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Background: Palliative care and advance care planning are important components of diabetes and other 
chronic disease management plans. Most people with diabetes do not have conversations about palliative/end 
of life (EOL) care or advance care directives; often because diabetes clinicians are reluctant to discuss these 
issues. Guidelines for conversations and decision aids can assist shared decision-making for both clinicians 
and patients. The aim was to co-design information with older people with diabetes, families and clinicians 
to facilitate conversations about palliative and EOL care and to identify the language (words) people with 
diabetes, families and diabetes clinicians use to discuss death and dying
Methods: We co-designed and tailored the information with advisory groups: (I) older people with 
diabetes/families, (II) interdisciplinary expert clinicians and undertook a scoping literature review to identify 
relevant content. The penultimate versions were independently evaluated in focus groups and via written 
feedback from representative stakeholder clinicians, people with diabetes and international experts in 
communication, palliative care and diabetes. 
Results: The information met design and language criteria: 62 people participated in focus groups (48 
clinicians, 14 older people with diabetes and 4 family members). There were important differences between 
people with diabetes and diabetes clinicians concerning the words used to refer to death: ‘the language of 
death’. Diabetes clinicians choose soft words/euphemisms such as ‘passed away’ and ‘gone’ and indicated 
they mirrored patient language. People with diabetes preferred clear language and indicated euphemisms 
were confusing and misleading. Diabetes clinicians, rarely encountered death in their practice and indicated 
they lacked education about how to discuss diabetes EOL care. 
Conclusions: Co-design with key end-users improved relevance to these groups. Diabetes clinicians 
prefer to use euphemisms for death and would benefit from education and strategies to help them initiate 
conversations about EOL diabetes care. 
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Introduction

The Australian population is ageing, and Australia has one 
of the highest proportions of centenarians in the world. 
Older age is a risk factor for diabetes. The underlying 
pathophysiology of diabetes exacerbates the effect of ageing 
on metabolic processes and accelerates the progression of 
complications that affect life expectancy (1). Diabetes is the 
most prevalent, costly and complex chronic disease and is 
associated with deaths due to cardiovascular disease, cancer, 
stroke and renal disease (2,3).

The International Diabetes Federation (IDF) indicated one 
person with diabetes in the world dies every six seconds (4).  
The World Health Organisation (WHO) suggested healthy 
ageing should be considered from a person’s functional 
ability and focus on enabling them to do the things they 
value, as well as on preventative care and cure (2). Although 
intensive blood glucose control (‘tight control’) is important 
to prevent complications early in the course of diabetes, 
the risks often outweigh the benefits. Older age and the 
development of functional and cognitive impairments affect 
quality of life and reduce life expectancy (5). Initiating 
palliative care (PC) with usual diabetes care could improve 
comfort, quality of life, and help people maintain personal 
dignity and autonomy and have a ‘good death’ (6).

Many people with diabetes live a long time with 
s ignif icant disease and require several  medicines 
(polypharmacy) and lifelong self-care to manage their 
diabetes. They often develop significant cumulative disease 
and treatment and self-care burdens, which means they 
require complex care in all settings and could benefit from 
comprehensive geriatric and palliative care assessments and 
end of life (EOL) care planning (7) rather than focusing on 
‘tight blood glucose control,’ which may be unrealistic and 
unsafe (8). Over 50% of Australians indicate they have at 
least one chronic condition and between 60–87% aged 65 
and older have more than two chronic conditions (3).

People with diabetes tend to follow a similar disease 
trajectory; the chronic disease trajectory, to EOL (9,10). 
However, a person’s journey within the trajectory and across 
trajectories and their life expectancy is highly individual. 
Some of the burden and associated suffering could be 
alleviated using a palliative approach with usual diabetes 
care (6,11). Thus, experts recommend proactive screening 
for diabetes to ensure it is diagnosed early, adopting a life 
course approach to managing diabetes (12) and tailoring or 
personalising care, including medicines, HbA1c and blood 
glucose ranges, to achieve optimal outcomes.

