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Summary

Prognostic and end-of-life communication is a vital skill for health
care professionals caring for patients with progressive life-limiting
illnesses, and their families. Expert opinion varies, and high-
quality evidence on how best to discuss these issues with such
patients and their caregivers is limited. These guidelines were
developed to address these issues. The guidelines were developed
through the following methods:

e Systematic literature review of the best available evidence on
discussion of prognosis and end-of-life issues;

e Review of previous relevant guidelines and expert opinions in
the literature; and

e Refining of draft guidelines by an expert advisory panel.

The key recommendations of these guidelines are for health
professionals to consider the recommendations conveyed by the
acronym PREPARED.

Prepare for the discussion, where possible:

e Confirm pathological diagnosis and investigation results before
initiating discussion.
e Try to ensure privacy and uninterrupted time for discussion.
e Negotiate who should be present during the discussion.
Relate to the person:
e Develop rapport.
e Show empathy, care and compassion during the entire consul-
tation.

Elicit patient and caregiver preferences:

e Identify the reason for this consultation and elicit the patient’s
expectations.

e C(Clarify the patients or caregiver’s understanding of their situa-
tion, and establish how much detail and what they want to know.
e Consider cultural and contextual factors influencing informa-
tion preferences.

Provide information, tailored to the individual needs of both
patients and their families:

e Offer to discuss what to expect, in a sensitive manner, giving
the patient the option not to discuss it.

e Pace information to the patients information preferences,
understanding and circumstances.

e Use clear, jargon-free, understandable language.

e Explain the uncertainty, limitations and unreliability of prog-
nostic and end-of-life information.
e Avoid being too exact with timeframes unless in the last few
days.
e Consider the caregiver’s distinct information needs, which may
require a separate meeting with the caregiver (provided the
patient, if mentally competent, gives consent).
e Try to ensure consistency of information and approach pro-
vided to different family members and the patient and from
different clinical team members.

Acknowledge emotions and concerns:
e Explore and acknowledge the patient’s and caregiver’s fears and
concerns and their emotional reaction to the discussion.
e Respond to the patients or caregivers distress regarding the
discussion, where applicable.

(Foster) Realistic hope:
e Be honest without being blunt or giving more detailed informa-
tion than desired by the patient.
e Do not give misleading or false information to try to positively
influence a patient’s hope.
e Reassure that support, treatments and resources are available to
control pain and other symptoms, but avoid premature reassur-
ance.
e Explore and facilitate realistic goals and wishes, and ways of
coping on a day-to-day basis, where appropriate.

Encourage questions and further discussions:
e Encourage questions and information clarification; be prepared
to repeat explanations.
e Check understanding of what has been discussed and if the
information provided meets the patient’s and caregiver’s needs.
e Leave the door open for topics to be discussed again in the
future.

Document:
e Write a summary of what has been discussed in the medical
record.
e Speak or write to other key health care providers involved in
the patient’s care. As a minimum, this should include the patient’s
general practitioner.
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Guideline development and use

Discussing prognosis and end-of-life issues has been identified as
an important component of care by patients with progressive life-
limiting illnesses, and their families.!? Being adequately informed
is essential for such patients and their caregivers to participate in
decisions about their treatment and care, to set goals and priorities,
and to prepare for death. Clinicians need to provide information in
a way that assists patients and their families to make appropriate
decisions, be informed to the level that they wish, and cope with
their situation. These guidelines have been prepared to assist
clinicians with this difficult but important task.

Methods of guideline development

The guidelines were developed using the following process:
e Literature review:
> systematic review of the best available evidence regarding
discussion of prognosis and end-of-life issues with patients
with a progressive life-limiting illness, and their caregivers;
and
> review of previous related guidelines and expert opinions.
e Refining of guidelines with an expert advisory panel.

Literature review

Systematic review
The systematic review” was conducted in conjunction with per-
sonnel of the systematic review section of the National Health and
Medical Research Council (NHMRC) Clinical Trials Centre, in
accordance with the principles and processes recommended by the
Cochrane Review." Eligible studies were those that sampled adult
patients who had an advanced progressive life-limiting illness with
less than 2 years to live, including but not restricted to cancer, end-
stage pulmonary disease, end-stage cardiac failure, and motor
neurone disease; and/or the caregivers (including bereaved rela-
tives) of such patients; and qualified health care professionals.
More specifically for studies where patients formed the study
group, the eligibility criteria included: patients in specialist pallia-
tive care or hospice settings (inpatient or community), and
patients in any care setting with a diagnosis of an advanced life-
limiting illness being treated with palliative intent and with a life
expectancy of less than 2 years. Where samples were mixed (e,
potentially curable and advanced disease), studies were included if
more than 50% of patients had an advanced life-limiting illness or
where the results for such patients were provided separately.
Studies where patients formed the study group were excluded if
they involved patients with chronic diseases with likely life
expectancy of greater than 2 years (such as dementia and multiple
sclerosis), patients being treated with curative intent, or patients
being cared for in an intensive care unit, or if it was not possible to
determine what percentage of the study group was being treated
with palliative intent or had a life expectancy of less than 2 years.
The medical literature was searched to identify relevant studies
and reviews for the period between 1966 and November 2004.
Searches were conducted via MEDLINE, CINAHL, EMBASE,
Psycinfo and the Cochrane Register of Controlled trials (Central).
Out of 4167 abstracts retrieved by electronic searches, and a
further 127 abstracts identified by hand searching, 278 full
manuscripts were considered for inclusion in the review. One

hundred and fifty-one did not meet the eligibility criteria and four
were duplicates; hence, 123 articles were included. Individual
reviewers extracted data from each study using a standard format.
Data extraction was checked by a second reviewer for 10% of
studies to ensure consistency.

