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Report of the Lancet Commission on the Value of
Death (6-8)

Section 6: Power, discrimination, and inequity in death
systems

Death systems perpetuate discrimination and inequity, influenced by those in power.
Experiences of death, dying, and bereavement are shaped by factors like political unrest,
healthcare access, relationships, discrimination, poverty, and education, known as social
and structural determinants of death, dying, and bereavement (similar to social determinants
of health).

In 2020, COVID-19 and the murder of George Floyd highlighted these determinants. The
pandemic hit disadvantaged groups and minority communities hardest. Evidence shows
race, gender, sexuality, and socioeconomic status affect healthcare access and disease
rates. Black mothers in the USA face higher mortality rates from pregnancy complications,
and Black Americans are at greater risk of parental loss by age 20. LGBQT+ individuals
have higher preventable death rates and healthcare barriers, with older LGBQT+ adults
experiencing more cardiovascular disease, disability, and mental health issues. End-of-life
care access remains a challenge.

Women, traditionally caregivers, spend 2.5 times more on unpaid care and domestic work
than men. They contribute nearly 5% of global GDP through health care, with about half
unpaid. Unpaid caregiving is undervalued, unprotected, and often lacks training or support,
highlighting inequity in this area.

Data shows inequity across the life course due to race, ethnicity, class, gender, and sexual
orientation, often experienced together. Intersectionality examines how these factors
combine to create diverse experiences of discrimination and disadvantage. For example, a
migrant woman of color, an unpaid carer, or a lesbian woman with a disability faces
compounded disadvantages. Understanding intersectionality is crucial for a systems
approach to death, dying, and bereavement, moving beyond traditional Western healthcare
models.


https://pubmed.ncbi.nlm.nih.gov/35114146/

Power and death

Power underlies systems change and exists in relationships, structures, and systems. It
influences avoidable mortality, caregiving, and the concept of a good death. Examples of
power exertion include ageism, ableism, sexism, racism, heteronormatism, and colonialism.
Power dynamics affect family and community relations, patient-healthcare professional
interactions, and community-institution relationships.

During the COVID-19 pandemic in the UK, power structures influenced the placement of do-
not-attempt-resuscitation orders for older people and those with disabilities, and staff were
denied personal protective equipment. Hospitals often refuse to release deceased bodies
until medical bills are paid, a practice intensified during the pandemic.

Understanding power relationships is crucial for changing social, health, and death systems.
Change is difficult if those in control—such as resource managers, hospitals, and health
professionals—are reluctant to adapt.

Panel 7: Race and the value of death

Mpho Tutu van Furth, a Black South African woman and Commission member, reflects:
The Commission's perspective is mostly White, western, and wealthy, setting this as the
norm. Most people globally lack quality healthcare and do not face over-medicalised
death. In South Africa and the USA, Black lives are often devalued historically and
currently.

During the 1976 Soweto uprisings, apartheid police brutality revealed the low value placed
on Black lives. While White culture often fears aging and death, Black culture honors
elders and accepts death as a return to ancestors. In both post-apartheid South Africa and
the USA, health, wealth, and opportunity remain largely with the White population, with
Black people "othered." The COVID-19 pandemic highlighted these disparities,
disproportionately affecting Black and poor communities who couldn't work from home.

To truly value death, we must value every life equally, acknowledging the cultural and
racial contexts that shape these experiences.

Section 7: Individuals, families, and communities
within death systems

The will to live, death anxiety, and the will to die

The "will to live,"= the drive for self-preservation, influenced by physical and psychological
symptoms like pain, breathlessness, and depression, and by existential factors such as loss
of hope, feeling like a burden, and a lack of purpose.

» Low will to live correlated with breathlessness, absence of a spouse, and high anxiety
correlate with a

» Strong will to live: low anxiety and strong religious affiliation correlate



« Aloss of the will to live is linked to a desire to hurry death and suicidal thoughts.
longdo Assisted death
Fear of death drives much of human culture and behavior. Managing this fear has led to
theories of death anxiety, suggesting interventions to temper the will to live or wish to
die. Regret theory links death anxiety to past and future regrets, which can be mitigated
through life review and future planning.

Terror management theory, based on Ernest Becker's work, suggests humans share a
basic drive for self-preservation but are unique in their awareness of death. This
awareness causes existential terror, managed by embracing cultural worldviews that
provide life with meaning and purpose. Meeting these cultural standards boosts self-
esteem, which buffers against death anxiety. Immortality is sought through religious beliefs
or symbolic means like legacy and achievements. People are therefore highly motivated
to maintain faith in their cultural worldviews and self-esteem as a psychological buffer
against existential dread.

Experiments support Becker's theory, showing that reminders of death increase fear of those
with different worldviews and can lead to extreme medical practices. Solutions include
raising self-esteem, promoting cultural connections, and helping doctors become aware of
their own death anxiety. Societal interventions should focus on boosting self-esteem in the
dying and fostering kindness and tolerance.