Optimal outcomes include managing the presenting 
condition, recognising and managing deterioration and 
recognising when the person is dying (1,4,5). These are 
compelling reasons to include EOL and palliative care (PC) 
into diabetes management guidelines and were the impetus 
for our EOL PC research program, including the current 
study.

The need to plan for old age and EOL and to accept 
death as inevitable and sometimes desirable is re-emerging 
in modern health care. For example, the WHO promotes 
dying as normal and suggested optimal EOL care affirms 
life (2). 

 Older age and death are normal, important aspects of 
people’s life journeys. In addition, the Clinical Practice 
Guidelines for Quality Palliative Care (13) recommend 
service providers and clinicians integrate PC into the care 
plans of people with serious illnesses and stressed that PC is 
not restricted to PC specialists: it is the responsibility of all 
clinicians.

Aims

(I) Co-design and formatively evaluate tai lored 
information to help older people with diabetes, their 
families and clinicians discuss palliative and EOL care. 

(II) Summative evaluate the information with clinicians 
and people with diabetes/families who were not 
involved in co-designing the information and use their 
responses to revise the information if/where necessary

(III) Identify the language (words) diabetes clinicians, 
people with diabetes and families use to discuss death 
and dying.

(IV) Undertake independent, international expert review of 
the information using the Well Written Information 
for Consumers (14).

We present the following article in accordance with the 
MDAR checklist (available at http://dx.doi.org/10.21037/
apm-20-1548).

Methods

The study consisted of two inter-related phases to develop 
three versions of the information about ACP tailored 
with (I) older people with diabetes, (II) families and (III) 
An interdisciplinary group of clinicians and is reported 
in detail elsewhere (11). The information was developed 
collaboratively with three advisory groups (AGs) and a 
designer, who met separately to discuss the draft content 

http://dx.doi.org/10.21037/apm-20-1548
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and design and layout of the information. An iterative 
process was used where the initial draft information was 
developed by the research team, discussed with the AGs and 
revised until consensus was reached (15) and the AGs felt 
the information was ready to be evaluated by the broader 
community of key end-users represented by the three AGs. 

The information was designed to be consistent with the 
Victorian Medical Treatment Planning and Decisions Act 
2016 (Vic), Medical Treatment Planning and Decisions 
Act: Summary for Health Professionals 2018, and the 
Australian Commission of Quality and Safety in Health 
Care Standards (16). 

Summative evaluation

The sampling population for the summative evaluation 
consisted of older people with diabetes and family carers 
living in Victoria and medical, nursing and other clinicians 
from health services and academic settings around 
Australia. Older people with diabetes and family members 
were recruited through Barwon Health diabetes services, 
Diabetes Victoria and researcher networks to encompass a 
range of socioeconomic groups and various health literacy 
levels. The sample included both males and females aged 
65 years or older. Clinicians were recruited through 
professional associations such as the Australian Diabetes 
Educators Association (ADEA) and snowball sampling 
where clinicians recommended participation to colleagues. 

The Well Written Information for Consumers (14) was 
used as a framework to guide the design and content of the 
ACP information. In addition, the international experts 
used these criteria to evaluate the penultimate versions of 
the information to assess the content, development process 
and the potential effectiveness of the information.

Data collection process

Data were collected in focus groups and from participants 
providing written feedback about the information via mail 
or email if they could not attend a focus group to enable 
broad consultation and ensure a variety of opinions were 
included. We aimed to recruit 30 participants per group 
(clinicians, people with diabetes and families) and to include 
5–10 participants in each focus group (n=90) to enable 
meaningful discussion to occur and was likely to identify the 
full range of important opinions about the information (data 
saturation) (15,17). 

The interviewer (TD) followed standard focus group 

procedures (18). A topic guide based on Currie et al. 
was used to guide the discussion (14). The focus group 
discussion was audiotaped, and field notes were recorded 
to capture non-verbal information and supplement the 
audiotaped information where the conversation was 
indistinct. These data were translated verbatim for analysis.

Independent expert review

Four people, not involved in the AGs or the research team 
(TD, PM, SM, NO, GL, NS), assessed the information 
using Currie et al.’s Criteria (14). They were experts in 
communication, geriatrics, diabetes and palliative and 
EOL care and were recruited through the researchers’ 
networks. They independently reviewed each version of the 
information at the document level, considered relevance 
to the proposed target audiences in their assessment, and 
returned their assessments anonymously. 

