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Communication at End of Life
PALLIATIVE CARE & END OF LIFE

This evidence theme on communication at end of life is a summary of one of the key topics 
identified by a scoping review of the palliative care research.

Key points
	● Good communication between people with life-limiting 

illnesses and their healthcare professionals is important 
for achieving a high quality of palliative care and positive 
end-of-life experiences for older people and their 
families.

	● Most older people in aged care settings are willing to 
discuss the end of life, preferring not to ‘leave it too late’ 
and valuing transparency. Other older people or their 
family members will avoid discussing prognosis and the 
end of life. Cultural differences may also influence the 
level and type of information people want to receive.    

	● The evidence suggests that sensitive, ongoing 
communication about what someone might expect at 
the end of life can increase the likelihood of receiving 
high-quality palliative care and care that aligns well with 
their wishes. Family satisfaction with care also increases 
with the duration and frequency of open and patient-
centred end-of-life discussions.  

Why is communication at end of 
life important?
Good communication between people with life-limiting 
illnesses and their healthcare professionals is important for 
achieving a high quality of palliative care and positive end-
of-life experiences for older people and their families. [1-3] 
Open and sensitive communication can enhance a person's 
knowledge of their condition, any potential benefits and 
side effects of treatments, and their prognosis. [1, 4] It 
also presents an opportunity to explain the purpose and 
benefits of palliative care for the individual and the family 
unit. These discussions can help a person develop a realistic 
understanding of the future, empowering them to make 
active plans around any personal life goals and for their 
future care. [5] Quality communication can also strengthen 
the relationship and trust between health professionals and 
those they care for, increasing the likelihood that people will 
receive needed services. [5]   
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When healthcare professionals involve families of aged 
care residents in detailed discussions about goals of care 
and keep them updated on their worsening quality of life, 
family members appear more likely to see the need to move 
from a curative approach to palliative-oriented care. [2] 
Clear and open communication that death is a probability 
for older people in aged care and that it may be impending 
for their loved one might, therefore, prevent families 
from requesting burdensome interventions near the end 
of life. [2, 4]  Overall, the evidence suggests that open 
conversations at the end of life can improve a dying person's 
quality of life. [6]

Whose role is it to initiate 
discussions of end of life? 
Most older people in aged care settings are willing to discuss 
the end of life, preferring not to ‘leave it too late’ and valuing 
transparency. [7] The person, a family member, or an 
informal carer may initiate these conversations. They might 
also be introduced by a health care professional, such as a 
Registered Nurse within an aged care facility [1, 4] or the 
person’s regular General Practitioner. [8] it is suggested that 
goals of care discussions based on a shared understanding 
of a likely prognosis ideally occur 6 to 12 months before 
death and before a crisis event such as hospitalisation. [9] 
They should also continue to take place until the person’s 
death. [10]

Some people will avoid raising the topic of end of life, not 
wishing to know their prognosis, perhaps to maintain hope 
and positivity. [11] Here, healthcare professionals may 
take the initiative, sensitively preparing the person and 
their family over time for the inevitability of death rather 
than conveying this information all at once. [10] General 
Practitioners having built long-standing relationships 
with their patients, may be best placed to perceive a 
person’s willingness to engage in discussions around 
palliative and end-of-life care and proceed accordingly. 
[12] However, the effectiveness of General Practitioner 
end-of-life communication will depend on the clinician’s 
communication skills and ability to create a collaborative 
relationship with the patient and family. [13] Some General 
Practitioners delay informing patients and their families 
of approaching death until very late. They may have 
difficulty identifying patients at risk of dying [14] or be 
unwilling to communicate bad news, potentially risking a 
loss of hope. [15] Some General Practitioners fear end-
of-life communication may damage the patient-clinician 
relationship; however, honest communication strengthens 
this association. [16]

For people living with dementia, the evidence suggests that 
end-of-life conversations involving the family should start 
as early as possible and be ongoing. [17] This can help create 
a system of support around the family, providing them with 
time to process the terminal nature of dementia. It may also 
facilitate advance care planning while a person living with 
dementia can still make decisions. [2-4, 17] In a crisis, family 

members (or a non-family substitute decision-maker) may 
become central in communicating the person’s wishes to 
aged or acute care staff if the person living with dementia is 
transferred to the Emergency Department or hospitalised. 
[18]

End-of-life communication with people from diverse 
cultural or ethnic backgrounds and their families requires 
careful consideration. Some cultures exclude the dying 
person from discussions of prognosis [4], whilst others 
may express pain and grief or view mental illness or 
dementia differently from the healthcare team. [3, 19] 
Language barriers may also be prominent during end-of-life 
discussions. Professional interpreters may be necessary 
during these important and sensitive conversations and 
are preferable to relying on family members to interpret the 
information. [19]

What do we know about 
communication at end of life in 
aged care?
We identified five reviews that discussed communication 
at the end of life in aged care settings. [1, 4, 20-22] The 
evidence suggests communication at the end of life is 
effective when it: 

	● Is person-centred, meaning it is tailored to each 
person’s need and desire for information and their ability 
to comprehend and manage the impact of receiving a 
poor prognosis.