Attention to all forms of suffering is a prerequisite to promoting the will to live.

influenced by pain, fatigue, breathlessness, cognitive impairment, loss of
independence, and existential fears such as uncertainty about dying process, obijectification,
and loss of self-determination. This desire can be more about relieving burdens on oneself
and others than unbearable symptoms. Assisted death in legal regions reflects similar
motivations: a sense of burden and loss of meaning drive, rather than unbearable physical
symptoms.

Some cultures and religions, like Jainism and Hinduism, traditionally accepted voluntary
death under certain circumstances, such as fulfilling responsibilities and reaching a state of
desirelessness. However, this practice has declined due to change of ethical view and legal
concerns.

Evidence shows the will to live can keep people alive. A study of 70 million Americans found
higher death rates after key events like birthdays, Christmas, and Thanksgiving. Emotions
influence prognosis, but the pressure for "positive thinking" can cause ambivalence, guilt,
and poor decisions.

Grief, bereavement, and mourning



Grief is the natural emotional response to loss, including the loss of relationships,
employment, or other significant attachments. Bereavement specifically refers to the loss of
a loved one through death and can lead to various health problems, sudden death of a
surviving partner, or suicide.

Elizabeth Kubler-Ross's "five stages of grief" model includes denial, anger, bargaining,
depression, and acceptance. Modern theories suggest integrating grief into life. Lois Tonkin's
"growing around grief" model views grief as a lasting part of the person. The "dual process
model" and "continuing bonds" model emphasize maintaining connections / creating new
relationship with the deceased, reflecting many religious and spiritual views on death and
grief.

Funerals are central to mourning, serving to reflect on the deceased's life, ease their
passage, show respect, say goodbye, and support the grieving community. The COVID-19
pandemic's disruption of traditional funerals led many to reconsider their role in death
systems. A mixed-methods review found that while funeral practices' impact on mental
health is inconclusive, it is vital for the bereaved to shape rituals meaningfully. Funeral staff
play a crucial role in supporting the bereaved, as confirmed by other studies.

Relationships and social networks

» Relationships and social networks play a significant role in health outcomes like
smoking, obesity, and survival, often surpassing healthcare interventions. Beyond their
role in health outcomes—they influence all aspects of our lives and deaths.

“reality is made up of relations rather than objects”

» Placing relationships rather than interventions or treatments at the centre of people’s
lives and deaths.

« Shifting focus from traditional services to empowering individuals, families, and
communities to foster their own connections, as relationships are central to well-being.

Despite healthcare dominance, 95% of end-of-life care is provided by lay
communities, as health professionals spend minimal time with patients. In many
communities, 95% of end-of-life care is provided by capable individuals, but some have lost
confidence in this role.

The death doula movement supports this revival, helping communities build skills and
confidence in caring for the dying, while challenging professionalized death care models.

» The global compassionate communities movement seeks to empower communities in
end-of-life care, addressing the professionalization of care and marginalization of
communities. Projects often start through collaboration between services (e.g.,



hospices) and communities or through grassroots initiatives, focusing on community
development and self-support.

« Communities form networks to support those who are dying, caring, or grieving, with
services providing guidance and clinical support.

« This movement spans 19 countries and challenges the dominance of professional
palliative care, fostering partnerships between lay and professional networks.

Disadvantaged communities

Disadvantaged communities often have smaller, weaker networks, increasing isolation and
hindering partnerships with local services. Asset-based approaches, recognizing community
strengths, are recommended to build conditions for partnerships in these areas. Social
norms around caring, dying, and grieving can perpetuate inequities, particularly for
marginalized groups like widows, who face stigma and economic exclusion in many
societies. Same-sex partners may also face exclusion from inheritance and mourning rights,
leading to disenfranchised grief, especially in countries without legal recognition of their
relationships.

Societal and civic responses

Evidence suggests that talking collectively about these issues can lead to an improvement
in people’s attitudes and capabilities for dealing with death.

« A countercultural death movement is growing with death cafes, festivals, and
campaigns, providing collective spaces to discuss death, dying, and loss.

» Books, exhibitions, and media are helping reshape societal views on death, showing
that open conversations can improve people's attitudes and readiness for death.

» Taipei City has implemented the Compassionate City Charter, promoting discussions
about death across schools, businesses, and temples, fostering death literacy.

» Social media has created virtual spaces for collective grieving and posthumous
interaction, with platforms like Facebook becoming digital memorials for the deceased.
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.

A good death

 |deas of a good death are shaped by societal, cultural, and clinical norms. Cultural and
clinical guidelines can offer support, such as guiding family care, prioritizing pain relief,
and providing rituals for the bereaved.