Data analysis procedures

Focus group data were analysed using the Framework 
Method (19) to identify emerging themes/issues. The 
framework method comprises five stages: becoming familiar 
with the data; identifying a thematic framework; applying 
the index or thematic framework systematically to the data; 
rearranging the data according to the part of the thematic 
framework they relate to; and mapping and interpreting 
the data, which enabled isolated research findings to be 
interpreted and appropriate themes to be identified (20). As 
indicated, the researcher’s (TD) final interpretation of the 
data was verified with the three AGs (member checking). 
The four independent reviews were analysed and the data 
combined to arrive at a consensus assessment.

Ethical issues

Ethical issues concerned voluntary informed consent 
to participate and the possibility of emotional distress 
discussing an emotive topic. All potential participants and 
members of the AGs and expert reviewers were informed 
about the emotive nature of the research before they agreed 
to participate. Lifeline and Beyond Blue counseling services 
contact details were included in the patient information 
and consent forms. Written informed consent was obtained 
from all participants in the study. The study was conducted 
in accordance with the Declaration of Helsinki (as revised 
in 2013). Approval to conduct the study was obtained 
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from both the Barwon Health Human Research Ethics 
Committee [09/120] and the Deakin University Human 
Research Ethics Committee [2017-258].

Results

Sixty-two people participated: 48 clinicians (doctors, nurses, 
pharmacists) 14 older people with diabetes, including both 
males and females, all aged 65 years or older, and four 
family members, while this was 28 fewer than the target 
sample size of 90, it achieved a response rate of 70%. All 
participants indicated the content was appropriate and easy 
to understand; however, some clinicians were concerned 
about the words dead, dying and died, which they described 
as ‘the language of death.’ Most people with diabetes felt 
these terms were clear and unambiguous. The older people 
with diabetes AG specifically asked that these words be used 
when the information was developed. Thus, the ‘language 
of death’ emerged as the dominant theme and had five 
inter-related sub-themes:

(I) Clinical area and practice settings.
(II) Need for clear language to enhance meaning.
(III) Importance of ‘mirroring patient language.’
(IV) ‘Hiding’ death.
(V) Organizational and social culture and policies.

Language of death

Most clinicians indicated they did not use the words ‘dying’ 
and ‘died/dead’ when conversing with patients because 
they felt uncomfortable using these words, were ‘scared’ 
of the terms and preferred to use ‘softer’ words (death 
euphemisms) such as ‘passed away’ and ‘gone’ to describe 
death. Reasons for using death euphemisms included 
reducing their own and people with diabetes’ discomfort. 
For the purposes of this paper, ‘euphemism’ refers to mild 
or innocuous words or expressions used in place of words 
that could be offensive or unpleasant.

Clinicians reported they used ‘gentler’ more sensitive 
and respectful words during difficult times for patients and 
families. 

We try to soften it - the language around death (Diabetes 
Clinician, FG3).

‘Passed away’ is more pleasant sounding, not as harsh or 
abrupt (written feedback) (Diabetes Clinician FG2). 

Many clinicians, especially diabetes clinicians described 
the terms ‘dying’ and ‘death/died’ as harsh because they 
suggest finality. They indicated telling a patient they were 

dying or family their family member had died was ‘final’, 
upsetting and distressing, and contributed to clinicians’ 
reluctance to use those words. 

It [died] is very strong and final wording (Clinician, FG3).

Clinical area and practice setting

The practice setting also influenced clinicians’ word choice. 
Clinicians and people with diabetes/families suggested 
the level of comfort about openly discussing death 
varied amongst clinicians, their work setting and level of 
professional experience with death. For example, working in 
a setting that frequently requires clinicians to care for dying 
people could mean these clinicians are more comfortable 
using the words ‘dying’ and ‘died/dead’ because it is part of 
their usual language. Whereas clinicians working in areas 
such as diabetes care where they do not frequently use 
these terms or ‘confront death’ can result in these clinicians 
feeling less comfortable discussing death, consequently they 
use softer words.

