Topic 1 – Death Education

Themes

· limitation & control – life is finite (ends with death), but limitless during; can’t control death

· individuality & community – impact of death on individuals and greater community (i.e. Boston Marathon bombs)

· vulnerability & resilience – we have evolved to be dynamic and resilient, but we are still moral and vulnerable to very small things (i.e. viruses, bacteria, etc)

Goals

· enrich people’s lives

· inform & guide in relationships with society – relationships change when we focus on mortality

· prepare for public and professional roles

Trends in Mortality

· 1900: 160 deaths per 1000 under 1 yr, then rates drop until 54-65 range when they increase exponentially
· 1994: 40 deaths per 1000 under 1 yr, then rates drop until 65-74 range when they increase quickly

· Women live longer than men

· Mortality rates continue to drop

Causes of Death (1994)

· Heart disease – 32.1%

· Cancer – 23.5%

· C.V. (stroke) – 6.8%

· C.O.P.D (emphysema, asthma, etc) – 4.5%

· Accidents – 3.9%

· Flu – 3.6%

· Diabetes – 2.4%

· HIV – 1.8%

· Suicide – 1.4%

· Liver disease – 1.1%

Places of Death (1990)
· hospital – 62.2%

· nursing home – 16.4%

· residence - 17.4 %

· other – 3.8%

· unknown – 0.2%

Reasons for New Patterns

· industrialization – industry introduced poor living conditions

· public heath measures – sanitation, mandatory seat belts, etc

· preventative health care – immunization, education about safe sex, no smoking/drinking campaigns, etc.

· modern cure-oriented medicine – people living with chronic illnesses, etc.

· nature of contemporary families – families are smaller, more mobile (can spread diseases more quickly and across a greater distance)

Topic 2 – Attitudes towards Death

· What is death? – it is the cessation of life

· Attitudes towards death and the expression of these attitudes are a reflection of today’s society.

· Attitudes are reflected through language and humour. (4 magic pills!)

1. Humour

· Allows discussion

· Momentary release from pain

· Equalizer (treats everyone the same)

· Release and relief – means of coping for caregiver and patient

· Examples:

· A dead atheist is someone who is all dressed up with no place to go. - James Duffecy

· Old watchmakers never die: they just unwind

· Old wool coats never die: they just become mothballed

2. Language

· removed from the concept of death by 

· euphemisms

· isolation of the process of dying

· technologies

· institutions

· by the media

Dissemination of Attitudes

· mass media

· literature

· music

· visual arts

· formal death education

· AIDS quilt

Factors of Attitudes

· aging population

· prolongation of process of dying

· nuclear age

· psychology of “entitlement” – rights of the dying

· humane approaches vs the technologies – birth and dying

· meaningful confrontation of death

· the age of transition – failure and death are not synonymous

Death Education

· formal (curricula) and informal (media)

· courses in death and dying have increased

· many faculties/professionals provide the knowledge

· avoiding death does not remove the person from its power – avoidance only limits choices

· past – this took place in the home, today – occurs in institutions

· Education includes:

· Life expectancy and mortality rates

· Causes of death

· Geographic mobility

· An elderly population

· Life extending technologies

· Goals: to personalize a meaningful response to death and to make choices rather than to conform (hospices and pastoral care)

· Confront mortality in OUR OWN WAY

Cultural Perspectives
· death attitudes represent an effort to rationalize or make sense of death

· afterlife – characteristic of a society that believes in myths

· myths – transgression vs the gods or the world’s fate, death is welcome due to the weariness of life

Common themes of myths

· death is outside of the person and his/her control

· always the sense that somehow things can be fixed or changed

· recognition of our mortality

Cultural views towards the dead

· dead are seen as powerful – deep respect for dead

· elaborate funerals ensure that dead pass on and do not pose a threat to the living

· dead are not forgotten – community consists of living and dead

· ceremonies held to honour dead

· dead provide services for the living – as role models, link to gods, etc

· name avoidance – some must change name if it is the same as the dead

· done to spare living any pain

· revere the dead – pass name onto next generation for new life
Cultural views of death

· death as a normal process of living

· death as unnatural – result of an accident

· death as a supernatural act – when there is no visible reason for death

· diseases were not well understood

· could be interpreted as misfortune and retribution

Domains of Death

· natural

· socioeconomic

· psychosocial

Overall

· in western world – seen as an integral part of life

· illness seen as an imbalance

· church offered hope for an afterlife

· no matter what culture, we all know that we will die

Historical Perspectives

· until 6th century – charnal houses, pagan/saint burial customs

· 12th century – concept of one’s death became important

· Religion – judgement would separate souls
· Wills were a testament to the person and not a disposition of wealth

