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Executive summary
The story of dying in the 21st century is a story of paradox. 
While many people are overtreated in hospitals with 
families and communities relegated to the margins, still 
more remain undertreated, dying of preventable 
conditions and without access to basic pain relief. The 
unbalanced and contradictory picture of death and dying 
is the basis for this Commission.

How people die has changed radically over recent 
generations. Death comes later in life for many and 
dying is often prolonged. Death and dying have moved 
from a family and community setting to primarily the 
domain of health systems. Futile or potentially inap
propriate treatment can continue into the last hours of 
life. The roles of families and communities have receded 
as death and dying have become unfamiliar and skills, 
traditions, and knowledge are lost. Death and dying have 
become unbalanced in highincome countries, and 
increasingly in lowandmiddleincome countries; there 
is an excessive focus on clinical interventions at the 
end of life, to the detriment of broader inputs and 
contributions.

The COVID19 pandemic has meant that death is 
prominent in daily media reports and health systems 
have been overwhelmed. People have died the ultimate 
medicalised deaths, often alone but for masked staff in 
hospitals and intensive care units, unable to communicate 
with family except electronically. This situation has 
further fuelled the fear of death, reinforcing the idea of 
healthcare services as the custodian of death.

Climate change, the COVID19 pandemic, environ
mental destruction, and attitudes to death in high
income countries have similar roots—our delusion that 
we are in control of, and not part of, nature. Large sums 
are being invested to dramatically extend life, even 
achieve immortality, for a small minority in a world that 
struggles to support its current population. Health care 
and individuals appear to struggle to accept the 
inevitability of death.

Philosophers and theologians from around the globe 
have recognised the value that death holds for human 
life. Death and life are bound together: without death 
there would be no life. Death allows new ideas and new 
ways. Death also reminds us of our fragility and 
sameness: we all die. Caring for the dying is a gift, as 
some philosophers and many carers, both lay and 
professional, have recognised. Much of the value of death 
is no longer recognised in the modern world, but 

rediscovering this value can help care at the end of life 
and enhance living.

Treatment in the last months of life is costly and a 
cause of families falling into poverty in countries without 
universal health coverage. In highincome countries 
between 8% and 11·2% of annual health expenditure for 
the entire population is spent on the less than 1% who 
die in that year. Some of this high expenditure is justified, 
but there is evidence that patients and health 
professionals hope for better outcomes than are likely, 
meaning treatment that is intended to be curative often 
continues for too long.

Conversations about death and dying can be difficult. 
Doctors, patients, or family members may find it easier 
to avoid them altogether and continue treatment, leading 
to inappropriate treatment at the end of life. Palliative 
care can provide better outcomes for patients and carers 
at the end of life, leading to improved quality of life, often 
at a lower cost, but attempts to influence mainstream 
healthcare services have had limited success and 
palliative care broadly remains a servicebased response 
to this social concern.

Rebalancing death and dying will depend on changes 
across death systems—the many interrelated social, 
cultural, economic, religious, and political factors that 
determine how death, dying, and bereavement are 
understood, experienced, and managed. A reductionist, 
linear approach that fails to recognise the complexity of 
the death system will not achieve the rebalancing needed. 
Just as they have during the COVID19 pandemic, the 
disadvantaged and powerless suffer most from the 
imbalance in care when dying and grieving. Income, 
education, gender, race, ethnicity, sexual orientation, and 
other factors influence how much people suffer in death 
systems and the capacity they possess to change them.

Radically reimagining a better system for death and 
dying, the Lancet Commission on the Value of Death has 
set out the five principles of a realistic utopia: a new 
vision of how death and dying could be. The five 
principles are: the social determinants of death, dying, 
and grieving are tackled; dying is understood to be a 
relational and spiritual process rather than simply a 
physiological event; networks of care lead support for 
people dying, caring, and grieving; conversations and 
stories about everyday death, dying, and grief become 
common; and death is recognised as having value.

Systems are constantly changing, and many pro
grammes are underway that encourage the rebalancing 
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of our relationship with death, dying, and grieving. 
Communities from varied geographies are challenging 
norms and rules about caring for dying people, and 
models of citizen and community action, such as 
compassionate communities, are emerging. Policy 
and legislation changes are recognising the impact 
of bereavement and supporting the availability of 
medication to manage pain when dying. Hospitals are 
changing their culture to openly acknowledge death and 
dying; healthcare systems are beginning to work in 

partnership with patients, families, and the public on 
these issues and to integrate holistic care of the dying 
throughout health services.

These innovations do not yet amount to a whole system 
change, but something very close to the Commission’s 
realistic utopia has been achieved in Kerala, India, over 
the past three decades. Death and dying have been 
reclaimed as a social concern and responsibility through 
a broad social movement comprised of tens of thousands 
of volunteers complemented by changes to political, 
legal, and health systems.

To achieve the ambition of radical change across death 
systems we present a series of recommendations, 
outlining the next steps that we urge policy makers, 
health and social care systems, civil society, and 
communities to take. Death and dying must be 
recognised as not only normal, but valuable. Care of the 
dying and grieving must be rebalanced, and we call on 
people throughout society to respond to this challenge.

Introduction 
“How pathetic it was to try to relegate death to the 
periphery of life when death was at the centre of 
everything.”

Elif Shafak, Turkish novelist

The proposition of the Lancet Commission on the 
Value of Death is that our relationship with death and 
dying has become unbalanced, and we advocate a 
rebalancing. At the core of this rebalancing must be 
relationships and partnerships between people who are 
dying, families, communities, health and social care 
systems, and wider civic society.

In highincome countries, death and dying have 
become unbalanced as they moved from the context of 
family, community, relationships, and culture to sit 
within the healthcare system. Health care has a role in 
the care of the dying, but interventions at end of life are 
often excessive,1,2 exclude contributions from families 
and friends,3 increase suffering,4,5 and consume resources 
that could otherwise be used to meet other needs.6 This 
lack of balance in highincome countries is spreading to 
lowandmiddleincome countries, a form of modern 
colonialism, and the imbalance may be worse in lowand
middleincome countries, as this report will show.

The relationship with death and dying in lowand
middleincome countries is unbalanced as the rich 
receive excessive care, while the poor, the majority, 
receive little or no attention or relief of suffering and 
have no access to opioids, as the Lancet Commission on 
Global Access to Palliative Care and Pain Relief showed.7 
Excessive treatment for the rich and inadequate or absent 
care for the poor is a paradox and a failing of global 
health and solidarity.

Readers may wonder about the title of the Commission: 
the Lancet Commission on the Value of Death. The title 
has its origins in the Lancet planning a Commission on 
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Key messages

• Dying in the 21st century is a story of paradox. Although 
many people are overtreated in hospitals, still more 
remain undertreated, dying of preventable conditions and 
without access to basic pain relief.

• Death, dying, and grieving today have become 
unbalanced. Health care is now the context in which 
many encounter death and as families and communities 
have been pushed to the margins, their familiarity and 
confidence in supporting death, dying, and grieving has 
diminished. Relationships and networks are being 
replaced by professionals and protocols.

• Climate change, the COVID-19 pandemic, and our wish to 
defeat death all have their origins in the delusion that we 
in control of, not part of, nature.

• Rebalancing death and dying will depend on changes 
across death systems—the many inter-related social, 
cultural, economic, religious, and political factors that 
determine how death, dying, and bereavement are 
understood, experienced, and managed.

• The disadvantaged and powerless suffer most from the 
imbalance in care for those dying and grieving.

• The Lancet Commission on the Value of Death sets out 
five principles of a realistic utopia, a new vision of how 
death and dying could be. The five principles are: the 
social determinants of death, dying, and grieving are 
tackled; dying is understood to be a relational and 
spiritual process rather than simply a physiological event; 
networks of care lead support for people dying, caring, 
and grieving; conversations and stories about everyday 
death, dying, and grief become common; and death is 
recognised as having value.

• The challenge of transforming how people die and grieve 
today has been recognised and responded to by many 
around the world. Communities are reclaiming death, 
dying and grief as social concerns, restrictive policies on 
opioid availability are being transformed and health-care 
professionals are working in partnership with people and 
families, but more is needed.

• To achieve our ambition to rebalance death, dying and 
grieving, radical changes across all death systems are 
needed. It is a responsibility for us all, including global 
bodies and governments, to take up this challenge. The 
Commission will continue its work in this area.
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the value of life. It’s an ageold idea that a good life and a 
good death go together. Our title has proved to be a rich 
source of thinking, helping us recognise the value of 
death in a world that tends to deny death any value. The 
simplest proposition of the value of death is that “without 
death every birth would be a tragedy”, and in a very 
crowded world we are the edge of such a tragedy. In the 
report we explore the many values of death.

The Commission began its work before the COVID19 
pandemic arrived, bringing death to television screens 
every night. Dying on a ventilator, looked after by masked 
and gowned staff, and only able to communicate with 
family through screens, is the ultimate medicalised 
death. Yet even in highincome countries, many have 
died at home with minimal support, and in lowand
middleincome countries hundreds of thousands have 
died with no care from health professionals. The capacity 
of health services was exceeded in many countries during 
the course of 2020 and 2021. The Commissioners 
wondered whether death and dying rising so high on the 
agenda would change attitudes to death and dying, 
perhaps bringing greater acceptance of death and a 
recognition of its imbalanced nature. As 2021 draws to a 
close, we see no evidence of such a change. Indeed, we 
see signs of the opposite: governments have prioritised 
attempts to reduce only the number of deaths and not 
the amount of suffering; huge emphasis has been placed 
on ventilators and intensive care and little on palliative 
care; bereavement has been overlooked; anxiety about 
death and dying seems to have increased;8,9 death and 
dying has come to belong still more to health care, with 
families and communities excluded; and we hear from 
Commissioners stories of doctors increasing their efforts 
to fend off death from causes other than COVID19. The 
great success with vaccines has perhaps further fuelled 
the fantasy that science can defeat death. Scholarly 
research on changes in attitudes to death and dying is 
limited at this early stage, but the historian Yuval Noah 
Harari has asked whether the pandemic will change 
attitudes to death and dying and what humanity’s 
takeaway will be: “In all likelihood, it will be that we need 
to invest even more efforts in protecting human lives. We 
need to have more hospitals, more doctors, more nurses. 
We need to stockpile more respiratory machines, more 
protective gear, more testing kits.”10

At the start of the COVID19 pandemic we thought that 
perhaps a report on the value of death would not be 
welcome after millions of deaths, but we now think the 
opposite—that the pandemic makes our report more 
relevant, and our recommendations will make us better 
able to respond to the next pandemic.

Although the pandemic seems not to have encouraged 
greater acceptance of death, it has been accompanied by 
a rapid rise in concern about the ecological crisis, 
including climate change. COP26 (Conference of the 
Parties), the annual UN meeting on climate change, held 
in Glasgow in November, 2021, achieved far greater 

media coverage and stronger commitments to reduce 
carbon emissions than any previous meeting, although 
the commitments are not enough to prevent serious 
harm to health. This increase in concern has various 
roots, but the pandemic has reminded us that we are part 
of nature, not in control of nature. The pandemic and the 
ecological crisis are both caused by our failure to 
recognise our connection with nature and our destruction 
of the natural environment. The Commission believes 
that the drive to fend off death and pursue a dramatic 
extension in length of life also arises from a failure to 
recognise that we are part of nature; and as financial cost 
and carbon consumption are closely related to expensive 
care, treatment at the end of life will be an important 
contribution to the carbon footprint of health care. Were 
it a country, health care would be the world’s fifth largest 
emitter of greenhouse gases.11 Unfortunately, the carbon 
footprint of most health systems is rising when it needs 
to fall to netzero by the middle of the century.12 Panel 1 
discusses further the connection between climate 
change, the ecological crisis, and death and dying.

Structure of the report 
Section 1 of the report defines the territory and methods 
of the Commission, including the limitations and what it 
has not been possible to cover in this report. Section 2 
presents a brief survey of the facts and figures of death 
and dying in the 21st century.

The Commission recognises that rebalancing death 
and dying will depend on changes across death systems: 
the many interrelated social, cultural, economic, 
religious, and political factors that determine how death, 
dying, and bereavement are understood, experienced and 
managed.20 Section 3 describes the concept of a death 
system.

Sections 4 to 10 describe death systems now, covering 
philosophical and religious underpinnings; historical 
origins; the influence of power and inequities; the role of 
families and communities; consumerism and choice; the 
dominance of health care; and the importance of 
economics.

Following this examination of historic and contem
porary death systems, in section 11 the Commission uses 
scenario planning to imagine five different but plausible 
futures for death and dying.

Section 12 outlines the features of a realistic utopia,21 a 
concept developed by the American philosopher John 
Rawls (1921–2002), which shares principles of how the 
Commissioners would like to see death and dying change 
in a way that is achievable. It is a radically different future 
envisioned by the Commission in which life, wellbeing, 
death, and grieving are in balance.

Recognising that creating the “realistic utopia” will 
depend on many changes within death systems, section 
13 discusses why systems are hard to change and how 
they might be changed. The section also gives examples 
of changes in systems that are underway.
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Section 14 gives a detailed and critical account of the 
endoflife system in Kerala, South India, as it represents 
the system closest to the realistic utopia the Commission 
has described.

Section 15 lists the Commission’s recommendations 
for change, and the final section, section 16, proposes the 
next steps the Commission will take to try and achieve 
this change.

Section 1: Defining our territory and methods 
Death can occur through conflict, accident, natural 
disaster, pandemic, violence, suicide, neglect, or disease, 
but this Commission focuses particularly on the time 
from when a person develops a lifelimiting illness or 
injury through their death and into the bereavement 
affecting the lives of those left behind. We do not address 
specific diseases, conditions, or age groups, but rather 
draw on a wideranging series of examples to show the 
depth and breadth of the challenge. These examples are 
not intended to be systematic or exhaustive but rather 
illustrative. We draw on a range of different materials 
from case study and reflection to national datasets and 
empirical work and have used scoping rather than 
systematic literature searches.

The Commission has drawn its membership from 
around the world, but much of the evidence reported on 
comes from highincome countries. What we describe, 
both the problems and the possibilities, has relevance for 
all settings.

The Commissioners (see end of this report] include 
health and social care professionals, social scientists, 
health scientists, economists, a philosopher, a political 
scientist, patients, a carer, religious leaders, activists, 
community workers, and a novelist.

We acknowledge the diversity of experience in death, 
dying, and grief and how race, gender, sexuality, poverty, 
disability, age, and many other potential forms of 
marginalisation shape experiences and outcomes at 
these times. The intersectional nature of these aspects of 
people’s lives and identities means marginalisation is 
rarely due to a single factor. We have attempted to be 
reflexive as people, Commissioners, and authors, to 
understand how our own worldviews, cultural back
grounds, identities, professional disciplines, and 
experiences determine our perspectives and actions. In 
recognition of the inclusive and reflexive spirit of this 
report, we endeavour to use terms in their broadest and 
most inclusive sense throughout. Words such as person, 
patient, family, carer, illness, community, relationship, 
and many others should be understood in this context.

We have reflected that we should have done more to 
include the voice of patients and carers, although all 
Commissioners brought their own personal experiences 
of death and bereavement. We are conscious that there 
are many voices we have not heard, but we see this report 
as the start of a conversation and hope to hear from 
further voices after publication.

We have chosen the term “healthcare professionals” to 
denote all those working in healthcare settings, 
including doctors, nurses, and allied health professionals, 
but we acknowledge that there exists an appreciable 

Panel 1: Death and the climate crisis

The Covid-19 pandemic has revealed our global interdependence and the fragility of our 
support systems and economy. The Canadian archeologist and author, Ronald Wright, 
described how every empire that has ever existed has collapsed, usually for ecological 
reasons.13 Now, he points out, we are one global empire. The COVID-19 pandemic will 
pass, like the epidemics before it, but damage to the climate and the planet will be 
irreparable. The Intergovernmental Panel on Climate Change (IPCC) advises that we have 
only a dozen years to avoid that damage,14 but carbon emissions are increasing by about 
7% annually, not decreasing by 7%, as the IPCC says is necessary.

Everything, and especially death, must be thought of in the context of the climate crisis. 
Before the pandemic we were on track for a temperature increase of 8·5 degrees Celsius 
over preindustrial levels, which, as Nature pointed out, would lead us to conditions like 
that of the Permian extinction event, when some 95% of all life forms were made 
extinct.15 The IPCC says that global temperature increases must be kept below 1·5°C. 
Already we are close to an increase of 1·3°C, and the effects are being felt now.

Carbon emissions are a function of the number of humans, currently 7·9 billion, and the 
carbon they each consume. The average Briton consumes 5·6 metric tons of carbon each 
year (16·1 tons for Americans), whereas the average Bangladeshi consumes 0·6 metric 
tons. If the world is to reach net-zero carbon emissions by 2050 then people in rich 
countries will have to consume much less carbon and shift resources to lower income 
countries. The UK Health Alliance on Climate Change says that this shift would mean, for 
example, Britons consuming 0·5 metric tons each year16—a dramatic change, but one that 
would lead to an improvement in health as people drive less, exercise more, and eat diets 
low in animal products and high in fruit and vegetables.

Health systems account for a substantial proportion of country’s carbon 
emissions—12% in the USA and 5% in the UK.12 Carbon emissions from health systems 
are currently increasing,12 although some organisations are attempting to reverse this 
trend. NHS England has published a detailed plan of how it plans to reach net-zero 
by 2045.17

The carbon footprint of health systems can be reduced by activities like switching to 
renewable energy, reducing travel, and redesigning buildings, but it will also mean 
changing clinical practice. Increasingly the carbon consumption of clinical activity will 
matter more than the financial cost, and methods exist to capture this consumption.18 
This Commission has summarised evidence of excessive treatment at the end of life. We 
now need to assemble evidence on the carbon cost: while the dead consume no carbon, 
the disposal of bodies does.

About three quarters of people in Britain are cremated after death, releasing carbon into 
the air. Alkaline hydrolysis, in which the body is dissolved, has about a seventh of the 
carbon footprint of cremation, and the resulting fluid can be used as fertiliser. A 
Dutch study of the disposal of bodies found that the lowest amount of money that it 
would theoretically cost to compensate in terms of the carbon footprint per body was 
€63·66 for traditional burial, €48·47 for cremation, and €2·59 for alkaline hydrolysis.19 
Composting or natural burial are alternatives.

If we are to survive the climate crisis then almost everything will have to change, 
including health care, end-of-life care, and how we dispose of the dead. In the widely 
acclaimed novel Overstory, a eulogy to trees and nature, a leading environmentalist asks 
the audience at a conference what they can best do to counter climate change and 
environmental destruction: her answer is, to die.
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variation in approach and practice within these groups. 
We also appreciate the role social care professionals play 
at the end of life, and the interdependent relation 
between health and social care in many countries around 
the world. Over the course of the past 3 years, the 
Commissioners met together physically three times, held 
frequent virtual meetings, and communicated regularly 
by email. We commissioned working papers from other 
authors and have drawn on many sources of knowledge 
and understanding. The report has contributors with 
differing views. We have not sought agreement or 
conformity in our argument but have attempted to 
capture the tensions that exist among Commissioners. 
Figure 1 shows agreements and disagreements on a 
range of issues, including assisted dying, which we 
expected to divide Commissioners; there was more 
agreement than our intense discussions had led us to 
think.

The Commission has created an open website with 
more than 70 background papers relating to death and 
dying. Much of what is included in our report is rewritten 
and condensed versions of those entries. The report has 
been through five major restructurings, two of them after 
the first round of editorial and peer review. Death and 
dying are distinct, multilayered, and culturally charged 

concepts. Death can be seen as simply the end of life; as 
the opposite of health—although the Commission 
believes that it is healthy to die; as a symbol, classically a 
skeleton or a grim reaper; as a failure (and many would 
argue that doctors or healthcare professionals can see 
death as a failure, inspiring them to do all they can to 
defeat death); as a punishment for moral failure; as an 
escape from the suffering of life; as a gateway to Heaven, 
Valhalla, Nirvana, or the many other religious and 
cultural depictions of eternal bliss or to a version of Hell; 
or as an essential part of a cycle of ending and beginning.

The Commission has generally been narrower in its 
use of the words death and dying. We see dying as a 
process. We have not set a timeframe, understanding 
that people may be dying for years, months, days, hours, 
minutes, or seconds. We understand death as an event 
but with recent changes in technology, failing organs that 
previously heralded death can be replaced, meaning that 
death is an evolving and complex concept. Only within 
the past decade did an international consensus attempt 
to define how death is determined.22

Defining death 
In 2014, WHO convened the second meeting of a task 
force on the determination of death,23 acknowledging 

For the Commission’s website 
see https://commissiononthe 
valueofdeath.wordpress.com

Figure 1: Level of agreement and disagreement among commissioners on statements about death and dying
Not all commissioners responded to the survey; 14 commissioners participated.
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that the line between life and death was being increasingly 
blurred by medical technology. It concluded that although 
there are multiple ways to die, including neurological 
and cardiovascular pathways, they all lead to the same 
irreversible state of being dead. As a result, the algorithms 
of circulatory and neurological death were merged, with 
a single endpoint. The definition of death relies on 
certain clinical signs such as absence of a response, 
pulse, breathing, and pupillary reflexes.

The WHO guidance relates to death in medical 
institutions or under professional care and is based on 
clinical signs interpreted by professionals. A large 
proportion of deaths around the world take place outside 
clinical oversight, and the signs and symptoms are 
interpreted by lay people with experience of death and 
dying. The recognition of death is often linked with the 
traditions, rituals, and funeral practices of the particular 
culture.24 Panel 2 describes how in places in rural Malawi, 
the village elders and then the village head’s representative 
confirm death. The head’s signal that a death has 
occurred starts the vigil and mourning process.

Section 2: The facts and figures of death and 
dying in the 21st century 
At first sight, mortality trends over the past 30 years 
suggest a success story. Global life expectancy has risen 
steadily throughout the world, increasing from 67·2 years 
in 2000 to 73·5 years in 2019,25 with important gains 
made in lowandmiddleincome countries. This success 
has been driven by falls in deaths from communicable 
disease, maternal and neonatal conditions, and 
malnutrition.26 But healthy life expectancy (years lived in 
selfreported good health) has not kept pace with overall 

life expectancy: years lived without good health have 
increased between 2000 and 2019—from 8·6 years to 
10 years.25

In many highincome countries in the past decade, life 
expectancy gains have stalled, or in some cases reversed. 
In the UK, life expectancy increases slowed from 2011 to 
2020 and fell for women in the most deprived 10% of 
neighbourhoods.27 In the USA, life expectancy fell 
from 1990 to 2000 for women with fewer than 12 years of 
formal education28 Life expectancy in the USA has also 
fallen in younger age groups (10–65 years), probably 
reflecting the opioid epidemic.29 As 2021 closes, the 
COVID19 pandemic is far from over, particularly in 
lowandmiddleincome countries. The pandemic’s 
effects on life expectancy are not complete and have not 
yet been measured in most countries—but reductions 
are likely to be more than a year in most countries. Data 
are available for the USA, where life expectancy fell by 
1·87 years (to 76·87 years) between 2018 and 2020. The 
reductions have been very unequal, with life expectancy 
falling by 3·88 years among Hispanic people, 3·25 years 
among nonHispanic Black people, and 1·36 years 
among nonHispanic White people.30 In England, life 
expectancy has fallen from 80 years for males and 
83·7 years for females in 2019 to 78·7 years for males and 
82·7 years for females in 2020, a similar level to a decade 
ago.31 As in the USA, the reductions have been greatest 
among those who are deprived.32

As deaths from infection and maternal and perinatal 
causes fall in many lowandmiddleincome countries, 
the proportion of deaths from noncommunicable 
disease rises. In Bangladesh, noncommunicable disease 
accounted for 10% of deaths in 1986, but more than 
threequarters by 2006, a very rapid transition.33 This 
change presents new challenges for already stretched 
health services. Cure for noncommunicable disease is 
not possible, and instead interventions must focus on 
prevention, harm reduction, and selfmanagement, 
acknowledging the complex social determinants of these 
chronic conditions.

