to the 
community with little or no support. Having medical equipment and care support in the home, 
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for example, would be very expensive for people to bear if the local authority will not pay for 
it. This would further limit the choice of a home death to people who could afford the 
expense. 
 

Advance Care Plans 
 
An Advance Care Plan (ACP) is a documented plan covering all aspects of a patient’s care 
as they approach the end of life, including information about the illness and prognosis, the 
wishes of the patient, family, and other relevant carers.67 A trusted person can be appointed 
to make decisions through a Lasting Power of Attorney legal document. 
 
A specific subset of the ACP regards medical treatments: Advance Directives (Advance 
Decisions, Living Wills). This is a statement explaining what medical treatment the individual 
would not want in the future, should that individual 'lack capacity' as defined by the Mental 
Capacity Act 2005. An Advance Decision or Living Will is legally binding.68 
 
An Advance Decision enables an individual to think about what they would like to happen to 
them in the event that they lose the capacity to make or communicate decisions about their 
care. Examples of such decisions include: 

 The use of intravenous fluids and parenteral nutrition. 

 The use of cardiopulmonary resuscitation. 

 The use of life-saving treatment (whether existing or yet to be developed) in specific 
illnesses where capacity or consent may be impaired - for example, brain damage, 
perhaps from stroke, head injury or dementia. 

 Specific procedures such as blood transfusion for a Jehovah's Witness. 
 
Even if an ACP or Advance Decision is not immediately issued, the topic may motivate the 
individual to discuss future arrangements with their doctor, family and friends. 
 
Only five per cent of all ages report having a living will or advance care plan, from 1% of 18-
34-year olds to 12% of people 75+.69 
 
An analysis of the British Social Attitudes survey70 found that 70 per cent of respondents say 
they feel comfortable talking about death, while only 13 per cent say they feel uncomfortable 
doing so. However, only 31% actually had spoken to someone about their wishes at the end 
of life, and only 12 per cent of respondents have ever discussed with anyone their end of life 
wishes relating to their preferred place to die.  
 
The main reason respondents provided for not discussing any of these issues was feeling 
that death is a long way off. Even among those aged 75+, the proportion of those who have 
not discussed any aspects of their deaths and gave this reason is 23 per cent. The main 
reason people in this age group gave was 'people don't want to talk to me about my death' 
(28%). 
 
Family relationships often affect whether or not an ACP will be drawn up; for example, older 
parents with difficult relationships with their adult children are much less likely to complete an 
ACP; whereas marital satisfaction is positively associated with completion of both advance 
directives and discussions.71 
 
Pros 

 People with ACPs or Advance Decisions will be more likely to experience the type of 
care prior to death that they would prefer, with plans acknowledged by medical and 
social care staff, family, and other informal carers.  
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For example, of people receiving hospice care who have engaged in advance care planning, 
only 10% die in hospital compared to 26% of those who have not engaged in ACP. The 
home death rate for people receiving hospice care with ACP is 40%, compared to 23% for 
those who have not engaged in ACP.72 
  
Cons 

 The majority of people haven’t discussed these issues with family and do not have an 
ACP or Advance Directive. 

 Health care professionals find it difficult to discuss end of life issues and death with 
patients. 

 Some older people do not want to consider death as a near outcome and prefer not 
to participate in discussions for ACPs.73 

 

Mental capacity 
An issue that could prompt ACP discussions is a decline in mental capacity, such as through 
dementia or delirium.  
 
The Mental Capacity Act (MCA 2005)74 governs decision-making on behalf of adults who 
lack the capacity to make some or all decisions for themselves.  The Act came into force 
during 2007.  
 