· Tally of life’s balance sheet

· 17th century – death of others romanticized

· Religion gave way to science/reason – doctors began to understand what killed people

· Common for people to know when he/she was dying

· Death was made beautiful – lots of artwork, poetry, etc

· Ceremonies initiated to help survivors – funerals, elaborate tombs, etc

· Death accepted as inevitable and universal – finality less severe by the afterlife

· 19th century – death of self overshadows death of others

· 20th century – death moved to hospitals

· Hospice care created to spare dying pain

· Grief suppressed, denial of death – became a taboo “the invisible death”

Topic 3 – Religion

Roles of religion

· helps individuals remain reality-oriented

· helps people find meaning in life and death

· relieves anxiety (though some experts say it increases fears)
· death anxiety brings about religious activities and rituals

· group anxiety of death brings group together with a common concern

· secondary anxiety removed through group rituals

· institutionalized rituals – funerals

Assumptions

· meanings of death are socially determined

· anxiety is reduced through social co-operation

· religious institutions give participants a death anxiety that unites people in a common concern

· institutions must provide viable anxiety reduction – use afterlife concept

Temporal (Secular) interpretations of death

· reject a belief in the afterlife – believe that death is the end
· positivism – faith in science and empiricism

· humanitarianism – centres on humanism and rejects supernatural or religion

· focus on needs and concerns of survivors 

· present-oriented towards self and present/future-oriented towards others

· immortality is achieved through legacy (offspring, social relationships, etc)

Afterlife

· idea that there is life after death – one of man’s oldest beliefs

· key concept – some form of judgement involved at time of death or after

Judaism
· death as a punishment for Adam and Eve

· some believe in afterlife, others do not

· God saves Israel for history – continuation of generations and preservation of history

· Change from resignation to hopefulness was gradual – idea of salvation

· Belief that the body would rise from the dead at the end of time – soul does not take the body

· One must live righteously to ensure survival of the community – divine plan

Christianity

· death marked beginning of afterlife

· life, death and resurrection foundation of religion – death vanquished by the resurrection of Christ

· dualism – life determined fate of soul

· soul could travel to heaven, hell, limbo and/or purgatory

· purgatory – temporary place where penitence for sins takes place

· limbo – place where unbaptized Christian babies go

Islam

· Judgement after death – God is just and compassionate

· Normative Islam – actions define person, religious identity should permeate all aspects of life

Hinduism

· many Gods and religious approaches

· belief in reincarnation and transmigration of soul

· after final death, soul is absorbed into the oversoul
· punishment for evil is continuous reincarnations

· transmigration of soul’s past determines present living

· being never dies – it is constant

· attachment to self causes suffering in present

· must be free of selfhood to conquer death

Buddhism

· many types

· goal is to experience nirvana – state of peace and freedom from miseries of existence

· nirvana is a state of consciousness, not a location for soul

· self is a process of change – there is no soul

· 2 types of death

· Continuous – passing of experiences

· Regular – cessation of body functions

· Last though before death determines the next incarnation – determines rebirth

· Guides to the afterlife are read to the dying to help with rebirth

Greeks – first responsible for dualism
· according to pagan belief, the afterlife and world was not pleasant
· preoccupied with survival of community – moral responsibility of each person

· some believed in mortality

· Pythagoras – life determined the soul’s fate after death

· Socrates – idea that the individual soul would survive after death

· Plato – death is universal and serves to keep the living good

Purpose of Funerals
· provide survivors with a sense of closure and a forum for expression
· confrontation with the death and a move to resolving the crisis and accepting loss

· death notification serves to elicit support for the bereaved
· emphasize the concepts of separation and integration

· immediate disposition of the body involves

· mental process – what needs to be done

· physical process – carrying out the necessary actions

Criticisms

· commercial – funeral directors are tradesmen

· 19th century began to provide services

· Smaller houses/urbanization opened way for funeral parlours

· conspicuous

· euphemistic

· dignity all but gone

· not optional – doctor must declare body officially dead and issue death certificate

· burden in many ways

· financial (see costs)

· emotional

· psychological

· there is no data to support the idea that a funeral is an effective vehicle to deal with death

