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People are very good at avoiding thinking about death, 
and even better at avoiding preparations for it. However, 
preparation is critical to the experience of death for 
those left behind. The more well prepared a person is, 
the easier it is emotionally and financially later on, for 
both them, and their loved ones. 

This research shines a light on the experiences of 
those who have had a loved one die. It describes 
the journey of death from the perspective of those 
left behind.   

Over eight weeks we conducted 33 interviews 
with 39 people who had lost a loved one between 
6 and 18 months ago. We also interviewed 9 
service providers—from lawyers and financial 
planners, through to funeral directors and mental 
health professionals—about their own experiences 
in helping others through their experience of 
death. 

This journey is a representation of some of these 
diverse and touching stories, and depicts the 
circumstances, supports, services and policies 
that factor into the experience of a death.

There are moments in life where people’s relationship to 
death changes. This is often triggered by the death of a 
loved one; as a natural part of the aging process; or a 
specific medical diagnosis. Mental health issues may also 
bring up thoughts of death. This stage is where people 
become more conscious of their own mortality.  

Certain types of illnesses can lead to a period of planned 
care. This often relies on a close family member or friend 
(‘carers’) to support. Stress is placed on family 
relationships and household finances, and these stresses 
require large amounts of (often unpaid) labour. It can also 
be humiliating and frustrating to be cared for.  

As people move closer to death, care regimes change, and 
regular life is disrupted for family and friends. People who 
are overseas will travel back to see their loved ones, and last 
minute legal and medical documents are signed or adjusted. 
In this stage, hope of a recovery is lost, and people begin to 
say goodbye. 

The hours and minutes leading up to the medical death 
of an individual are vital. For illnesses, this often means 
intrusive medical intervention before death. Being present 
for a death is important and transformative for carers.

This is the period of time immediately following the 
death of a loved one. It describes the process of 
certifying a death, and the formalities of enlisting service 
providers and beginning to close accounts, including 
ceasing government benefits the loved one may have 
been receiving.

From executing the will to finalising the closure of bank 
accounts, there is a long period of tying up loose ends and 
making decisions around a loved one’s estate. If the loved 
one prepared well then this stage can be relatively smooth; 
if they didn’t, there is a heavy burden on carers to make 
decisions and smooth family disputes. 

Once administration is complete, or nearing it’s end, carers 
are able to properly grieve for their loved one and 
contextualise the loss. People will seek help for themselves 
(if they can), and may make significant changes in their own 
life as a result. They memorialise their loved one, and are 
more capable and confident preparing for their own death.  
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The medical death certificate is 
required to have a funeral, and to 
get the official death certificate

The medical death certificate can 
be lodged with Births, Deaths and 
Marriages online or via post. 
Usually, it is the funeral director 
who does this.

The death certificate is mailed to carers. 
The certificate itself is enclosed in an 
envelope with a trigger warning. Reading the 
formal cause of death can re-trigger 
trauma, and be the source of guilt and 
shame. 

If there is no will then the next of 
kin becomes the default executor 
of the estate. Sometimes this 
person is estranged. If no next of 
kin can be found the estate will 
default to the state government 
after a variable period of time. 

A lack of documentation of wishes 
means carers have to guess what their 
loved one would have wanted, which can 
cause stress and guilt. 

Planning the funeral is a source of 
stress for carers if wishes aren’t 
known. This is often the first 
source of family tensions and 
divisions. 

Religious and cultural norms around burials and funeral rites 
provide clear direction and starting points. Not having these 
anchors multiplies the decisions necessary for a funeral. 

Having to produce a death certificate in every 
conversation with a service provider or government 
department re-traumatises carers. Most providers 
won’t accept documentation other than the official 
death certificate.

Executing the will is often 
traumatic. Tensions arise when 
people feel they haven’t been 
adequately recognised for ‘care’ 
work. Even rigorously documented 
wills can be challenged if open 
discussions were not had at the 
time of it’s authoring. 

Clearing a loved one's belongings 
is traumatic. Some people delay 
this by many months, others have 
to do it immediately (for example, 
if the loved one was in care). 