Most studies were descriptive, examining provider practices and
patient and/or caregiver views, attitudes, knowledge and behav-
iour (Level 1Va evidence according to the NHMRC 1995 ratings’).
Such studies are not considered admissible evidence in the more
recent NMHRC rating scale.’ These NHMRC rating scales are
designed for research questions regarding interventions, diagnosis,
aetiology, screening and prognostic factors, but are not readily
applicable to the topic of these guidelines.

Review of consensus guidelines and expert opinion

Relevant consensus guidelines and expert opinion were incorpo-
rated into the guidelines because of the lack of evidence for some
topics. Consensus guidelines in similar areas were retrieved via
hand searching and the search strategy for the systematic review.
They were excluded from the systematic review because they were
not studies. These guidelines included areas such as breaking bad
news (n=2), psychosocial clinical practice guidelines for women
with breast cancer (n= 1), clinical practice guidelines for advanced
breast cancer (n=1), therapeutic guidelines for palliative care (n=1),
advance directives (n =1) and end-of-life care (n =1). These guide-
lines used a rigorous consensus-building process, with many
commissioned by the Australian or New South Wales Government
and endorsed by national peak bodies. Published expert opinion
— the considered opinion of clinical experts (n=12) regarding
communication of prognosis and end-of-life issues with patients,
and their families, with advanced life-limiting illnesses — was
reviewed and cited for areas where there was a lack of studies or
consensus.

Expert advisory panel

An expert panel was convened, comprising 35 Australian and New
Zealand health care professionals and consumers (nine palliative
care medical specialists, three medical oncologists, three palliative
care nurses, three consumers [including two cancer patients and
one caregiver|, two general practitioners, two psychosocial experts,
two ethicists, two linguists, one oncology nurse, one cardiology
nurse, one aged care nurse, one research nurse, one geriatrician,
one respiratory physician, one radiation oncologist, one intensive
care specialist, and one lawyer). The panel members were selected
to reflect the multidisciplinary nature of care for patients with
advanced progressive life-limiting illnesses. Representatives were
selected on the basis of either their clinical expertise or a track
record of publications on this topic. Consumer bodies, such as
Carers NSW and Cancer Voices NSW, were approached and
provided consumer representation. The guidelines were refined
with the assistance of this expert panel using consensus methods
(modified nominal group technique/Delphi method”).

This group was sent the guidelines by mail and asked to evaluate
them (both by rating each individual point using a nominal scale
and by providing suggested word changes and comments follow-
ing critical review). The group then had a face-to-face meeting and
discussed discrepancies of opinion and all items rated by at least
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10% of the panel to be either “not important” or “somewhat
important” (a score of 1 or 2 on a five-point scale where 3 was
“important” and 5 was “essential”). Following the meeting, the
research team refined the guidelines based on the recommenda-
tions of the expert panel. The final draft was sent again to the
expert panel for a further round of feedback and final approval.

Target audience

These guidelines were developed for use by all members of the
health care team involved in the care of patients with progressive
life-limiting illnesses, and their families, including GPs, specialist
doctors and trainees (including palliative care, medical and radia-
tion oncology, surgical oncology, geriatrics, haematology, respira-
tory medicine, cardiology, and neurology), junior medical staff,
nurses, social workers, psychologists, psychiatrists, physiothera-
pists and occupational therapists. Some health care professionals
(such as junior medical staff, generalist nurses and some allied
health staff) may not feel it is their role to be giving detailed
prognostic or end-of-life information to patients. However, the
general principles in these guidelines are relevant for all health care
professionals interacting with this patient population and their
families at home or in hospital.

How to use the guidelines

Discussions about prognosis and end-of-life issues can be concep-
tualised as a process of ongoing conversation over time, rather
than a single discussion.® Hence, the material in these guidelines is
best covered with patients and caregivers over multiple consulta-
tions, depending on the clinical circumstances and information
needs of the patient and caregivers. The response of patients and
their caregivers will dictate the pace and volume of material to be
discussed. Some of the issues (eg, likely symptoms and how they
are treated, what will happen close to death) will be covered in
different ways, or not at all, in the initial conversation compared
with when the symptoms start appearing or accelerating. In the
first instance, they can be discussed in general terms, and later in
specific terms. It is important to give the patient and family an
opportunity to have their information needs met regarding these
topics, but at the same time to prevent overloading the patient and
caregiver both informationally and emotionally.

The guidelines assume a relatively high level of knowledge,
generic communication skills, and judgement. Maximum benefit

in applying the guidelines by trainees or junior health care
professionals may be facilitated by attending a basic communica-
tions skills workshop.’

Background information regarding some recommendations in
the guidelines is given in the text. The recommendations them-
selves are presented in Boxes 1 to 16. Boxes 1 to 5 are relevant to
all discussions of prognosis and end-of-life issues, and address the
following topics: timing of the discussion, preparation for the
discussion, physical and social setting, how to discuss prognosis
and end-of-life issues, and general strategies to facilitate hope and
coping. Boxes 6 to 16 are specific to certain content areas or issues.
Useful phrases are given where applicable. It is suggested that you
choose a phrase that fits your style and with which you feel
comfortable. Some of the phrases can be adapted for your own use.