Costs

· the bereaved is in the most vulnerable state

· difficult to make rational decisions 

· average cost for a Canadian funeral is $5600, cheapest is $800
Choices

· body disposition

· burial

· cremation

· donation to science

· cryonics

Topic 4 – Near Death Experiences (NDE)

Beliefs

· human personality exists after death

· a response to stress facing death

Description (almost universal)

· voice saying one is going to die

· acute/heightened senses

· out of body experience

· sense of calm

· tunnel with light

· life flashing before eyes

· loved one’s greeting

· pain on return

· conversion – personality change after the experience

· not all are pleasant – i.e. Ronald Reagan going to Hell

Core elements

· hearing news of one’s own death

· body departure

· significant others

· return to body

Theories

· temporal lobe paroxysm (spasm) – limbic lobe syndrome

· cerebral anoxia

· endorphin release or substance P release

· massive cortical disinhibition

· sensory deprivation

· archetypes (Jung) – in moments of crisis, the brain reverts to ancient experiences

Frequency

· most people who are clinically dead and then resuscitated do not report any experiences

· may be due to lack of reporting due to stigma

· NDE do occur across all ages and cultures

· Individual physiology and experience influence NDE

· earlier researchers had psychoanalytical bent

· later researchers leaned toward parapsychology

· trivialized NDE phenomena

Topic 5 – Theories of Loss

Types of theories

· task-based theories – focus on dying person (Corr, Doka)

· stage (phase) theories – for dying person and survivors (Kubler-Ross)

· intervention theories – for survivors (Bugen)

Corr – person aware that he/she is dying

· 4 tasks with associated concerns

· Physical – satisfy body’s needs

· Psychological – maximize autonomy through informed decision-making

· Social – sustain/enhance relationships, address social implications

· Spiritual – identify/develop/reaffirm sources of spiritual energy, foster hope, die with dignity ( free of pain or fear

· If person accomplishes all tasks, he/she dies at peace

Doka – series of trajectories

· 5 phases on the living-dying trajectory model, each with the 4 tasks from Corr’s model

· Prediagnostic phase – before knowledge of impending death

· Physical – recognize risky health behaviour

· Psychological – cope with anxiety (about everything)

· Social – develop/follow through with health-seeking strategies

· Spiritual – most people have a religious, but not spiritual belief at this stage

· Acute phase – diagnosis, period of increase to peak anxiety

· Physical – understand disease

· Psychological – maximize health, coping, develop strategies
· Social – explore effect of diagnosis on self and others

· Spiritual – vent feelings and fears, incorporate diagnosis into past/future

· Chronic phase – period of declining anxiety

· Physical – manage symptoms and side effects

· Psychological – carry out health regimes, normalize life, deal with finances

· Social – preserve self-concept and redefine relationships

· Spiritual – vent feelings and fears, find meaning in suffering

· Recovery phase – stage of remission
· Physical – death with after effects (physical, social, financial, etc)

· Psychological – cope with fears and anxieties about recurrence

· Social – examine life and lifestyle to reconstruct life

· Spiritual – redefine relationships with caregivers

· Terminal phase – final phase leading to death

· Physical – deal with symptoms, pain, incapacitation
· Psychological – manage procedures, deal with stress, say goodbye
· Social – preserve self-concept and relationships with family/friends

· Spiritual – vent feelings and fears, find meaning in life and death

· Integrated dying – anxiety constantly decreases throughout chronic-living-dying phase
· Disintegrated dying – anxiety crises throughout chronic-living-dying phase

Stage (Phase) Theories

· each have negative, neutral and positive stages

Kavanaugh

· shock

· disorganization

· volatile emotions

· guilt

· loss and loneliness

· relief

· re-establishment

Raphael

· shock, numbness and disbelief

· separation pain

· psychological mourning pain

· reintegration

Weizman & Kamm

· shock, numbness and denial

· undoing

· anger

· sadness

· integration

Woerden

· accepting the reality

· experiencing the pain

· adjusting to a changed environment

· withdrawing and reinvesting emotional energy

Kubler-Ross

· Denial

· Initial – affects individuals who intuitively knew they were dying or something was wrong

· Anxious – typical when a person is notified prematurely or abruptly by someone who didn’t know the person and who didn’t take the person’s readiness into account

· Considered healthy response to pain – acts as a buffer that allows time for collection of thoughts and defence mechanisms
· Easier to deal with if the death is far enough away to allow processing

· Usually only temporary and soon replaced by partial acceptance

· Anger (Rage, envy, resentment, etc)