Medical intervention that takes away control from 
carers or their loved ones leads to feelings of 
helplessness and anger. This is especially true when 
pain medication keeps loved ones unconscious in 
their final hours, compounding feelings of loss.

The logistics required to handle a 
body that has recently been 
discovered is a source of trauma 
for carers. Support services are 
often insensitive.

As people near death, their 
wishes change. They may wish to 
move from home to hospital, 
change funeral plans, or make last 
minute changes to a will. 

Expectations of the time left are set. 
Having accurate estimates allows people 
to prepare emotionally, financially and 
logistically for death. 

People want to be with their 
loved one. Carers fear missing 
important information or lucid 
moments, and the dying fear 
being alone. 

The transition from being alive to 
dead is emotionally jarring, but 
also imposes insensitive 
administrative burdens on families 
at their most vulnerable moments.  

Telling family and friends about an 
unexpected death is difficult, especially in 
traumatic circumstances, like a suicide. 

Carers, above all, want to be present for the 
death of a loved one. Misinformation or 
unforeseen circumstances that lead to 
absence at the time of death become the 
source of ongoing trauma and guilt.

Disruptive illnesses impact on everyday lives 
and exacerbate existing stressors. Balancing 
transport, medical and financial strains with 
inflexible work arrangements is difficult. 

Getting respite is difficult, and can 
lead to further tensions in the 
relationship between carer and 
loved one. 

It is difficult to learn how to be 
cared for. Tensions in 
relationships arise as previous 
power dynamics shift as 
independence and dignity is lost. 

Carers become the default 
custodians of medical knowledge 
and histories, and find themselves 
required to advocate on behalf of 
their loved ones because nobody 
else has the whole picture. 

Managing care is a time consuming 
process that relies on (often 
unpaid) work from carers. 

Thoughts around death are triggered by 
multiple things: the natural aging process, the 
recent death of a loved one, or a service 
provider (like a financial planner or insurer) 
triggering conversations. 

If wishes are not adequately documented (for 
example, in a will) and discussed with key 
family beforehand then there are likely to be 
lengthy processes around will execution later. 
Documents are easy to challenge – 
face-to-face discussions are less likely to be. 

If the death is accidental, 
sudden, or of an unknown 
cause, the coroner may need 
to be involved.  This can take 
up to 4 months.

Wishes around organ donation, burial 
options, funeral plans and medical 
procedures (such as do not resuscitate) are 
examples of things that need to be decided, 
documented and discussed.

Service providers are vital triggers to 
planning, and equally important as guides 
through the process of deciding and 
documenting wishes. 

Awareness of one’s mortality is a key 
trigger for preparation. Once people are 
forced to recognise their own death 
(whether imminent or unknown), people 
are more likely to begin preparations for it. 
Death comes to the front of mind. 

Suicidal ideation appears in this 
stage, as people begin to consider 
ending their own life. 

Death certificate

Getting finances
Carers allow themselves the time and 
space to grieve, a process which can be 
long delayed by administration. 

Self-blame, guilt and shame are common 
in the aftermath of deaths; whether 
unexpected, especially tragic, or with 
unresolved questions. 

Carers with adequate financial 
resources and social supports will 
seek more formal help if they feel 
they need it. This is often at the 
request of close family or friends. 

Carers that process a death well will make 
changes to their own life in response to the 
event. Death can be transformative for 
those left behind.

The experience of death often 
prompts carers to begin planning 
for their own death or the death 
of other loved ones

Carers who lose a parent often 
take on an ongoing care role for 
their remaining parent. 
Generational responsibilities shift. 

Legal challenges of a will are 
common, and even if unsuccessful 
can be traumatic and time 
consuming for all involved.

Memorialisation practices are varied 
and rich. Memorialisation is the final 
stage of grieving, where carers 
contextualise the event and find an 
ongoing place in their lives for their 
loved one. 
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No data (VIC)**Masters PhDYear 12
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$60-$80K

$80-$100K

$100-$120K

$120-$140K

$140-$160K No data (VIC)**< $20K

STATE SUPREME COURT PROBATE OFFICE
Will issue probate once a period of notice 

has been achieved.