Grading of recommendations

The recommendations detailed in Boxes 1 to 16 are graded as
follows:

DS = descriptive study or studies;

CG = existing consensus guidelines;

EO =published expert opinion; and

RGP =recommended good practice based on the clinical and
consumer consensus opinion of the expert advisory group and
chief investigators.

Limitations of the guidelines

The systematic literature review which informed these guidelines
was limited to studies of patients, and/or their caregivers, with a
known progressive life-limiting illness. The recommendations or
suggested phrases may not be applicable to patients with debilitat-
ing chronic illnesses with a life expectancy of more than 2 years,
patients having treatment with curative intent, and those in whom
intensive care treatment would still have a reasonable chance of
being effective. Likewise, end-of-life discussions with well elderly
people, those in aged care facilities with uncertain disease traject-
ories, and patients in the early stages of dementia are beyond the
scope of these guidelines.

All the articles included in the systematic review were written in
English, and most of the patient and caregiver participants were
from Anglo-Saxon backgrounds. Hence, some caution is required
when interpreting these guidelines for patients from non-Anglo-
Saxon backgrounds.
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The guidelines

Discussing prognosis and end-of-life issues is difficult. Research
has identified deficiencies in communication between health care
professionals and patients regarding prognosis and end-of-life
issues.'” Many health care professionals are uncomfortable dis-
cussing these topics.'!"!? Reasons include perceived lack of train-
ing, stress, no time to attend to the patient’s emotional needs, fear
of upsetting the patient, and a feeling of inadequacy or hopeless-
ness regarding the unavailability of further curative treatment.'>!?
Such avoidance can lead to poorer patient satisfaction and psycho-
logical morbidity.'®! If information provision is not honest and
detailed, patients may perceive that health care professionals are
withholding potentially frightening information.?>#! When cancer
patients are not adequately informed of their prognosis, they are
more likely to choose aggressive anticancer treatments** and make
decisions that they later regret.?> Therefore, it is in the patient’s
best interests to offer such information rather than withhold it in
an attempt to protect the patient from losing hope or being upset.
Although many health care professionals believe introducing the
topic will unnecessarily upset the patient and dispel any hope,
evidence suggests that patients can engage in such discussions
with minimal stress** and maintain a sense of hope even when the
prognosis is poorA8 In addition, awareness of prognosis is associ-
ated with greater satisfaction with care and lower depression levels
in patients.lg’19

Timing of prognostic and end-of-life discussions (Box 1)

Most patients from Western countries prefer some information
regarding prognosis when first diagnosed with a life-limiting ill-
ness.>>3%3! However, this information can be difficult to compre-
hend at this time,>* and one study indicated that patients found the
information distressing if they had not asked for it.*’ In one study,
most palliative care patient and caregiver participants felt that it was
appropriate and important for the doctor or nurse to make this an
accessible topic, because they may find it difficult to raise it
themselves.!> Box 1 gives recommendations for when the health
care professional should consider raising the topic, apart from when
the patient initiates the discussion (eg, by asking a question).

Preparation for the discussion (Box 2)

If the consultation is planned, it is important to provide consistent,
accurate information by reading clinical records, speaking with
health care professionals, and researching the literature to obtain
up-to-date knowledge.'”#%2>3 It is helpful for health care profes-
sionals to be aware of their own feelings of grief, anxiety or guilt
(including fears about holding the discussion), particularly if they
have known the patient for some time. These are normal
responses, and self-acknowledgement may avoid projecting feel-
ings or biases onto the patient or caregiver.:

Physical and social setting (Box 3)

Relationship between the health care professional and
patient or caregiver

Good interaction between the patient and health care profes-
sional is fundamental to effective communication,™ and
patients facing a progressive life-limiting illness place great
emphasis on the relationship with their health care profes-
sional.? Most patients prefer the information to come from a
confident expert (ie, not delegated to the most junior person on
the team)."#>37** While having a long-term relationship is
important for many patients in discussing prognostic and end-
of-life issues, even the first consultation may be a time when
some issues can be comfortably explored.!?3>38:43

Who else should be present during the discussion

Although it may be beneficial to provide support and ensure
continuity of care by having another health care professional
pres,ent,'”’“’46 some patients are not in favour of this approachA31
Some research suggests that some patients wish to receive informa-
tion from a different health care professional or another person (eg,
priest),"” indicating that the health care professional needs to
negotiate who delivers the information. Most but not all patients
want to have a family member or friend with them.?>?*3> This
should be ascertained.

1 Timing of discussion

Recommendation

Evidence level

because of cultural background.

o All patients with advanced progressive life-limiting illnesses should be given the opportunity to discuss prognosis (including  DS"
life expectancy, how the illness may progress, future symptoms and effect on function) and end-of-life issues.

¢ Do not assume that the patient does not want to discuss the topic simply because he or she does not raise the issue, or

o Give the patient the option not to discuss it or defer the discussion to a later time.