The Ministry of Justice website states: 

 "the underlying philosophy of the MCA is to ensure that those who lack capacity are 
empowered to make as many decisions for themselves as possible and that any 
decision made, or action taken, on their behalf is made in their best interests."75   

Assisted dying 
When a person’s health has deteriorated to a degree that they feel they are constantly 
suffering, they may wish to have a doctor (or family member/friend) help them end their life. 
However, in England, participating in euthanasia (deliberately ending someone’s life to end 
suffering) and assisting a suicide attempt, either actively (providing assistance and/or means 
to end life) or passively (allowing it to happen), are against the law.76 
 
Instead, the NHS encourages people to use other methods to retain control over the process 
of dying, such as:77 

 Refusing treatment (such as chemotherapy) 

 Do not resuscitate orders (for CPR) 

 Withdrawing life-sustaining treatments, such as nutrition, hydration and/or ventilation 

 Palliative sedation (administering medication in high enough doses that the person is 
unconscious and unaware of pain) 

 
The patient needs to be either ‘mentally capable’ of making these decisions, or have their 
wishes set out in an ACP or Advance Decision. Otherwise, others (such as family) may be 
asked to make decisions regarding these options. 
 
There are many arguments both for and against assisted dying. Some say that people 
should have the right to choose when to die, and that the ‘alternatives’ above are simply 
cloaked methods of assisting death but in a prolonged manner, potentially causing 
unnecessary suffering.  
 
Very limited research has shown that a small number of doctors admit to taking action to 
hasten death and carry out euthanasia when they consider it to be in the best interests of 
their patients;78 79 the worry is that this is unregulated because it is illegal. 
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Others argue that if palliative care is done correctly, there need not be any suffering or 
hastening of death. Furthermore, there are worries that if assisted death becomes legal, the 
quality of palliative care will decline.80 There are also fears that vulnerable people will be 
targeted and ‘encouraged’ to end their lives. 

 

Inequalities  
The following factors have been shown to affect the quality of end of life care for older 
people: 

Age 
The Review of the Liverpool Care Pathway, as one model of end of life care (described in 
more detail later), found evidence of age discrimination against older people.  Old age is 
sometimes taken as a proxy for lack of mental capacity in patients who are dying, and is also 
used to justify withholding treatment or care. 81 
 
As mentioned earlier, palliative care is often difficult for older people to access; instead, it 
tends to be reserved for younger people, usually those with cancer, partly because 
impending death is more easily recognised in this group.82  
 
It is also noteworthy that hospice care decreases as age increases. Even though hospices 
are the second most preferred place to die (42% of people over 75)83 only 5% of older 
people die in a hospice, falling from 9% of 65-74 year olds to only 2% of people 85+.84 

Locality 
Dying in your preferred place varies depending on where you live. Regions where local 
preferences are likely to be more often met are the West Midlands (for those wishing to die 
at home) and the North West (for those wishing to die in a hospice); however, even in these 
regions there is still a large gap between preferences and reality.85 
 
The largest gap between local preferences and place of death is in the North East for those 
wishing to die at home, in the East of England for those wishing to die in a hospice.86 
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Figure 6: Geographic variation in deaths in hospital; example: strokes 

 
More can be found at http://www.endoflifecare-
intelligence.org.uk/profiles/2/Place_of_Death/atlas.html  
 

Physicians/nurses 
Physician age, race, religion, attitude to risk, and personality factors have been associated 
with end of life care decisions87. While sometimes this may be unavoidable or even 
appropriate, such as when the patient's wishes are unknown, and could never be entirely 
eliminated, it is potentially an ethical problem. Some strategies to reduce the 'physician 
roster lottery' are below in the ‘Solutions’ section. 

 

Ethnicity 
People from minority ethnic and/or religious groups potentially have additional challenges 
when dealing with end of life issues. For example, different values and expectations (such as 
the best place to die, gender and care, and the role of family in care and decisions), attitudes 
to death, responsibility, and medical treatment, not to mention complications arising from 
language barriers.88 These are exacerbated by the low numbers of ethnic minority care 
workers and nurses.89 
 
There is also quite a lot of variation in where people die when ethnicity is factored in. For 
example, Pakistani and Bangladeshi elders are far more likely than white Britons to die in 

http://www.endoflifecare-intelligence.org.uk/profiles/2/Place_of_Death/atlas.html
http://www.endoflifecare-intelligence.org.uk/profiles/2/Place_of_Death/atlas.html
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hospital, and far less likely to die in a care home or hospice. It is not understood why this is 
the case. 
 