Table 1 shows the mortality rates, life expectancy, 
causes of death, serious healthrelated suffering, and 
degree of inequality for seven selected countries 
represented by the Commissioners. The countries range 
from highincome to lowincome. It illustrates the 
differences that persist among countries despite global 
trends. Life expectancy in Malawi is two decades less 
than that in the UK. Deaths from infection, maternal and 
perinatal causes, and malnutrition account for 4% of 
deaths in China but 26% in India and 60% in Malawi. 
Hundreds of thousands of deaths annually are associated 
with serious healthrelated suffering (as defined by the 
Lancet Commission on Global Access to Palliative Care 
and Pain Relief7,40).

Table 2 shows how deaths in most highincome and 
middleincome countries occur more often in hospitals 
or other institutions, such as nursing or care homes. 

Panel 2: Lay determination of death in Malawi

Luckson Dullie, member of the Commission, writes:

In rural Malawi death is confirmed by the elders. There is no 
exact checklist, but experience from having witnessed so 
many deaths has taught them that dying people lose weight 
fast; their strength fails; they speak little or incomprehensibly; 
and their breath is often shallow and laboured. The elders 
know that often dying people do not want to look you in the 
face, or when they do, their face is blank, empty, because the 
spirit has already departed. When they think death has 
occurred, the elders feel for the pulse in the neck, but the 
most tell-tale sign is cold armpits. The process of 
confirmation of death can take 2 hours or longer. During this 
time, the elders must ensure that the body lies straight and 
that the mouth and the eyes are closed. Children are not 
allowed in the room. Once death is confirmed, a message 
must be dispatched to the village head. Until the village head 
is told and they or their representative confirms the death, no 
one is allowed to cry out loud. The village head’s confirmation 
signals the start of vigil and mourning process.
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Crude 
death 
rate per 
1000 
(2019)34

Life expectancy, years (2019)34 Income 
inequality, 
based on 
coefficient 
(2020)35

Probability 
of dying 
aged 
15–60 years 
(per 100; 
2019)34

Under 5 
mortality 
(deaths 
per 1000 
livebirths; 
2019)34

Maternal 
mortality 
(per 
100 000 
livebirths; 
2019)36

Deaths from 
communicable 
diseases and 
maternal, prenatal, 
and nutrition 
conditions (% of 
total; 2016)37

Deaths from 
non-
communicable 
disease (% of 
total; 2016)38

Age-
standardised 
death rate 
from suicide 
(per 100 000; 
2016)39

Deaths 
associated 
with serious 
health-related 
suffering* 
(thousands; 
2015)40

Overall Men Women

High income

UK 9·4 81·3 79·6 84·7 32·4% 6·8 4 7 8% 89% 7·6 317

USA 8·8 78·9 76·3 81·4 45% 11·2 7 19 5% 88% 13·7 1310

Middle income

China 7·3 76·9 74·8 79·2 46·5% 7·9 11 29 4% 89% 8 5501

India 7·3 69·7 68·5 71 35·2% 17·9 37 145 26% 63% 16·5 3983

Mexico 6·1 75·1 72·2 77·9 48·2% 14 15 33 10% 80% 5·2 229

Low income

Malawi 6·5 64·3 61·1 67·4 46·1% 27·4 51 349 60% 32% 7·8 78

Bangladesh 5·5 72·6 70·9 74·6 32·1% 13·6 30 173 26% 67% 6·1 409

*Population estimated to be experiencing serious health-related suffering and in need of palliative care based on 20 conditions. Total deaths are weighted by a conversion factor or multiplier for each condition 
based on review by a panel of experts who deliberated on different considerations and incorporated published evidence as well as their own experience as providers of palliative care. The conditions considered 
were: atherosclerosis, cerebrovascular disease, chronic ischaemic heart disease, congenital malformations, degeneration of the central nervous system, dementia, diseases of the liver, haemorrhagic fevers, HIV, 
inflammatory disease of the central nervous system, injury, poisoning, and external causes, leukaemia, lung diseases, malignant neoplasms, musculoskeletal disorders, non-ischaemic heart diseases, premature 
birth and birth trauma, protein energy malnutrition, renal failure, and tuberculosis.

Table 1: Mortality, life expectancy, causes of death, health related suffering, and degree of inequality for seven selected countries represented on the Commission

Place of death for diseases associated with palliative care 
need41*

Inpatient health-
care use in last 
30 days of life for 
decedents of any 
age with any 
cancer42†

Health 
expenditures in 
last 30 days of life 
for decedents 
with cancer42‡

Health 
expenditures in 
last 180 days of 
life for decedents 
with cancer42‡

Health expenditures in 
last 30 days of life as % 
of health expenditures 
in last 180 days of life 
for decedents with 
cancer42

Home Hospital Long-term 
care 
institution

Primary 
care 
institution

Other 
institution 
or other

High income

Belgium 24·8% 50·8% 23·8% § 0·6% 14 455 (52·9%) 6206 (6929) 17 022 (17 642) 36%

Canada 12·9% 61·4% 20·8% § 4·8% 16 917 (60·2%) 10 843 (13 710) 23 333 (28 922) 46%

Czech Republic 18·4% 64·0% 16·8% § 0·8% § § § §

France 22·3% 63·9% 11·0% § 2·8% § § § §

Germany § § § § § 14 468 (47·8%) 3326 (4394) 10 033 (9858) 33%

Hungary § 66·2% ·· § 33·8% § § § §

Italy 44·4% 45·7% 6·1% § 3·8% § § § §

Netherlands 34·5% 24·6% 34·5% § 6·4% 3155 (43·7%) 4766 (9653) 18 414 (28 673) 26%

New Zealand 22·5% 28·1% 33·4% 13·0% 3·0% § § § §

Norway ·· ·· ·· § ·· 7052 (63·9%) 3646 (7227) 11 640 (14 398) 31%

Spain (Andalusia)¶ 35·1% 57·3% 7·3% § 0·3% § § § §

South Korea (Republic of Korea) 13·5% 84·9% 1·3% § 0·3% § § § §

UK (England) 21·7% 47·5% 17·8% 11·6% 1·3% 65 616 (50·8%) 6934 (6842) 22 005 (20 920) 32%

UK (Wales) 21·2% 58·6% 12·0% 6·5% 1·7% § § § §

USA¶ 31·5% 37·8% 22·0% 3·8% 5·0% § § § §

Middle income

Mexico 53·0% 44·4% § § 2·7% § § § §

*Based on death certificate data for 2008; population estimated to be in need of palliative care on the basis of ten conditions: cancer, renal failure, liver failure, chronic obstructive pulmonary disease, diseases of 
the nervous system (Alzheimer’s disease, Parkinson’s disease, motor neurone disease, Huntington’s disease), and HIV/AIDS. †Hospitalisation in acute care hospital, number (%). ‡Mean (SD) per-capita hospital 
expenditures in US$ (2010; 2011 health-specific purchasing power parity conversion). §Data not available. ¶Reference year for place of death of patients with cancer: USA 2007, Spain (Andalusia) 2010.

Table 2: Place of death, health-care use, and hospital expenditures at the end of life in different countries
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Limited data are available for lowincome countries. The 
shift from home to institutions is relatively recent, often 
occurring over the past generation.

Panel 3 contrasts two deaths in India: one a sudden 
death in India two generations ago with the whole family, 
including the children, gathering around the dead man 

in the family home and taking part in rituals; whereas 
the modern death is slow and distressing and occurs in 
intensive care, with even the man’s son unable to visit.

Table 2 also provides details of health spending in the 
last year of life. Healthcare expenditure is known to be 
high and to increase during the last year of a person’s life 
in many countries. These data describe health spending 
in six highincome countries in the last 6 months of life 
and demonstrate that costs in the last 30 days before 
death were disproportionately high compared with those 
in the 6 months before death.

Figure 2 shows use of health services in the last year of 
life in England, with a steady increase across the year in 
hospital admissions and visits to the accident and 
emergency department, with a particularly dramatic 
increase in the last month of life.43 It is also in the last 
month that there are admissions to intensive care. It is 
questionable whether these increases in the last month 
of life provide benefit for patients and their families, or 
whether they may in fact be increasing suffering. Costs 
also increase across the year, with again a dramatic 
increase in the last month. Most of the costs arise from 
hospital care. The authors of the study also note that 
“healthcare utilisation and costs decrease with age at 
death, and are higher in men, patients dying from cancer, 
and patients with high comorbidities.”43

Further studies, which the report summarises in the 
section on the economics of death systems, support the 
trend of substantially increased health spending in the 
last weeks of life. Some studies judge the treatments to 
be futile—for example, artificial nutrition for dying 
patients,44 chemotherapy in the last 30 days of life,4 or 
antimicrobial therapy at the end of life.2 Overtreatment at 
the end of life is part of the broader and pervasive 
challenge of overuse of medical services, defined as the 
provision of services likely to produce more harm than 
good.6

Experiences of dying today 

“I came into it [caring for someone dying at home] not 
knowing you could care for somebody at home but she 
was dying and not dying fast enough for the hospital 
system and they kept sending her home and taking her 
back in and then sending her home again because they 
needed the bed. And it was very distressing and without 
any knowledge I decided that we could do better and 
brought her home…I managed to care for Mum until 
she died at home which was a great experience for 
everybody, her family and me.”

Carer in Australia45

Death and dying have changed profoundly over the past 
70 years in highincome and middleincome countries, 
and increasingly in lowincome countries. The shifting 
role of family, community, professionals, institutions, the 
state, and religion has meant that health care is now the 
main context in which many people encounter death. 
People may be unaware that alternatives are possible, as 

Panel 3: Dying now and years ago in India

M R Rajagopal, member of the Commission, writes:

When I recently saw a doctor-colleague facing the impending death of his son-in-law 
from cancer, the transformation that happened in our society over two generations 
became obvious to me.

The most striking memory is the expression of the dying man’s 15-year-old son, who was 
walking in the background choosing books and cramming them into bags. He was not 
part of the conversation; when he came close the conversation flagged. He was being 
given an unspoken message: “This is grown-up talk; kids are not part of it”. He responded 
by pretending not to. He was being sent away to live with an uncle so that his father’s 
illness and death would not disturb his studies.

From two generations back I remember the sudden death of my uncle when I was a child. 
He was in his late twenties. Nobody knew what ailed him. He just collapsed and died. 
My grandmother woke me in the middle of the night and carried me 5 km to my dead 
uncle’s home. When I woke in the morning the extended family from far and near had 
assembled. No one was excluded. We children were part of everything that happened. 
Every family member had more than one opportunity to touch the dead man. People 
cried, the grieving women who were close relatives wailed loudly.

For the next 16 days many relatives stayed on all through the day. Their number dwindled 
as days passed. The more distant relatives left after cremation but returned for the 
fifth day and 16th day ceremonies. The closer family were throughout. The extended 
family took over all the expenses of that household during the 16 days following death. 
Those were the years closely following India’s independence from colonial rule; poverty 
was extreme. But somehow, the extended family members scraped together enough. 
Women from the extended family took over the kitchen preparing and serving everyone 
simple meals and looking after all the children.

As I was growing up, I saw many more deaths. The elders in the society oversaw dying, 
empowered by having seen many deaths—how the limbs got cold, how the rattling in the 
throat became obvious, and how the pattern of breathing changed. Without anyone 
teaching anything in a classroom, younger generations took in lessons.

But by no means was death invariably benevolent and beautiful. When the physical 
suffering in people with diseases like cancer was extreme, no philosophising, compassion, 
or companionship helped enough. The suffering was excruciating. People just stood 
watching helplessly. The village physician, who practised Ayurveda, would visit but had 
little to offer. But the fact that he called helped enormously. The dying person and the 
family members were never alone in their suffering or grief.

Those deaths of years ago contrast starkly with the death of my colleague’s son-in-law. 
A normal dying process was stretched out over weeks by interventions including an 
endotracheal tube and artificial ventilation of his lungs (but no pain relief). At the height 
of his suffering, he tried to pull out the tubes and cables, but his arms and legs were 
bound to the bed. His wife and father-in-law could visit him for only 5 minutes a couple of 
times a day, and each time had to watch the man dying a thousand deaths, his dignity and 
personhood violated in the worst possible way. Eventually, when the doctors suggested a 
tracheotomy and total parenteral nutrition, the family said no. The man died without 
seeing his son one last time, and the son was denied one last hug.
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the quote above illustrates. Within this acute healthcare 
setting, death and dying are seen as clinical problems and 
reduced to a series of separate biomedical markers and 
tests. Recognition of dying is often made late, if at all, 
and interventions can continue into the last days of life 
with minimal attention to suffering.46

As health care has moved to occupy the centre stage, 
families and communities have been pushed back. Death 
is not so much denied but invisible. Dying people are 
whisked away to hospitals or hospices, and whereas 
two generations ago most children would have seen a 
dead body, people may now be in their 40s or 50s without 
ever seeing a dead person. The language, knowledge, and 
confidence to support and manage dying are being lost, 
further fuelling a dependence on healthcare services. 
The social and cultural setting of death, essential for 
providing meaning, connection, and lifelong support 
for those grieving, risks disappearing. Healthcare 
professionals cannot substitute for the sense of 
coherence, the rituals and traditions, nor longterm 
mutual support that families and communities bring to 
people who are dying or grieving. “The experiment of 
making mortality a medical experience is just decades 
old. It is young. And the evidence is it is failing”, writes 
the surgeon Atul Gawande in his book Being Mortal.46

The impact of a strippedback, atomised death and 
bereavement has been seen during the COVID19 
pandemic. People have died alone and families have 
been unable to say goodbye and prevented from coming 
together in grief. The effects of this situation will resonate 
for years to come.

Table 3, which is adapted from the work of the 
sociologist Lyn Lofland, presents a summary of the 
shifting trends in death and dying over the past 70 years.47 
Defining death has become progressively more 
complex,23 and the technology accompanying death more 
sophisticated. Deaths from chronic disease have come to 
predominate with the consequence that dying takes 
weeks, months, or years. As the familiarity with death 
and dying has diminished, countries have witnessed a 
growth in movements aiming to increase awareness or 
control over the dying process. We have, argues Lofland, 
entered an age of “thanatological chic”.47

A striking inconsistency with the progressive 
medicalisation of death and dying is that it has not led to 
a parallel increase in relief of symptoms such as pain 
with lowcost, evidencebased methods, nor has it led to 
universal access to palliative care services at the end of 
life. Although some countries have established palliative 
care services, WHO estimates that globally only 14% of 
people in need can access such care.48 The Lancet 
Commission on Pain Relief and Palliative Care exposed 
the stark global inequities in access to opioids.7 Increases 
in clinical interventions, technology, and institutional 
care have not reduced—and may have increased—global 
suffering.

Figure 2: Health-care use and costs in the last 12 months of life
(A) Use of inpatient care. (B) Primary and hospital outpatient care. (C) Total costs by cost type. A&E=accident and emergency department. GP=general practitioner. 
Reproduced from Luta and colleagues by permission of BMJ Publishing Group.43
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Before 1950 1950 2019

Level of medical technology Low Increasing High and increasing

Detection of terminal disease Poor Improving High

Definition of death Simple Still simple Complex

Deaths from acute disease 
(mostly rapid)

High Still high Low

Deaths from injuries (mostly 
rapid)

High Still high Lower

Deaths from chronic disease 
(mostly slow)

Low Increasing The majority

Length of dying Short Still mostly short Long

Passivity in response to a person 
dying

Common Decreasing Gone in western medicine

Involvement of doctors in dying Low Increasing High

Number of doctors in UK per 
100 000 people

Fewer than 26 26 280

Familiarity with death among 
the population

High Still high Low

Activities to manage death 
(death awareness campaigns, 
advance care planning, assisted 
dying, etc)

Low Low High

Community involvement in 
death and dying

High Falling Low

Meaning in death and dying Mostly supplied 
through faith and 
faith organisations

Faith and faith 
organisations still 
have an important 
role

Inadequately supplied by 
multiple organisations, 
including the health 
system

Table 3: The changing nature of death and dying (adapted from Lofland)47
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The story of dying in the 21st century is a story of 
paradox. While many people are overtreated in hospitals, 
with families and communities relegated to the margins, 
still more remain undertreated, dying of preventable 
conditions and without access to basic pain relief. The 
unbalanced and contradictory picture of death and dying 
today is the basis for this Commission.

Section 3: Death systems 
Hospitals may be the site of dying for many people in the 
21st century, but the fault for the unbalanced nature of 
death and dying does not rest solely with healthcare 
services. Death and dying are intrinsic parts of life. 
Societies have long sought to understand and provide 
meaning to these universal events. The cultural 
anthropologist and psychoanalyst Ernest Becker 
(1924–74) argued in his Pulitzerprizewinning book The 
Denial of Death that fear of death is the dominant driver 
of culture, religion, art, and human behaviour.49 The 
wider sociocultural, political, and economic context 
determines how, where, and why people die and grieve.

Robert Kastenbaum first described the concept of a 
death system as “interpersonal, sociophysical and 
symbolic networks through which an individual’s 
relationship to mortality is mediated by society”20 Death 
systems are the means by which death and dying are 
understood, regulated, and managed. These systems 
implicitly or explicitly determine where people die, how 
people dying and their families should behave, how bodies 
are disposed of, how people mourn, and what death means 

for that culture or community. Systems are shaped by 
social, cultural, religious, economic, and political contexts 
and evolve over time. One culture’s death system can seem 
strange and even abhorrent to people from other systems.50

Panel 4 describes some of the components of death 
systems—for example, people, places, and symbols—
and panel 5 describes the functions of the system, 
including, for example, caring for the dying and making 
sense of death.

Kastenbaum was writing from an Anglocentric 
perspective, but all cultures create death systems. 
Researchers explored death and dying among the 
indigenous Sámi people in Northern Scandinavia and 
concluded that despite differences in core concepts—for 
example, depending on seasonal changes and relationships 
rather than calendar time—Kastenbaum’s model provides 
a useful tool for understanding this death system.51 
Similarly, a group studying the preparations made for 
death by rural Chinese elders found that the tasks, rituals, 
imagery, meaning, and roles resonated broadly with the 
structure developed by Kastenbaum.52

Panel 4: Components of the death system (adapted from 
Kastenbaum)20

People
Doctors, nurses, police, funeral workers, florists, coroners, life 
insurance brokers, lawyers, soldiers, religious leaders; 
ultimately all people will be affected by death and all will die

Places
Mortuaries, hospitals, memorials, cemeteries, battlefields

Times
Annual remembrance days such as the Day of the Dead in 
Mexico, All Souls Day in Christianity, Anzac Day in Australia 
and New Zealand, two-minute silences following disasters, 
private reflections on anniversaries of deaths

Objects
Coffins, urns, funeral pyres, mourning clothes, obituaries, 
books relating to death and dying, electric chairs, gallows, 
guns

Symbols and images
Deities responsible for death or war, rituals such as the last 
prayers in many religions, wearing of black armbands, 
language and euphemisms for dying, images of skull and 
crossbones, skeletons

Panel 5: Functions of the death system (adapted from 
Kastenbaum)20

Warning and predicting death
Public health and travel warnings, health and safety 
regulations, extreme weather warnings, climate change 
predictions

Preventing death
Services such as the police and firefighters, scientists 
researching vaccines and cures for diseases, screening 
programmes for disease

Caring for dying people
Practices that support those dying, including practices of 
family carers, primary healthcare, hospices and palliative care 
units, death doulas, religious leaders, hospitals, morphine 
availability, advance care planning

Disposing of dead people
The tasks all societies must perform in disposing safely of 
corpses and the rituals and funereal customs that accompany 
these tasks

Social consolidation after death
Processes that allow families or communities to adjust to the 
loss; social networks and support, compassionate leave from 
work, bereavement groups or counselling

Making sense of death
Religious, spiritual, or philosophical reflections on the 
meaning of death or an afterlife, memorialising

Killing
Norms that dictate when and how killing is socially 
sanctioned, such as in war, in capital punishment, in assisted 
dying, or the killing of animals
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Understanding complex or socalled wicked problems 
through a systems lens is an approach increasingly 
required for understanding and intervening in issues 
such as obesity,53 homelessness,54 or gender inequality.55 
Margaret Chan, the director general of WHO from 2006 
to 2017, talked of the need for responses to these complex 
problems from the “wholeofgovernment and wholeof
society.”56 People have come to these approaches after 
realising that more reductionist approaches achieve little.

The death system is one of many complex adaptive 
systems that exist and intersect throughout societies 
and include, for example, primary care services, 
education systems, financial systems, families, and 
communities. Complex adaptive systems have defining 
features: most importantly, they do not follow linear 
causation, nor allow simple solutions to problems.57 
They exist in a complex web of interacting personal, 
social, political, religious, and economic drivers. 
Attempts to reduce a complex adaptive system to the 
sum of its linear parts to explain how it works, and how 
to intervene, will be unsuccessful, as their behaviour is 
emergent and unpredictable. It is the relationship 
between parts that offers the most insight into how a 

complex system functions. They are not closed but have 
blurred boundaries and interact with their environment 
and other systems. Systems adapt, change, and evolve 
over time just as death systems have done. Small 
interventions or changes at one point can have 
considerable unintended consequences at another: as 
the famous metaphor suggests, a butterfly beating its 
wings in New Mexico can cause a hurricane in China. 
Complex adaptive systems are often finetuned to 
achieve a specific purpose and have feedback loops that 
ensure they continue to achieve that purpose. Positive 
feedback loops can also occur, causing sudden shifts in 
behaviours or outcomes.

Death systems are unique to societies and cultures, but 
the trends described in tables 1 and 2 suggest that 
patterns are emerging across systems. The increased 
number of deaths in hospital means that ever fewer 
people have witnessed or managed a death at home. This 
lack of experience and confidence causes a positive 
feedback loop that reinforces a dependence on 
institutional care of the dying. Medical culture, fear of 
litigation, and financial incentives contribute to 
overtreatment at the end of life, further fuelling 

Figure 3: An example of a dynamic map of an end-of-life system
EoL=end of life. HCPs=health-care providers. PC=primary care. QoL=quality of life. R=reinforcing loop. B=balancing loop.
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institutional deaths and the sense that professionals 
must manage death. Social customs influence the 
conversations in clinics and in intensive care units, often 
maintaining the tradition of not discussing death openly. 
More undiscussed deaths in institutions behind closed 
doors further reduce social familiarity with and 
understanding of death and dying.

Figure 3 represents one illustration of an aspect of a 
death system, the endoflife care system, capturing the 
complexity, the nonlinearity, and the existence of 
positive and negative feedback loops. The endoflife 
system is mapped in a causal loop diagram to show its 
nonlinear and dynamic nature with reinforcing and 
balancing feedback loops. Arrows track interactions 
among variables, with polarity noted by plus and minus 
symbols. The illustrative map centres around two key 
events—impending death (based on knowledge of 
death) and death itself—and is primarily focused on the 
patient’s experience of the death trajectory, with the 
experiences of family and informal caregivers also being 
incorporated. The map goes beyond physiology to 
function and health capabilities, which include 
wellbeing and the capacity to achieve.58,59 A map of a 
whole death system would include much more—for 
example, systems for preventing death and funereal 
customs.