« However, these norms can also impose pressure, leading to moral judgment for
deviations and creating a sense of failure for those unable to achieve the idealized



"good death." This mirrors societal pressures, such as those placed on women to have
a "natural birth."

» 11 conditions for good death in order of importance (high-income or upper middle-
income countries.): relief from physical pain and other physical symptoms; effective
communication and relationship with health-care providers; the performance of cultural,
religious, or other spiritual rituals; relief from emotional distress or other forms of
psychological suffering; autonomy with regards to treatment-related decision-making;
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.

» “Most conditions for a good death could be offered to most dying people, without costly
medical infrastructure or specialized knowledge.”

Omission of death and dying from health conversations and
reports

» Death and dying are often excluded from health reports, policies, and strategic
documents, despite being integral parts of life. Only 52% of England’s health strategies
mentioned end-of-life care, with only 4% prioritizing it.

» Key reports on healthy aging from WHO and other institutions barely mention death,
treating it as separate from health. Major health initiatives largely overlook end-of-life
care, despite a projected rise in deaths by over 10% in the coming decade.

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 lllich

The 1960s counterculture challenged medical hierarchies, leading to shifts in doctor-patient
dynamics, where patients became active decision-makers rather than passive recipients of
care Sociologists critiqued medical paternalism, power in institutions, and the control of
patient behavior. These changes were most evident in cancer care, where doctors moved
from withholding terminal diagnoses to discussing prognosis openly with patients.

People have come to expect much more from services:

“We’re a consumer society. Anything we want is just a click away. Yet the NHS is the last

bastion of communism.”

If choice is a citizen’s right and that the state has an obligation to meet these choices. But
how does this fit with universal health-care systems in which the concentration is on
need, not demands, and not everything can be available to everybody?

Is it a magical thinking that longevity is purchasable?



Assisted dying

» Suicide is legal in most countries, but assisting suicide, including providing lethal drugs,
remains a criminal offense in many places, whether person was dying or requested
death, or the action was compassionate.

» Assisted dying laws are spreading globally, now legal in several countries and US
states, giving around 100 million people access to such legislation.

» Switzerland uniquely never fully banned assisted suicide, leading to an influx of people
from countries where it remains illegal seeking assisted dying services, with
organizations like Dignitas facilitating these deaths.

» Oregon's Death with Dignity Act (1997) allows terminally ill patients to hasten death,
with 1905 deaths by 2021; most patients are older, White, and have cancer.

« Canada's assisted dying law, initiated in 2015, applies more broadly than Oregon's and
allows clinician-administered injections. It is estimated that around 4% of deaths in
Canada involve assisted dying.

« Both Oregon and Canada restrict assisted dying to citizens over 18, capable of
consent, and in Oregon, limited to those with a terminal diagnosis. Canada allows
assisted dying for intolerable suffering from any cause.

» Reporting requirements track prescriptions and demographic data, with societal and
policy questions still under debate as these systems expand.

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?

Advance care planning

Advance care planning involves documenting and sharing a person’s future care wishes
when they can no longer communicate. It includes general care wishes, legal directives,
surrogate decision-makers, and decision-making processes.

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 decision-making processes by others (best interests or substituted judgment).

Research shows weak evidence of advance care planning can improved communication,
preferred place of death, and healthcare savings. Most studies from high income countries
focus on autonomy, but Family-centred, relational frameworks, collective decision-making
and wellbeing-centered approaches are gaining attention, particularly in settings where basic
healthcare is inaccessible. Uptake may improve by framing decisions within a broader
context of desired care, trust in healthcare providers, support for living well until death, and
the involvement of family and friends.

Advance directives

Advance directives allow patients to refuse treatment if they become unable to consent. The
first legal statute was the 1991 Patient Self-Determination Act in the USA, influenced by the
Nancy Cruzan case, which highlighted the need for clear evidence of a patient's wishes. In
India, a 2018 Supreme Court ruling allowed "living wills" after the Aruna Shanbaug case,
where a young woman remained in a vegetative state for 42 years. Advance refusals help
prevent unwanted treatments, avoid family disputes, and provide clarity for doctors,
protecting individuals from prolonged life-sustaining interventions they may not have wanted.

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. 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.”

Defensive medicine, litigation, and the courts

Historically, lawyers focused on wills and estates, but now they are increasingly involved in
cases related to advance decisions and life-sustaining treatment disputes. High-profile cases
like Charlie Gard, Alfie Evans, and Vincent Lambert highlight disagreements between
families and doctors about withdrawing treatment. Courts often side with doctors, though
there is a push to resolve such disputes outside the legal system. Critics argue that doctors
overly rely on courts to settle ethical dilemmas, suggesting that mediation and hospital ethics
committees could help resolve conflicts in an era of shared decision-making and
democratized knowledge.