· Very hard to deal with especially by the family

· Family can also go through this phase 

· Few people place themselves in the patient’s shows to figure out the source of the anger

· A patient who is respected and understood will soon reduce voice and their anger

· Bargaining

· Something like the behaviour of a child in trying to obtain a favour (be nice and you will succeed)

· Wishes for life, then life without pain

· An attempt to postpone and an implicit promise to not ask for anything more or to change

· Promises made with silent guilt

· Depression

· Occurs when physical condition cannot be denied and person becomes weak

· Sense of loss, preparatory grief for the final separation from the world

· Should not try to cheer up this type of depression – should encourage acceptance

· If family doesn’t know how to deal with depressed person, they may become depressed too

· The discrepancy between patient’s wish and readiness, and the expectation of those around causes him/her the greatest grief and turmoil

· This depression is beneficial is the patient is to die in a state of acceptance and peace

· Acceptance

· Sense of calm/serenity

· Family may have problem with this – see it as giving up

· Should not be mistaken for happy stage

· Usually void of feelings – the final rest

· Does not want the outside world to impinge on the inside world

· No desire to talk to family or visitors – communication is nonverbal

Phase Theories Criticisms

· stages are not separate entities but are blended dynamically

· stages are not successive – not necessary to experience every stage

· intensity and duration of stages varies

· little empirical evidence exists to substantiate theories – based on anecdotal evidence

· need for model that will link determinants with reactions to predict and determine intervention guidelines

Intervention Theories (Aimed at survivors)

Gorer (SIR)
· shock

· intense grief work

· re-establishing physical and mental balance

Bugen

· 2 main factors:

· Centrality – closeness of the relationship determines intensity of grief

· Factor most likely to influence a sense of hopelessness

· Loss felt deeply and constantly

· Person may be considered central or peripheral

· Preventability – perceived preventability of the death

· Depends whether the mourner believes that the death was preventable – general belief that the factors contributing to the death may have been sufficiently controlled so that the death might (should) have been avoided

· Single most important factor contributing to the length of time spent grieving

· Can produce an intense physical and psychological reaction

· Unpreventability – the belief that nothing could have been done by anyone or that everything was done to divert factors (external locus of control)
· Prolonged reaction – when grief or physical conditions persist beyond 6 months
Options

· dynamic model in that there can be change in centrality or preventability using techniques

· Centrality techniques

· Need to detach the mourner – learning to say goodbye (easily transferable)

· Reconstruction of new patterns – build life in new terms

· Preventability techniques

· Carl Rogers’ client-centered therapy – empathetic listening, unconditional positive regard, general acceptance and presence

· Cognitive-Behavioural therapy - recognition of the belief structure and strategies to change belief

Topic 6 – Loss and Grief

· loss – fact of life and endings are losses

· bereavement – objective event of loss

· grief – emotional response to loss; intrapersonal dimension of coping 
· mourning – active process of incorporating the experience of loss; interpersonal aspects of social expression (i.e. outward acknowledgement of loss dictated by social and cultural norms – such as wearing black, may start conflict if behaviour is different across generations or cultures – such as homophobic parents)
5 Factors of Grief

· personality

· values

· social and cultural influences

· importance of relationship

Characteristics of Grief

· duration – most acute and intense, usually 4 to 6 weeks but depends on preventability (duration) and centrality (intensity)

· prolonged grief is in terms of effects – physical symptoms are a sign of unresolved grief
· overwhelming sense of finality – however there may be recurrences

· more of a life transition than a crisis

Three Tasks of Grief

· letting go and accepting loss
· adjusting to life

· forming new relationships

Symptoms of Grief

· somatic disturbances

· disorganized perceptions (i.e. heightened sensitivity)

· guilt and anger

· denial

Attachment theory

· love object – libido withdrawn but eventually detaches and ego becomes free

· psychosocial transition – requires space and attention

· acute grief is a definite syndrome

Mortality of Bereavement

· death rate of survivors during the first year is 7x higher

· higher incidence of comorbidities and chronic illnesses (due to stress)

Grief and Stress

· impact of close person

· acute grief 

· mourning

· loss of self-esteem – i.e. ability to cope with it

· social support is a mitigating factor

Grief Factors

· high vs low grief – Bugen intensity
· amount of social support

· model of world – optimistic vs pessimistic

· social roles – huge impact on couples who have been married for most of their lives

· relative importance of deceased

· value structures – afterlife beliefs, etc

· mode of death – gentle vs horrific

· anticipatory grief vs sudden death – terminal illness vs accidental death

· relationship to survivor

· intellectual versus emotional responses – intellectualization is a Freudian defence mechanism