Section 4: Philosophical and religious 
underpinnings of death systems 
Many philosophies and religions view life and death as 
part of a cycle where death is not seen as an ending but 
as a gateway to the next phase of life. The concept of 
Samsara—the continuous cycle of birth, life, death, and 
rebirth—is shared by several world religions, including 
Hinduism, Jainism, Sikhism, and Buddhism. The cycle 
of death and rebirth is dependent on karma, whereby 
actions in one life exert an influence on your future 
lives.

A belief in the continuity between the worlds of the 
living and the dead and of the continued existence of and 
interaction with those who have died underpins many 
belief systems. With indigenous African philosophies, 
the belief in the enduring presence of those who have 
died and of their continued interaction with the living is 
a defining feature, underpinning all spiritual life.60 
Ancestors are not transformed into deities but rather 
remain as versions of the people they were when living.61 
The interconnected nature of the living and the dead, 
with those who have died remaining present and active 
in the lives of the living, is a key feature of many African 
death systems.62

In New Zealand Māori traditions, a dying person must 
pass through the veil or ārai that separates the physical 
and metaphysical worlds.63 This transition is the focus of 
the care provided by the family or whānau at the end of 
life and allows the person to take up their place in the 
ancestral world.

Western philosophy, by contrast, has held death to be a 
final endpoint. In the Phaedo, Plato (429–347 BCE) 
describes the very activity of philosophising as a practice, 
or apprenticeship, for death.64 This same notion is taken 
up by Michel de Montaigne (1533–1592) in his essay That 
to Study Philosophy is to Learn to Die.65 The contemplative 
life of the philosopher is a way to approach death in a 
state of tranquillity. The philosopher seeks to show that 
death should not be feared. Epicurus (341–270 BCE) 
argues that “death, the most frightening of bad things, is 
nothing to us; since, when we exist, death is not yet 
present, and when death is present, then we do not 
exist.”66 Montaigne argues that to overcome the fear of 
death we must become death’s neighbour and, in this 
way, “domesticate” death.65

The three Abrahamic faiths, Judaism, Islam, and 
Christianity, all share a belief in an afterlife and in 
resurrection. Judaism teaches that at the moment of 
death, the body and the soul separate and that while the 
body may disintegrate, the soul, the self, is eternal. 
Christianity preaches an afterlife in which after the Day 
of Judgement the good will reside eternally in heaven, 
while the sinful will be sent to hell. Belief in an afterlife is 
one of the six articles of faith in Islam, which believes in 
separation of the soul and the body after death. All three 
religions hold that life is a divine gift from God.

Confucianism does not talk about death directly but 
argues that seeking to prolong life can come at the 
expense of ren (benevolence, or supreme virtue); it may 
be necessary to accept death in order to have ren 
accomplished. Buddhism explicitly understands 
suffering as natural in four areas – in sickness, ageing, 
and death, but also in living itself. In Daoism, the context 
for discussing death is natural law, the way of following 
nature: death helps us to experience the whole process of 
life, to take a holistic view on life. Death is interior to life, 
a necessary part of life according to natural law.

This idea of the balanced natural law allows death to be 
valued as a homoeostatic mechanism necessary to life. 
Death is essential to life because without it there would 
be no life. Without death every birth would be a tragedy. 
It allows the old to give way to the young, evolution, and 
renewal. Similarly, death allows for new ideas and 
progress. As the German physicist Max Planck 
(1858–1947) observed, science advances not because 
scientists change their minds but because new 
generations come along.67 This principle is often 
paraphrased as “Science advances, one funeral at a time.”

This kind of argument is “consequentialist”: death has 
value because of consequences it enables or permits. 
Such arguments predominate, perhaps because it 
appears irrational to claim that death is valuable in and of 
itself, but some philosophers have argued just that.

Martin Heidegger (1889–1976) refocused philosophical 
attention on death from understanding the nature of 
death to our relation with death.68 He argued that our 
own death is not something that we can experience 
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directly, whereas we can experience the imminence of 
our death. We can have a relation with our death which is 
yet to come. Death stands before us as the one event that 
it is impossible to avoid. Heidegger argues that it is an 
event for which no one can take responsibility on our 
behalf, no one else can die my death for me and through 
understanding this, facing up to this, and owning one’s 
death, we may authentically become who we are. This 
points to a way in which death may give value to life.68

The French philosopher Emmanuel Levinas has said, 
“for us who witness the death of another person…there is 
in the death of the other his or her disappearance, and 
the extreme loneliness of that disappearance. I think that 
‘the Human’ consists precisely in opening oneself to the 
death of the other, in being preoccupied with his or her 
death.”69 With this, Levinas shifts the focus again from 
our relation with our own death to our relation with the 
deaths of others. Panel 6 explores in more depth the 
concept of the value of death as a gift.

This might sound fanciful, but the palliative care 
physician and writer Kathryn Mannix has said that 
“being at a deathbed isn’t a duty, but a gift”.70 Irish writer 
Kevin Toolis described attending his father’s wake as a 
gift because it taught him how to die.73 There are also 
many accounts in both academic studies and general 
writing of people finding dying to be a positive rather 
than negative experience.74 Gandhi (1869–1948) talked of 
the joy he found in nursing his brotherinlaw as he died: 
“all other pleasures and possessions pale into 
nothingness before service which is rendered in a spirit 
of joy.”75

For many communities, illness, death, and grief are 
times at which connections are at their strongest. The 
Zulu phrase umuntu ngumuntu ngabantu (“A person is a 
person through other persons”) is a core idea 
underpinning and defining Ubuntu philosophy, which is 
sometimes referred to as the African conception of 
humanism.76 Personhood exists within a community and 
is premised on connectedness, famously described by 
the cleric and theologian Desmond Tutu (1931–2021) in 
his quote: “My humanity is caught up, is inextricably 
bound up, in yours. We belong in a bundle of life.”77 
Kenyan philosopher John Mbiti (1931–2019) has 
explained Ubuntu (meaning ”humanity”) as “I am 
because we are, and since we are, therefore I am,”78 which 
contrasts with the saying by French philosopher 
René Descartes (1596–1650) “I think, therefore I am.” An 
important application is that “whatever happens to the 
individual happens to the whole community, and 
whatever happens to the community happens to the 
individual as well.”79 When an individual dies, their death 
is inextricably linked to and experienced by the 
community.

Religious, philosophical, and spiritual perspectives on 
death and dying are fundamental to understanding 
different death systems, informing many of the implicit 
assumptions, values, and behaviours that define them.

Section 5: Historical origins of death systems 
Archaeological exploration of graves and burial sites can 
provide insights into historical practices around death, 
dying, and bereavement and the death systems they were 
part of. Many sites are now major tourist attractions, 
such as the pyramids in Egypt or the Terracotta Army in 
China, and they offer important insights into human 
responses to mortality and loss. Archaeological materials 
relating to historical care of the dead have been used to 
facilitate discussions about contemporary death and 
dying and understand and reflect on biases, expectations, 
and norms.80

The historian Philippe Ariès (1914–1984) examined 
death from a Western perspective and identified four 
phases.81 Before the 12th century he describes a period of 

Panel 6: The gift of death

In a recent interview the palliative care specialist and author Kathryn Mannix talked about 
the bereaved families who were not able to be present when their loved ones were dying 
of COVID-19: “These people don’t know what the real story was and they realise that this 
not knowing is terrible, that being at a deathbed isn’t a duty, but a gift.”70

The distinction between duty and gift takes us to the heart of thinking about the value of 
death. Duty is often understood as an obligation. In many cultures, caring for an ageing or 
dying parent is deemed to be a filial duty. In his essay De Brevitate Vitae [On the Shortness 
of Life], the classical Roman writer Seneca (died 65 CE) reflects on our sense that death 
comes too early in life, that we always “die before our season”.71 Death comes too soon 
because we fritter away so much of our lives on worthless activities. We wouldn’t, he 
argues, give away our property, so why give away our lives? This transactional thinking 
reduces the value of death to what Karl Marx (1818–83) called “exchange value”.

Mannix’s notion of the gift challenges this thinking and chimes with the work of the 
French anthropologist Marcel Mauss (1872–1950), who studied Native American culture 
and explored how the gift of being with dying people can build human relations based on 
reciprocity and exceed the regulated contract of exchange: there is a generosity in the gift 
that goes beyond any possibility of return.72

This thinking is developed by the French Jewish thinker Emmanuel Levinas (1906–95) 
who recognises that value derives from the uniqueness of a person’s death and that 
one person’s death is not simply equivalent to and therefore cannot be exchanged with 
another.69 There is no way by which the dying person can avoid their death. There is 
nothing, in that sense, that I can do. In being-for the other in their dying there is no return 
to be gained on my investment. There can only be loss. In this way, I am with the dying 
person in the same way that I am with a friend. There is a being-with, a communing, an 
attending-to, which is an end and a value in itself.

The value of this being-with in death does not derive from what follows as a 
consequence: the relation itself is the value. But what is the nature of this relation? 
Levinas talks of “a gratuitous movement of presence.”69 It is gratuitous because it is a 
giving that not only does not expect any return but that goes beyond the possibility of 
receiving anything in return. What can we give to the person who is dying? First and 
foremost, it is a gift of time—to give my time over to the person who is dying. To give 
time to the other in death is the condition of possibility of the being-with which is itself 
the condition of possibility of communing with the dying person, and thus in turn of 
community more generally. In the generosity of the gift of time to the person who is 
dying, a new sense of value is created, and with it a new possibility for giving value to 
death and to dying.
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“Tamed death,” where death was familiar, and people 
knew how to die. The dying and their families accepted 
death calmly; they knew when death was coming and 
what to do; dying was a public event attended by children. 
Later came “One’s own death,” where death became 
more personalised. The imminence of judgement, 
introduced by Christianity, meant the dying had heaven 
to hope for or hell to fear; they had a stake in their death. 
The 18th century saw a shift towards “Thy death,” where 
death began to be dramatised, revered, and feared and 
was seen as discrete from the normal flow of life. Ariès 
describes the final phase as “Forbidden death,” which 
coincides with the arrival of scientific progress and the 
modern hospital: death is “unwanted and fought 
against…on the hospital bed, while one is unconscious, 
alone, and…[trying] to eschew death until the last 
minutes.”81

The social critic Ivan Illich (1926–2002) argued that 
death has become steadily medicalised since the Middle 
Ages.83 In the 15th and 16th centuries, doctors in Palermo, 
Fez, and Paris argued intensely about whether medicine 
could prolong life, with many insisting that attempts to 
interfere with the natural order were blasphemous. The 
English philosopher Francis Bacon (1561–1626) was the 
first to describe prolonging life as one of the functions of 
medicine, but it was another 150 years before this role 
became a possibility. At first only the rich could expect 
that doctors would delay death. However, argued Illich, 
by the 20th century this expectation had come to be seen 
as a civic right. “Thanks to the medicalisation of death, 
healthcare has become a monolithic world religion,” 
writes Illich; “‘Natural death’ is now the point at which 
the human organism refuses any further input of 
treatment.”82 He also argued that what he called 
“mechanical death” had been exported: “The white man’s 
image of death has spread with medical civilisation and 
has been a major force in colonialisation.” The growing 
movement to decolonise global health “by grounding it 
in a health justice framework that acknowledges how 
colonialism, racism, sexism, capitalism and other 
harmful ‘isms’ pose the largest threat to health equity”83 
is a response to this historical background, as is the 
movement to decolonise death studies, death practices,84 
and endoflife care.7

Section 6: Power, discrimination, and inequity 
in death systems 
Death systems are not benign. They can replicate and 
reinforce discrimination and inequity. Power resides 
within systems, and the systems often maintain the 
interests of those holding power.

Individual or community experiences of death, dying, 
and bereavement are determined by a constellation of 
factors such as political unrest or conflict, access to and 
trust in healthcare services, relationships, discrimination 
or oppression, poverty, education, and many others. 
These determinants interact with each other to create 

unique sets of experiences for people at the end of life. 
These nonmedical aspects of why, how, and where 
people die or grieve are understood collectively as the 
social and structural determinants of death, dying, and 
bereavement. They share a great deal with the social 
determinants of health.85

2020 will be remembered as a year in which these 
determinants of death, dying, and bereavement loomed 
large. Firstly, the coronavirus pandemic brought death 
into the daily lives of all people around the world. 
Understood initially as an indiscriminate virus, infecting 
rich and poor people equally, data soon emerged showing 
that mortality and morbidity were concentrated among 
disadvantaged people, with increased death rates for 
many minority ethnic communities in highincome 
countries.86 A second major event of 2020, the murder of 
a Black man, George Floyd, by a police officer in the 
USA, sparked a global protest. These events forced wider 
recognition of the influences of discrimination, inequity, 
power, and oppression on how and why people die.87

The impact of race, gender, sexuality, socioeconomic 
status, or other forms of discrimination on mortality 
rates, access to care, or the incidence of diseases or 
conditions is well established. Black mothers in the USA 
are three times more likely to die from preventable 
pregnancyrelated complications than are White 
mothers88 and this racial difference has persisted despite 
nationwide efforts to improve maternal mortality. Black 
Americans are at twice the risk of losing a mother and 
about 50% greater risk of losing a father by age 20 years 
compared with White Americans.89 Growing evidence on 
adverse childhood experiences provides an explanation 
of how cycles of disadvantage and trauma can persist 
within families and communities, with important effects 
on mortality rates.90

People identifying as LGBQT+ have increased rates of 
preventable deaths and face barriers accessing health 
services.91 Rates of cardiovascular disease, disability, and 
poor mental health are higher in adults older than 
50 years who identify as lesbian, gay, or bisexual, 
compared with heterosexual populations.91 Improving 
access to endoflife care has been highlighted as a 
specific challenge.92

Women are traditionally viewed as the caregivers at 
times of illhealth and dying: women spend on average 
2·5 times as much time on unpaid care and domestic 
work as men.93 The Lancet Commission on Women and 
Health found that women contribute almost 5% of global 
gross domestic product through health caring and that 
about half of this is unpaid work.94 Unpaid caring, much 
of which consists of caring for ill or dying people, tends 
to be undervalued and unprotected and is undertaken 
with little or no training or support.95

The data show inequity across the life course because 
of race, ethnicity, class, gender, or sexual orientation but 
people do not experience these factors in isolation. 
Intersectionality is the understanding of how these 
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factors interact and intersect to create different and 
multiple experiences of discrimination and disad
vantage.96 Being female is linked with disadvantage, but 
being a migrant woman of colour, an unpaid carer, or a 
lesbian woman with a disability is likely to bring further 
disadvantage. In panel 7, Mpho Tutu van Furth, a Black 
South African woman, and Commissioner, reflects on 
race, gender, and the value of death.

Applying the concept of intersectionality is central to a 
systems understanding of contemporary death, dying, 
and bereavement. Different aspects of people’s lives 
intersect to determine how they die or grieve, and 
recognising the differences can help move systems 
beyond a traditional model based on western health care.

Power and death 
Power is the uncomfortable reality behind systems 
change. Power exists in relationships, structures, and 
systems. Often invisible, it underpins all sections of this 
report, from avoidable mortality, to caregiving, to 
conceptualisations of a good death. Ageism, ableism, 
sexism, racism, heteronormatism, or colonialism are all 
examples of how power can be exerted. Power is often 
seen as coming from the top, but power also influences 
relations within families and communities, between 
patients and healthcare professionals, and between 
communities and statutory institutions.98

There are many examples of power being exerted in 
death systems around the world. During the first wave of 
the COVID19 pandemic in the UK, power structures 
influenced the indiscriminate placement of donot
attemptresuscitation orders for older people living in 
care homes or for people with disabilities,99 and similarly, 
personal protective equipment was not provided for staff 
working in these settings.100 In situations where a family 
is unable to pay hospital medical bills, hospital staff will 
often refuse to release the body of the deceased until 
payment is made. This practice appears to have 
intensified during the COVID19 pandemic.

Considering power relationships is essential for 
understanding social, health, and death systems and how 
they might be changed. If those with most power—for 
example, those who control resources, hospitals, and 
health professionals—are reluctant to change, then 
change will be difficult.

Section 7: Individuals, families, and 
communities within death systems 
The will to live, death anxiety, and the will to die 
The psychological notion of a powerful drive for self
preservation was described as the will to live, wille zum 
leben, by the German philosopher Arthur Schopenhauer 
(1788–1860). Schopenhauer’s notion derives from 
the earlier idea of conatus, which is characterised by the 
Dutch philosopher Baruch Spinoza (1632–1677) in the 
following way: “each thing, as far as it lies in itself, strives 
to persevere in its being.” The will to live is influenced by 

physical and psychological symptoms such as pain, 
breathlessness, or depression, but is often more strongly 
influenced by existential factors such as losing hope, the 

Panel 7: Race and the value of death

“Race is not real, yet it can control us. We now understand that race is an idea constructed 
by a power elite to justify the dehumanisation of people in order to subjugate, exploit, 
enslave, and kill them without repercussion.”

Hanuman Goleman97

Mpho Tutu van Furth, member of the Commission, writes:

This Commission has centred the story of the value of death in a relatively wealthy, 
mostly White, and predominantly western perspective. What this means is that White, 
western, and relatively wealthy is the norm to which every other experience must refer. 
Most people in the world do not have to wrestle with an over-medicalised death, they 
have minimal access to quality health care.

I cannot address the perceptions and experiences of two thirds of the world population. 
I will speak to my own experience. I am a Black South African woman and the mother to 
two African American children. In the two contexts in which I lived longest, South Africa 
and the USA, Black people have never had to engage in a fight to die. Society and the 
medical world have considered Black lives cheap. I was a teenager when the Soweto 
uprisings erupted in 1976. I saw then the naked brutality of the apartheid police. I 
understood then how cheap Black lives were to the White regime. The police first used 
tear and rubber bullets on the protesters. Then they used batons, rawhide whips, and live 
ammunition on the children.

Growing up I saw the White flight from ageing and death. I wondered why my mother didn’t 
hide her grey hairs or guard her girlish figure like the mothers of my White friends. “I earned 
my grey” she would say. She, coming from a culture in which our elders were honoured, even 
revered. “I have daughters” she would say turning gracefully, and gratefully, into her old age. 
The cause of death is birth. Black people had no illusion that we could avoid death. 
Black South Africans did not desire immortality. In death we would be gathered to our 
ancestors. “Going home” to our forebears was considered the reward for life well lived.

The experience of the vast majority of Black people in the post-apartheid South Africa 
closely resembles that of African Americans. Although they are putatively citizens of a free 
non-racist society, health, wealth, and opportunity in South Africa remains largely in the 
hands of the white population. As in the USA, the referential norm is White. In both 
societies the Black person is “othered”. The consequences of this othering and the 
opportunity hoarding which is its partner are evident in the COVID-19 pandemic.

The COVID-19 pandemic was initially described as an equal opportunity assailant striking 
rich and poor, Black and White alike. It soon became evident that this was untrue. The rich 
could escape to their second homes. The middle class could, for the most part, work from 
home. It is the poor who are bearing the brunt of this pandemic. In South Africa 
one legacy of apartheid is the vast overpopulated Black townships that surround every 
city. People live cheek by jowl. In many homes there is no running water. Social distancing 
is an unachievable dream. If they have work, the denizens of the townships are not people 
who can work from home. This population of cooks, cleaners, and grocery store clerks 
probably carried the killer virus from the affluent White suburbs to the impoverished 
townships. For African Americans the story is much the same. In addition to being 
essential workers, African Americans bear the imprint of the constant stress of 
institutionalised racism in their bodies. This “weathering” can be the underlying condition 
that leads to elevated rates of COVID-19 related deaths among African Americans.

The value of death is culture and race bound. In order to ascribe the correct value to death 
we must assign the right price to every life.
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feeling of being a burden, or the sense that life has no 
purpose or meaning.101,102 Researchers identify a complex 
mix of physical and psychosocial variables that influence 
the will to live: breathlessness, absence of a spouse, and 
high anxiety all correlated with a low “will to live 
score.”102,103 A strong will to live is correlated with low 
anxiety and a strong religious affiliation.102 The will to live 
can be influenced by receiving diagnoses such as cancer, 
but it remains strong for many with metastatic cancer.104 
A loss of the will to live correlates with a desire to hasten 
death and suicidal ideation.105

Ernest Becker proposed that our fear of death is the 
main force behind much of human culture and 
behaviour.49 Managing this terror of death has led to 
several influential theories of death anxiety (panel 8), 
which in turn suggest interventions that might temper 
the will to live or the wish to die. Regret theory suggests 
that past regret (of things unaccomplished) and future 
regret (of things that may not be accomplished) underpin 

death anxiety and could be mitigated by techniques such 
as life review and future planning.107

Experimental psychologists have tested Becker’s theory 
by conducting experiments exploring how humans 
behave when faced with reminders of their death.106 The 
buffer to death anxiety, they suggest, relates to raising 
selfesteem and helping people to stay connected with 
their cultural worldview. They find that reminders of 
their own deaths lead people to fear those with different 
world views and may also lead doctors towards more 
extreme medicine. The antidote may be for doctors to 
become more aware of their own death anxiety in 
training, and for societal interventions to promote self
esteem in the dying together with opportunities for 
kindness and more tolerant connection with those 
different to ourselves.

Accompanying the will to live is the desire to hasten 
death. A metaanalysis in 2017 of eight studies from high 
and uppermiddle income countries exploring the “wish 
to hasten death” confirmed that attention to all forms of 
suffering is a prerequisite to promoting the will to live.108 
Pain, fatigue, breathlessness, cognitive impairment, and 
loss of independence were compelling reasons for a wish 
to hasten death. Terror due to uncertainty about the 
future and of the dying process, objectification (“the 
colon cancer in Bed 4”), the need for selfdetermination, 
and the desire to spare others the burden of care were the 
key existential reasons cited for a wish to die.108

A new cohort of patients to study are those who choose 
an assisted death in countries where this practice is legal. 
The results are similar–a sense of burden and a loss of 
meaning drive the pursuit of an assisted death, rather 
than unbearable physical symptoms.109 A “sense of 
aching loneliness,” the “pain of not mattering,” and a 
sense that their “life story has ended” influenced the 
wish for death to come sooner.110 However, new 
relationships can counteract loneliness and suicidal 
thinking.111

The desire to hasten death may be acceptable in some 
religions or cultures. Indian culture had a traditionally 
socially acceptable form of the voluntarily ending of 
life. In Jainism it is called santara or sallekhana and in 
Hinduism prayopavesham or samadhi marana. In 
principle this practice entails a person coming to the 
realisation that they have no responsibilities or desires 
left. With the consent of religious elders, the person 
enters a slow process of fasting, where they give up one 
item of food a time, so that hunger pangs are tolerable. 
Over a few weeks or months the person dies, often 
amid chants. This tradition is much less practised now 
than in the past, because the social view of what is 
ethically right has changed and because the legal 
position is uncertain. The argument in favour of the 
practice is that it is based on a person finishing 
responsibilities in the world, coming to a state of no 
desires, and voluntarily accepting death as the inevitable 
culmination of life.

Panel 8: Terror management theory

Terror management theory106 was derived from cultural 
anthropologist Ernest Becker’s effort to elucidate the 
motivational underpinnings of human behaviour.49 The 
theory starts with the Darwinian assumption that human 
beings share with all forms of life a basic biological 
predisposition toward self-preservation in the service of 
survival and reproduction. Humans are, however, unique in 
their facility for abstract symbolic thought and mental 
“time-travel.” This facility has allowed humans to proliferate 
in diverse environments, but it also gives rise to the 
unsettling realisations that life is finite, death can occur at 
any time, and we are embodied creatures who are ultimately 
no more important than lizards or potatoes.