One clinician said: 
It depends on where you work. If you don’t deliver that message 

very often you probably wouldn’t find it easy. But if you work in 
an area where you’re delivering that message a bit too much, or 
on a frequent basis, you probably would find it easier to use the 
language ‘died’. You would be more de-sensitised to it. (FG2).

Clinicians also said they found it more difficult to use 
the words ‘dying’ and ‘died/dead’ with patients receiving 
disease-modifying treatment where the intention was 
curative, even when the person had a life-limiting illness. 
Although both type 1 and type 2 diabetes reduce life 
expectancy compared to the general population it is not 
usually regarded as a life limiting illness. Diabetes clinicians 
said these terms were inappropriate to use with patients 
who were ‘not dying and could be detrimental to or diminish 
hope for them.’

However, if the person was receiving PC or EOL care, 
clinicians said it was easier and more appropriate to use the 
words ‘dying’ and ‘died/dead.’

I think a PCU [palliative care unit] environment is different 
to an acute care setting or in outpatient settings. The view in acute 
is that you will be saved and recover and go home, whereas in PCU 
people are very much more comfortable about death (FG3).

Need for clear messages

Conversely, older people with diabetes and family members 
indicated they preferred clear and unambiguous language to 
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describe and explain death to avoid misunderstanding. They 
suggested clinicians’ unwillingness to have frank, open 
conversations about dying hindered the open discussions 
older people with diabetes and family members wanted 
to have and resulted in lost opportunities for clinicians to 
inform and educate people about a significant life event. 
older people indicated clinicians’ reluctance to openly 
discuss deterioration towards death also created a barrier 
to connection and care. Further, older people with diabetes 
indicated being able to talk about their EOL was an integral 
aspect of their care, especially when they had diabetes 
complications. 

Listening emerged as an important aspect of PC/EOL 
conversations. One man said he said he wanted clinicians to 
‘be present and listen to my concerns:’

I feel it is important for staff to be caring enough to ask if 
there is anything you [the patient] needs to talk about [EOL]….
to listen, hear and respond (Person with diabetes, written 
feedback).

This comment could reflect the tension between clarity 
and respect, which are not mutually exclusive, although 
clinicians find it challenging to do both simultaneously, 
which can compromise clarity.

One family member discussed how she wanted clear 
messages when her relative was dying:

But at that stage do you want it [the language] to be that 
sensitive? ..t both my parents have been through palliative care. 
So you just want to hear ‘this is the situation. They’re dying.’ So 
I would prefer them [clinicians] to say ‘they’re dying’ (family 
member FG4).

Clinicians also discussed the importance of using 
clear language to communicate about death, which was 
contradictory to their long discussions about using ‘softer’ 
euphemisms and avoiding using ‘harsh’ words such as 
death. Further, they shared stories about how replacing the 
word ‘dead’ with a euphemism resulted in confusion and 
misunderstanding among clinicians and family members. A 
nurse said:

Not using the direct terminology [clear words] is a big issue. 
I reflect on a time when I was in a family meeting and the 
consultant was telling the family that their loved one had died and 
said they’ve ‘gone’ After the consultant left the family said ‘where 
has he [the patient] gone?’ (FG1).

Another nurse responded:
There’s been a number of times I’ve had where somebody’s said 

‘we’ve lost so-and-so.’ and some of the funny stories I’ve heard It 
can be really confusing. And then it is hard conversation to bring 
it back to tell them that the person died (FG2). 

Clinicians indicated inadequate interprofessional 
communication and documentation also caused confusion. 
An intern said:

I did a project in a hospital about how the decision not to 
resuscitate was communicated among clinicians and family 
members. And it wasn’t working among clinicians. They wouldn’t 
say ‘do not resuscitate’. They said ‘not for 666’ and that’s the 
telephone code [resus code].

Another doctor stated:
I still see written in the medical notes ‘patient passed away at 

0600’ and I feel a little disappointed… I think when someone 
is dying or dies the clinicians need to gently say that (clinician 
written feedback).