Telling people

How might we... 

People don’t think about death unless 
prompted. Most people avoid thinking about 
death – and seeking advice or information 
around preparation – until an external 
influence prompts them.

Access to service providers is unreliable. 
Geographical and financial constraints keep 
people away from the kinds of service 
providers that trigger planning. 

It’s difficult to discuss wishes with loved 
ones. Documenting in legal documents is 
difficult but a known process – knowing 
how, when and why to bring up death and 
your wishes is difficult. Prompting this in 
others is even more difficult. 

Opaque insurance policies. People can be 
mistaken in thinking they are fully covered 
for funeral expenses or life insurances when 
they may be hidden nuances or fees. 

Turning awareness to preparation: Even with 
a diagnosis, or a more sober relationship to 
mortality, it is difficult for people to think 
about and plan for death. Tactical care 
planning takes precedent over discussions 
and thoughts about the end.

LOVED ONES
• I’ve got lots of time
• Maybe I should get 

organised?

CARERS
• What if something 

happens?

SOLICITORS
Focus on documenting the wishes 
of an individual in a will. They will 
also help people navigate power of 
attorney questions. 

FINANCIAL PLANNERS
Trigger many of the actions around 
death planning, and will be the main 
instigator of insurance purchases.

FINANCIAL PLANNERS
Trigger many of the actions around 
death planning, and will be the main 
instigator of insurance purchases.

INSURERS
Sell funeral and life insurance, often on 
referral from financial planner or 
solicitor. 

WILL
People create a will to document 
their wishes. They occasionally do 
this on their own, but more often 
will write a will in consultation with a 
solicitor. 
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MEDICAL & FINANCIAL POWERS OF 
ATTORNEY
People will preemptively transfer 
power of attorney to their next of 
kin - usually their adult children - 
ahead of any specific illness or 
decline. 

INSURANCE POLICIES
Life and funeral insurances are 
commonly purchased. These are 
to mitigate risk on income loss 
for family members, and to 
alleviate any financial stress from 
a death. 

How might we... 

Help people better plan for 
death?
• Help people know where to start?

• Help people have better discussions around 
death?

• Help people understand the choices and 
decisions they’ll need to make?

• Help people document their wishes in 
robust ways?

Introduce the need to plan at the 
right moment?
• Avoid triggering avoidance behaviours?

• Help support services have better 
conversations about planning and preparation?

Help people better navigate 
benefits?
• Find benefits they are eligible for?
• Apply for those benefits?
• Keep on top of reporting obligations so that 

payments are not interrupted?

Provide better respite and 
carer’s supports?
• Prevent carer’s fatigue?
• Help keep track of medical 

documents?
• Help other friends and family know how 

to help?
• Help employers support carers?

Help carers find, trial and 
maintain support services 
that are appropriate for 
them?
• Help support services be more 

sensitive to cultural needs?

Prevent suicide?

Gaining access to financial supports. The 
process of applying, receiving and keeping 
carers allowance or disability support 
pensions is opaque and time consuming, and 
adds another stress to a vulnerable time. 

Care is often unpaid time. It is time 
consuming, and must be prioritised in the 
context of other forms of labour that pay. 

Access to care supports. Specialised care 
needs may mean long distances are 
travelled, or accommodation in care 
facilities organised.

Managing medical histories. Patients with 
complicated care plans often rely on a 
primary carer to manage histories with 
them. Records live across systems, siloed in 
medical institutions. 

Getting regular leave is hard. Helping a loved 
one keep appointments, taking unplanned 
time off work for emergencies, can put 
stress on employment. 

Knowing what to finalise. Without proper 
advice, carers cannot be sure they’ve 
address everything they need to before a 
death.

Not being able to at home. Care 
requirements sometimes mean it is no 
longer possible to remain living at home. 

Financial impacts of travel. Traveling at short 
notice to be with a loved one is financially 
challenging for many people. 

Balancing everyday commitments. Balancing 
the desire to be present with other commit-
ments, such as work, is difficult and can 
lead to feelings of guilt.   