Terror management theory suggests that awareness of death, 
tragedy, and corporeality engenders potentially debilitating 
existential terror that has led us to develop defences against 
this death anxiety. To “manage” existential terror humans 
embrace cultural worldviews: beliefs about reality that infuse 
life with meaning and purpose by providing an account of the 
origin of the universe and prescriptions for standards of social 
conduct. Meeting or exceeding the standards conduct yields 
self-esteem: the perception that one is a person of value in a 
world of meaning. Self-esteem fosters psychological 
equanimity by buffering anxiety (in general, and of death in 
particular) in the present and increasing the prospect for 
immortality in the future. Immortality can be literal, through 
the heavens, afterlives, reincarnations, resurrections, and the 
indestructible souls central to most religions; or symbolic, by 
having children, amassing great fortunes, producing great 
works of art or science, or being a member of a great and 
enduring tribe or nation. People are therefore highly 
motivated to maintain faith in their cultural worldviews and 
self-esteem as a psychological buffer against existential dread.
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There is evidence that the will to live can keep people 
alive. A study looking at the death records of 70 million 
Americans found that death rates were much higher 
after key events such as birthdays, Christmas, and 
Thanksgiving.112 It is highly likely that emotions, positive 
and negative, can influence a prognosis, but the tyranny 
of “positive thinking” can lead to ambivalence, guilt, and 
bad decisions.113

Grief, bereavement, and mourning 
Grief is the natural emotional consequence of attachment 
and loss, whether it is the loss of limb, country, 
employment, marriage, or other crucial relationships, 
and mourning is the public face of that grief. Although 
there are many sources of loss, the word bereavement 
refers specifically to the loss of an important relationship 
through death and can be associated with many physical 
and mental health problems.114,115 Bereavement can also 
lead to sudden death of a surviving partner or to suicide.116

The psychiatrist Elizabeth KüblerRoss (1926–2004) 
described the “five stages of grief” in 1970, suggesting 
that people who are bereaved must move through denial, 
anger, bargaining, depression, and acceptance to 
complete their grief.117 More recent theories state that 
grief is not something to be completed but rather 
something to be integrated into the bereaved person’s 
life. The grief counsellor Lois Tonkin has proposed a 
model of “growing around grief”: grief does not fade 
away but becomes part of the person and life of the 
grieving.118 Similarly, with the “dual process model”, the 
grieving accept their loss but also confront it, creating a 
new relationship with the person who has died.119 With 
the “continuing bonds” model, the aim is not to detach 
from the person who has died but to create and celebrate 
continuing bonds with the person.120 All these models 
describe the importance of continued connection with 
those who have died, mirroring many religious or 
spiritual perspectives on death and grief.60,63

A central component of many mourning practices is 
a funeral or a formal disposal of the dead body. 
Functions of a funeral vary but can include: an 
opportunity to reflect on the life of the deceased person, 
to ease their passage to the next life, to demonstrate 
love and respect for the deceased person, or for the 
community to say goodbye and to support each other 
in grief. The absence of funerals, or attendance of 
pared back, virtual funerals during the COVID19 
pandemic prompted many people to reflect on their 
role in death systems. A recent rapid, mixedmethods 
review explored the evidence of effect of funeral 
practices on bereaved relatives’ mental health and 
outcomes; although the review was inconclusive, 
qualitative evidence underlined the importance of the 
bereaved being able to shape the rituals in a way that 
was meaningful for them.121 The review also highlighted 
the important role that funeral staff play in supporting 
bereaved people, a finding supported by other studies.122

Relationships and social networks 
Multiple studies in recent years have emphasised the role 
that relationships and social networks play in a range of 
areas, including smoking,123 obesity,124 and survival,125 
overshadowing the role of healthcare interventions. 
Relationships are important beyond their role in health 
outcomes—they influence all aspects of our lives and 
deaths. Carlo Rovelli, a quantum physicist, has stated 
that relationships are fundamental to the universe and all 
life: we only exist in relation to others, and “reality is 
made up of relations rather than objects”.126

Placing relationships rather than interventions or 
treatments at the centre of people’s lives and deaths 
requires a shift across all aspects of society. In Radical 
Help, the social entrepreneur and designer Hilary Cottam 
describes what this change would look like for the welfare 
state in the UK, arguing that traditional services and 
institutions based on fixing problems for people are 
outdated and out of step with modern challenges.127 
Instead, the focus should be on supporting individuals, 
families, and communities to build their own capabi
lities and connections with each other. She writes: 
“Relationships—the simple human bonds between us—
are the foundation of good lives…Without strong bonds 
with others, or with unhealthy relationships, very few of 
us can feel fulfilled—or even function.”127

Although death and dying are increasingly controlled 
by health systems, most care of the dying, hour by hour, 
is the responsibility of the dying themselves, family, 
friends, and the community. When patients are in 
hospital, nurses spend about 5% of their time in faceto
face interactions with patients128 and doctors spend only 
about 13–15 minutes a day in contact with an individual 
patient.129 The time spent with patients dying at home is 
even less. This situation has been termed the 95% rule, 
meaning that 95% of the care of the dying is undertaken 
by lay communities130 despite the dominance of health
care systems.

In many settings around the world, the communities 
undertaking this 95% of care are experienced, 
knowledgeable, and capable in supporting people at the 
end of life, but for others, this confidence has slowly 
been lost. Kevin Toolis describes in My Father’s Wake how 
his family and community managed the dying, death, 
wake, and burial of his father in the village where he was 
born in rural Ireland.73 The traditional Irish way of death 
is no longer present in the cities and is fading in the 
countryside, but Toolis thinks that something of the 
tradition can return. Many people were present as his 
father died, and his dying merged with his wake. Not 
only his family but the whole village, including children 
and teenagers, came to the wake, touching the body, 
drinking tea, and telling stories, often sharing stories of 
tragedies that had not been shared before. “A rite that 
survived the fall of Troy and a thousand generations 
before the rise of the Western Death Machine can easily 
survive the retransplantation back to our cities of glass 
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and concrete. We need to find our way again with death. 
To be human is to be mortal, and to be mortal is to love, 
live and die amidst the lives of everyone around you on 
the island or in the city. And to embrace rather than deny 
our mortal fate.”73

Efforts to support this retransplantation can be seen 
around the world. The death doula movement is an 
attempt to build skills and capacity relevant to death 
within communities.131 The movement challenges 
professionally led models of support for people dying, 
while acknowledging that many individuals or families 
do not have the skills or confidence to care for someone 
as they die. Navigating death systems can be difficult, 
and death doulas can challenge established norms such 
as where someone is allowed to die or be buried, or the 
role family members can take in caring.132

The global compassionate communities movement 
aims to build community capacity in endoflife care.3 It 
developed in response to the professionalisation of care 
for those dying and grieving and the increasing 
marginalisation of communities from that caring.133 
Some projects begin when services such as hospices or 
clinics engage in a dialogue with local communities to 
understand experiences, wishes, and challenges around 
death, dying, and care, while others develop from lay 
communities themselves. They are based explicitly on 
the principles of community development—people 
taking action on issues that affect them and building 
skills that they can use to support themselves and others.

In compassionate community projects, people form 
networks in their village or on their street and identify 
and support those who are dying, caring, or grieving. If a 
service such as a hospice or clinic is involved, it supports 
this process by creating a space for these networks to 
grow, providing clinical support, sharing knowledge and 
skills, linking members of the community, and ensuring 
safety and legitimacy: many people are fearful of 
knocking on others’ doors and wish for support to do so 
at the start. The result is often a partnership between lay 
community networks and professional networks. These 
networks are often working in isolation and attempts to 
bring them together are essential.133

Compassionate communities now exist in 19 countries, 
including India, Australia, Canada and the US, and 
countries in Europe and Latin America.134 They are a 
global movement with an international association.135 
The Lien Foundation quality of death index now includes 
measures of community engagement in its assessment 
of the quality of services.136 The movement has been 
important in challenging professionally dominated 
models of palliative care.137

Disadvantaged communities 
Naturally occurring community networks, or ones that are 
newly created through initiatives such as compassionate 
communities, may exist in many countries and 
communities, but they are by no means a given. Research 

has shown that areas with high levels of poverty and social 
disadvantage have smaller networks and a lack of 
relationships across and within communities,138 
particularly with local services such as the police, housing, 
and health care, increasing their sense of isolation and 
abandonment.139 In such places the conditions for 
developing partnerships first need to be created. Asset
based approaches, which start with people’s lived 
experience of the area and recognise the strengths and 
capacities of people to support and affect change, are 
increasingly being advocated to create these conditions. 
These developments need service providers to understand 
the barriers to living well as a starting point for 
conversations about death and dying and working in 
partnership.

Some of the social norms for caring, dying, and 
grieving can reinforce and perpetuate inequities. For 
example, widows are some of the most marginalised 
women in the world. In many communities, women’s 
status and security comes from (heterosexual) marriage. 
When a woman’s husband dies, she can be stigmatised 
and banned from inheriting property or assets, prevented 
from subsequent employment, or forced into further 
marriages or damaging cleansing rituals.140 These deeply 
rooted cultural practices have been highlighted as 
contributing significantly to gender inequality and 
genderbased violence around the world. While many of 
these practices are seen in lowandmiddleincome 
countries, widowhood predisposes to disadvantage in 
many highincome settings. In the USA and Germany it 
can manifest as pensioner poverty or limited health 
insurance.141 Women or men in samesex relationships 
can be similarly disadvantaged when their partner dies, 
as they may be banned from inheriting property or assets 
and excluded from funerals or mourning rituals. This 
disadvantage may happen particularly in countries that 
do not allow or recognise samesex marriage or civil 
partnerships and can predispose to disenfranchised and 
complex grief.142

Societal and civic responses 
A vibrant countercultural death movement is building in 
many countries with death cafes,143 festivals,144,145 
awareness weeks,146 or public campaigns.147 These 
movements illustrate that large groups in communities 
do wish to talk collectively about death, dying, and loss 
and are creating new opportunities in society to do so. 
Many widely read books have been published recently on 
how to die, the process of dying, and understanding our 
mortality. Setting death and dying in their social or 
cultural context through a bestselling book, an interactive 
exhibition in a shopping centre,148 or as the story line in a 
telenovela can bring powerful change in how people see 
or understand them. Evidence suggests that talking 
collectively about these issues can lead to an improvement 
in people’s attitudes and capabilities for dealing with 
death.149
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In response to Taiwan having one of the fastest ageing 
societies in the world, Taipei City has led an ambitious 
programme of activities to promote discussion and 
action on issues of ageing and death. It has embedded 
the Compassionate City Charter throughout the city. This 
charter draws on the Healthy Cities public health 
movement150,151 and outlines the steps a city, town, or 
village can take to normalise death and dying and create 
a society that supports them. It now has several initiatives 
throughout the city involving schools, businesses, and 
temples supported by the mayor and council. These 
initiatives are exploring what it means to have a good 
death and death literacy of citizens.152

Death, dying, and grief have not been immune to the 
farreaching impacts of social media. A host of new 
virtual spaces now exist to share and discuss illness, 
dying, death, and grief. Social media provides 
opportunities for online communities to come together 
to grieve collectively. A person can design a goodbye 
message that will only be visible to others after their 
death, or curate their social media feed or digital legacy 
that others will see after their death.153 When Facebook is 
informed that a user has died, it converts the page to a 
memorial page. It is estimated that by 2098 there will be 
more accounts held by dead members than by those who 
are alive, meaning that Facebook might come to represent 
a global virtual cemetery.154 Social media profiles allow 
the continued connection and interaction between the 
deceased and the bereaved that contemporary models of 
grieving support (see above).

A good death 
A recent metasystematic review of the conditions for a 
good death found 11 conditions, which in order of 
importance are: relief from physical pain and other 
physical symptoms; effective communication and 
relationship with healthcare providers; the performance 
of cultural, religious, or other spiritual rituals; relief from 
emotional distress or other forms of psychological 
suffering; autonomy with regards to treatmentrelated 
decisionmaking; dying in the preferred place; life not 
being prolonged unnecessarily; awareness of the deep 
significance of what is happening; emotional support 
from family and friends; not being a burden on anyone; 
and the right to terminate one’s life.155 The authors 
observe that “Most conditions for a good death could be 
offered to most dying people, without costly medical 
infrastructure or specialized knowledge.”

These systematic reviews drew on studies across 
16 countries, all of which were highincome or upper
middleincome countries. Less is known about people’s 
preferences in lowincome and middleincome countries. 
One study of perceptions of a good death in northern 
Tanzania found some congruence with the themes from 
existing systematic reviews but highlighted cultural 
values that prioritise community and family above self.156 
This is an important finding, reported in other studies, 

but often missing as Western narratives of autonomy 
dominate published reports.

Ideas of what constitutes a good death are not new. 
Historical texts such as Ars Moriendi and Bardo Thodol or 
the Tibetan Book of the Dead preceded the everincreasing 
number of bestselling books, research studies, 
guidelines, and media stories today. Society and culture 
exert a strong influence over the conceptions of good or 
bad deaths, and the behaviours of people dying, caring, 
or grieving can follow strictly enforced social norms. 
With health care’s movement into death and dying, it too 
has imposed a set of clinical requirements on those dying 
and caring. Many of these cultural, religious, and clinical 
requirements can support those dying by guiding care 
from the family, prioritising pain relief, or prescribing 
rituals and a structure for those bereaved. But, as with 
other social norms, those who deviate may be subject to 
moral judgment or sanctions.

This burgeoning industry surrounding the good death 
has led many to fear that the pressure to achieve a good 
death may be undermining the experience of dying itself. 
While it is important to understand what people value 
when dying, an unintended consequence may be a 
pressure on dying people and their families to experience 
the good death laid out by these criteria and a sense of 
failure if they fall short. There are parallels here with the 
social pressure in some countries on women to have a 
socalled natural birth.

The writer and former palliative care physician 
Columba Quigley wrote: “Life is a messy and often 
chaotic experience, yet we seem to be on a mission to tidy 
it up neatly at the final hour. Death is unknown to all of 
us and adding an adjective like ’good’ does not make it 
any more knowable. Medicine struggles with this not 
knowing, so we try to control the beast by prescribing a 
more palatable version, one that creates an illusion of 
certainty. By defining the ‘good death’ as a list of tick
boxable criteria, we are losing sight of the individual. The 
concept of the good death objectifies those in the Land of 
the Dying by attempting to attach medically manageable, 
quantifiable measures to a wholly subjective experience.” 
(C Quigley, personal communication)

Omission of death and dying from health conversations 
and reports 
This Commission takes the view that death and dying are 
a part of life, but that they are often treated as if they are 
not. The existence or otherwise of a taboo on death and 
dying has stimulated much debate, but what is certain is 
the omission of these experiences from health reports, 
policies, and strategic documents. A study of the 
strategies of 152 health and wellbeing boards in England 
identified 150 strategies, and endoflife care was 
mentioned in only 78 (52%) and prioritised in only 
six (4%).157 As the study observed, prioritisation of endof
life care has been the subject of extensive rhetoric, but 
the implementation falls very short.
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Claire Morris, director of advocacy for the Worldwide 
Hospice Palliative Care Alliance, tells the story of arriving 
late for a meeting with a British overseas aid minister 
and finding the representatives of organisations 
concerned with heart disease, cancer, AIDS, malaria, and 
tuberculosis already there. “Thank goodness you’ve 
come,” said one of the representatives, “now we can talk 
about endoflife care” (C Morris, personal com
munication). The implication is that these representatives 
for diseases that kill tens of millions every year would not 
otherwise have felt able to discuss endoflife care.

As an example, we examined reports on healthy aging 
from WHO,158 the US Institute of Medicine,159 and the UK 
All Party Parliamentary Group for Longevity,160 and they 
either make no mention of death and dying or mention it 
in a single sentence or two. It is as if dying is not part of 
healthy ageing. The Lancet has pointed out that WHO 
advice on responding to COVID19 made no mention of 
palliative care,161 while the Lancet Commission on Liver 
Disease does not mention dying from liver disease.162 
Even the important report Health Equity in England: The 
Marmot Review 10 Years On does not discuss death or 
inequalities in dying.27 The UK National Health Service 
(NHS) Ten Year Plan for England includes endoflife 
care in only part of a single paragraph in a report of more 
than 120 pages, despite the fact that deaths will increase 
by more than 10% in the next 10 years.163

Section 8: Choice and consumerism in death 
systems 

“‘Natural death’” is now the point at which the human 
organism refuses any further input of treatment…. 
Dying has become the ultimate form of consumer 
resistance.”

Ivan Illich82

In recent years there have been major shifts in the 
relationship between health professionals and patients 
and in the expectations of patients and the wider public 
of healthcare services.

The 1960s counterculture challenged the conventional 
hierarchies of power. The sociologist Erving Goffman 
(1922–1982) popularised the notion of “total institutions” 
like hospitals where behaviour is controlled and people 
are treated alike.164 Eliot Freidson (1923–2005), another 
sociologist, exposed medical paternalism and power;165 
and social philosopher Michel Foucault (1926–1984) 
documented how power operated in institutions and 
showed how the doctor’s knowledge of the patient’s body 
is the basis of medical power.166

This critique of professional power had major 
consequences in that it changed the communication 
between doctor and patient. The sick person was recast 
from a passive patient taking a doctor’s orders to an 
active agent making choices about her or his own life. 
Nowhere was this shift more clearly seen than in cancer 
in the 1970s in countries such as the UK and USA, 

countries that prioritise individual autonomy. Here 
doctors moved from not disclosing to patients that they 
had a terminal diagnosis or discussing prognosis to 
telling them that they were dying.

Over the same time some people have come to expect 
much more from services. A renowned UK oncologist, 
Karol Sikora, recently said on a primetime news 
programme: “We’re a consumer society. Anything we 
want is just a click away. Yet the NHS is the last bastion of 
communism.”167 He was implying that unfettered choice 
is a citizen’s right and that the state has an obligation to 
meet these choices. But how does this fit with universal 
healthcare systems in which the concentration is on 
need, not demands, and not everything can be available to 
everybody? Drawing parallels with services that are “a 
click away” may also promote the magical thinking that 
longevity is purchasable.

But while some people want more from health services, 
others want less, or want the right to end their lives when 
or as they choose.

Assisted dying 
Suicide is no longer illegal in most countries. By contrast, 
helping someone to end their life, for example by 
providing them with lethal drugs is, in most countries, a 
criminal offence (known as “assisting a suicide”). It 
makes no difference to the criminal nature of the action 
whether the person was dying or requested death, or the 
action was compassionate.

Increasingly, however, across the world, governments 
are creating exemptions to the criminal acts of suicide 
and culpable homicide to allow for medical assistance in 
dying. Worldwide, approximately 100 million people now 
have access to some form of assisted dying legislation. 
Assisted dying is lawful in nine US states and the District 
of Columbia, Canada, the Netherlands, Belgium, 
Luxembourg, Spain, Switzerland, and four Australian 
states. New Zealand has passed legislation that was 
approved in a national referendum in 2020. The 
Constitutional Court of Colombia legalised assisted 
dying, but the government has not yet legislated. Assisted 
dying is being debated in many countries and legalisation 
appears likely to spread.

Switzerland is unusual in never having had a complete 
prohibition on assisting suicide. This has resulted in the 
outsourcing of assisted dying from countries where it is 
banned to organisations in Switzerland. People seeking 
to end their lives in Switzerland must be able to self
administer the medication, making the process “suicide” 
rather than “murder”. Data from one of the organisations, 
Dignitas, show that from 1998 to 2018, 2591 people from 
53 countries came to die, mostly from other European 
countries—Germany (1237), Great Britain (415), 
France (330) and Italy (129)—but also from the USA (101), 
Canada (64), Israel (51), and Australia (32).168

The nature of assisted dying varies among different 
jurisdictions, providing opportunities to inform debates 
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with evidence and practical experience. We consider here 
the situations in Oregon, USA, and in Canada.

The Oregon Death with Dignity Act came into force 
in 1997 “because a majority of voting Oregonians believed 
that persons afflicted with certain terminal illnesses 
should have the legal right to hasten their deaths.”169 By 
January, 2021, a total of 2895 people had received 
prescriptions for the lethal dose of medication, and 1905 
people had died from ingesting the medication, in Oregon 
since legalisation in 1997.170 The number of assisted deaths 
increases steadily each year: there were 245 in 2020, 
compared with 191 in 2019. In 2020, assisted dying 
accounted for 0·6% of deaths. Most patients were aged 
65 years or older (81%) and White (97%) and had died of 
cancer (66%) or heart disease (11%).170

The Canadian legislation came about in 2015 in the 
province of Quebec (and 2016 in the rest of the country) 
after the Supreme Court ruled that the blanket ban on 
assisted dying was contrary to Canada’s Charter of Rights 
and Freedoms. The law allows a broader range of people 
than in Oregon to apply for assisted dying, and people 
can opt for injections from clinicians or to take the drugs 
themselves. In some parts of the country up to 7% of 
people die with medical assistance, but Canadian 
authorities expect the figure to stabilise at about 4% for 
the country.171

In Oregon and Canada, those applying for assisted 
dying must be citizens, to prevent socalled death 
tourism. They must be aged 18 years or older and capable 
of consent when applying for assisted dying. None of the 
jurisdictions allows assisted dying in response to advance 
directives, although this practice has been recommended 
in Canada.171 In Oregon the applicants must have a 
terminal disease and be expected to die within 6 months. 
Canada has no time specification but requires a “a 
grievous and irremediable medical condition” and 
initially a “reasonably foreseeable death”; this latter 
requirement has been struck out by the courts, making 
assisted dying now available to people with intolerable 
suffering from any cause. In practice, people who receive 
assisted deaths are predominantly older than 65 years, 
White, and welleducated, and most (around three
quarters) have cancer.171

In Oregon only doctors can provide assisted dying, but 
Canada allows nurses as well. No clinician is obliged to 
provide assisted dying, although in Canada doctors do 
have an obligation to pass on requests to those willing to 
provide assisted dying.

Both jurisdictions have specific application processes, 
but one key question is whether clinicians can introduce 
to patients the option of assisted dying. In Canada they 
can, and there is guidance on doing so.

Canada and the US jurisdictions with assisted dying 
have reporting requirements, which make public how 
many patients obtained a prescription and how many 
patients ingested the drugs, as well as key demographic 
data.172

There are further questions that demand more societal 
or policy responses than legal, and that require more 
research as systems of assisted dying are embedded and 
extend (panel 9). Countries and states thinking of 
introducing assisted dying need to consider all these 
questions, and increasingly there is an evidence base to 
study.

Advance care planning 
Advance care planning aims to explore, document, and 
share a person’s wishes about their future care, such that 
when they are no longer able to communicate their 
wishes can continue to be respected.174 It is a complex 
intervention concerned with personal reflection, 
knowledge about disease trajectories and likely changes, 
discussions with family and clinicians, and interaction 
with healthcare systems. The components of advance 
care planning vary among countries, but they include: 
general expressions of wishes for care (advance 
statements); decisions made in advance that have legal 
force (advance directives); surrogate decision makers 
(powers of attorney); and decisionmaking processes by 
others (best interests or substituted judgment).

A review of systematic reviews published in 2018 found 
weak evidence that advance care planning can lead to 
improved communication at the endoflife, dying in the 
preferred place, and healthcare savings.175

Most research into advance care planning comes from 
high income countries, which has led to an overemphasis 
on autonomy and individual decision making. Family
centred or relational frameworks have received much 
less attention. The adaptation of existing models of 
individualised advance care planning to include collective 
decision making is a priority.

Most discussions focus on the refusal of healthcare 
interventions, but for many people around the world, the 
refusal of such interventions is irrelevant, as basic health
care services are often inaccessible.