Mirroring patient’s language

Clinicians also discussed the importance of ‘mirroring’ 
the language their patients and family members used to 
enhance communication and understanding. ‘Mirroring’ 
patients’ language requires active listening and could mean 
clinicians might/might not use the words ‘dying’ and ‘died/
dead’ to show the individual and family they are hearing 
and respecting their preferred terms for death. Other 
reasons for using the same language as their patients and 
family members were to accommodate their patient’s health 
literacy level and to meet ‘in the middle.’

That is, clinicians adopted the words their patients 
used to connect with them and to foster a therapeutic 
relationship. For example:

It’s part of matching and mirroring too. If a family member 
uses the word ‘died’, then you’re going to use that term too. You’re 
going to use the language the family useIt’s part of the therapeutic 
relationship you have with the family, using the terminology that 
the family use (Clinician FG3).

Further, clinicians equated using the language the family 
used as a respectful way to avoid words that could cause 
offense. 

You need to try and find some middle ground and be less 
offensive. In many ways you have to try to be respectful and I 
think the word ‘passed on’ is not about being disrespectful, but 
about being as respectful as possible in a time that’s going to be 
very difficult for the family (Clinician FG3).

Other clinicians stressed that it was important for 
them to have a clear understanding of what the language 
meant when mirroring patient/family language to avoid 
misinterpreting words and miscommunication, one said:

I think it’s okay to reflect someone’s language when you’re 
talking about [death].. As long as you both [family member 
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and clinician] know what you’re talking about and that’s clear 
(Clinician FG1). 

Interestingly, people with diabetes also ‘mirror’ clinicians’ 
diabetes language’ (dialect) to enhance communication, even 
when they do not like specific words they regard as negative 
and labeling such as diabetic, victim and sufferer (6).  
Thus, mirroring language is a two-way process that can 
enhance or confound clear communication.

Hiding death to protect other people

Some clinicians said they did not use ‘died/dead’ to protect 
other patients in the area from distress. For example, if 
a patient died on a ward, clinicians did not want other 
patients to hear the patient had died so they used ‘code’ 
words to hide the death. The rationale for hiding death in 
this context was similar to reasons previously discussed, in 
that they did not want other patients to be distressed, upset 
or scared by the occurrence of a death. For example:

I think that raises the issue too, if you’re working in a hospital 
environment, you don’t really want to say ‘Mrs Smith s died’ 
but if you said ‘Mrs Smith 555’ [example of a code word for 
death] it’s getting away from the reality and protecting other 
people around who might be upset that somebody had passed away 
(Clinician FG3). 

Some clinicians and family compared current settings 
where people are usually hospitalised during the dying 
process to death in ‘the olden days’ where people died at 
home surrounded by family and often friends and where 
people were more familiar with death. A doctor said:

Death is so hidden now. I think a couple of generations ago 
death was normalised. And it happened at home and the family 
were all around and these days patients end up in hospital wards 
with the curtains and the doors closed and it’s an optional thing 
whether they see it. It’s not the norm (Clinician FG1). 

Family members indicated dying in hospital created a 
barrier to family being completely involved in or present 
during the dying process, which removed them from the 
death. They felt medical technology and interventions such 
as ventilators, intravenous lines, infusions, cardiac monitors 
and drain tubes contributed to the sense that death is hidden. 

For a long time we have been shielded from death, with most 
people dying in hospital, sometimes surrounded with technology 
(Family member written feedback).

Organisational and social culture

Some individuals in all participant groups (people with 

diabetes, family members and clinicians) indicated they 
were reluctant to use the words ‘dying’ and ‘died/dead,’ for 
cultural reasons.

I think because we’re removed so much from it [death] in our 
current way of life. Some people don’t see it as much and death is 
whisked away from people (Family member FG3).

Clinicians indicated they are conditioned to use soft 
language because they hear it from other clinicians. Thus, 
euphemisms have become a cultural expectation within 
healthcare settings. The media also use euphemisms, for 
example:

Most clinicians are socialised to say ‘passed away’…I think it’s 
the way society s socialized it, isn’t it? In the media nobody really 
talks about ‘death.’ (Clinician FG2).