Figure 7: Where people die 
 

 
Source:  Linked Hospital Episode Statistics - Office for National Statistics mortality dataset90 

4    What are the main interventions? 
 
 
Current policy and practice guidance espouses advanced planning, good communication 
and choice around place of care and death, appropriate symptom control and referral to 
specialist palliative services. However, older people experience a lack of advance planning, 
more repeated hospital admissions, and lower access to specialist palliative care than their 
younger counterparts.91 92 
 
There is growing evidence that providing palliative care, plus coordinated care across 
specialists and advanced planning, gives more positive outcomes to patients and 
caregivers/families.93 
 

Guidance 
There already exist several well-researched pieces of guidance for providers and 
practitioners of end of life treatment, care and services. These set out good practice 
including identifying people at the end of life, communicating with patients and carers, 
coordinating care across organisations, making decisions on treatment, and education and 
training.  
 
Examples include: 
 

Liverpool Care Pathway (LCP) for the Dying Patient94 
The LCP is a framework for guiding and managing treatment and care in the last days and 
hours of a patient's life. It requires senior clinical decision making, communication, a 
management plan and regular reassessment. 
 
The LCP was developed by the Royal Liverpool & Broadgreen University Hospitals NHS 
Trust and the Marie Curie Palliative Care Institute Liverpool, with the intention of replicating 
quality hospice care in the hospital setting.95 It is recognised96 as a model of good practice, 
and aims to support clinical judgement through consideration of the person's physical, 

Hospital Home

Care home 

(nursing or 

residential) Hospice Other Total Hospital Home

Care 

home Hospice Other Total

 British (White) 56.3 25.3 2.5 12.9 3.0 100.0 62.4 14.3 17.2 5.2 1.0 100.0

 Irish (White) 56.1 25.6 2.2 12.9 3.3 100.0 62.1 17.1 12.2 7.2 1.3 100.0

 Any other White background 60.0 21.7 2.1 12.9 3.4 100.0 63.7 14.3 15.4 5.3 1.3 100.0

 White and Black Caribbean (Mixed) 66.2 19.2 1.4 9.6 3.6 100.0 63.3 17.5 10.9 7.4 1.0 100.0

 White and Black African (Mixed) 69.6 15.7 1.3 11.0 2.3 100.0 67.3 14.6 7.5 9.7 0.9 100.0

 White and Asian (Mixed) 75.9 12.8 0.9 7.9 2.5 100.0 64.8 14.1 14.5 5.3 1.4 100.0

 Any other Mixed background 68.5 16.2 1.3 10.3 3.7 100.0 66.3 13.1 13.0 6.4 1.1 100.0

 Indian (Asian or Asian British) 75.1 16.3 1.0 5.7 1.9 100.0 76.8 14.9 4.6 2.6 1.0 100.0

 Pakistani (Asian or Asian British) 80.8 12.8 0.4 4.2 1.8 100.0 76.4 18.6 1.5 2.0 1.5 100.0

 Bangladeshi (Asian or Asian British) 78.8 14.1 0.3 5.0 1.8 100.0 78.2 16.0 1.9 3.1 0.8 100.0

 Any other Asian background 74.3 13.1 1.9 8.3 2.4 100.0 74.9 14.8 5.2 4.2 0.9 100.0

 Caribbean (Black or Black British) 65.7 17.9 1.6 12.0 2.7 100.0 65.6 16.5 10.2 6.9 0.8 100.0

 African (Black or Black British) 76.6 10.9 1.6 8.9 2.1 100.0 67.5 14.0 10.5 7.1 1.0 100.0

 Any other Black background 70.4 14.5 2.1 10.0 3.0 100.0 67.0 16.1 10.0 5.7 1.2 100.0

 Chinese (other ethnic group) 63.5 16.8 1.7 16.8 1.2 100.0 69.1 12.2 10.4 7.4 0.9 100.0

 Any other ethnic group 68.8 16.9 1.8 9.9 2.7 100.0 67.1 14.1 12.9 5.1 0.9 100.0

UNDER 65 65 or older
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psychological, social, and spiritual needs. It recommends communication, care, and 
compassion from all healthcare workers for the individual and their family. 
 