· coping mechanisms – i.e. bereavement support

· support groups – disenfranchised grief (grief experienced in connection with a loss not socially-supported or accepted)

· management of lives

· opportunities for growth – being able to see options, flexibility of thinking, etc

Grief Techniques – 3 Rs

· remembering the past

· life of loved one

· events leading to death

· funeral and after

· grief

· redefining the present

· self-empowerment

· restructuring relationships

· letting go

· recreating the future

· the legacy

· opening new doors

Mourning

· Phase Theory – Bowlby
· Shock, numbness

· Yearning, searching

· Disorganization, despair

· Reorganization

· Task Theory – Worden

· Accept reality of loss

· Work through the pain

· Adjust to environment in which deceased is gone

· Emotionally relocate deceased and move on

· Process Theory – Rando (6 Rs)

· Recognize loss

· React to separation

· Recollect & re-experience deceased and relationship

· Relinquish attachments and assumptive world

· Readjust to move in new world (don’t forget old)

· Reinvest

Topic 7 – Death in Adult Life

Phenomenon of permission

· involves grieving survivors giving permission to dying person to die

· many dying people will linger on in pain because they think their loved ones are not ready

· with permission, the loved one often dies quickly (within hours)

Death and Adults
· death is acceptable in older age but choosing death is less acceptable (i.e. suicide or assisted suicide)

· aspects of death are very personal in their impact

· attitudes change over a life span (due to experiences)

· age changes attitudes

· fear of death higher in young, highest in middle age and lowest in older

· various ways of coping with death

· social support – family, friends, etc

· with age there is the inevitability of death and the greater change of experiencing others’ deaths 

· 2 kinds of death in adult life (no age limit)

· Death of a child

· Death of a parent

Death of a Child

· seen as a waste and untimely

· child seen as the future

· parent may feel responsible or guilty

· adult child – may mean lack of future support

· guilt – causation, illness-related, moral, survival, parental role, grief, etc
· overwhelmed – need energy to provide mutual support, need to be honest with their feelings, different feelings or coping strategies can lead to conflict
Factors that reduce conflict

· ability to engage in open and honest communication

· ability to cry and feel deeply together

· ability to reframe positively

· ability to express support through nonverbal means

· positive view of the relationship (no blame laid)

Sense of Grief for Child

· depends on what the child represents to parents (i.e. self, past generations, genes, source of love, burden, worst parts of self, etc)

· bond is complex and has own sense of grief

· illness becomes part of the family patterns and death is devastating

Patterns of Awareness and Communication (during dying process of a child)

· closed awareness – death not recognized (parents don’t tell child)

· suspected awareness – child suspects truth but is not told

· mutual pretence – no confrontation but parents and child are aware

· most common, but not as healthy

· illusion sustained with avoidance, euphemisms, distancing strategies, etc

· open awareness – death acknowledged and discussed by parents and child

· healthiest choice

Care of Dying Child

· mental first aid to cope with anxiety, guilt and anger

· need to be flexible

· need for protection may exacerbate feelings

· support and openness needed

· parents need to participate in care without causing pain

Death of Adult Child

· very little research done

· degree of grief can be intense

· survivor’s guilt – lack of meaning/existential vacuum)

· loss of caregiver/sense of security

· loss of possibility of grandchildren

Death of Spouse

· considered most disruptive 

· relationship is interwoven

· influencing factors

· sexuality – harder for some homosexual couples

· patterns of interaction

· age – older adults have spent most of life with spouse, changed standard of living, young abuse drugs more, increase in morbidity and mortality, etc)

· gender – widowers have more adverse effects, women live longer in poorer conditions, etc

· social support – role reversal (children take care of parents), friends begin to die, etc

Death of a Parent

· confronts relationship with that parent

· brings to end any hopes of further relationship

· death of mother (primary caregiver) hardest due to nurturing role

· confronts own mortality

· final developmental push (Erikson)

· quality of life and life span increasing
· illness – i.e. hypertension, heart attack, stroke, cancer, AD, PD, etc

· degenerative impact – i.e. increases the minor to major (arthritis, MS, etc)

· care – i.e. domilicary care, nursing home, day hospitals, congregate housing, etc

· institutionalization – neurosis

· loss of identity or uniqueness 

· decreased independence

· need to increase flexibility of care

· sometimes necessary and not a failure on the family’s part