Discussion

The current study is a key part of our diabetes PC and EOL 
research program that encompasses communication (21-23).  
The research includes interviews with older people with 
diabetes receiving PC at their EOL, their families and 
clinicians. These interviews and other research revealed 
that people with diabetes receive insufficient information 
to help them understand their personal health risks and 
how to manage those risks (11,21,24) and highlighted that 
all parties need information about how to discuss and plan 
for EOL care. This is a well know finding in the palliative 
care literature but is a relatively new finding with respect to 
diabetes clinicians

Our previous research showed people with diabetes are 
willing and want to discuss EOL care in the last 12 months 
of life and to use the words death and dying (25), which is 
consistent with other research. However, diabetes clinicians 
are often reluctant to initiate conversations about these key 
life transitions (26), consequently costly, burdensome and 
futile care often continues unnecessarily (27). In addition, 
diabetes is not generally included on information about 
life limiting illnesses, although it is known to reduce life 
expectancy (28). It is difficult to predict prognosis, although 
some general indicators of declining life expectancy such as 
heart disease, COPD, stroke, renal disease, motor neurone 
disease, Parkinson’s disease, multiple sclerosis and dementia 
can be helpful starting points (28). Prognosis refers to the 
way an individual’s illness and overall health is likely to 
evolve. 

Mirroring language emerged as a relatively new concept 
with respect to diabetes in our study. As indicated, mirroring 
can be an aspect of respect and listening. It can act as a 
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bridge to one’s own experiences and enable conversational 
flow. Interestingly, patients also use mirroring to aid 
communication. For example, people with diabetes learn to 
speak the ‘diabetes dialect’ and use terms such as HbA1c, 
diabetic and glucose-lowering medicine names, which is a 
form of mirroring (29).

Mirroring may also contain elements of health 
literacy. Health literacy is important to quality care and 
can affect patients’ decisions and actions (30). However, 
clinician health literacy is rarely considered and can also 
have a profound effect on outcomes. Our study suggests 

the clinician participants had low levels of literacy 
concerning PC and EOL care, which could compromise 
communication. Significantly, discussing EOL is highly 
emotive and people can take longer to understand and 
process information, which is one reason it is important 
to start a conversation and give people time to process the 
information and its implications. Documenting the things 
that give meaning and purpose to ones’ life (values) may be 
a good starting point because it is less emotive, and values 
rarely change over a lifetime where care preferences can and 
do change.

Two other significant findings concerning language 
emerged from the study: Diabetes Clinicians, like many 
clinicians in other specialties preferred to use euphemisms 
to avoid using the language of death when discussing 
PC and EOL, and diabetes Clinicians are not educated 
to discuss declining life expectancy or to begin ACP. In 
contrast, people with diabetes and family members were 
more comfortable using clear language and terms such as 
dead and died. These issues emerged in our other studies 
and highlight to need to incorporate such training in all 
clinician under and postgraduate programs. Significantly, 
our research suggests enhancing clinicians’ communication 
skills for EOL conversations may improve patient 
outcomes (22).

The l i terature review conducted for the study 
identified 34 barriers to optimal communication most 
of which emerged in our study (31). An organisational 
focus on cure and prevention encourages the use of futile  
interventions (32). Sadly, ACDs are often documented at 
the end of a Medical Emergency Team call (33), which may 
lead to inaccuracies and increased stress. 

Diabetes Clinicians indicated they find it difficult to talk 
about death in an environment that focuses on prevention 
and cure, and their discomfort is increased when they have 
inadequate communication skills and training, inadequate 
knowledge about the various cultural aspects surrounding 
death and dying and prognostic challenges. It is imperative 
that strategies are adopted to address these barriers, given 
that discussing EOL care is everybody’s responsibility, 
not only the preserve of PC experts (34,35). Tables 1 and 2  
outline some strategies clinicians can use to initiate 
conversations about PC and EOL. Table 3 provides guides 
for clinicians references legal and practical resources for 
end-of-life conversations with patients. 