However, the LCP has become the centre of controversy following claims of inappropriate 
use: these include doctors failing to inform families that their relatives have been put on the 
pathway, misuse by hospitals receiving financial payments for using it, patients put on the 
pathway when they are not in the last days or hours of life, sometimes for weeks without 
follow-up.97 An independent review was ordered by government which found that, when 
properly used, the LCP works well. However, it recommended that, because of evidence 
inappropriate use, the LCP should be phased out over the next year, and replaced with 
individualised care plans. The review also recommended that a single, named physician 
should be assigned to and held accountable for every person at the end of life, that age 
discrimination should cease, funding should be available to make palliative care accessible 
at all times, financial incentives for using the LCP should cease, and clinicians should be 
better trained in end of life issues and communication.98 
 

Gold Standards Framework99 
GSF is a systematic, evidence-based end of life care accredited training programme for front 
line staff.   
 
It is delivered by the National Gold Standards Framework (GSF) Centre in End of Life Care, 
the national training and coordinating centre for all GSF programmes, enabling  generalist 
frontline staff to provide  a gold standard of care for people nearing the end of life.  
 

End of Life Care Strategy 2008 (Department of Health)100 
The End of Life Care Strategy aims to improve the provision of care for all adults at the end 
of life, and their families and carers. 
 
The Strategy covers all levels of health care management to general practice, and sets out 
guidance for: identifying people at the end of life, planning care, coordinating health and 
social care at all levels, delivering high quality care, managing the person's last days, and 
supporting family and carers. 
 
It also recommends education and training for all levels of practitioner delivering health and 
social care, gathering evidence and research to further best practice, and improve funding 
for end of life care. The Fourth Annual Report outlines progress on these 
recommendations.101 
 

Quality Markers and Measures for End of Life Care (DH, 2009)102 
These Quality Markers were designed for commissioners and providers, to accompany the 
DH's End of Life Care Strategy. There are markers for commissioners, primary care, acute 
and primary hospitals, care homes, palliative care facilities, community services, ambulance 
services, and out of hours services. The markers encourage communication across all of 
these sectors. 
 
Quality Markers include, for example: ensuring that patients nearing the end of life are 
identified, a plan is developed for them with their input and wishes, care is coordinated 
across health and social services, plans and treatments are recorded, and quality monitoring 
takes place. 
 

 
 
 



16 
 

Age UK End of Life Evidence Review 2013  Susan Davidson and Tom Gentry 
 

General Medical Council guidance: Treatment and care towards the end of life: 
good practice in decision making (2010)103 

This guidance for doctors from the General Medical Council provides a framework for good 
practice when providing treatment and care for patients who are reaching the end of their 
lives. 
 
The guide defines 'end of life' as within 12 months of death. It covers not only treatment and 
decision-making, but including communicating with patients and families, and recommends 
training to keeps skills and knowledge up to date. 
 

NICE End of life care for adults guidance (QS13)104 
This National Institute for Clinical Excellence quality standard defines clinical best practice 
within this topic area. It provides specific, concise quality statements, measures and 
audience descriptors to provide the public, health and social care professionals, 
commissioners and service providers with definitions of high-quality care. 
 
This quality standard “covers all settings and services in which care is provided by health 
and social care staff to all adults approaching the end of life. This includes adults who die 
suddenly or after a very brief illness. The quality standard does not cover condition-specific 
management and care, clinical management of specific physical symptoms or emergency 
planning and mass casualty incidents." 

Find your 1% 105 
The Find your 1% campaign aims to support GPs and other health and social care staff in 
identifying the 1% of people who are likely to be in their last 12 months of life, in order to talk 
about, plan for and meet their end of life care needs and preferences. 
 
By identifying people who are in their last year of life and talking to them about their 
preferences and wishes, GPs can ensure their patients are more likely to receive high quality 
end of life care, have fewer emergency admissions to hospital and have a good death in the 
place of their choosing. 