Being absent Family and friends of a loved 
one fear being absent for important 
moments, including delivery of medical 
information or the final stages of lucid 
consciousness.

How might we... How might we... 

Help people document what 
they need to tell?
• Help people share the circumstances of 

death fewer times, to avoid distress?

Help people get faster financial 
support?

Help formal and informal 
supports know how to help?
• Help people understand the difference 

between different powers of attorney?

Help medical staff, the coroner, and 
Births, Deaths and Marriages 
communicate more effectively?
• Improve the process from medical death certificate 

to formal death certificate?

Help carers understand what 
they need to finalise?

LOVED ONES
• How long might I have left?
• What does this mean for my current 

lifestyle?
• How long can I keep going?

CARERS
• How do I prepare for the bad times 

ahead?
• Who else is going to help?

DOCTORS / SPECIALISTS
Deliver the news of a change in 
health status.

SOCIAL WORKERS 
May be a present as a support within 
broader community care programs, 
particularly around mental health.

CARE PLAN
Created with medical and social 
work staff.

MEDICAL HISTORIES
Held in an ad-hoc collection of 
digital and paper documents 
between the patient, carer and 
various medical institutions.

INSURANCE POLICIES
Are used to place income 
protection claims, cover 
medical treatments.

ACAT/ACAS ASSESSMENT
To assess whether someone is 
eligible for aged care assistance.

How might we... 

NIDA
For disability support care plans 
and packages.

CENTRELINK
For carers support plans and 
package.

ACAT/ACAS
To perform an aged care 
assessment

AUSTRALIA POST
Some people will purchase a Will 
Kit from Australia Post branches

LOVED ONES
• Will I get better?
• How can I be less of a burden?
• How can I avoid the hospital?

CARERS
• How do I balance this with my other 

commitments?
• How do I know everything possible is 

being done?
• How do I look after myself?

DOCTORS / SPECIALISTS
A constellation of medical 
professionals treating specific ailments

MOBILE CARE WORKERS
Regular home visits to keep people in 
their residences longer. 

SOCIAL WORKERS
Help manage care plans and schedule 
supports for both patient (in-home 
services) and the carer (respite)

Loss of control to medical staff: in the final 
days, hours and minutes, carers feel like 
they are sidelined, losing agency in the 
situation and time with their loved one. 

 

Being absent for the death: the final stages 
of life can last days - people are reluctant to 
leave in case they miss the moment of 
passing

Insensitive services: police, ambulance and 
medical staff can be insensitive, especially in 
circumstances where death has occurred at 
home or by accident. Their remit often 
means they can’t be supportive.

Negotiating conflict: when a will is formally 
contested or when there are family tensions 
that arise around money and property. 
 

Making decisions in lieu of direction: carers 
feel responsibility, guilt and stress when 
they are asked to decide something that the 
deceased did not make clear. 

Re-traumatisation through legal and 
insurance processes: Carers are often 
required to go through lengthy insurance 
and legal processes in order to resolve the 
death of their loved one. Even with a 
positive outcome, the processes themselves 
are traumatic and stressful as circumstances 
are relieved. 

Waiting for resolution of issues: legal 
challenges, probate delays and the issuing of 
death certificate can all take longer than 
expected, and mean the carer cannot move 
on with their lives.  

Not knowing when you’re finished: It may 
take a number of years before carers are 
confident they have dealt with all 
administrative tasks related to the death of 
a loved one. Even when they think they’re 
done, mail may arrive (from an account or 
service) that indicates otherwise. 

Understanding and negotiating closure 
requirements from service providers: each 
organisation has a different process around 
the closing of accounts and services after a 
death. Understanding those is difficult and 
stressful.

Help seeking behaviours vary. Social norms 
around death pressure people in to “getting 
over” deaths quickly. If people don’t think 
they should be seeking help, then they 
won’t. 

Knowledge of supports. Help seeking is 
dependent on knowing that supports exist. 
Without existing support networks (family, 
friends) people will often not know about a 
support service. 