More recent innovations seek to use advance care 
planning as a tool to promote wellbeing rather than 
simply reducing harm. Uptake and outcomes might be 

Panel 9: Societal and policy questions regarding assisted 
dying

• What are the societal costs of legalising and not legalising?
• Does legalising assisted dying increase or decrease 

suicide rates?
• Does not legalising encourage underground practices (as 

with illegal abortions)?
• Is trust in doctors affected?
• What safeguarding measures are needed?173

• What are the economic costs and benefits?
• Does legalising assisted dying undermine palliative care?
• Should those undergoing assisted dying be allowed to 

donate organs?
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improved by placing decisions about refusing certain 
treatments in a broader narrative about how people 
would wish to be cared for, the trust they wish to develop 
with healthcare professionals and services, how they 
might be supported to live in the best way until their 
death, and the role and presence of family and friends.176

Advance directives 
Advance directives are legal statements that allow 
patients to refuse treatment should they become unable 
to consent. Internationally the first statute to permit 
advance refusal of lifesustaining treatment was the 
Patient Self-Determination Act 1991 in the USA.177 It was 
passed in the wake of the case of Nancy Cruzan, who had 
been in a vegetative state for nearly 7 years by the time 
her parents’ application to withdraw her feeding tube 
reached the Supreme Court. Initially this request was 
denied on the basis that “clear and convincing evidence” 
was required that she would not have wanted life
sustaining treatments. Within a month of the ruling, the 
Society for the Right to Die had received nearly 
300 000 requests for advance directive forms from people 
trying to ensure that “clear and convincing evidence” was 
available should they themselves ever be in that situation.

In India the historic Supreme Court judgment of 
March, 2018, authorised “living wills” enabling people to 
refuse lifesustaining treatment in advance if they were 
to become terminally ill or if they were in a permanent 
vegetative state. This event followed the national debate 
occasioned by an application to withdraw lifesustaining 
treatment from Aruna Shanbaug, a young nurse in 
Mumbai who was raped, strangled, and left to die. She 
was then maintained for 42 years in a vegetative state in 
the hospital where she had worked.

Advance refusals can be important to individuals 
precisely because families sometimes fight for treatments 
that the patient themselves might have refused, and 
because family members can disagree about what the 
person would have wanted, causing distress and delay.

Ethical commitments can make it hard for doctors, 
families, and lawmakers to consider withdrawing life
sustaining treatments even when the patient, or their 
family, do not want treatment to be continued. Without a 
written attestation from the patient, it can be the case 
that “doctors and families often just don’t know a 
patient’s wishes and fear the awesome responsibility of 
guessing what the patient would have thought was 
best.”177 A formal record of treatment refusals (and 
making sure that people know about it) offers the best 
available protection for individuals seeking to avoid “a 
fate worse than death.” The case of Polly Kitzinger, who 
did not have an advance directive, explores this concept 
further and is included in the appendix.

Defensive medicine, litigation, and the courts 
The main involvement of lawyers in death historically 
has been with wills and estates, but lawyers today are 

often involved with advance decisions or lasting powers 
of attorney. They are also increasingly involved through 
patients, families, and doctors resorting to the courts as 
the means of ruling on the cessation or continuation of 
lifesustaining treatment.

There have been several highprofile cases in England 
in which the parents of dying children could not reach an 
accord with their doctors. In the cases of Charlie Gard 
and Alfie Evans, both very young children with life
limiting conditions, the hospitals involved sought 
permission from the High Court to withdraw treatment. 
In both cases, the court ruled in favour of the doctors. 
Both children have since died. In France, the case of 
Vincent Lambert, who died in July, 2019, after more than 
a decade in a persistent vegetative state, divided both the 
nation and his own family. He died after France’s highest 
appeal court allowed doctors to withdraw lifesupport.

There is a consensus that such disputes should, where 
possible, be resolved without recourse to the courts. The 
Irish senator and lawyer Michael McDowell has publicly 
criticised doctors for their overreadiness to use the 
courts: “Doctors confront a difficult medicolegal situation 
and decide to resolve their difficulty by bringing about 
litigation in which their ethical options and duties are 
effectively transferred to the judiciary”.178 Hospital ethics 
committees and professional mediation might remove 
some of the onus from individual doctors. The age of 
deference to authority figures such as doctors has passed; 
we live in the age of shared decisionmaking, democra
tisation of knowledge, and social media. It is likely that 
these disputes will become more common, making it 
important to improve the ways of resolving them.

Section 9: The economics of the death system 
SunLife Insurance has analysed the cost of funerals and 
ceremonies at the end of life across 35 countries where 
data were available and found that the country with the 
highest expenses was Japan, where the average cost was 
3 million Yen (£22 320), twothirds of the average annual 
salary.179 Other countries with high expenses for the end 
of life in terms of the proportion of average annual salary 
were China (45%) and Germany (16%). The countries 
with least expenses were Russia (1·3%), Poland (2·3%), 
and India (2·4%). Costs for endoflife care are tending to 
increase ahead of inflation: in Britain, SunLife reported, 
costs have risen by 39% since 2010, some 10% higher 
than the rate of inflation.180

These costs can come suddenly and put great financial 
pressure on families and may push some into poverty. 
But a more common cause of poverty and bankruptcy is 
catastrophic health costs, at least some of which are spent 
on treatment at the end of life, when the treatment for the 
dying patient may be both futile and increase suffering.

A 2007 study defined expense on medical care as 
catastrophic if it was more than 40% of an individual’s 
“capacity to pay” and used that definition to estimate that 
150 million people annually were impoverished through 

See Online for appendix
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catastrophic expenditure on health.181 The World Bank 
and WHO, which define expense on medical care as 
catastrophic if it is more than 10% of a patient’s overall 
income, reported 926·6 million people in 2015 to have 
incurred catastrophic health expenditure.182 The World 
Bank and the UN reported that half the world’s 
population in 2003 was at risk catastrophic expenditure 
from having to pay for surgery.183 That proportion has 
fallen to a quarter globally, but it remains at about half 
for people in subSaharan Africa.183 Medical costs are the 
most common cause of bankruptcy in the USA, a high 
income country without universal health care.184 Many 
people, including those in lower income countries simply 
forego or have no access to treatment.

Some of the catastrophic healthcare expenditures are 
likely to be at the end of life, but global data are not 
available on how many people and their families are 
impoverished from paying for such care. A study from 
China of 792 patients with cancer who died between 
June 2013 and June 2016 found that 80% of the patients 
received lifeextending treatment, with more than 94% of 
the families experiencing catastrophic health expenditure 
and more than fourfifths falling below the poverty line 
as a result.185

Health spending, including both government and private 
outofpocket spending, now averages roughly 9% of gross 
domestic product (GDP) in highincome countries. Use of 
healthcare—and therefore costs—increase steadily in the 

Year Age group Type of expenditure* Percentage of 
study population 
who died in 
calendar year

Percentage of total 
health-care costs 
towards those in 
their last year of life

Australia (New South Wales)

Kardamanidis et al, 2007188 2002 >65 years Hospital 3·5%† 20·1%

Canada (Ontario)

Tanuseputro et al, 2015189 FY 2011 to FY 2013 All ages Total 0·66%† 10%

Canada (Quebec)

French et al, 2017187 2011 All ages Hospital ·· 22·73%

Canada (British Columbia)

Payne et al, 2009190 2001 >65 years Total 4·2% 22%

Payne et al, 2009190 1991 >65 years Total 3·8% 20%

Denmark

French et al, 2017187 2011 All ages Total 0·87%† 10·95%

England

French et al, 2017187 2011 All ages Hospital ·· 14·59%

Aragon et al, 2016191 FY 2011 All ages Hospital 4·19% 10·4%

Finland

Häkkinen et al, 2008192 1998 >65 years Total ·· 14·3%

France

French et al, 2017187 2011 All ages Medical ·· 8·5%

Germany

French et al, 2017187 2011 Privately insured‡ Total 0·35% 10·96%

Japan

French et al, 2017187 2011 < 75 years Medical 0·67% 5·93%

Netherlands

French et al, 2017187 2011 All ages Total ·· 10·01%

Polder et al, 2006193 1999 All ages Total 0·89% 11·1%

Stooker et al, 2001194 1993 All ages Medical ·· 10%

Norway

Melberg et al, 2013195 2010 All ages Hospital 3·7% 10·6%

South Africa

Ranchod et al, 2015196 2011 Privately insured‡ Medical 1·2% 5·38%

Ranchod et al, 2015196 2010 Privately insured‡ Medical 1·2% 6·57%

Ranchod et al, 2015196 2009 Privately insured‡ Medical 1·2% 5·23%

Ranchod et al, 2015196 2008 Privately insured‡ Medical 1·2% 3·93%

Taiwan

French et al, 2017192 2011 All ages Total 0·66% 11·2%

(Table 4 continues on next page)
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last year of life, particularly in the last month, as figure 2 
shows with data from England.43

Spending on those in the last year of life accounts for a 
disproportionate share of total health care spending.186,187 
For example, between 8% and 11·2% of annual health
care expenditures for the entire population in the USA, 
Taiwan, and the Netherlands are for the less than 1% of 
the population who die during the year (table 4).187 This 
disproportionate share of spending at the end of life has 
been identified as evidence of wasteful health spending 
or overtreatment,202 but determining whether treatment 
was inappropriate, appropriate, or futile depends both 
on how the terms are defined and on whether one 
considers the perspective of the individual patient or 
that of society.

Classic economists define overtreatment as any 
treatment where the costs exceed the value of the benefits 
received. They believe that consumers are rational and 

can weigh the costs and benefits (both monetary and non
monetary) of their decisions to make optimal choices. 
Using this definition, high expenditure at the end of life 
is not evidence of overtreatment from the patient’s 
perspective. In fact, one might reasonably conclude the 
opposite: Nobel prizewinning economist Gary Becker 
and colleagues argue that if a person’s wealth has no 
value after death (that is, if they do not care about leaving 
a bequest) then they should be willing to spend all of their 
money on treatments even if they only marginally extend 
life and or have only small chances of success.203 Many 
new treatments do extend life only marginally and have 
low success rates—and yet are very expensive.

Hope and bias as causes of overtreatment 
As the benefits of treatment are uncertain, calculation of 
expected treatment benefits requires awareness and 
understanding of probabilities. Individuals who are 

Year Age group Type of expenditure* Percentage of 
study population 
who died in 
calendar year

Percentage of total 
health-care costs 
towards those in 
their last year of life

(Continued from previous page)

USA

French et al, 2017187 2011 All ages Total 0·68%† 8·45%

Aldridge and Kelley, 2015186 2011 All ages Total 0·68%† 13%

Riley and Lubitz, 2010197 2006 >65 years Medicare 4·5%† 25·1%

Riley and Lubitz, 2010197 1978 >65 years Medicare 4·5%† 28·3%

Hogan et al, 2001198 1998 >65 years Total 5% 27·4%

Hoover et al, 2002199 1996 >65 years Total 5%† 22%

Calfo et al, 2015200 1999 >65 years Medicare 6% 27·9%

Calfo et al, 2015200 1998 >65 years Medicare 5·9% 27·8%

Calfo et al, 2015200 1997 >65 years Medicare 5·8% 27%

Calfo et al, 2015200 1996 >65 years Medicare 5·7% 26·7%

Calfo et al, 2015200 1995 >65 years Medicare 5·6% 26·5%

Calfo et al, 2015200 1994 >65 years Medicare 5·5% 26·5%

Lubitz and Riley, 1993201 1988 All ages Medicare 4·6%† 28·6%

Lubitz and Riley, 1993201 1985 All ages Medicare 4·8%† 27·4%

Lubitz and Riley, 1993201 1980 All ages Medicare 4·9%† 30·8%

Lubitz and Riley, 1993201 1976 All ages Medicare 4·7%† 28·2%

FY=financial year. *Total: includes expenses for hospital stays, doctor visits, pharmaceuticals, nursing home care, and other long-term care. Medical: expenditure hospital 
services (inpatient, outpatient, emergency) and other professional medical services such as dental care, pharmaceuticals, etc. Does not include nursing home care and long-
term care. Hospital: expenditure on inpatient, outpatient, and emergency care incurred in the hospital setting. Medicare: expenses covered by the Medicare plans A and B in 
USA, available only for people older than 65 years, people younger than 65 years who have a disability, and patients with end-stage renal disease. †Data from Canada 
(Ontario and British Columbia), Finland, France, Netherlands (Polder et al, 2006; Stooker et al, 2001), Taiwan, and USA (all except data from Calfo et al, 2015, and 
Hogan et al, 2001) cover beneficiaries who were users and non-users of the available health-care services. Where utilisation statistics were available, percentages of study 
populations who died in the calendar year have been adjusted to users-only for these studies. In Australia (NSW), 4% of the population older than 65 years died during the 
study period. 82·7% of the population older than 65 were hospitalised at least once in their last year of life. Data from Denmark, the Netherlands (French et al, 2017), and 
Taiwan are drawn from full population administrative databases that cover all health expenditures including long-term care expenditures. Deaths reported for these 
countries are for the entire population. Data from Australia, Canada (Quebec), and England cover only inpatient hospital expenses. Data from Norway cover both inpatient 
and outpatient hospital expenses. Deaths are limited to the population with hospital related use or expense in last year of life. Data from Australia, Canada (Quebec), 
Denmark, England, Germany, Japan, Netherlands (French et al, 2017; Stooker et al, 2001), South Africa, and USA (Calfo et al, 2015; Hogan et al, 2001) analyse expenditure 
only for health-care service users. Data from Denmark, England, France, Netherlands, Norway, Taiwan and USA (Aldridge and Kelley, 2015; French et al, 2017) are 
representative of the country’s full population. For studies where data on Medicare use were inaccessible, average use between the years 2008 and 2013 (91%) was used. 
The percentage of the population who died in a year in South Africa (Ranchod et al, 2015) is the average for mortality data available from 2008 to 2011 for the study 
population. ‡Includes all ages.

Table 4: Share of total annual health expenditures going towards people who die
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uninformed or misinterpret probabilities may 
overestimate the benefits. There is evidence that people 
do overestimate the benefits, especially those with 
serious illnesses.204 In one study of 1193 patients receiving 
palliative chemotherapy for advanced cancer, twothirds 
of patients with lung cancer and four out of five patients 
with colorectal cancer expected the treatment to cure 
their illness, even though the treatment was not intended 
to be curative.205 While the details of the communication 
between oncologist and patient were not studied, the 
findings show that participants may not comprehend the 
intention of their treatment, or attach different meaning 
to it, calling into question the basis of the informed 
consent for the treatment.

Hope can encourage people subconsciously to access 
only a subset of relevant information that is consistent 
with a desired outcome.206 The mind discounts information 
that is not consistent with the desired outcome 
(confirmation bias) and by not updating beliefs when new 
information runs counter to the desired outcome 
(optimistic update bias).207,208 Hope also increases the 
likelihood that people will believe that their illness is less 
serious than objective data might support, allowing 
patients to hold onto a low possibility of a favourable 
outcome and disregard the much greater probability of an 
unfavourable outcome.209 A recent study of patients with 
advanced cancer confirms that higher levels of hope 
increase all these biases.210 Carers, whose level of hope may 
exceed that of their loved ones, have these same biases.

Doctors are also biased in their assessment of the 
benefits of treatment for patients with life limiting 
conditions.211 Clinicians may recommend treatments if 
there are any potential benefits, irrespective of costs. 
They may also recommend additional treatments 
because to do so is easier than trying to communicate the 
futility of additional interventions. Lastly, they may 
recommend additional treatments as a way for the 
patient to maintain hope, despite the clinical futility.211 
These phenomena can lead to overtreatment for 
individual patients at the end of life.212,213

Third-party payment as a cause of overtreatment 
Nearly all highincome countries, and many lowincome 
and middleincome countries, offer publicly funded 
health care. There is some evidence that public funding 
results in patients possibly receiving more treatment 
than they would receive if they had to bear the full costs 
personally themselves.214 The RAND Health Insurance 
Experiment (1971–1986) found that when consumers 
were required to finance their own health care, spending 
was about 30% lower, suggesting that about a third of 
health care would fit an economist’s definition of 
overtreatment.215

This type of overtreatment due to thirdparty funding 
might be greater at the end of life. To minimise 
overtreatment, many governments employ cost
effectiveness thresholds, which set limits on additional 

funding for health gains.216 These thresholds are typically 
presented in terms of the cost per quality adjusted life 
year (QALY) gained. In the UK, for example, the 
threshold set by the National Institute for Health and 
Care Excellence (NICE) is in the range of £20 000 to 
£30 000 per QALY.217 Treatments that have incremental 
costeffectiveness ratios above this range are not 
funded.217 However, some governments have been willing 
to have higher thresholds for treatments for people with 
lifelimiting conditions. For example, in 2009 the UK 
raised the costeffectiveness threshold for moderately 
lifeextending treatments to £50 000 per QALY.218

Do these higher thresholds represent a willingness by 
citizens to pay more for treatments for those with life 
limiting conditions? A systematic review of 23 studies, 
albeit with different data, methods, and countries 
represented, found eight studies that showed the public 
were willing to pay more and 11 that showed no public 
preference (results from four studies were considered 
inconclusive).219

One way to determine whether overtreatment at the 
societal level is occurring at the end of life—ie, that those 
treatments are being provided at higher costeffectiveness 
ratios than other services—is to compare the percentage 
of annual expenditures that are for patients who die to 
the death rate in that year. If all treatments were funded 
at the same threshold, then spending on treatments at 
the end of life as a percentage of total annual medical 
spending would be roughly equal to the country’s death 
rate (supplemental information available on request). 
Yet, as shown in table 4, a disproportionate share of total 
annual health expenditure in highincome countries 
goes towards treatments for people who die. This finding 
is consistent with the hypothesis that treatments at the 
end of life are being provided at much higher thresholds 
than for other treatments.

The Sustainable Development Goals include universal 
health coverage,220 but it is important to recognise that 
unless efforts are made to ensure the costs of treatment 
do not exceed the expected benefits, overtreatment at the 
end of life is likely. This imbalance means that resources 
are not available for other components of universal 
health care.6 Early access to palliative care tends to lead to 
better health outcomes and a more costeffective use of 
resources, sometimes even leading to cost savings.221 
Earlier referral to palliative care and greater use of 
advance care plans, patient decision aids, health 
communication strategies, care pathways, and cost
effectiveness analysis should reduce levels of 
overtreatment. The essential package of palliative care 
and pain relief health services advocated by the Lancet 
Commission on Palliative Care and Pain Relief is 
supported by strong evidence of cost effectiveness.7

Section 10: Health care in death systems 
Healthcare systems are where an increasing majority of 
people meet death, and they form a substantial 
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component of many death systems. Experiences with the 
healthcare system shape our relation with and attitudes 
to death and dying.

The pursuit of immortality 
The world’s oldest story, the Epic of Gilgamesh, which was 
written in 2000 BCE, tells how the hero sought 
immortality. The dream of immortality has flourished 
ever since, and there are now a variety of wellfunded 
companies and organisations trying to turn the dream 
into a reality. The Scottishborn Ian Morrison, who was 
formerly president for the Institute for the Future and 
lives in California, jokes “Scots see death as imminent. 
Canadians see death as inevitable. And Californians see 
death as optional.”222 The world is moving more in the 
direction of California than that of Scotland.

The philosopher Stephen Cave has postulated that 
there are four narratives that capture attempts at 
immortality, and modern medicine and research has a 
stake in all four narratives.223

Immortality Story 1: The Elixir Story 
Almost every culture has had a version of the story that a 
magical elixir will be found that will enable us to live 
forever and keep us young. Modern medicine and 
science, with nanotechnology, genetics, biological 
engineering, and regenerative medicine, present a 
contemporary version of this magical elixir.

Immortality Story 2: The Resurrection Story
The resurrection of Christ is to many the most familiar 
version of this story, and it was Christianity’s promise of 
eternal life for all, not just emperors, that drew Romans 
away from their traditional gods to the new religion. 
Today the Alcor Life Extension Foundation has more 
than 150 patients with their heads or bodies deeply 
frozen, ready to be brought back to life when medicine is 
able to cure the disease that led to their death.224 Cloning, 
carried out already with sheep, is being explored in 
humans and is an alternative form of resurrection.

Immortality Story III: The Story of the Soul
The soul, described by St Augustine (354–430) as “a 
special substance, endowed with reason, adapted to rule 
the body” is understood across cultures to transcend the 
physical body. Today, technology is being used to harness 
this story of immortality through socalled mind 
uploading, or digital immortality.225

Immortality Story IV: The Legacy Story
This is perhaps the most familiar route to immortality—
writing a great symphony or novel, winning a crucial 
battle, or making any great achievement that means we 
will be remembered and celebrated for ever. A modern 
version is to create a digital avatar, in which every bit of 
data from you (all that you’ve written and said, and all 
words about you from others) is used to create a 

representation that will exist electronically and continue 
you after you die.226 Many people might hope for this 
from their entries on Facebook or Instagram.

Biogerontology 
Biogerontology is the study of the biological mechanisms 
that control ageing, with the ultimate aim of developing 
interventions to delay death. The discipline regards itself 
as a Cinderella science, given little in the way of 
government funding, and viewed with suspicion by both 
the public and other biomedical researchers. Nevertheless, 
it has a journal published by a major science publisher.227

In some animals, selective breeding and caloric 
restriction can lead to substantial increases in longevity. 
There is no evidence that such interventions work in 
humans.228 Various drugs and nutritional supplements 
(called nutraceuticals) have been postulated as effective 
antiageing treatments, but, as some biogerontologists 
concede, trials looking at interventions to delay ageing 
would be extremely difficult to conduct, as the only 
meaningful endpoint would be age at death, which would 
probably occur several decades after commencing the 
intervention. Nevertheless, there is a growing belief 
within biogerontology that effective strategies to delay 
ageing will inevitably emerge. They argue that if ageing 
can be delayed in other mammals, then it is only a matter 
of time until it can be delayed in humans, too. The 
biogerontologist Richard A Miller wrote in 2002: “Thus 
one can, with some confidence, expect that an effective 
antiageing intervention might increase the mean and 
maximal human life span by about 40 percent”.228

The compression of morbidity: a real phenomenon or 
wishful thinking? 
The concept of “compression of morbidity” was 
introduced by the American physician James F Fries 
in 1980 and has proved highly influential.229 He predicted 
that through the compression of morbidity, the time 
spent with chronic illness at the end of life would be 
reduced and that there would be a rapid final deterioration 
leading to death. He argued that the length of the human 
life is fixed, as although average life expectancy is 
increasing, maximum life expectancy remains relatively 
constant, and through the adoption of a healthy lifestyle, 
chronic disease can increasingly be postponed. It follows 
from these two premises that the time between birth and 
first permanent infirmity must increase and that the 
average period of infirmity must decrease.229 This concept 
implicitly underpins much medical research and 
treatment.

The Commission asked several leaders in research 
whether medical research is trying to cure all diseases 
and if so, what we would die of. The leaders answered 
that there was an attempt to cure all diseases but there 
was no expectation of curing them all. The main aims of 
research were to lengthen healthy life and reduce the 
period of ill health at the end of life.
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Compression of morbidity has been explored in the 
Cognitive Function and Ageing Studies, a series of 
populationbased studies on people older than 65 years 
conducted in the UK.Comparing a series of variables 
in 1991 and again in 2011, the findings showed that 
when healthy life expectancy was used as the primary 
outcome there was a mild, relative compression of 
morbidity over this time. When cognitive impairment
free life expectancy was measured, there was a definite 
compression of morbidity, but when disabilityfree 
life expectancy was assessed, there was dynamic 
equilibrium—that is, less severe disability increased, 
but more severe disability did not.230 The key message 
from these studies is that one measure is not enough: 
whether you get compression or expansion of morbidity 
depends on what measure of health you use and which 
age group you look at.