 

Advance Care Plans and Directives 
 
Encourage take-up of Advance Care Plans and Advance Directives.106 These support better 
planning and care that reflects individual preferences. These could also reduce health care 
costs by avoiding unwanted or non-beneficial medical intervention at end of life. 

 

Palliative care 
 
Alongside policy changes and service developments to help prevent avoidable hospital 
admissions, it is crucial to secure good palliative care for the large number of older people 
who die in hospitals. Mobile hospital palliative care teams are key champions of good 
practices and care across hospital wards, helping to identify people who need palliative care 
and to ensure a safe return home if they wish.107 Concerns with the lack of peacefulness in 
hospital can in part be addressed by the existence of wards of dedicated palliative care in 
quieter and family-friendly areas within hospitals.108 Palliative care also needs to be available 
in evenings, on weekends, and during bank holidays. 109 
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Education 
 
Professionals, people receiving care, informal carers, and the general public need to be 
educated about palliative care and end of life issues.110 
 
Talking about death and end of life issues needs to become more public and normalised.111 
112 

Communication between patients, families, and care professionals 
 
When family members have good communication with health/care professionals and 
understand the patient’s condition and prognosis, they are less likely to opt for unnecessary 
interventions and instead focus on comfort.113 
 
Doctors and nurses need to be trained to discuss end of life issues as a regular, normal part 
of consultations.114 As part of this, training should include communication about patients’ 
fears about death and dying, wishes for control, and involving family/other care-givers.115 

 

Policy 
 
Age UK’s policy in relation to end of life care is underpinned by the following principles: 

 Everyone has the right to expect services and support that helps to achieve a good 
death and offers choice in how they are cared for in their final months and days. 

 Diagnosis, place of residence, care setting or individual circumstances should not act 
as a barrier to receiving high quality end of life care.  

 

All of the policy proposals below can be summarised as: all health and care staff need 
training in the treatment and care of older people at the end of life; communication among 
organisations/professionals and between professionals and patients and carers is 
paramount; care needs to be coordinated across all organisational boundaries (including into 
the patient’s home); and advanced planning for end of life should be encouraged more 
widely. 

 
Public Policy Proposals 
 

 GPs should work closely with Clinical Commissioning Groups (CCGs) in coordinating 
end of life care in the community. CCGs should drive take up of existing good 
practice such as the Gold Standards Framework and the Find your 1% toolkits, 
particularly the elements that encourage and support advance care planning. 

 The government, health professional bodies and commissioners should 
systematically incorporate end of life care into the wider narrative on multiple 
morbidity and frailty. This should include establishing and disseminating a stronger 
evidence base on the progression of poor health in later life and living with multiple 
conditions.  

 All health and wellbeing boards should have a strategy on end of life care. This must 
incorporate the promotion of long-term planning and ensuring all relevant health and 
care services merge seamlessly with palliative care pathways. 
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 As part of this, health and wellbeing boards should take a leading role in formally 
incorporating end of life care into social care planning and delivery. 

 End of life support commissioned by CCGs should include comprehensive support 
for care home residents.  

 Pre-registration training of all health and social care professionals should include 
sufficient time devoted to palliative care and the needs of people in late old age. 
Professionals should be expected to keep up to date with these issues throughout 
their careers and have the support to do so.  

 There should be an investment in new approaches to advance care planning and 
talking about end of life care. Health and care services should explore how to use 
key transition points to promote these conversations e.g. changes in living 
circumstances.  

 
The World Health Organisation recommends:116 
 

 Addressing the need for palliative and primary care clinicians to receive training in 
the health of older people and to know about syndromes affecting older people that 
are not typically included in palliative care textbooks or terminal diseases, such as 
urinary incontinence and falls; 

 better knowledge about the age-related changes of the pharmacokinetics of opiates 
for pain management and the polypharmacy (more drugs are prescribed than 
clinically indicated or there are too many to take) associated with comorbidity; 

 a holistic approach by health professionals to explore any problems that may reduce 
people’s quality of life, not just those directly related to the life-limiting disease; 

 addressing the need for palliative physicians to improve their familiarity with long-
term care, such as the administrative and clinical issues associated with older people 
living and dying in care homes. 