Access to services. Access to services is 
dependent on life circumstances 
(employment, family commitments) and 
financial resources. Geography and 
transport options are important for 
non-urban carers. 

Financial burden. Gap payments (for mental 
health plans) are affordable for some, but 
not others. Quality support is often 
dependent on socioeconomic factors. 

Finding informal supports. When people 
think of supports, they think of formalised, 
paid supports. Many carers find comfort in 
community groups and specific support 
networks (i.e. “Survivors of suicide.”) These 
are more difficult to find than more 
formalised support services. 

Emotion vs admin: there is immediate 
administration that need to be completed in 
a highly vulnerable and emotional state. 

Knowing where to start: many people don’t 
know what to do. They rely on other 
services (medical staff, funeral directors) to 
give them the information they need to 
make progress.
 

Telling the story to services multiple times: 
communicating details around funeral 
wishes and plans is emotionally draining, 
meaning carers often go with the first 
funeral home they see or are recommended 
to. They may have to tell the story of the 
death to other services - like police or the 
coroner. The death certificate lists the 
cause of death, which can be traumatic in 
cases of suicide or accidental death.

Getting financial support: funerals often 
cost more than expected, and carers are 
often the people who need to bear the 
financial burden of unexpected fees in the 
short term. 

Dealing with insurances: gaining access to 
funeral or life insurances is sometimes 
difficult and often slower than it needs to be 
in order to pay for services in the days 
leading up to a funeral.

Waiting for the coroner: Delays in the issue 
of a medical death certificate can mean the 
loved one cannot be buried for weeks or 
sometimes months. This is stressful, and 
often against religious or cultural norms and 
expectations. 

Medical death certificate errors: The 
process of getting a formal death certificate 
can be delayed if there are errors on the 
medical death certificate. This is relatively 
common, and can lead to delays in the 
immediate funeral plans. 

How might we... 

Help carers and medical staff 
articulate their needs and 
expectations together?
• Help carers access and action the wishes of 

their loved one?
• Help medical staff share family wishes with 

each other, across shifts and disciplines?

How might we... 

Help emergency services 
perform their duties with 
greater sensitivity to carers?
• Help service providers have better 

conversations about a recent death?
• Help service providers know what might 

trigger trauma?

How might we... 

Help carers understand and 
more through the processes 
around account and service 
closures?

Help families work through 
conflict without traumatising 
legal intervention?

Help carers know that their work 
is finished?

How might we... 

Break taboos around dealing with 
mental health after a death?

Help people find and access 
informal, community based 
supports?

Improve geographical and financial 
access to formal supports, such as 
mental health services?

POLICE REPORT
If the death was accidental, suicide, or not 
in a medical facility.

CARERS
• Why wasn’t I there?
• How do I keep control?
• Could I have stopped the 

death/prolonged life?
• What do I do now?

MEDICAL STAFF
Manage pain and expectations, give 
advice on what to do next and 
comfort family and friends. 

EMERGENCY SERVICES
May be involved in the discovery or 
transport of a body in the case of 
sudden or unexpected death.

EMERGENCY SERVICES
Inform family, retrieve the body and 
deliver it to morgue or hospital. 

SOCIAL WORKERS
Provide support and information to 
family and friends in the lead up to 
and after a death. 

LOVED ONES
• How long do I have left?
• What can/should I do with my time?
• Will this pain last?
• How do I say goodbye?

CARERS
• How can I make the most of the time 

left?
• How can I be there for them?
• What do I need to finalise?

DOCTORS / SPECIALISTS
Treat pain and generally work to 
keep their patients in home.

PALLIATIVE CARE / HOSPITAL CARE
Work to treat pain towards the end 
of life.

FRIENDS AND FAMILY
Are present to witness the death, say 
goodbye, and support the carer.

 

CARERS
• Where do I start?
• How do I balance my grief with getting things done?
• What would they have wanted me to do?
• How do I tell people?
• How do I protect my privacy, and the privacy of my 

loved one?
• Where will I get the money from?

FRIENDS AND FAMILY
Can support or hinder the funeral 
planning and grieving processes. 
May prepare to challenge the will. 