	● Is part of a continuous, relational process built on trust.
	● Is undertaken as early as possible
	● Leads to shared decision-making.
	● Covers physical, psychological, and spiritual care.
	● Occurs in a dedicated space appropriate for sensitive 

conversations. [1, 4]

End-of-life conversations are also reported to: 

	● Increase the likelihood that nursing home residents die 
in their preferred place.

	● Increase the odds of receiving strong opioid analgesics 
in the last 24 hours of life.

	● Decrease unplanned hospital admissions and length 
of hospital stay in the last month of life (although not 
significantly). 

	● Promote patient-centred, less aggressive, and comfort-
orientated care at the end of life. [4]

	● Increase family satisfaction with the end-of-life care 
received. Satisfaction also increased with the duration 
and frequency of end-of-life conversations. [4]

	● Increased trust between an older person, their family 
members, and aged care workers. [20]

	● Allows families to receive respite and emotional support 
(i.e. reassurance) from aged care workers (see evidence 
theme on Grief and Bereavement). [20]
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The reviews also identified barriers to effective 
communication at the end of life. This includes improving 
training and guidelines on end-of-life communication for 
health professionals working with older people. [1] The lack 
of staff time is a significant barrier to discussing end-of-life 
issues in residential aged care. [1]

One review reported a concern that studies used varying 
definitions of ‘end of life’ and what end-of-life conversations 
should involve. [4] This may reduce the degree of certainty 
we might have about the reported outcomes of end-of-
life communication. For example, communication at the 
end of life might cover the withdrawal of life-sustaining 
treatments, care goals, advance directives, symptom 
management, prognosis, or care for psychological, spiritual, 
and existential problems. Some studies defined a talk about 
the resident’s condition and medical treatment as ‘end-of-
life communication’. [4]  

Case-conferencing may improve end-of-life care for older 
people by supporting the assessment and decision-making 
for older people with dementia. [21, 22] Case-conferencing 
sessions are delivered to RACF residents through in-person 
or video consultations. [21] Different tools may be used to 
assist healthcare professionals with the assessment of the 
older person – for example, use of electronic health records, 
digital decision tool/assessment systems. [21] 

There are many benefits of having case-conferencing. It 
may encourage and/or improve: 

	● Care provision – symptom management (including 
pain management), ACP, family support, psychological 
support, and overall terminal care. [22] 

	● Problem solving – allows effective communication 
and collaboration between primary care, aged care 
professionals (especially for General practitioners 
who often meet for brief ad hoc periods frequently via 
phone), older person, and families. [21, 22]

	● Allow family members to feel respected and trusted. 
[21]

	● Decrease hospitalisation at end-of-life. [21, 22]
	● Decrease physical restraints by 75%. [21]
	● Promote seamless transition in care if the older people 

were to be hospitalised. [22]
	● Improved medication prescriptions (i.e. to manage pain). 

[21, 22]

Limitations
The results have informed this evidence theme of a scoping 
review intended to map the published research in this area. 
Our findings reflect the current state of the evidence, which 
we note is limited in breadth and quality. 

What can an individual do?
	● Investigate opportunities to develop skills and 

confidence in discussing end-of-life care with older 
people, their families and other supporters. 

	● Be aware of the personal impact of conducting 
emotionally charged discussions on end-of-life issues 
with people and their families. Reach out for help if you 
are feeling stressed or experiencing grief.  The ELDAC 
self-care room provides ideas to help, as well as access 
to relevant resources in a variety of formats. 

What can the organisation do?
	● Support clinicians working in aged care settings to 

initiate ongoing conversations around the end of life 
with older people and their families. 

	● Encourage support for families of people living with 
advanced dementia in residential aged care through 
early conversations on the likely course of the condition 
and the benefits of a palliative approach to care. 

	● Provide regular end-of-life communication training 
for all aged care clinical and direct care staff to develop 
their confidence and competence in end-of-life 
communication.  

	● Address organisational barriers to communication 
at the end of life, such as understaffing and time 
constraints on non-task-based care.  

	● Provide a dedicated space for staff to have sensitive 
palliative and end-of-life care conversations. 

	● Ensure support is available to staff experiencing 
emotional or psychological difficulties from engaging in 
challenging end-of-life conversations.  
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