 
Improving care for older people in hospitals 
Recommendations to improve end-of-life care in hospitals include:117 educating staff 
members, identifying and assessing the people who need care, implementing care pathways 
and ensuring access to specialist palliative care teams, and coordination between 
specialists, including geriatricians, oncologists, cardiologists, palliative care clinicians, 
pharmacists, psychologists, social workers, dieticians, nursing staff, speech therapists and 
chaplains, at different stages of the illness. 
 
Improving palliative care for older people living in nursing and residential care homes 
Specialist and generalist palliative care should be available for all residents. Residents often 
have multiple health conditions, and there are high levels of impaired cognition, sight and 
hearing. Many residents experience pain, which is often not well treated and sometimes not 
treated at all. Care home staff need to be trained and competent in recognising and dealing 
with these issues.118 
 
Improving palliative care for older people at home 
To increase high-quality care at home until the end of life, services and policy-makers should 
develop initiatives that address important issues such as providing intensive home support, 
support for the family and assessing and addressing risk factors.119 
 
The World Health Organisation recommends that health professionals need to do the 
following:120 
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1. Ensure they are adequately trained and up to date in both geriatrics and the palliative care 
of older people, including assessing and treating pain and other symptoms, communication 
skills and coordination of care. 
2. Measure the outcomes of their routine care regularly, including for older people. 
3. Ensure that older people with palliative care needs are regarded as individuals, that their 
right to make decisions about their health and social care is respected and that they receive 
the unbiased information they need without experiencing discrimination because of their age. 
4. Ensure that their organizations work in coordination and collaboration with other statutory, 
private or voluntary organizations that may provide help or services for older people needing 
palliative care. 
5. Participate in research, education and auditing that seek to improve palliative care. 
 
 
 
Figure 6: Strategies for reducing physician-related variability in ELDM121 

Strategy Advantages Disadvantages 

Guidelines 
“Process” guidelines may help 
promote a consistent 
approach 

Difficulty in reaching 
agreement/consensus; 
problems with vagueness or 
arbitrariness 

Advance care 
planning/patient decision 
aids 

Improve knowledge and 
communication of patient 
values 

May reflect physician values; 
only helpful for patients who 
have undertaken advance 
planning 

Practice audit/feedback 
May improve awareness of 
own practice in comparison 
with others 

May not be effective in the 
absence of defined best practice 

Consensus/collaboration 

Less variation where there is 
team-based practice; ethics 
consultation may reduce use 
of life-sustaining treatments of 
little benefit 

Differences between 
teams/units may persist; 
impractical to involve in every 
case of ELDM 

 
 

5     What can Age UK/Third Sector organisations do?  
 
It is as yet unclear what practical steps the national Age UK and third sector organisations 
should now take, but a recent policy paper122 makes the following recommendations: 
 

 Incorporate end of life care into all policy on long-term conditions and integration. 

 Promote evidence on healthcare savings through use of specialist and coordinated care 
at end of life. 

 Promote end of life issues amongst patient and public involvement (PPI) channels e.g. 
GP Patient Participation Groups. 

 Collaborate with other organisations on work to improve identification of end of life 
needs. 

 Promote advance care planning through work on co-morbidities and frailty (in parallel 
with work on improving communication around death and dying). 

 Promote the use of advance care planning at key transition points in older people’s care 
(in collaboration with older people). 
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 Work with sector partners to promote this issue nationally, e.g. National Council for 
Palliative Care 

 Promote best practice e.g. My Home Life. 

 Call on Government to build wider audit of health care quality in care homes 

 Try to influence medical education of these issues. 

 Collaborate with Dying Matters on public facing material. 

 Support enhanced shared decision-making at the end of life. 

 Review organisational services materials to examine where appropriate information can 
be included in end of life and advance care planning. 