FUNERAL DIRECTOR
Will help navigate the formalities 
whilst arranging the event of the 
funeral. 
 

DOCTOR
Will create a medical death 
certificate.

SOLICITOR
Will be the custodian of the will in 
lead up to the probate period. 
Will field enquiries from family 
and friends. 

VETERANS AFFAIRS
May be called upon to provide 
service histories for service men 
and women. Will update their own 
records regarding the death.

FUNERAL SERVICE PROVIDERS
Will arrange music, flowers, 
printing for funerals at short 
notice. 

INSURERS
Claims are made against funeral 
and life insurance policies. 

BANKERS
To close bank accounts and have 
funds released to help cover 
expenses. 

CENTRELINK
Carers are required to cease any 
benefits for the loved one quickly; 
this includes pensions, disability 
support payments, etc. 

CARERS
• When there’s a gap in instructions, 

how do I know what they would 
have wanted?

• What do I do when people want to 
contest the will?

• What don’t I know about? How do I 
find out?

FRIENDS AND FAMILY
Will either support or hinder the 
execution of a will. 

LAWYERS
Assist the execution of a will, and 
advise parties on matters related 
to challenging the will, probate, 
and insurance claims. 

BANKERS
Help carers close accounts and 
release funds. 

REAL ESTATE AGENTS
Involved in the sale of properties. 

CARERS
• What could I have done differently?
• How do I help myself, now?
• What have I learnt from all of this? 
• How should I prepare better, 

myself?
• How do I live with their memory?

COUNSELLORS
Provide formalised emotional and 
wellbeing support for mourning 
carers. 

MENTAL HEALTH SUPPORT 
SERVICES
Provide a starting point to mental 
health supports. 

RELIGIOUS MINISTERS
Help carers contextualise the 
death in their lives, and work 
through spiritual concerns. 

CENTRELINK
To claim sessions related to the 
mental health plan. 

CENTRELINK CARER 
ALLOWANCE PAPERWORK
Used to assess and claim carer’s 
allowances.

MEDICAL DEATH CERTIFICATE
Issued by a doctor. This is required 
to get the formal death certificate.

FORMAL DEATH CERTIFICATE
From Births, Deaths and Marriages. 
This is required for almost all 
administration related to death.

CHECKLIST
Given to clients by funeral directors, 
listing out everything the funeral 
needs, with deadlines. Often emailed 
ahead of first meeting. 

LIFE AND FUNERAL INSURANCE 
POLICIES

MEDICAL POWER OF ATTORNEY
Medical power of attorney often 
needs to be invoked to make 
end-of-life decisions.

FINANCIAL POWER OF ATTORNEY
May also be transferred in 
preparation for death.

WILL
To provide guidance and 
direction on the deceased’s 
wishes, especially regarding the 
funeral. 

DEATH CERTIFICATE
Required to close accounts and begin 
to execute the will. 

LIFE AND FUNERAL INSURANCE 
POLICIES
Insurance policies are claimed 
against and decisions challenged. 
‘Hidden’ clauses or fees in 
policies emerge. 

MENTAL HEALTH PLAN
Issued in consultation with a GP 
and used to access Medicare 
psychology and psychiatry 
benefits. 

GRANT OF PROBATE
Required from state supreme courts 
in order to execute a will. Estates are 
sometimes required to be advertised 
so that potential claimants are 
notified. 

PROPERTY DEEDS
Detail ownership of property, and 
change hands after the execution of 
a will. 

WILL
Will be examined, discussed and 
potentially challenged. 

BIRTHS, DEATHS & MARRIAGES
Will produce the formal death certificate 
required before a burial or cremation is 
legal. Usually interacted with by funeral 
directors online. 

DEPARTMENT OF HEALTH
To arrange a mental health plan

AUSTRALIAN TAXATION OFFICE
To complete a final tax return for 
the deceased.

RELIGIOUS MINISTERS
Will help contextualise a death, 
and will help family and friends 
deal with the death, and talk 
about the loved one. 

CORONER
Will assess and formalise the 
cause of death if the death was 
suspicious, accidental, or 
unexpected.
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