Consider raising/introducing the topic in the following circumstances:

» With all patients and their caregivers once it is clear that the patient has a life-limiting advanced progressive illness; or if the
doctor would not be surprised if the patient died within 6-12 months

» When there is a change in condition, or a perception (by patients, caregivers or clinical staff) of change

» When a treatment decision needs to be made

» If there are requests or expectations that are inconsistent with clinical judgement

» If disease-specific treatment is not working or there are complications from this treatment that limit its effectiveness

» At the time of referring the patient to specialist palliative care services.

D825,26

DSZ7—29
DSZ7
D815,27,29
DS27
DS¥
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2 Preparation for the discussion
Recommendation Evidence level
o Ensure facts about the patient’s clinical circumstances are correct. DS AR
o Before seeing the patient, read the clinical records and/or speak with relevant health care professionals to determine the
patient’s extent of disease and relevant comorbidities, and gain up-to-date knowledge about the patient’s underlying illness
and appropriate treatment options.
e Find out what the patient has been told by other health care professionals in order to provide consistent information (where RGP
appropriate). For example, speak with the referring specialist or general practitioner, have a case conference if required.
¢ Mentally prepare. DS™
o Allow yourself time to confer with a colleague if the ensuing discussion is troubling you. RGP

How to discuss prognosis and end-of-life issues (Box 4)

Importance of generic communication skills

Trust can be built by using an empathic, patient-centred style.*!
Good generic communication skills involve using eye contact
(if culturally appropriate); using appropriate body language
such as an open posture; sitting close to the patient; active
listening such as nodding or making noises of agreement or
encouragement to indicate understanding; reflecting empathi-
cally; and showing compassion by using a warm, caring, and
respectful manner.!22%37:39444749 A empathic, patient-centred
style also involves using open-ended questions with an emo-
tional content. This approach has been shown to elicit greater

expression of feelings compared with the use of closed ques-
tions.”! These open-ended questions can be asked before
discussing prognosis, palliative care or end-of-life issues so that
the patient’s concerns, goals and values can be determined.”? It
can also help create an atmosphere where the patient is treated
as a “whole person” (as well as the family) and feels that the
health care professional is interested in and sensitive to their
problems and feelings.”

Clarifying patient and caregiver understanding

Establishing the patients and caregivers understanding of the
situation helps establish a common ground from which to start the
discussion.”* In initial consultations, the health care professional

3 Physical and social setting

Recommendation

Useful phrases (where applicable) Evidence level

appointment after test results).

senior enough to be able to answer the patient’s and caregiver’s

to be present during the discussion, especially if planned (eg, follow-up

o [f possible, ensure the health care professional leading the discussion is

e If possible, ensure privacy, quiet (limit interruptions from pagers or DS%¥
telephones), and timing convenient for patient and health care
professional.

e Ask the patient if he or she would like any family members or caregivers ~ “Some people like to bring someone who is close DS'>2533:34

to them to the appointment.”

"Is there anyone else you would like to be here
with you while we talk?”

"If there are things that you might prefer to
discuss with me alone I'd be happy to organise

questions appropriately (ie, not the most junior person on the team).

If a junior health care professional is required to do this task (ie, in an
emergency clinical situation), it will be important to tell the patient or
family what senior staff have been involved in discussions to date and
when they will be available.

Build trust and respect by using an empathic, patient-centred style (Box 4).

Check that the patient is comfortable with additional health care
professionals being present for the discussion if it is feasible and
important for provision of ongoing care (eg, nurse, registrar).

Ensure enough time is allocated to answer questions or repeat
information not understood.

If time is not available, allocate a date in the near future, and set limits at
the beginning of the consultation.

Optimise any communication aids as required (eg, use of interpreters or
hearing aids where applicable) and ensure the patient is mentally capable
of taking part in the discussion (eg, not confused).

that.”
DS:25.35.37-40
RGP
EOM

If planning a discussion: “Are you comfortable DS

having another member of my team present when

we discuss your results?”

“I would be very happy to discuss . .. with you. We DS?2542
won't have enough time today to address that RGP
properly. Is it all right if | come back [state when]?”

RGP

S88
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4 How to discuss prognosis and end-of-life issues

Recommendation

Useful phrases (where applicable)

Evidence level

Use good generic communications skills and establish rapport
with the patient and family.

Make eye contact (if culturally appropriate), sit close to the
patient, use appropriate body language, allow silence and time
for the patient to express feelings.

Engage in active listening (eg, attend to the patient fully, reflect
what you think he or she has said).

Show interest in the patient as an individual and as a whole
person, as well as the family.

Show compassion and use a warm, caring, respectful and
empathic manner.

Be willing to initiate and engage in conversations about what
may happen in the future and dying.

Ensure the patient and caregiver are aware that they can openly
discuss these topics with you or someone else in the health care
team if they wish.

Broach the topic in a culturally appropriate and sensitive
manner.

Always give the patient and caregiver the option not to discuss
these topics or to defer the discussion to another time.

If the patient does not currently wish to discuss these topics,
raise them again when the person’s condition or situation
changes (Box 1).

Before giving new information, use open directive questions to
clarify the patient’s or caregiver’s level of understanding of the
illness.

Consider asking the patient and caregiver what they have been

told by other health care professionals and what information

they have obtained from other sources (eg, Internet).

If the discussion is prompted by a patient or caregiver question,

consider:

» Clarifying what they are asking and what motivated the
question

» Asking them what they think is the answer first.