 

6. What are local Age UKs doing? 
 

Quite a few local Age UKs are providing services for people at the end of life and 
their carers.  
 
While a comprehensive survey of Age UKs has not been carried out, examples of 
services are:  

 Bereavement Counselling service;  

 support for older Lesbian, Gay, Bisexual and Transgender people;  

 Hospital Aftercare Service for people in last few months of life;  

 support, information, and signposting of services for people at end of life and 
their carers; and  

 befriending support. 
 
One comprehensive example is from Age UK Northamptonshire’s End of Life Care 
Service (Extra Help Service). 
 
NHS Northamptonshire and Nene Commissioning commissioned Primecare, a 
private healthcare provider, in partnership with Age UK Northamptonshire to deliver 
a three year End of Life Care Service in the county with the aim to: 

 Increase the proportion of all deaths that occur at home by 9.34% 

 Reduce the rate of hospital deaths in the county by 9.7% by 2013 

 Improve patient choice at end of life 
 
Older people and their carers, in the last days or weeks of life, are provided with a 
range of high quality home care services to enable them to die with dignity in their 
own home. The service allows people to remain in their communities and prevents 
unnecessary admission to hospital or institutional care. On average each month they 
receive around 58 new referrals, of these they are able to accept 35 and 
approximately 18 people die in their own home.  (These figures purely relate to Age 
UK Northamptonshire services – Primecare have their own statistics). 
 
This is an Enhanced Community Service to meet the needs of both individual 
patients at the end of their lives and their carers. 

 Age UK Northamptonshire’s part of the service is 24 hours, 365 days a year 

 Accessible by any health care professional (GP, District Nurse, hospice, acute 
hospital, community beds) via the Co-ordination Centre for End of Life care 
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 Provides day and night sitters (and other care packages as required) to 
provide low level support for patients and carers, which may be pre-booked 
but may also be unplanned and therefore require an urgent response. This 
includes: 

o Sensitive, appropriate response to the needs of patients/carer; 
o Maintaining the safety and comfort of the person receiving care; 
o Undertaking personal and domestic care tasks as required; and 
o Undertaking tasks to support the patient’s carer. 

 
Where the low level End of Life support has been provided to married or co-habiting 
couples, support continues to be provided after the death of the client.  
 
A Rapid Response service manages any unexpected deterioration in the patient or 
carer situation, which would otherwise lead to admission into hospital at the end of 
life. Age UK Northamptonshire aims to keep older people in their own homes. 
 
Supporting people at End of Life also involves accompanying patients or carers to 
GP and hospital appointments, ensuring that food, medication and other essentials 
are available, and supporting carers by helping to re-establish the infrastructure of 
their lives, including social networks and mechanisms to cope with their dependents 
condition and circumstances. 
 
Feedback, including interviews with clients for a DVD, has been overwhelmingly 
positive. Relatives, friends and carers are fulsome in their praise for the service and 
the words ‘professional’, ‘caring’, ‘kind’, ‘wonderful’ appears on so many cards and 
letters.  They speak of the fact that their loved ones were able to die with dignity in 
their own homes which would simply not have been possible without the team. Staff 
turnover has been extremely low, with many of the same staff currently working who 
began three years ago.  
 
The service provides 550 hours per week low level community support to patients at 
the end of life and is delivered by 22 part time care workers, each working an 
average of 25 hours per week. However, it is not enough to meet the needs of the 
community.  
 
“The service took great efforts to set up, we had to learn so many new things, 
develop new policies and procedures, get CQC registration and run the gauntlet of 
the NHS toolkit.  We were very much a partnership with our health and social care 
colleagues and Primecare but whereas they had a diverse range of managerial 
experts to call on for aspects of the service (e.g. medicine management, Clinical 
Governance, communications etc.), there were only two of us and it was a steep 
learning curve but well worth the effort and it helped our organisation grow in 
confidence about what we could achieve.” 
 
To find out more, contact Derry Miller at derry.miller@acnorthants.org.uk  

mailto:derry.miller@acnorthants.org.uk
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