The authors of the Cognitive Function and Ageing 
Studies concluded in 2018230,231:

“Between 2015 and 2035 multimorbidity prevalence is 
estimated to increase, the proportion with 4+ diseases 
almost doubling, and twothirds of those with 4+ 
diseases will have mental illhealth. Life expectancy 
gains (men 3·6 years, women 2·9 years) will be spent 
mostly with 4+ diseases (men 2·4 years, women 
2·5 years) resulting from increased prevalence rather 
than longer survival with comorbidity. Over the next 
20 years there will be an expansion, not compression, of 
morbidity, particularly complex multimorbidity 
(4+ diseases).”

In 2010 a detailed review of compression of morbidity 
examined data trends in the USA.232 The review found 
that during 1998 to 2008, mortality declines had slowed, 
mobility functioning had deteriorated, and length of life 
with disease increased. The authors concluded that, 
although a compelling idea, the compression of 
morbidity may be as illusory as immortality itself.232 Yet 
despite evidence that compression of morbidity is not 
being achieved, the concept continues to exert a profound 
influence over the understanding of health, the role of 
health care, and the goals of medical research.

Ageing, dementia, and frailty 
Life expectancies are generally increasing worldwide, 
and as a result, people are dying further into old age. 
Dying aged over 85 years is different to dying when 
younger, even to dying aged 65–85.233 Dementia, multi
morbidity, and frailty are more common in those over 85. 
Dementia is now the leading cause of death overall for 
women and for men older than 80 years in the UK.234 
These conditions require an integrated social and health
care response, but such support is often unavailable. 
Many of the oldest old have no family caregivers. For 
those who do, the burden of care placed on elderly 
partners or children can be high. The caregivers may also 
be unwell themselves. Paying for care at home or 
elsewhere is expensive and can lead to the loss of savings, 

property, and inheritance. The preferences and wishes of 
the oldest old remain largely unexplored. Death is often 
understood as part of everyday life, and common 
assumptions, such as wishing to be with family or 
connected with communities, may not hold as people 
withdraw from the world.235

Care homes, which are called nursing, assisted living, 
longterm care, or rest homes in some settings, are 
increasingly the place of dying for many around the 
world (table 2). This presents a challenge. Care homes 
must tread a careful line between being a home and 
being places for rehabilitation, health care, safety, and 
dying. Care homes have been described as the hospices 
of the future,236 but achieving equity in provision of care 
at the end of life is a formidable challenge. Issues such as 
staff training and turnover, support with clinical decision 
making at the end of life, access to medical or specialist 
support, and high workloads can make provision of 
holistic care at the end of life difficult.237 The rapid spread 
of COVID19 through many care homes around the 
world, the lack of access to personal protective equipment 
and the disproportionate number of deaths highlight the 
lack of support for, or prioritisation of, the vulnerable 
residents and staff.

Recognising dying 
All scientific or technical advances carry with them 
cultural or social implications. As death, like childbirth, 
moved from the province of family and home and 
towards hospital care, a complex human event became 
“defined in medical terms, described using medical 
language, understood through the adoption of a medical 
framework or ‘treated’ with a medical intervention.”238

The issue with dying in this context is that dying has no 
clear distinct, unequivocal “diagnosis” for clinicians to 
determine: the dying of a person with interstitial lung 
disease and overwhelming breathlessness is distinct 
from that of a person with widespread cancer and 
anorexiacachexia, which is different again from the 
dying of a person with an aortic aneurysm dissecting 
over hours. Yet the endpoint is the same, and the process 
is labelled as dying in all these cases.

The recognition of dying may be early or late, 
depending on the clinical condition of the person, the 
clinicians, and those close to the person. The effect of 
early or late recognition may have important implications 
for the person, their loved ones, and the clinicians 
involved in care.

Despite an increasing literature on diagnosing dying,239 
the lack of clear, explicit criteria of what constitutes dying 
limits the idea of a diagnosis of dying, so it remains a 
concept of limited usefulness. Doctors and nurses are 
often reluctant to give prognoses on the outcome of 
serious illness and the time of death and are notoriously 
inaccurate when they do so.240 A range of tools have been 
developed to support this process,241 but diagnosing dying 
remains an imprecise science.
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Despite this complexity, some distinct patterns can be 
discerned at a population level in groups of conditions. 
The trajectories shown in figure 4 capture some of the 
experiences of people dying from the common conditions 
of cancer, organ failure, or physical and cognitive 
decline.242 Although these models are not predictive for 
individual cases, they illustrate the types of experiences 
that people may face.

The difficult conversation:” Breaking bad news, 
communication, and prognostication 
The phrase “the difficult conversation” has become 
shorthand for the honest and wideranging discussion 
that should—but often doesn’t—take place between a 
dying person and their healthcare team. A report from 
the Royal College of Physicians in the UK, Talking About 
Dying: How to Begin Honest Conversations About What Lies 
Ahead, reported that only 8% of people with cancer who 
said that they had thoughts and feelings about their death 
had shared these reflections with their healthcare team. 
Among those who had, only 19% of the conversations 
were initiated by the healthcare professional.243 Too often 
the conversation takes place at a time of crisis, generally 
during an emergency admission to hospital.

The obstacles to these conversations are many and 
various. In a busy clinic or ward round, it is easy for 

doctors to avoid the conversation by ordering another 
scan or round of chemotherapy. There may be a fear of 
extinguishing hope, with doctors worrying that a candid 
discussion on prognosis could lead to despair. 
Contemporary hospitals have a “fixit” approach to acute 
illness, regardless of the prognosis, often driven by rigid 
protocols that ignore the likelihood of success. Modern 
medical care is increasingly splintered and atomised, 
with poor communication and cooperation between 
primary and hospital care, and lack of clarity on the 
responsibility for having such conversations; doctors in 
acute specialities might regard the difficult conversation 
as the role and responsibility of specialists in palliative 
care. Collusion with families might also contribute to 
the problem: wellmeaning relatives may pressurise 
doctors into not telling dying people that they are dying. 
Many societies support a focus on communal or 
relational autonomy rather than individual autonomy—
in this setting, families are usually given information 
first, and discussions then take place about how much to 
disclose to the patient. In many cultures, it is not 
acceptable to speak directly of death or to prognosticate 
when someone may die. Furthermore, some people 
dying will be unable, cognitively or emotionally, to have 
this conversation. The conversation may be impossible 
for people of extreme old age or those with advanced 
dementia, although members of the Commission report 
that rich conversations to convey wishes, preferences, 
and choices can still be had with people living with 
dementia. It can often be difficult to be sure when a 
person has begun to die, that they are—to use the 
oxymoronic term—actively dying, although the time to 
initiate such conversations would ideally take place 
before active dying.

The difficult conversation need not be difficult. The 
conversation should be a process rather than a single 
conversation: ideally it comprises a series of discussions. 
In his book Being Mortal, the surgeon Atul Gawande 
suggested that a series of five questions could be used as 
a frame for these conversations.46 These questions are: 
what is your understanding of where you are and of your 
illness? What are your fears or worries for the future? 
What are your goals and priorities? What outcomes are 
acceptable to you? What are you willing to sacrifice and 
not? And later, what would a good day look like?

The very fact that this conversation is called “difficult” 
is emblematic of the obstacles to it. This conversation 
should be termed “essential”, not “difficult”. A cultural 
shift is required within the medical profession and 
healthcare more generally so that this conversation is 
viewed as a professional responsibility for the doctor or 
healthcare professional and a right for all people and 
families who wish it.

Withholding or withdrawing treatment 
In clinical care—and particularly in intensive care 
units—decisions often must be made about withholding 

Figure 4: Trajectories of dying with cancer (top), organ failure (middle), and frailty (bottom)
Reproduced from Murray and colleagues by permission of BMJ Publishing Group.242
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or withdrawing treatments. The clinical aspects of these 
decisions are important, but ethical, legal, cultural, 
religious, and financial aspects also influence the 
decisions (panel 10).

The World Federation of Societies of Intensive and 
Critical Care Medicine has highlighted substantial 
variation in practice across the world: some countries 
have laws that state that withholding and withdrawing 
treatment are equivalent; some countries have no legal 
advice or guidelines regarding withholding or with
drawing treatment; in some countries withholding 
treatment is legal but withdrawing it illegal.250

One of the central concepts in making clinical decisions 
about withholding or withdrawing treatments is an 
understanding of whether the treatment is likely to benefit 
the patient. Various terms have been used to capture the 
likelihood that a treatment will not lead to benefit. The 
term medical futility, although widely used, has more 
recently been deemed misleading and calls have been 
made for it to be reserved for treatments that have no 

possibility of working.251 Terms such as “potentially 
inappropriate” are now being used for treatments that have 
at least some chance of benefiting the patient, but clinicians 
believe that competing ethical considerations justify not 
providing them.251 Use of these “potentially inappropriate” 
treatments is widely reported across the world—for 
example, insertion of feeding tubes into dying patients in 
England and Wales252 or intensive care support for end
stage cancer patients in Brazil.253 These treatments continue 
because of difficulties with defining and agreeing over 
what is futile, what is potentially inappropriate, and what 
might be effective; a fear of culpability; poor communication 
with and among patients and families; hubris; and a belief 
that medicine’s first priority is to extend life.

In highincome settings, decisions to withdraw 
treatments are increasingly common. In the UK around 
twothirds of deaths in intensive care units occur after a 
decision to withdraw treatment.254 Higher figures are 
reported across 22 European intensive care units: the 
proportion of patients dying with treatment limitations 

Panel 10: Deaths in intensive care in high-income and low-income countries

An accepted principle in intensive care medicine is that 
intensive care should be provided for those with the greatest 
chance of benefiting from the care. The demand for intensive 
care exceeds availability throughout the world. Intensive care 
ideally should not be provided those for whom death seems 
unavoidable, although the practice of palliative care in the 
intensive care unit is growing.244

Decisions about whom to admit to intensive care are inevitably 
complex, although the chance for the patient to benefit is a 
prime criterion. The Intensive Care National Audit and Research 
Centre (ICNARC) has been collecting data and conducting 
research in intensive care in England, Wales, and 
Northern Ireland for 25 years and has seen an increase in the 
number of intensive care beds and a drop in mortality.245 The 
centre has developed a score that predicts accurately the chance 
of a patient dying in intensive care and produced for the 
Commission data on patients who had 80% or greater chance 
of dying (or 20% or less chance of surviving) in intensive care.246

In 2018–19 there were 163 340 total admissions to adult 
intensive care, with 30 195 deaths (18·5%). Over the decade 
2009–19, 93 870 patients with a greater than 80% chance of 
dying were admitted, accounting for 6.4% of all admissions; 
57·5% of the admissions were for men, and the average age of 
those admitted was 68·6 years. The proportion of admissions 
varied across critical care units from 0 to 14·5% (median 6·5%, 
interquartile range 5·1–7·9%). After excluding readmissions of 
the same patient within the same acute hospital stay, overall 
acute hospital mortality for these patients was 89·5% 
(80 593 of 90 047), reflecting the accuracy of the predictive 
score. Over the decade the proportion of these admissions 
declined slightly, but the absolute number increased slightly as 
the number of intensive care beds increased.

Nobody can say whether these rates are right or wrong, but 
they are interesting in providing data on the degree to which 
treatment continues when the risk of death is high. It is 
reassuring that there has been no increase in the proportion of 
high-risk patients admitted, showing that there is no increasing 
tendency to treat those likely to die.

The sparse data from low-income countries are much more 
disturbing. High-income countries have 33–240 intensive care 
beds per million population, whereas low-income countries 
may have only 1 per million—despite conditions that require 
intensive care being much more common.247,248 Following the 
principle that patients most likely to benefit should take 
priority, one would expect death rates in low-income countries 
to be lower. But they seem to be much higher: of 360 patients 
admitted to a university hospital’s intensive care unit in 
Tanzania, 46% died in the unit.249 In a similar intensive care unit 
in Malawi, 110 patients died in one year—a mortality 
rate of 36% (T Baker, unpublished data shared with the 
Commission). These figures are substantially higher than the 
8–18% mortality rates seen in intensive care units in high-
income countries.248

Patients who die in intensive care in low-income countries are 
typically young and very sick: the median age of those who died 
in the Malawian cohort was 34 (interquartile range 25–42): 
85% had at least one severely deranged vital sign at arrival on 
the intensive care unit and 45% had a cardiac arrest requiring 
cardiopulmonary resuscitation either before or on admission to 
the unit.

Our colleagues from Malawi conclude: “Enhanced community 
engagement, improved patient selection for ICU care and an 
increased focus on dignified dying could lead to substantial 
gains including improving deaths for many.”
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in place increased from 68% to 89% between 1999 
and 2016, and deaths without treatment limitations in 
highincome settings are becoming increasingly rare.255

Paradoxically, despite the paucity of resources, 
withdrawal of treatment is more unusual in India than 
in highincome countries.256,257 While the poor die at 
home with no palliative care, those who can afford to 
pay get diseasefocused, organcentred care that may 
have a negative effect on the dying person and on their 
family. The dying process can be stretched by artificial 
lifesupport measures to weeks and sometimes longer 
with renal dialysis, artificial ventilation, and total 
parenteral nutrition or extracorporeal membrane 
oxygenators. This treatment can lead to enormous 
physical, social, mental, and spiritual suffering. It can 
also bankrupt families.258

Indian figures of limitation of life support in intensive 
care unit are as low as 22–36%,256,257 and twothirds of 
these limitations result in discharge of the person from 
hospital at the end of life, usually with documentation of 
“leaving against medical advice” (LAMA). This 
documentation absolves the hospital of responsibility but 
condemns the patient to death with no symptom control 
or any palliative care. As a 2020 editorial in the Indian 
Journal of Critical Care Medicine points out “It is often 
done in the setting of futility and in the setting of inability 
to pay, and with the tacit encouragement of doctors and 
hospital administrators.”259

Beneficent omissions and withdrawal aversion 
In many jurisdictions, withdrawing lifesustaining 
treatment after it has been started—for example, 
removing a ventilator or feeding tube—is treated as 
legally and ethically equivalent to withholding that 
treatment in the first place. Both are treated as socalled 
beneficent omissions—that is, they are neither negligent 
omissions nor, unlike delivering a lethal substance, are 
they acts done with the intention of ending a life. In 
practice, however, there is lack of clarity among some 
healthcare providers in such jurisdictions, who view 
withdrawing (but not withholding) treatment as an 
action causing death. This results in what has been called 
withdrawal aversion.260 Because they are unable to make 
a distinction between an intention to cause death and an 
intention to allow natural death, some clinicians equate 
withdrawal of lifesustaining treatments with euthanasia 
and are reluctant to withdraw treatments even when the 
law permits it.261 Withdrawal aversion is sometimes 
incorporated into national laws. For example, the Israeli 
Law on the Patient Nearing Death allows for withholding 
the next cycle of ventilation but not the cessation of 
continuous ventilation.262

Do not attempt cardiopulmonary resuscitation 
decisions 
One of the most commonly discussed beneficent omissions 
is the withholding of cardiopulmonary resuscitation. The 

incidence of do not attempt cardiopulmonary resuscitation 
(DNACPR) decisions is highly variable throughout the 
world. Two surveys of decision making by healthcare 
professionals in relation to DNACPR decisions across 
36 countries illustrate not only the complex clinical factors 
that may influence a decision, but also economic, legal, 
cultural, and religious considerations.263,264 A survey of 
decision making in higherincome settings, including 
Canada, the USA, Europe, Australia, Brazil, Japan, and 
Turkey, found large variations in physician practice both 
among and within countries, including whether decisions 
are written or verbal and the likelihood of involving nurses 
or other professionals in the decisionmaking process.263 
The same survey was used in 16 Asian countries and found 
a series of factors to be independently associated with a 
reluctance to make a DNACPR decision.264 These included 
a reluctance to involve families or surrogates in decision 
making, a belief that there would be exposure to legal 
consequences, and religious views of the physician. 
Increasing outofpocket expenditure for families was 
associated with a higher likelihood of completion of a 
DNACPR decision. The authors point to the importance of 
all countries having an ethicolegal framework in place to 
guide these complex decisions.264

Hospice and palliative care 
In the second half of the 20th century, several authors 
began to highlight the needs of the dying. A series of case 
studies describing the realities of dying in hospital 
showed the burden of unrelieved symptoms and the 
abandoning of patients who could no longer be 
cured.265,266 The psychiatrist Elisabeth KüblerRoss, whose 
work on grieving has already been mentioned, explored 
the impact of a terminal diagnosis with patients and 
healthcare students in a series of seminars at the 
University of Chicago, culminating in her book On Death 
and Dying.117 In Britain the nurse, social worker, and 
physician Cicely Saunders (1918–2005), working in east 
London with dying patients, developed a new model for 
care of the dying and their families, setting the manage
ment of physical symptoms alongside psychological, 
spiritual, and social considerations.267

A core tenet in this movement to care for the dying was 
that, alongside an urgent need for pain and symptom 
relief, care of the dying required a holistic approach. This 
approach recognised death as a natural part of life, 
necessitating opportunities for human connection, the 
presence of family and friends, and opportunities to 
reflect and understand what was taking place. The 
hospices that grew up to support this movement were in 
some ways recreating the deathbed scenes from earlier 
years, where families gathered, important matters were 
settled, and final words shared. Palliative care services 
have been shown to improve quality of life and symptom 
burden268 and to be costneutral or costeffective.269

Hospices, and the discipline of palliative care that 
followed, clearly articulated that dying people have the 
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right to clear communication, relief of their symptoms, 
and compassionate care. WHO supported the early 
development of the discipline, focusing initially on 
cancer pain and developing an important series of early 
guidelines. WHO defines palliative care as “an approach 
that improves the quality of life of patients and their 
families facing the problem associated with life
threatening illness, through the prevention and relief of 
suffering by means of early identification and impeccable 
assessment and treatment of pain and other problems, 
physical, psychosocial and spiritual”.270 More recent 
discussions have focused on the essential components of 
palliative care and on the role of relieving severe suffering 
versus an emphasis on lifelimiting illnesses.271

Despite palliative care being recognised as a 
component of universal health care,272 an integral part of 
primary health care in the Astana Declaration,273 and 
following calls for it to be recognised as a human right,274 

the WHO estimates that still only 14% of those in need 
of palliative care receive it.48 The Lancet Commission on 
Palliative Care and Pain Relief highlighted the stark 
inequity of current provision around the world, 
specifically the lack of access to basic pain relief.7 
Substantial disparities also exist within all countries 
regarding access to palliative care services, with access 
following the same inverse gradients seen with access to 
most healthcare services—that is, those who need the 
care the most receive the least. Funding is variable, with 
many services around the world dependent on charity. 
In some countries, palliative care services have been 
integrated into statutory or public health services, but 
more often they remain outside central funding, 
bringing risk and challenges to universal accessibility, 
but also opportunities for innovation.

Hospices situated outside the mainstream healthcare 
setting succeeded in providing a “safe place to suffer”, 

Panel 11: Lessons from the failure of an attempt to improve the experience of dying in acute hospitals

The widespread introduction of the Liverpool Care Pathway for 
end-of-life care into acute hospitals in the UK (apart from 
Wales) was an attempt to extend palliative care beyond 
hospices and specialists into routine care in acute hospitals.275 It 
proved a failure but taught lessons that are broadly 
applicable.275 The pathway was first published in the late 1990s 
and was an integrated care pathway detailing standardised care 
to be delivered to dying patients and their families. It went 
through 12 iterations before it was abolished in 2013.

While anecdotal evidence suggested that the pathway helped 
clinicians and others provide a high-quality experience of dying 
within a National Health Service (NHS) setting, it was let down 
by three serious failings:

• First, an assumption that what worked in British hospices—
institutions dedicated to care of dying people and staffed by 
highly skilled practitioners—could work in busy 
NHS hospitals with different priorities and lacking staff 
skilled in end-of-life care.

• Second, although the concept of an integrated pathway of 
care itself was acceptable, it was implemented with little or 
often no training, and consequently many of its actions 
were reduced to a “tick-box exercise” and a “one-size-fits-
all solution”.

• Third, despite the pathway being endorsed by national 
professional organisations, it severely lacked the research 
evidence that is expected in the adoption of any other new 
health technology.

Early studies did show anecdotal and qualitative evidence of 
benefit,276–279 but the studies did not include any controlled 
trials, and some had been written by the authors who had 
developed and promoted the pathway.

Just as the review into the pathway was being published, a 
formal cluster randomised controlled trial did appear, 
evaluating how the pathway had performed clinically in an 

Italian hospital setting.280 The trial failed to show a significant 
difference in the distribution of the overall quality of care 
toolkit scores between the wards in which the Italian version of 
the pathway was implemented and the control wards.

The most damning evidence, which sealed the fate of the 
pathway, came from the revelation that NHS hospitals were 
being paid to reach targets for using the pathway.275 This 
incentive contributed to the unchecked use of the pathway in 
hospitals and departments that had little or no training and 
were using it inappropriately.

After the abolition of the pathway a coalition of 21 national 
organisations concerned with end-of-life care declared 
five priorities for “care when it is thought that a person may die 
within the next few days or hours of life”281 and the UK National 
Institute for Health and Care Excellence (NICE) developed 
recommendations for clinical practice in the last days of life. 
This guidance had an emphasis on individualised rather than a 
routine checklist approach to care of dying people.282

The UK has other packages of care for looking after the dying—
including the Gold Standards Framework,283 which is primarily 
intended for use in primary care, and the Amber Care Bundle.284 
There has been little or no concern about these packages, and 
certainly no scandal. But none of the packages are based on the 
controlled trials that are expected for most interventions in 
health care.

We should not conclude from this story that guidelines on end-
of-life care should not be attempted, but rather that they need 
to be based on high quality evidence, should be introduced 
with training and regular audit, and should not be financially 
incentivised. Plus, they must be used as guidance not a 
checklist: “Don’t just read the guidance, and particularly do not 
just use the checklist. Engage your brains and your hearts, read 
and implement evidence-based guidelines, and that is what will 
improve care.”275
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but they also facilitated an unintended separation of 
dying people. This movement of dying people into a 
separate institution under specialist care reinforced the 
idea that care of the dying was specialised and for 
experts only. It encouraged the sense that other health
care professionals are relieved from managing this part 
of a patient’s illness and life and the further 
professionalising of an event in life that had been 
managed in the community. An attempt in England to 
return this skill and capacity to those working in acute 
hospitals, where most people in Britain die, through an 
integrated care pathway for the dying failed badly 
(panel 11).

The debate about who is responsible for care of the 
dying continues today, with discussions over specialist, 
generalist, and primary palliative care, and newer 
developments, such as the compassionate communities 
and the public health and palliative care movements, 

which hold that rather than endoflife care being 
a healthcare issue it should instead sit within a 
communityled framework.3

As this report makes clear, many questions around 
death, dying, endoflife care, and grieving have not been 
answered, but, as panel 12 shows, little funding is 
available and much remains to be done.

Section 11: Future scenarios for death and dying
“The future is already here—it’s just not very evenly 
distributed.”