Elicit and clarify the patient’s concerns, expectations and fears

about the future, relevant to issues being discussed.

Clarify what the patient wants to know and the level of detail
preferred before giving new information.

(continued on page S90)

DS283947
“If I've heard you right, you seem to be saying...” DS
DG15:31:39.48
“This has been a tough time for you and your family, and you D§25:49
have faced the challenges of this illness with great courage.”
“Do you have any questions or other concerns?” Ds'228
“Some people are worried about things that may or may not
happen in the future. It can help to talk about this.”
"I am very happy to talk to you about any concerns or
questions you have about this now or later. Is there anything
you would like to ask me today about this?”
"Often people with conditions like yours have got a lot of
questions that are sometimes scary, or sometimes they're
not certain if they want to know the answer. Often the thing
they fear or believe is worse than how it really is. So if there's
anything you want to know, feel free to ask me and I'll
answer as best as | can.”
"What is your understanding of your health situation and DS'5:25,3545
what is likely to happen?”
“Do you have thoughts about where things are going with
your illness?”
“Can you summarise to me what the doctors have explained RGP
to you about your illness? Do you think, or did they mention,
the illness may affect your health in the future?”
"l am very happy to answer that, but do you mind telling me DS™
what made you ask that question?”
“What are you expecting to happen?”
"What worries you most about. .. [eg, what may happen]?” DSB8
"What frightens you about all of this?”
"What do you hope for the future?”
"What is your biggest concern at the moment?”
"How much would you like to know?” DS'525:3

“Some people like to know everything that is going on with
them and what may happen in the future, others prefer not
to know too many details. What do you prefer?”

"I am happy to give you as much information as | can based
on what you want to know.”

“What types of information would you like?"®’

could elicit patient understanding when obtaining the patient’s
illness history (eg, by allowing them to tell their story and asking
focussed or open-directive questions to clarify certain points).”
When the patient is well known to the health care professional, it
may be more appropriate to consider summarising what has
happened with their illness so far, before moving on to the current
situation and clarifying the patient’s understanding.
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Clarifying information needs

There is evidence that doctors are not good at predicting patients’
information preferences, and tend to underestimate patients’ need
for information.”"” Doctors frequently perceive that the patient
has a greater awareness or understanding than the patient
reports.**77 8! Patients with cancer and other life-limiting illnesses
frequently have misunderstandings about their illness, prognosis
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4 How to discuss prognosis and end-of-life issues (continued from page S89)

Recommendation

Useful phrases (where applicable)

Evidence level

o Clarify the caregiver’s information needs (provided the patient
gives consent to discuss the illness with the caregiver), as they
may differ from the patient’s needs.

e Be aware of cultural differences in information preferences and
attitudes to discussing prognosis and dying.

Clarify with the patient and family their cultural background or
norms.

e Do not make assumptions about information needs based on
the individual’s cultural background or demographic
information, but clarify with the individual and family.

e Regardless of the content of the prognostic or end-of-life
discussion, explain the uncertainty and unreliability of
prognostic predictions.

Consider acknowledging the difficulty in living with this
uncertainty.

Tailor the information given according to the patient’s or
caregiver'’s level of understanding, concerns and information
needs.

e The discussion may involve correcting misunderstandings
regarding information obtained from other sources (eg, media
or Internet).

e Give information in small chunks, at the person'’s pace.

Check that the patient or caregiver has fully understood what
has just been said.

e Use appropriate language: use everyday terms, straightforward
and clear language, and unambiguous words; avoid
euphemisms or jargon that could easily confuse, overwhelm
and mask the true meaning of the message.

e Use the words “death” and “dying” where appropriate.

Provide honest and realistic information in a straightforward
manner.

¢ Avoid being blunt or giving more detailed information than
desired by patients or caregivers.

(continued on page S91)

To patient:

"It is also important for [name of caregiver] to have the
opportunity to find out the things [he/she] needs to know to
be able to take care of you. Are you happy for me to speak
with [him/her] about your medical condition?”

“Is it OK with you if | tell your [relative/caregiver] what I've
discussed with you?”

"Often [daughters/sons] like to ask detailed questions. Is it
okay if | answer your [son’s/daughter’s] questions? Is there
anything | should not discuss?”

To caregiver:

"How do you think [patient] is going?”

"What concerns do you have at the moment?”

"What do you understand is likely to happen to [name of
patient]?”

"What information will best help you to cope with your
caregiving role?”

“Can you please help me to understand what | need to
know about your beliefs and practices to take the best care
of you?">*

"Is there someone else you would like me to involve or
speak to?”

"Every person is different. | can only tell you what usually
happens to people in your situation, not exactly what will
happen to you.”

"I know that often people expect doctors to know what is
going to happen, but in truth we can often only take
educated guesses and can often be quite wrong about what
the future holds, and especially how long it is. What we can
be sure about is ... and what we don't know for sure is...."”

"A lot of people find it hard not knowing what will happen
next or when. Is this something you find difficult?”

"I want to talk about three things today: the test results;
what this will mean for you; and the treatment that is
possible. And you might have some things to discuss too.
Now, the test results. .. Do you have any questions so far?”

"Doctors sometimes forget and use words that may not be
understood. Please stop me if | am doing this.”