Knowing when and how to interrupt is a key skill. 
Older people need time to process the question in order 
to respond—a complex cognitive process, especially when 

Table 1 Process considerations for initiating conversations about 
palliative and end of life care

Use a values-based approach rather than focusing on medical 
decisions

Conversations can be planned or opportunistic

If planned ask the individual who they would like to be present 
during the conversation and have all relevant information and 
documents ready

Ensure the environment is confidential and welcoming

Ensure the person brings any communication aids they need 
with them, e.g., spectacles and hearing aids

Present the information in easy to understand words and 
formats and assess their understanding

Frame the conversation as part of the individual’s life story. Use 
own knowledge of life expectancy in similar conditions

Recognize and respond to verbal, non-verbal and emotional 
cues appropriately

Table 2 Some strategies for initiating conversations about palliative 
and end of life care

Some useful questions that can help start a conversation 
include the following: these questions should not be used as a 
‘tick box’ list. They must be personalized to the individual and 
the situation. The questions need not be asked in any particular 
order

• What do I need to know about you to help me give you the 
best possible care and advice?

• What things make your life worth living or matter to you? 
Rather than asking about quality of life.

• What does suffering mean to you?

• What does a good death mean to you?

Conversations involve two or more people who speak, take 
turns to speak, interrupt and listen.
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the topic is emotive. Interrupting can cause confusion and 
change the discussion and important issues might not be 
identified. Understand and accept that not everybody is 
capable of making informed decisions during a crisis and 
some people prefer certainty, i.e., to be ‘told what to do.’

Prognostication is challenging. However, diabetes is 
known to reduce life expectancy compared to the general 
population and there are some well-described general 
indicators of declining life expectancy (30). In addition, 
our literature review for the current study revealed seven 
main diabetes-related factors associated with reduced life 
expectancy: duration of diabetes, glycaemia, comorbid load/
geriatric syndromes, severe hypoglycaemia, lower limb and 
foot disease, polypharmacy and comorbid depression (11).

Any or all of these conditions could indicate the need 
to start a conversation about PC/EOL and document an 
Advance Care Directive, given that many people with 
diabetes have other complications and co-morbidities that 
also reduce life expectancy: every concomitant chronic 
disease reduces life expectancy by 1.8 years (36). Thus, 
many aspects of comprehensive geriatric assessment are 
relevant to EOL care planning and identifying the actual 
and potential factors that compromise diagnosis and 
treatment (37). Documenting Advance Care Directive 
and clearly communicating values on which to base care 
decisions are important components of quality care (16), 

including diabetes care.

Limitations of the study

The findings might reflect a western perspective and 
language concerning death, which may differ from non-
Western cultures. The sample was relatively small, thus 
the findings might not apply to other countries or other 
diabetes clinicians, people with diabetes and family 
members within or outside Australia. However, the sample 
size was offset by sample heterogeneity, member checking 
and data saturation, which are strengths of the study. Co-
design was also a significant strength of the study.

Conclusions

We co-designed EOL/PC information with older 
people with diabetes, families and clinicians to facilitate 
conversations about PC and EOL care (38-40). The purpose 
was to develop Guidelines for deciding palliative and EOL 
care with people with diabetes, as well as information 
booklets for older people with diabetes, health professionals 
and families caring for older relatives with diabetes (41). 

Co-design with key end-users improved the relevance of 
the information to these groups. It enabled us to develop 
the content and formulate questions used in the evaluation, 
which enhanced understanding and catered to a range of 
literacy levels. 

Diabetes Clinicians prefer to use euphemisms for death 
and would benefit from education and other strategies 
to help them initiate conversations about EOL as part of 
diabetes care. 

Diabetes clinicians were reluctant to discuss life 
expectance, advance care planning and death. A discrepancy 
between the language diabetes clinicians preferred and the 
language older people with diabetes and families wanted, 
emerged .

The clinical relevance of the Guidelines is enhanced 
through information encompassing guidance in the 
Australian Commission on Safety and Quality in Health 
Care; National Safety and Quality Health Service Standards 
second edition (16) and the National Statement on Health 
Literacy (42). Significantly, the study helps explain some 
reasons why clinicians use death euphemisms.
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