Attributed to William Gibson

The future is unpredictable. The unexpected happens, 
often with major impacts. A pandemic, for example, was 
expected, but COVID19 has many features that were not 
predicted, meaning that tests of preparedness for a 
pandemic proved to be inadequate. Nevertheless, some 

Panel 12: Research in palliative and end-of-life care

The universal nature of death belies the vanishingly small 
amount invested in research that aims to understand and 
improve how we die. In the UK, less than 0·2% of biomedical 
research funding is allocated to palliative and end-of-life care 
research.285 The UK National Cancer Research Institute allocates 
less than 0·5% of its total research spend to end-of-life care 
research.286 In the USA, the National Cancer Institute allocates 
around 1% of total research spend to end-of-life care.286 Analysis 
of research spend on dementia among G7 countries shows that 
basic and medical research dominates, with just 4·9% of 
research spend directed towards improving health and social 
care for the people affected.287

Four fifths of the need for palliative care need is in low-income 
and middle-income countries,7 yet only a quarter of these 
countries have contributed to palliative care research.288 
Palliative care needs will rise quickly among older people, 
people with dementia, and people in low-and-middle income 
countries, yet there is little evidence on how best to provide 
palliative care to these groups.289,290

Patients and carers are often missing from exercises to set 
research priorities, and consequently research is often service-
orientated rather than patient-orientated.291 While some 
efforts exist to understand the wishes and research priorities 
of the general public, truly participatory work is rarely funded 
or published.

Population-level information on dying depends on good data 
collection systems. In many countries, basic descriptive and 
epidemiological data about how and where people die are 
limited. Accurate cause-specific mortality data are available for 
only a third of the world’s population.292 Data collection systems 
to understand care provision, costs, and outcomes (including 
where people die) are necessary to build effective health 
systems but are lacking, especially in low-income and middle-
income countries.

Patient-reported and proxy-reported outcome measures are 
essential both to understand symptom burden and palliative 
care need, and for use in research to ascertain the effectiveness 
of interventions. There are currently many potential tools in 
use, with varying scientific validity.293 Use of a common set of 
validated outcome measures would help large scale 
collaborative research and meta-analysis of existing datasets.

Substantial differences exist in research capacity globally. Only 
40% of European countries have at least one full professor of 
palliative medicine.294 Without specialists to conduct research 
and train subsequent generations research will stall. Investment 
in research capacity in low-income and middle-income 
countries through academic infrastructure is urgently needed. 
Models such as the African Palliative Care Collaboration 
illustrate how this can take place.295

Research regulation must be proportionate. If overly 
burdensome or inconsistent, patients may be harmed as the 
most important questions, the most vulnerable populations, 
and the most innovative methods are seen as too high risk to 
be worth trying. There has been a perception that it would be 
unethical to involve people facing the end of life in research. 
It is now increasingly understood that it is unethical not to offer 
them the opportunity to be involved.

Substantial and sustained investment in research is needed to 
understand not only what problems are faced by dying people 
and their carers, but also how we can tackle them. Current 
research is weighted towards the “what”: identifying and 
surveying the extent of needs and issues. Given the increasing 
number of people in need of care globally, research into responses 
and interventions is urgently required. Systematic appraisal of the 
evidence base to identify what is already known and where gaps 
remain will ensure research builds on current knowledge rather 
than duplicates it. Aligning this research with patient, public, and 
policy priorities will help ensure its value for society.
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thought of how the future might look is important in 
preparing for it. Scenarios are one way of doing this and 
came into use after the wholly unforeseen oil shock 
of 1974. Scenarios are not predictions of the future but 
rather sketches of plausible futures with the limits of 
plausibility set wide. They are not what people would like 
to happen but rather what might happen. They have 
been used to think about the future of South Africa after 
Apartheid,296 the UK’s NHS,297 and scientific publishing.298 
They are in many ways devices for thinking about the 
present, recognising things that will be important 
whatever the future brings.

Elaborate methods can be used to produce scenarios, 
but there is value in simply shared imaginings. We have 
imagined here five scenarios of the future of death and 
dying. The notion that the future is already here but not 
evenly distributed is true of these five scenarios.

Scenario 1: death overwhelms health systems 
A surge of deaths from a pandemic, mass famine resulting 
from climate change, or some other unforeseen cause 
overwhelms health systems 
Most people in human history have not died under the 
care of doctors or other health professionals. They have 
died at home, while travelling, through starvation, or on 
battlefields. Death is now associated in many countries 
with doctors and hospitals, yet a large rise in the death 
rate—from a pandemic, mass famine resulting from 
climate change, a nuclear war, or some other unforeseen 
cause—could easily overwhelm health systems. Indeed, 
this has happened in health systems in many countries 
during the COVID19 pandemic, and the limits of such 
systems were laid bare.

Scenario 2: “immortality” and inequality 
Medicine is successful with extending life but at great cost, 
increasing global inequality 
Medical research uses genetics, big data, nanotechnology, 
artificial intelligence, cryogenics, and other methods to 
increase the length of life considerably. At the same time, 
private companies develop ways of “downloading minds” 
to allow some people to achieve a form of immortality. 
These methods are extremely expensive, making them 
available to few people. The very rich can access the 
technology and live much longer, while the poor continue 
to have much shorter lives.

Scenario 3: climate response—greater equality 
The world and end-of-life care become much more equal 
The climate crisis causes people to recognise our global 
interdependence and the rich to accept reducing their 
carbon consumption and access to expensive health care. 
Resources—financial and healthcare workers—are 
redistributed from rich to poorer countries. Universal 
health care, including care at the end of life and the 
minimum package of palliative care,7 becomes available 
to all.

Scenario 4: rebalancing—focus on health-care system 
reform and the goals of medicine 
Creating health and relieving suffering are prioritised alongside 
extending life 
Rising healthcare expenditure at the end of life and a 
recognition of how poorly people are dying leads to a 
global campaign to reframe the goals of health care. This 
campaign leads to a culture shift, wherein healthcare 
workers understand their duty to mitigate suffering and 
increase quality of life and death, rather than prolonging 
the dying process. Psychological, social, and spiritual 
health comes at last to be regarded as equally important 
to physical health, and the focus of health care shifts 
from disease to the person, from longevity to wellbeing, 
and from institutions to community. Health professionals 
provide support to the dying and grieving when necessary 
but no longer dominate endoflife care.

Scenario 5: assisted dying spreads 
Assisted dying becomes a component of universal health care 
Assisted dying spreads to all almost highincome 
countries and many lowincome and middleincome 
countries. People must have the mental capacity to 
request an assisted death. It is available not only to 
those judged to be near the end of life but also to all 
people with unbearable suffering, those developing 
dementia, and those who are “tired of life”. It is tightly 
regulated but provided by many healthcare pro
fessionals, including those working in palliative care, 
and in some countries up to a quarter of people die in 
this way.

Section 12: Reimagining death and dying—the 
Commission’s realistic utopia

“[A realistic utopia] joins reasonableness and justice 
with conditions enabling citizens to realize their 
fundamental interests.”

John Rawls21

The above scenarios represent imagined possibilities 
of what might happen in the future. The actual future is 
most likely to be a combination of these scenarios, or 
perhaps something we have not envisaged. But 
governments, civil society, and healthcare services are 
not passive in death, dying, and grief. The ability to 
shape the future sits with us all. The Commission 
believes that profound, rather than incremental, change 
is needed to transform how we relate to death, and how 
we die.

The concept of a realistic utopia was first encapsulated 
by the philosopher John Rawls as he attempted to define 
a radically different vision of future society.21 Crucially, 
although a realistic utopia is radical, it is also achievable. 
The core principles on which it is created must be shared 
across a society, and a systems approach is essential. We 
describe a realistic utopia for death, dying, and grief in 
the future and outline its five principles.
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(1) The social determinants of death, dying, and 
grieving are tackled 
The social and political determinants of health—
including income, employment, educational opportunity, 
physical environments, gender equality, social supports, 
access to healthy food and health services, and all the 
policies and legislations that provide for these—
determine not only how people live but also how they die 
and grieve. Many deaths and much suffering globally are 
the consequence of inequity and disadvantage and are 
avoidable. Poor deaths often follow poor lives. In our 
realistic utopia these social determinants of death, dying, 
and grieving are tackled, meaning people can live 
healthier lives and die more equitable deaths.

(2) Dying is understood to be a relational and spiritual 
process rather than simply a physiological event 
In the realistic utopia, societies and healthcare systems 
recognise that death is principally a relational and 
spiritual process rather than simply a physiological event. 
As a result, the balance of care changes. Relationships 
are prioritised and made central to care and support 
when dying or grieving, across all settings from care 
homes and hospitals to people’s homes. The quality of 
relationships between healthcare professionals and 
patients shifts from the transactional to those based on 
connection and compassion.

(3) Networks of care lead support for people dying, 
caring, and grieving 
Such networks are composed of family and wider 
community members alongside professionals. Cutting 
across the usual dividing lines of lay or professional care, 
these networks of people at the end of life, families, 
doctors, nurses, paid and unpaid carers, and community 
members challenge traditional power differences, 
allowing people to participate as equals. The two facets of 
lay and professional care are no longer seen as separate, 
and efforts are made to integrate these two essential 
components. Each person dying or grieving has a such a 
network explicitly created around them.

(4) Conversations and stories about everyday death, 
dying, and grief become common 
Death, dying and grieving are acknowledged as natural 
parts of life, and stories of people experiencing these 
events in everyday ways are shared and discussed 
through the media, in film and television, in schools, and 
within communities. These universal experiences are 
recognised and addressed in national and global policies, 
reports, and strategies. The open and balanced discussion 
of these topics leads to a series of wider public 
conversations, debate, and action.

(5) Death is recognised as having value 
Although not always welcome, death has inescapable 
purpose and value. The realistic utopia recognises that 

death allows for birth, growth, and change: without 
death, civilisation would be unsustainable. Furthermore, 
the value in being with people who are dying is 
understood. By giving time, attention, and compassion 
as people die, we connect with them and with our shared 
fragility, pushing us to acknowledge our interdependence 
and understand what is at the core of human 
relationships.

Section 13: Transforming death systems 
The principles of the Commission’s realistic utopia are 
highlevel, allowing different versions to be interpreted 
and created in different cultures and communities. 
Moving from what the Commission has argued is an 
unsatisfactory present to a better future requires the 
current death systems in place to be changed. But can 
systems, which are complex, nonlinear, with inter
dependent and connected parts, be changed by those 
who wish for reform? Such change is certainly not as 
straightforward and predictable as mending a clock or 
even sending someone into space, and unintended 
consequences are always a possibility. Guides exist for 
changing complex social systems,299 and there are 
examples of systems of varying complexity that have 
changed for the better—improved gender equality in 
many societies, the fall in aircraft fatalities, and the 
improvement in 5year survival from many cancers. 
By contrast, the recognition that obesity is best 
conceptualised and tackled as a system has not yet led to 
reductions in obesity in most countries.53 System change 
takes time. It is also important to recognise that systems 
are not static: they are constantly changing. Indeed, this 
report has described how death systems have changed 
dramatically in a few lifetimes, and the future scenarios 
outline how systems might change further.

The Commission cannot write a simple prescription 
for changing death systems for the better, but we have 
shared principles and make a set of recommendations 
(section 15), that would improve death systems. Systems 
are not changed by individuals or even Commissions, 
but by multiple actors at multiple points, and there are 
many groups today who are actively attempting to change 
death systems. We list examples in figure 5. This is not 
an exhaustive list, and there will be value in extending 
and deepening maps of current death systems and in 
understanding attempts to change death systems. 
Mapping, learning, and changing in response to what is 
learned are fundamental to systems change.

Figure 5, which lists attempts to change death systems, 
is built around leverage points identified by the American 
environmental scientist Donella Meadows (1941–2001), 
who in the book Limits to Growth recognised the 
interdependence of populations, the environment, and 
economies (all of which are systems), and was an early 
champion of sustainability.300,301

In her book, Meadows attempts to rank the leverage 
points for changing systems, with the most important 
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and effective leverage point being to change mindsets or 
the paradigm of the system. As described earlier in this 
report, there have been many attempts to change the 
mindset of seeing death as unfamiliar, terrifying, and 
purely negative, through death awareness campaigns, 
death cafes, death festivals, and a proliferation of books 
and films. There is little evidence on the effectiveness or 
otherwise of these activities, and more evidence is needed. 
The major, generously funded, Project on Death in 
America, which ran from 1994 to 2003, aimed to 
transform the culture and experience of dying and 
bereavement in the USA, but it was not an unqualified 
success.302 The project funded artsbased activities, public 
engagement programmes, research, and education 
programmes for healthcare professionals. The evaluation 
of the project concluded that it was a “necessary if not 
sufficient condition” for transforming the culture and 
experience of dying and bereavement.302,303 The effect of 
the COVID19 pandemic on the death system has not yet 

been fully evaluated, but there is emerging evidence that 
anxiety about death may have increased.9 The pandemic 
might also have increased public appetite for a heightened 
medical response to death.10

A second leverage point is to change the goals of a 
system, and the primary goal of the health system, the 
custodian of death in highincome countries, is to 
preserve and extend life. This goal has led to heavy 
investment in research to prevent death and extend life, 
and often to overtreatment at the end of life. Many are 
arguing for a shift of resources to researching ways to 
improve experience at the end of life, and the palliative 
care movement works to reduce suffering and improve 
the quality of care at the end of life. Increasing numbers 
of people are using advanced care plans and advanced 
decisions and directives to exert control over their care at 
the end of life and their dying. Campaigns for assisted 
dying are also aiming to change the goals of death 
systems.

Figure 5: Points for leverage within systems, adapted from Meadows300 with examples of current initiatives

Levers for changing systems in order 
of decreasing effectiveness  

Change within death systems Examples of change 

Transforming the mindset of the system • Dying is understood to be a natural part of 
life and living 

• Death is understood to hold value in 
societies

• Dying transcends health care

 
 

• Death awareness campaigns 
• Reframing dying as social and political concern, beyond the remit 

of health-care services by the state of Kerala, India 
• Emergence of the modern hospice movement in the twentieth 

century, highlighting the specific needs of people dying and their 
families

 

 
Changing the goals of the system • The management of suffering should sit 

alongside the extension of life as the goals 
of health-care services and research bodies

 

The power to evolve or self-organise 
the system structure 

• Vibrant fields of innovation and research in 
death, dying, and grief, creating new ideas 
and actors 

 • Ensuring a diversity of people are working in 
end-of-life care to create new ideas and ways 
of working

 • All parts of the system have the power to take 
action to change the way people live and die

• Well-funded research and innovation in death, dying, and grief 
• Public conversations  
• Death awareness movements  
• Compassionate communities
• Death doulas
• Virtual funerals
• International and national guidance on treatment limits 

Changing the rules of the system • The rules of a system support the open 
recognition of dying and facilitate people to care 
for those dying and grieving

• Health-care services are accountable for their 
relief of suffering and management of good 
deaths

• Laws, policies, and guidelines that support opioid availability 
• Spreading best practice in withholding or withdrawing treatment 
• Carer-delivered subcutaneous medication for symptoms at the end 

of life 
• Improved metrics for measuring the performance of the system
• Assisted dying
• Do-it-yourself funerals, reducing funeral costs
• Do-it-yourself wills, removing legal costs, cutting out lawyers
• Burying outside of cemeteries
• Open cremations
• Carbon neutral disposal of bodies
• Paid bereavement leave, compassionate leave, carers’ leave

Changing way information is held 
and flows 

• Information about death and dying should be 
available to all, not only professionals within 
death systems 

• Patients navigating health-care systems should 
have all relevant information available to them

• Integrated care records accessible by the patient and different 
professionals

• Patient-held records
• Digital capturing of traditions and cultural knowledge 
• Honest discussion of prognosis and likely treatment outcomes by 

health-care professionals
• Publicly available data on service use, opioid use, and other data on 

end-of-life care
• Public education courses on death and dying 
• Sharing stories of people dying and grieving in everyday ways in the 

media

• Recommendations of the Lancet Commission on Palliative Care and 
Pain Relief

• Integration of palliative care into mainstream health-care services  
• Encouragement and introduction of advance care planning, 

advance decisions, and assisted dying 
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Many forces are at work on the third point of leverage, 
the power to evolve or selforganise the structure of 
systems. The movements for compassionate cities and 
communities, as described earlier in this report, are good 
examples of such forces and are spreading across the 
globe. The death doula movement, which operates in 
many countries, has a specific aim to “bring dying ‘home’ 
in our communities as we believe it is all of our business 
and not the sole preserve of experts and professionals.”131 
Again, more evaluation is needed to understand how 
these approaches challenge and reform current 
experience and practice. Multiculturalism can also 
change the death system, introducing different cultural 
practices—for example, Hindus in Britain campaigning 
for open cremation. A move as simple as encouraging 
open coffins at funerals could change death systems.

Changing the rules within systems can lead to change, 
and perhaps the introduction of assisted dying in an 
increasing number of countries and states is the most 
powerful example of laws changing the death system. In 
many countries it is the law rather than cost that blocks 
availability of opioids. Rules can also change at lower 
levels—for example, increasing the range of practices, 
like giving injections and medication, that can be 
performed by family carers and community health 
workers.

Meadows identifies as a further leverage point changing 
the way that information is held and flows. Traditionally 
health records have belonged to health professionals, not 
patients and citizens, but increasingly patients and 
citizens are being given not just access to records but 
control of them.304 This move has been compared to the 
Reformation, which shifted power from the church to 
people, and it can help shift power relationships at the 
end of life.305 People often come close to death without 
them or their family understanding that they are dying, 
and the need for health professionals to conduct the 
ineptly named “difficult conversation” is being widely 
promoted by professional and nonprofessional 
organisations, as we have described.

Some of the multiple changes being made to death 
systems are likely to move systems closer to the 
Commission’s realistic utopia, but others might work 
against it. After the publication of this report, the 
Commission and its networks will study, learn from, 
support, and encourage developments that move death 
systems towards the realistic utopia. Some readers might 
view the realistic utopia as unrealistic, but there is already 
a death system that is moving towards to the 
Commission’s realistic utopia—in Kerala, in South India. 
We thus give space to describing the system, its origins 
and spread, and its strengths, weaknesses and need for 
further development.

Section 14: Care at the end of life in Kerala 
While many of the above examples present work at one 
leverage point or one aspect of a system, the changes 

seen in care for people at the end of life in the southern 
Indian state of Kerala (population approximately 
35 million) over the past three decades represent much 
more complete system change.

India comprises over onesixth of the world’s popu
lation and has around 60 million deaths each year. With 
basic health care out of reach for millions and many 
people bankrupted through catastrophic outofpocket 
spending on health care in India, Kerala has emerged as 
a symbol of hope for low cost, equitable, and participatory 
palliative care, including endoflife care. The success of 
this model rests on a series of paradigm shifts relating to 
how illness, dying, caring, and grieving are viewed within 
the state.

In 1993 a civil society organisation was formed by two 
doctors, M R Rajagopal (a member of the Commission) 
and Suresh Kumar, and a volunteer, Asoka Kumar, with 
the aim of managing the pain and other symptoms of 
people with serious illness. It was based in an outpatient 
clinic in a medical college in Kozhikode. Although 
community donations supported the work and volunteers 
assisted, the project was based on a clinical model of 
palliative care. The inadequacy of this model soon 
became evident: people needing the care could not travel 
to attend the clinic; family members were losing a day’s 
wages, on which they depended heavily, to come and 
attend the clinic; and the complex social, emotional, and 
spiritual needs people described could not be met by a 
distant clinical service, even with volunteer support.306 
Two years later, the team started moving out to visit bed
bound patients in their homes.

The next paradigm shift took place in 2000, when the 
initiative reframed how death and dying were understood 
by healthcare workers and communities alike. They 
stated that dying from a lifelimiting illness is a social 
problem with medical aspects, rather than the commonly 
held converse view. The initiative held discussions with 
local communities through religious organisations, 
activists, and local businesses, asking if they felt that 
caring for and supporting dying or chronically ill people 
was a societal concern. Kerala has a long history of social 
action, and the response was resoundingly that this was a 
societal concern. This model of community organising 
and action was a familiar part of Keralan life.307

Communities responded by starting their own local 
networks to identify and support people who were dying 
or had a chronic illness. An umbrella organisation, the 
Neighbourhood Network in Palliative Care, was formed 
in 2001 to provide support with training for volunteers, 
access to medical and nursing skills, and initial funds to 
start the work. Groups were run by people from the local 
communities, such as farmers, teachers, and local 
businesspeople, and drew on existing community 
resources and assets. Doctors and nurses undertook the 
clinical roles, but importantly, the cooperatives of 
community volunteers led the service. Principles of 
equity within the project were made clear from the outset 
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with the statement “every volunteer is a leader”.306 By 2007 
there were close to 100 autonomous centres running 
throughout Kerala with a network of thousands of 
volunteers supporting them and donations coming from 
the local community.

This model of care transformed how people lived and 
died in the state. People with incurable illnesses now had 
people coming to visit them at home, supporting their 
families with care, mobilising community resources to 
raise finances to keep children in school, providing food 
for the family, and helping bereaved spouses find work to 
support their families. Medical and nursing care was 
provided free of charge, and honest conversations about 
prognosis were held. Volunteers also promoted public 
health messages to communities, challenging miscon
ceptions such as cancer being contagious, and spreading 
the message locally to stop people smoking or chewing 
betel nut. Community initiatives were particularly 
effective in fighting the social stigma against people 
living with HIV and AIDS. Volunteers focused on giving 
families the tools to care for a dying person in a 
sustainable way. For example, for people who could no 
longer swallow and who had a nasogastric tube in place, 
families were taught to use coconut water for hydration. 
Coconut water is a safe and sterile replacement for water 
and minerals and is readily accessible to almost all people 
in Kerala.

Wider participation in the movement came from 
diverse groups, such as the police, who would refer 
people into the initiatives and provide transport, students, 
who would often fundraise to set up a clinic and home
care service from their campus, and, once the movement 
became better known, local political groups and the 
media.

Volunteer groups also act as advocates for the local 
community and challenge powerful local institutions. 
Tension initially existed with private oncology services. 
The initiative was viewed with suspicion by these services, 
who thought they were trying to take patients away from 
the private sector. Through discussions and shared care, 
oncologists from the public and private sectors were 
brought onside with ideas of death not being a failure, of 
palliative care, and of care at home. Today many 
partnerships exist whereby patients under the care of the 
Neighbourhood Network in Palliative Care can access 
inpatient beds or transport from local private hospitals 
free of charge. The landscape of how people approach the 
end of life when dying from chronic and incurable 
illnesses was revolutionised in many parts of the state.

Yet there were still many areas in the state that had no 
volunteer groups and no coverage. The project had begun 
in the north of the state, an area perceived to be more 
open to community action and civic responsiveness. 
There were concerns that the same approach would not 
work further south. There were also concerns that the 
Neighbourhood Network in Palliative Care was in effect 
creating a parallel system of care for the chronically ill, 

absolving the health systems of their responsibility to 
support people when seriously ill or dying. At the same 
time, local volunteer units started responding to other 
concerns raised by local people: for example, how poorly 
chronic psychiatric conditions were being managed in 
the community; the limited rehabilitation options for 
young men who became paraplegic after falling from 
coconut trees as part of their employment; and the 
devastating financial costs on families of renal 
replacement therapy. Volunteers responded to these 
calls, which were beyond the scope of most palliative care 
services, by setting up new initiatives. In the words of 
one volunteer, “We see suffering and not diseases.”

Caution was also drawn in romanticising the 
community response. Communities are not benign, 
homogenous entities waiting to share resources. 
Competing interests and power bases exist within them. 
Building links with one group may reinforce existing 
inequalities or disadvantage for other groups. This issue 
was discussed openly from the start, and dialogue and 
learning continue within the projects. It was understood 
that the assumptions on which projects were planned 
and implemented on may need revisiting as communities 
evolve and adapt to interventions.307 The meaning of the 
term community is explored further in the appendix.