D825’52’53

D853,55,56

D853,57

D825

E058

DSWS

RGP

DSW 7,25,39

RGP

D82,25,28,42,59

DSZ,25,3W,42,6O—63

D862,64

S90
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4 How to discuss prognosis and end-of-life issues (continued from page S90)

Recommendation

Useful phrases (where applicable)

Evidence level

e Recognise the impact of the information on the patient (and D§2256263
caregiver) and communicate with empathy and understanding.
¢ Do not make promises that cannot be delivered or that are D§Z:3562
inconsistent with clinical evidence.
e Try to foster openness and consistency of information given to DS#7:53:65
the patient and the family regarding discussions of prognosis
and end-of-life issues.
e To explore and address differing information needs, consider D§2553
having joint as well as separate discussions with caregivers
when appropriate (if the patient has given consent to discuss his
or herillness).
o Explore the patient’s or caregiver’'s emotional reaction to the "It sounds like this information is different from what you DG31:3947.66
information given and the meaning of the information expected, and | think it would be upsetting for anyone.”>®
(prognosis) to the person and respond empathically; elicit the  “How are you feeling about what we have discussed?”
patient’s concerns. If visibly upset:
"I can see that this is really upsetting for you.”
e When spiritual or existential issues are raised, validate the "These are important issues. Would you like to speak to a DS®
importance of such topics and encourage the patient to member of the hospital support staff such as a pastoral
continue to explore the issues with you, or refer where caregiver?”
appropriate. "...is clearly really important to you. Would it be [useful/
helpful] to explore these issues further? Who might be the
right person you can do this with?”
"Would you like to talk to someone about spiritual
matters?”
"What are the things in life that give you strength and
sustain you?"
"Are your beliefs being challenged by your current
experiences?”
e Check the patient’s and caregiver's understanding of what has ~ “Have | given you the information you need [at this point/so ~ DS?:3149¢7
been discussed and whether they have received the level and  far]?”
type of information they want or need. “To make sure we are on the same wavelength, | want to
check your understanding of what we have discussed.”
“Is there anything I've said that you'd like me to go over?”
"We've spoken about an awful lot just now. It might be
useful to summarise what we've said. .. Is there anything
from that that you don't understand or want me to go over
again?”
"Do you feel you've understood everything that you've
been told? Is there anything you would like me to go over
again? After all, some of this is pretty technical.”
e Encourage the patient or caregiver to ask questions and revisit ~ “Is there anything else you would like to discuss?” DS94
the topic in the future when they want further information. “Is there anything from our previous discussions that you
would like to revisit?”
"Don't hesitate to ask me again about any of the issues we
have discussed today.”
"What thoughts or questions are on your mind right now?”
o At the end of the discussion: "So, we've talked about. .. at length and also talked quickly CcG™
> Consider summarising the discussion about. .. Is that your recollection as well?” DS68:69
» Record in the medical record what was discussed and/or Dg2870
write to or speak with other key health care professionals
involved in the patient’s care about the discussion (including
the general practitioner)
» Collaborate within the multidisciplinary team to ensure
consistency of information (eg, unit meetings, case review).
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and goals of treatment.?>"7798 Some of the reasons may be to do
with patients’ tendencies to forget 40%—50% of the information
given to them by doctors;¥ they may find it difficult to absorb
information if they are distressed; they may not understand the
language or jargon used, particularly if the information is not
communicated clearly;¥*#* and they may deny or subconsciously
block-out information that they find unacceptable®®®* as a way of
coping with their illness.®*® Additionally, doctors may withhold
information, particularly if there are family requests for informa-
tion to be imparted through the family rather than doctor to
patient, as is the case in some cultures.””’

Many studies suggest that most patients (at least from Western
countries) have high information needs concerning prognosis and
life expectancy;>!>#3:3139.008790 however a sizable minority do
not want full disclosure.’® Many patients and caregivers want
information about the likely illness trajectory, treatment options
and what they may accomplish, life expectancy, likely future
symptoms, and what to expect around the time of
death 8:2:60.6L88.9093 Hqyever, patients may experience conflict
between wanting to know and fearing bad news."!

Although most patients have high information needs, the differ-
ent types of prognostic and end-of-life information may be
preferred over a series of consultations or at different times,
depending on the context and the patients stage of illness.?
Evidence suggests that patients may want less prognostic detail
about their illness as they become sicker, while caregivers may
want more information, especially as death approaches.?>

Younger and more educated patients may want more detailed
information 2°1#987:9% Some patients may never want some types
of information. For example, while most patients in Western
cultures want to be informed that their lifespan will be limited by
their illness, some patients do not want to be given the likely
timeframe.20#261.9 Patients from some cultural backgrounds
may prefer non-disclosure, or disclosure negotiated through the
family, when life expectancy is short.”>’

It is not possible to make assumptions about individuals’
information needs based on their demographic characteristics or
cultural background. It is important to tailor information to
individual needs, as preferences for the amount, type and timing of
information vary.

General strategies to facilitate hope and coping when
discussing prognosis and end-of-life issues (Box 5)

Many health care professionals have difficulty in disclosing a
limited life expectancy while maintaining the patients hope, yet
patients, caregivers and health care professionals have identified
hope as an integral component of prognostic and end-of-life
discussions 2>#260.01.63.97.98 These studies also emphasise the
importance of balancing honesty with hope and empathy. There
are different views of what constitutes an honest approach. Some
studies of patients with advanced illness have found that accurate
information is equated with honesty, but it was important that this
was not combined with bluntness or too much hard factual or

5 General strategies to facilitate hope and coping during prognostic and end-of-life discussions

Recommendation

Useful phrases (where applicable)

Evidence level

e Reassure the patient or caregiver that you (or a
support system, service or team) will be there for
them throughout the illness trajectory. If this is not
possible, it is critical that alternative arrangements
are spelt out and are reliable.