The second paradigm shift came in 2005 when the 
Government of Kerala responded to the groundswell of 
community action to create a state palliative care policy. 
The policy was declared in 2008, stating that palliative 
care should be participatory and work closely with 
community actors. It further described how all primary 
healthcare units should provide palliative care in 
collaboration with local volunteer units.309

The desire was to embed this model of homebased, 
volunteerled care at the end of life throughout all 
primary healthcare centres as a core component of 
universal health coverage. At the same time a media 
campaign through the largest regional newspaper in 
India, Malayala Manorama, spoke to the public about the 
needs of people who are dying or living with chronic 
illness and of the role societies play in supporting them. 
The newspaper received over 5000 calls in three days 
from people wishing to volunteer in the movement. This 
second shift rapidly expanded the number of services 
available and reintegrated the skills from the movement 
into mainstream healthcare services.

Today, over 1600 institutions deliver palliative care 
services throughout the state; of the 2000 palliative care 
services in India, 80% are in Kerala, and tens of thousands 
of volunteers have been trained. At least limited palliative 
care services are available in every district in Kerala and 
these services are estimated to reach over 70% of those in 
need, compared with the national average for India 
of 23%.310 The spread of the model through the public 
health system has provided many benefits in terms of 
access and setting quality standards for care, but some 
consider this progress to be at the cost of innovation and 
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the ability to respond to new concerns raised by the 
community. The restrictions posed by service delivery 
through a healthcare system limits healthcare workers, 
who deliver only what they are contracted to do. This 
tension continues, but the partnerships that have 
developed among public and private healthcare services 
and local volunteer collectives show how these tensions 
can be negotiated and services and communities can 
work together on a common platform.

The model is recognised by the WHO as a collaborating 
centre, the WHO Collaborating Centre for Community 
Participation in Palliative Care and Long Term Care. As 
part of this collaboration, the model is being tested in 
other states in India (Puducherry, West Bengal, Manipur, 
and Delhi) and in Bangladesh, Indonesia, Myanmar, and 
Thailand.

Policy reform 
In addition to caring for people with serious illness and 
at the end of life, the initiatives in Kerala transformed 
policy regarding opioids in the state and the relevant law 
by the Indian Parliament.

Working with the Pain and Policy Studies Group at the 
University of Wisconsin–Madison, palliative care leaders 
were successful in persuading the Government of India 
to accept model rules on palliative care and opioid use for 
adoption by state governments. The states were not 
legally bound to accept them, but some state governments 
did comply, including Kerala in 1998. The amended rules 
allowed trained healthcare professionals to prescribe 
opioids, and supply issues were resolved. Pallium India 
was formed in 2003 with the intention of building 
palliative care capacity beyond Kerala and challenging 
the complex legislation across the 28 different states that 
was restricting opioid availability and use. In 2014, the 
Indian Parliament amended the 1985 Narcotic Drugs and 
Psychotropic Substances law, drastically simplifying the 
process for prescribing opioids and improving access to 
opioids for moderate to severe pain, including at the end 
of life, throughout India. Sustained advocacy led to the 
announcement of the National Program for Palliative 
Care by the Government of India in 2012, initiation of a 
postgraduate course in palliative medicine in 2012, 
inclusion of palliative care in national health policy 
in 2017, and inclusion in undergraduate medical 
education from 2019.

Global application of the Kerala model: a possibility? 
The model that has developed in Kerala since the 
early 1990s is an example of profound systems change. It 
has succeeded in changing narratives around death and 
dying, building a powerful community response, 
increasing the number of people able to access care, 
influencing state and national policy, and challenging 
models of care globally. It has succeeded in redefining 
care at the end of life as a public concern beyond services 
and professionals.

As a result, interest has developed in whether this 
model might work in other contexts. Many sites around 
the world have been influenced by the work undertaken 
in Kerala, but we consider its translation to two further 
sites: West Bengal, and London, UK.

In 2014 the Sanjeevani Palliative Care Society was 
inaugurated as an experiment in community mobilisation 
in palliative care in Nadia district, West Bengal. The 
context differs in many respects to that of Kerala—for 
example, life expectancy, literacy, and government 
spending on health are all lower.311 Furthermore, West 
Bengal does not have a long history in civic or grassroots 
action, with politics and political affiliation instead 
dominating cultural and social life. The initiative that 
developed needed to be responsive to these differences, 
and as a result, the role of political and government 
leaders was more central. Despite these differences in 
structure, over 1000 volunteers were recruited following 
the initial awareness event in 2014, and more than 
900 remained active in 2016.311 The project has grown to 
cover 30 panchyats (districts) in West Bengal. It remains 
based on a model of volunteer action, with volunteers 
leading the care and increasingly the decision making. 
Although it differed from the Kerala model of volunteer 
ownership from the outset, the project represents a 
substantial change to the professionally led models of 
care in the remainder of the state and reflects a change in 
attitudes to community organising in health.

In 2014, in an urban hospice in east London, UK, the 
Compassionate Neighbours project was initiated based 
on the principles of the Neighbourhood Network in 
Palliative Care from Kerala.312 It aimed to develop a 
volunteerled, community response to endoflife care. 
The context again differed from that in Kerala in terms of 
demographics and health and social care structures, but 
there was a similarity in the strong history of community 
activism among local residents. While the core aims of 
the project were to build community networks and action 
in endoflife care, an additional aim was to challenge the 
professionally led model of care that had arisen in the 
UK and to understand what a shared lay/professional 
model would look like. The project developed to have 
200 compassionate neighbour volunteers by 2016 across 
three districts in London. The initiative has been adopted 
across ten further hospices with over 2000 compassionate 
neighbours now involved in the work.312 An evaluation of 
the project described the three crucial factors in its 
success: (1) recognising and challenging power 
differentials across communities and institutions from 
the start; (2) placing relationships at the centre of the 
work, among people, communities, and institutions; and 
(3) building of agency not only for volunteers but people 
at the end of life.313

Lessons for transforming death systems 
Examples of the different settings in which the Kerala 
model has been developed illustrate that local 
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interpretations are needed for success. In all sites, many 
people volunteered to support people dying, caring, and 
grieving and remained engaged with the work, showing 
that there is a desire to support others at these times. 
Relationships and connections among volunteers—with 
people at the end of life and their families, and with 
wider community groups—were drivers for people’s 
engagement and the success of the projects. They provide 
examples of how civil society and healthcare services can 
work together to care for people as they die.

Section 15: Recommendations 
Radical change across death systems is achievable but 
requires action from all in society. The realistic utopia 
sets out a vision for future death, dying, and grieving, 
and these recommendations provide a route through 
which it may be achieved.

Recognising that systems vary greatly across and within 
countries, we have made these recommendations 
general, but we ask that any person, group, or 
organisation adopting them makes them locally and 
contextually relevant and SMART (specific, measurable, 
attainable, relevant, and timebound).

Recommendations for all 
Relationships are fundamental to death, dying and grief. 
Relationships and networks across society must be 
placed at the centre of efforts to improve experiences at 
the end of life.

In whatever country context, high or low income, the 
responsibility for dying well should not fall solely to 
health and social services, nor solely to communities; a 
partnership approach involving shared power, shared 
decision making, and codesign of services is essential to 
enable people to die well.

The substantial inequities underpinning how people 
die globally must be widely acknowledged and steps 
taken to reduce them. Recognition of intersectional and 
structural disadvantages by class, gender, race, and 
geography must be key to this acknowledgment. In 
particular, the disproportionate role of and burden on 
women in community care and support in death, dying, 
and grieving, must be recognised and challenged.

The recommended essential package of palliative care 
and pain relief health services7 must be provided as a 
minimum by the health services of all countries. Policies 
supporting this package, such as opioid access, 
availability, and education, should be implemented. The 
package must also include access to personal protective 
equipment.

Death literacy—the knowledge and skills that people 
need to navigate death systems—must be developed for all.

Recommendations for civil society 
Models of community action in death and dying—such 
as the compassionate communities, and death education 
and awareness movements—should be expanded in 

ways that are sensitive to local populations and led by 
actors beyond those in palliative care.

Stories and experiences of people dying and grieving in 
routine, ordinary circumstances from all parts of society 
should be shared through a range of media to provide a 
realistic understanding of what happens at the end of life 
and in grief.

Rituals, traditions, and support structures around 
death, dying, and grieving should be preserved but 
reexamined by communities to ensure that they do not 
reinforce inequities.

Recommendations for health and social care systems 
The management of suffering should sit alongside the 
extension of life as a goal of healthcare services and 
research bodies across settings.

Education on death, dying, and endoflife care for a 
person and their family must be integral, substantial, 
and mandatory in the curriculum of every health and 
social care student and continuing education for 
practicing professionals.

All health and social care professionals in all countries 
and systems must be competent in caring for dying 
patients and their families. These are core skills, and 
dying patients should be referred to specialist palliative 
care services (where available) only when specialist 
support is necessary.

Patients and families should be provided with clear 
information about the uncertainties as well as the 
potential benefits, risks, and harms of interventions in 
potentially lifelimiting illness to enable more informed 
decisions.

For people with a lifelimiting illness, conversations 
about the fact that they are likely to die from their disease 
must be sensitively offered throughout their disease 
course. This conversation should be a core professional 
duty of the healthcare team.

Specialist palliative care should focus on education, 
research, building capacity of general healthcare 
workers, and extending reach and equity in access to the 
palliativecare approach rather than just delivering 
specialist services.

People are increasingly likely to die in care homes, so 
efforts to improve the experience of living, dying, and 
grieving in care homes, and adequate resourcing, must 
be a priority.

Recommendations to researchers and research funders 
Funders of research should invest in programmes, 
institutions, and communities to experiment with 
rebalancing death and dying.

Funders of research should reflect this rebalancing 
by increasing spending on endoflifecare research 
alongside research aimed at preventing and curing disease. 
This research should include diverse and innovative work 
outside health systems, in marginalised populations, and 
in lowincome and middleincome countries.
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Research should focus on evaluating options for care at 
the end of life in lowincome and middleincome 
settings, concentrating on defining and making widely 
available an essential package of care and services.7

Research funding calls should focus on the 
development of longterm partnerships, processes, and 
sustainable work alongside shortterm projects to address 
specific questions.

Research on death, dying, and suffering at the end of 
life should be undertaken by people from a broad range 
of areas and disciplines beyond palliative care and 
include citizens and patients as equal partners in the 
research.

Research efforts should include understanding, 
defining, and reducing overtreatment at the end of life.

More research is merited on how information 
technology and social media are transforming under
standing and experiences of death and dying and how 
their use might be developed further to promote the 
rebalancing and revaluing of death and dying.

Recommendations to governments and policy makers 
Families and communities should not be impoverished 
by outofpocket expenditure for treatments at the end of 
life, and governments should identify ways to support 
and manage spending at this time.

The palliativecare approach should be available 
alongside diseasemodifying treatment options, and 
models of insurance cover or payment should not force 
patients to choose one over the other.

All countries with universal health care should find 
ways—perhaps through citizens’ juries or other 
democratic mechanisms—to establish how much 
citizens are willing to spend on treatments intended to 
extend life for people with lifelimiting disease, 
recognising that increased spending at the end of life will 
mean less spending elsewhere. People should be asked 
how they wish resources to be balanced between hospital 
treatment and community partnerships and care.

Policies to support informal carers and paid 
compassionate or bereavement leave should be created 
and promoted in all countries.

National programmes should be initiated to ensure 
that everyone has the opportunity to make an advance 
care plan. Mechanisms should exist to share these plans 
across health and social care services, alongside access 
for patients and carers.

Legislators considering the introduction of assisted 
dying should study the experience of where this practice 
has already been introduced and think deeply about who 
will qualify for assisted dying, who will decide who 
qualifies, who will provide the service, and how it will be 
managed and regulated.

All countries should have clear guidelines on 
withholding and withdrawing treatment, reflecting 
relevant legal, ethical, cultural, and religious perspectives 
and the distinction between this and assisted dying.

Plans, policies, strategies, and reports on health and 
social care and wellbeing more broadly should always 
include consideration of death, dying, and grieving.

Section 16: Next steps 
The Commission sees the publication of this report as a 
beginning, not an end, an opportunity to reevaluate our 
relationship with death, and a catalyst for radical change. 
We have described how death and dying have come to be 
seen as a primarily physiological event managed by 
health professionals. Physiological death is an 
inescapable fact, but we advocate a shift in focus away 
from excessive dependence on the healthcare system 
and to see it as the social, psychological, physical, and 
spiritual event that it is. The consequences of our current 
narrow medicalised focus have included transactional 
rather than relational care, overtreatment and 
undertreatment at the end of life, reduced dignity, 
increased suffering, and poor use of resources.

To achieve our ambition, many changes across systems 
are needed. We intend our realistic utopia to inspire a 
collective vision for the future. Our recommendations 
outline the next steps we would urge policy makers, 
health and social care systems, civil society, and 
communities to take.

Beginning in 2022, we will lead a diverse programme 
of events following on from this report, aiming to embed 
its recommendations globally and to see the realistic 
utopia take shape in practice. The Commission will seek 
to raise funding to experiment with implementing 
versions of our realistic utopia in different settings. We 
welcome partnership with participants from every 
country and with different perspectives in this endeavour. 
We hope this work will lead to a global network of 
individuals and institutions working for reform.

We conclude with our core contention: death and dying 
must be recognised as not only normal, but valuable. 
Care of the dying and grieving must be rebalanced, and 
we call on people throughout society to respond to this 
challenge.
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The precariousness of balancing life and death
Despite the centrality of death to our lives, people from 
many societies avoid meaningful conversations about 
death, and its value as a fundamental human experience 
has been largely lost. Diminishing the inevitability and 
humanity of death has obscured our understanding of 
health and life.

Dying in the 21st century is, as highlighted in the Lancet 
Commission on the Value of Death,1 a story of paradox. 
Advances in technologies, science, medicine, artificial 
intelligence, and pharmaceuticals have saved lives 
but have complicated death in high-resourced health 
systems. Many people today die after substantial efforts 
at what is often called futile care. Such overtreatment 
in hospitals, mostly serving those with higher 
socioeconomic status, contrasts with a great global 
abyss of undertreatment.2 From the perspectives of those 
living in countries without adequate health resources, 
dying is too often characterised by gross inequity in 
access to basic care or support. More than 61 million 
people globally experience serious and avoidable health-
related pain and suffering, and many people continue 
to die from preventable illnesses.3 The poorest 50% of 
the world’s population live in countries that have only 
1% of the distributed morphine equivalent medication 
essential to alleviating pain.4

Is the Lancet Commission on the Value of Death 
relevant in countries where the challenge is to constantly 
balance dying and death in poverty and inequity? In 
countries where universal health coverage is missing, 
multiple factors can determine death and dying. These 
include insufficient services, resources, training, or drugs; 
the cost of accessing care; reluctance of health staff to 
break bad news because of cultural, social, and time 
pressure reasons; not receiving the right level of care with 
costly interventions; barriers in getting to the right or the 
safe place to die because of siloed health services or the 
absence of basics such as sheets, mattresses, hygiene, 
and running water. All these factors can be addressed. 
Unlike so many other priorities in global health, 
affordability is not the greatest barrier for all countries to 
deliver services of care to die well; valuing those who are 
dying is.

Dying has become one of the costliest health-care 
events. Spending in the last year of life accounts for a 
disproportionate share of total health expenditure in 

high-income countries notes the Commission. The 
global gap in services and therapies does not mean 
death or dying is cheap for people living in low-income 
countries. Inadequate investment in effective palliative 
care interventions in these settings contributes to 
intergenerational poverty, with children taken out of 
school when savings for education are used instead 
for care.5

The Commission draws parallels between the need 
to rebalance our relationship with death with that of 
balancing our relationship to the planet. The climate 
crisis, ecosystem collapse, and biodiversity loss are not 
only causing untimely deaths, but also point towards 
planetary death. Ill health and death have been brought 
closer by the direct and indirect impacts of climate on 
health, but as more demands are put on the health 
sector the more the sector becomes a driver of the 
climate crisis.6 Is this fractured relationship with nature 
connected to a detachment from death and the way 
societies have deluded themselves into believing both 
nature and death can be manipulated, tamed, and 
managed?

The Commission uses the construct of “death 
systems” to explore the complex components that 
determine how care of the dying and the dead is given, 
who is included and excluded from such care, where 
care happens, and the dynamic shift in who “owns” 
death. 30 recommendations are made to bring about 
radical change in death systems, acknowledging that 
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death systems are unique to societies, shaped by 
culture, history, religious beliefs, and resources. But 
what happens when the death of those who speak 
out against the state or who are members of minority 
communities is pursued by a political regime, or when 
dying is on such a scale that the death system breaks 
down, such as in Yemen, and Syria, and increasingly in 
Afghanistan?7–9 With the 21st century expected to be a 
century of mass migration, lessons need to be learned 
from refugees, internally displaced peoples, women and 
girls who are trafficked, and persecuted communities 
who are balancing life and death in fragility. The 
experiences and priorities of these groups do not feature 
in the Commission. Does death hold a different value 
in contexts of political oppression or migration? Or of 
entrenched racism, xenophobia, or misogyny including 
femicide? The anniversary of the 2021 military coup in 
Myanmar on Feb 1, 2022 is a stark reminder that health 
workers have been the target of violence and death by 
the military regime.10,11 The Rohingya community in Cox’s 
Bazar, Bangladesh, and refugees making crossings of the 
Mediterranean have had to develop ways of facing death 
and caring for the dead and dying which sit outside the 
surrounding societal structures and norms.12,13 In these 
cases death and life will struggle to be “rebalanced” as 
the Commission proposes. 

As the Commission highlights, death occurs through 
conflict, accident, natural disaster, pandemic, violence, 
suicide, neglect, or disease. The World Economic Forum 
Global Risks Report 2022 identifies the ten most severe 
risks over the next 10 years, including livelihood and debt 
crisis, severe weather, infectious disease, environmental 
damage, and geo-economics confrontation, and points 
to a world where there will rarely be a singular cause of 
death.14 Perhaps the greatest challenge societies face in 
repositioning death systems will be to move from siloed 
sectors into interconnected ones.

In so many societies we have lost trust in, and relegated, 
our ability to deal with death. The medicalisation of 
death and the capability or otherwise of a health system 
to manage death has come to determine the way that 
death is treated. The Commission argues that only by 
re-establishing the value of death will we be able to 
transform our health systems. The Commission offers a 
vision of a new system for death and dying underpinned 

by five principles—tackling the social determinants of 
death, dying, and grieving; seeing death as a relational 
and spiritual process; enabling networks of informal 
and formal care; normalising conversations and stories 
of death, dying, and grief; and recognising death has 
a value. This framing points to ways to improve the 
experience of death and dying globally. Achievement 
of the Commission’s vision will require a renewed belief 
in a shared humanity and the recognition that we 
are born equal, but into very unequal circumstances, 
and although we cannot change the inevitability 
of death, societies can change the circumstances to 
avert preventable deaths and provide the time, space, 
comfort, and compassion to die.
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Profile 
Ros Taylor: seeing palliative care as relational
While studying sociology as a medical student at Cambridge 
University, UK, Ros Taylor wrote her dissertation on the social 
status of the dying. In 1977, 10 years after the first modern 
hospice opened in the UK, “I was writing about institutionali-
sation of the dying…and the need for more open awareness of 
dying”, she recalls. This interest in care at the end of life stayed 
with her. Taylor is now Strategic Medical Lead at Harlington 
Hospice and Michael Sobell Hospice, London, UK, and Pallia-
tive Lead at Hillingdon Health and Care Partners, a partnership 
to provide joined-up care for people in west London. She is 
also a Commissioner for the Lancet Commission on the Value 
of Death, which sets out a new vision of death and dying and 
principles to achieve it. “The Commission is looking at 
changing the industrialisation of medicine that’s happened”, 
says Taylor. “Medicine can do so much now. What we see in 
hospital is more and more interventions are done, but it’s no 
longer as thoughtful as it could be, and the essential conver-
sations of what matters to people are not taking place. It is 
the understanding that we are mortal and have a finite time 
on this planet that needs to be revisited in medicine.”

Taylor’s engagement with how we die has defined her 
career. But she also has personal experience of the impact of a 
family death. Taylor faced devastating loss when her daughter 
Phoebe, aged 31 years, died by suicide in 2021. Taylor decided 
to share her grief on social media and posts thoughts and 
memories about Phoebe. “Not just to remember her, but also 
to encourage other people to share their stories. It’s certainly 
helped me to capture the essence of Phoebe, and to challenge 
the stigma of suicide”, she says. The way Taylor shared this 
loss points to her openness in talking about death more 
generally, a feature of her work in palliative care.

After her medical degree at Cambridge and Westminster 
Medical School, Taylor’s interest in palliative care grew when 
she worked as a general practitioner in Cambridgeshire and 
Cumbria. “I loved the holistic style of general practice” that 
existed then, she says. During her decade in general practice, 
she became drawn towards caring for patients with terminal 
illnesses and their families. But it was after hearing a lecture 
by Fiona Randall, a UK pioneer of palliative medicine, that 
Taylor realised she wanted to work in the specialty. After 
setting up a small palliative care unit in West Cumberland 
Hospital, Cumbria, Taylor decided to leave general practice 
and pursue a career in palliative and hospice medicine. She 
was appointed medical director of the Hospice of St Francis, 
Berkhamsted, in 1996 and realised early on that the hospice 
needed a different building. “I was having serious conversa-
tions with families in the bathroom because there was 
nowhere else to sit down and talk”, she recalls. She devoted 
the next few years to developing a multidisciplinary medical 
team and building a new hospice, which opened in 2007. In 

2015, she became clinical director at the national charity 
Hospice UK, a role which included encouraging best practices 
to be shared and advocating for better funding for hospices. It 
“opened up a whole new perspective exploring the charitable 
role; why end-of-life care is funded predominately by charity 
in the UK and the problems that go with that. I used to rant in 
lectures about why care of people who are dying was funded 
by selling second-hand clothes and running marathons, 
which it still is”, she says. While in this role and missing clinical 
work, Taylor became an honorary consultant in palliative care 
at the Royal Marsden and Royal Brompton Hospitals, London. 

In these leadership roles Taylor has been a change-maker 
and supported her colleagues, according to Max Watson, 
palliative medicine consultant at Western Trust, Enniskillen, 
UK. “Ros has made good things happen wherever she has 
worked and has been willing to put in the effort and deal 
with the organisational challenges to make it happen…As 
medical director of a hospice for many years she provided 
leadership by inspiration. She leads by encouraging people 
to be more than they could ever expect themselves to be and 
by affirming people’s potential,” Watson comments.

Taylor has a special interest in a holistic approach to 
palliative medicine, first inspired by the 2000 International 
Congress on Palliative Care, Montreal, QC, Canada. This 
holistic approach, which she teaches to trainee doctors, 
“means understanding wherever somebody is in their life, 
even if they are only days away from death, they are a person 
with things that matter to them, that they have a past and a 
present and possibly a future, however short that might be, 
and we need to understand their priorities. So holistic care has 
always been about seeing palliative care as relational rather 
than transactional and seeing the patient as a part of a 
network within their family and their community”, she says. 

To improve end-of-life care, Taylor believes palliative care 
should be a larger part of training for all health professionals. 
“Many medical school curricula still have just one day in 
5 years focusing on palliative care issues, often with no 
placements in a hospice or palliative care team”, she notes. 
Taylor thinks it is a priority for palliative care to be reinstated 
into primary care in the UK. “I believe that palliative medicine 
is just good family medicine with more time”, she says. “Most 
of what we do is talking to people, discovering what and who 
matters, and seeing if we can facilitate those priorities, those 
goals of care”, she explains. In her hospice work, Taylor and 
her team recently helped a 93-year-old man reach his goal of 
care: playing the piano again. She reflects: “I now see our 
hospice as a fixer, trying to create memories for the people 
who are living on. We do an awful lot of that.”

Udani Samarasekera
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