If the patient is no longer able to come for outpatient follow-up:

“I will be available to discuss your care with your [GP/community nurse/
palliative care team] even if you are not able to come and see me in the

clinic.”

e Emphasise what can be done (particularly when
disease-specific treatments are no longer working).

"Although this type of chemotherapy has not been useful, there are
other treatments we can use to make you more comfortable.”

“The aim of treatment is changing more towards maximising your
function and comfort.”

"I cannot give you any specific treatment to make this illness go away,
but there is a lot we can offer to help you cope with it.”

¢ Reassure the patient or caregiver that many
treatments are available for controlling pain and
other symptoms, where applicable.

® Some symptoms may be difficult to control, and possible.”

therefore it is also important not to make unrealistic  “\We cannot promise that you will have no pain. However, we can
promises (such as to make the person free of painat  control almost all of the pain almost all of the time.”

all times).

(continued on page S93)

"Our team [or whoever applicable] will do our best to support you
throughout this illness.”

"I [or our team or whoever applicable] will do whatever [I/we] can to
assist you in whatever lies ahead for you.”

“You will not be abandoned.”

“We've been talking about some treatments that are really not going ~ DS*"2
to be effective now and that we dont recommend you use. But there

are a lot of other things we can still do to help and support you and

make sure you are as comfortable as possible.

“We have a lot of ways to relieve [pain/nausea/dyspnoea] and other
symptoms.”
"We will do everything we can to ensure you are as comfortable as

DSZ5,4O,62

nd

DS31,61,62
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5 General strategies to facilitate hope and coping during prognostic and end-of-life discussions (continued from page 592)

Evidence
Recommendation Useful phrases (where applicable) Level

e Emphasise the available support, such as the DS®
palliative care team (or whatever other services are
available in the local area).

e Where appropriate, explore and discuss realistic “What are your most important [hopes/expectations] about the DS%?
goals and expectations: facilitate realistic goals and ~ future?”
reframe the patient’s and family’s expectations. “As you think about the future and that you may not have a very long

time to live, what is most important to you? Are there any aspects of
our life that you want to attend to?">!

y y

“Have you any unfinished business?”

"What are the things you most want to invest your time and energy in?”
“What are the things you want to do in the time you have?”

“Is there any particular event that you are looking forward to?”

o |dentify areas where control can be fostered [eg, RGP
advance care planning, enduring power of attorney
(Box 11), tidying up unfinished business, arranging
to see people to complete conversations].

o Where appropriate, discuss ways of coping on a “Some of my patients tell me it helps to try to take one day at a time, DS
day-to-day basis (eg, taking one day at a time, using  and live for the moment as much as possible.” DS%
strategies that allow an ongoing relationship with “You will have good days and bad days.”
the family, such‘as writing letters or re,cord',”g "Many people find that it helps them to cope by trying to maintain
thoughts, focusing on important relationships). : : ; =

o - some [sense of normality/normal life] or having a routine.
ot |s‘|m|olortant e respgct and be §en5|t|ve to the “Be kind to yourself and do the fun things — it doesn't have to be all
patient’s ways of coping (eg, denial can be a useful : "
; g about your illness.
coping mechanism).
e Recognise the spectrum of hope and that patients ~ “We can prepare for the worst while hoping for the best.” DS%?

may simultaneously hope for cure as well as
acknowledge the terminal nature of their illness.

Respect the patient’s wishes to explore alternative

or experimental treatments aimed at controlling the
underlying disease (provided adequate information
has been provided to enable the patient to make an
informed decision: see Box 6 and Box 7 regarding

treatment decisions).

“I have no problem with you exploring alternative treatments. They are DS?
not my area of expertise. However, if the treatments were a magic

bullet, we would be aware and we would also use them. | know they are
usually expensive.”

"Everything has benefits and burdens. What are you hoping this

therapy will achieve?”

"You must do whatever you feel is important, but remember that none

of these things have been proven to work (or we would be using them)

and many are very expensive.”

detailed information.***® Others have defined honesty as a
straightforward or direct approach.>*’

Several studies have addressed the construct of hope within the
end-of-life context. Hope can take a variety of forms, ranging from
the hope of a miracle cure to the hope of a peaceful death, and
patients may simultaneously hope for a cure as well as acknow-
ledge the terminal nature of the illness. Some patients may avoid
enquiring about progress or symptoms in order to maintain hope
for the future. *°! Patients have reported obtaining a sense of hope
from relationships, beliefs and faith, maintaining dignity, finding
inner peace, thinking about meaningful events in their lives,
having symptom control and reassurance that pain will be control-
led, and enjoying a sense of humour, including occasional humour
from the health care plrofessional.3 180 1n addition, studies have
found that hope can be maintained by having a health care
professional who is knowledgeable and offers to answer all of the
patient’s questions, offers hope for new developments in treatment,
treats the patient as a “whole person”, acknowledges difficulties in
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giving prognostic estimates, presents information about palliative
care at a rate that the patient can assimilate, and respects
alternative treatments. 2”110

Additional background information about specific
content areas and issues

Commencing or changing disease-specific treatments
(eg, chemotherapy) (Box 6)

In the setting of an advanced progressive life-limiting illness, the
main goals of disease-specific treatments are to improve the length
and quality of life. It is important that the patient understands that
cure is not a treatment goal, but that there may be treatments that
can slow the progression of the disease or provide symptom relief.
Discussion should be informed and focus on the balance between
the potential effectiveness of treatments on prolonging life versus
the side effects. It is important that the patient has the opportunity
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6 Commencing or changing disease-specific treatments

Recommendation

Useful phrases (where applicable) Evidence level

¢ Be clear regarding the goals of treatments (eg, palliative
rather than curative) and specifically what outcomes may be
improved (eg, relief of symptoms) and how likely this can be
achieved.

State whether or not survival may be improved by the
treatment.

Where applicable, explain that shrinking the cancer will not
necessarily prolong survival.

® Be proactive for quality of life and avoid recommending
toxic treatments if little likely gain will result.

o Give clear information about the likely side effects, costs
and time involved, to enable patients to make informed
decisions in the context of their goals.

Ensure that full supportive care will be provided whether or
not any disease-specific treatment is given, and provide
reassurance to this effect.

Encourage patients to share in decision making according
to their desired level of involvement.

“The aim of this treatment is to help make you feel better. We DS?
will monitor the benefits and side effects of the treatmentand rgp
talk about the options if the treatment is not helping you.”

“The aim of this treatment is not to cure, but to control the
disease for as long as we can. If we control the cancer, it is

likely that we will relieve some of your symptoms and make

you feel better, even if we can’t make you live any longer.

“There is about an X% chance that this treatment will shrink

the tumour. That should make you feel better, but may only

extend your life by a few [weeks/months/years].”

D88,20,26,53,88,101

“While you receive chemotherapy for your cancer, we will still CG'®?
do everything to support you as a person.”

“There are a number of different [people/services] to help you
along this cancer journey.”

"People vary in how they want to make medical decisions. D§104106
Some people want to make the decisions themselves, some

people want to share decision making with the doctor, and

some people want the doctor to [make/give a lot of help in

making] the decisions. What do you prefer?”'%

“So based on your goal of [eg, wanting to stay at home as
much as possible with your family and friends], | propose that

we do the following ... What do you think?"1%

"Given the current situation, our options are...I'm
wondering whether. .. is the most suitable option for you
because ... What are your thoughts?”

to be involved in the decision-making process, according to their
desired level of involvement.*

Cessation of disease-specific treatments
(eg, chemotherapy) (Box 7)

When patients hear news of lack of treatment response, clinicians
should be prepared for a wide range of emotions such as sadness,
anger or despair.'® It is important that such news be given in an
empathic way, and the continued availability of supportive and
symptomatic care is emphasised.

Introducing specialist palliative care services (Box 8)
The World Health Organization defines palliative care as:

an approach that improves the quality of life of patients and their
families facing the problem associated with life-threatening ill-
ness, through the prevention and relief of suffering by means of
early identification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and spiritual. !

A “palliative approach” is an approach to care used by primary
health care services and providers in accordance with the definition
of palliative care outlined above.''® “Specialist palliative care serv-
ices” refers to multidisciplinary health care services whose “substan-
tive work is with patients who have a life limiting progressive
illness”. " Specialist palliative care services are not available in all
parts of Australia, especially in rural areas. In addition, not all
patients with advanced progressive life-limiting illnesses require
specialist palliative care services — some may be cared for most
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appropriately by their primary care providers.''? For patients with
more complex palliative care needs (eg, those requiring specialist
assessment or ongoing input for management of physical, psycho-
logical, spiritual or social issues), referral to specialist palliative care
services, where available, is appropriate at any time from the first
diagnosis of a progressive life-limiting illness. Patients may only
need to see a specialist palliative care service initially for a limited
time to assist in the management of a particular problem, such as
uncontrolled pain. As the patients illness progresses, he or she may
need referral to community palliative care services or to an inpatient
palliative care unit for terminal care.

In comparison to conventional care, specialist palliative care
services improve patient and caregiver satisfaction, provide better
pain and symptom control, reduce caregiver anxiety, and increase
the likelihood of the patient being cared for during the terminal
phase in their place of choice.''* However, referral to specialist
palliative care services may evoke fears of impending death,
helplessness and abandonment in the patient if this is not commu-
nicated sensitively and effectively by the health care team.

Discussing life expectancy (Box 9)

Various approaches to phrasing life expectancy have been reported
in the context of an advanced progressive life-limiting illness: days
versus weeks versus months, likelihood of being alive for certain
events, rough range, and probabilistic (eg, 10% and 50% survival).
However, whether one approach is superior to others has not been
examined. Consistent findings in the literature are that it is
important to avoid being exact with timeframes unless in the final
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7 Cessation of disease-specific treatments

Recommendation

Useful phrases (where applicable)

Evidence level

o Sensitively explain that the
disease is no longer responding
to the current treatment and that
continuing this treatment is
likely to cause more harm than
benefit.

"Your disease is no longer responding to the [eg, chemotherapy] treatment. More of this
treatment would cause you more harm than good [or will give you lots of side effects but is
unlikely to affect the cancer]. It is likely that you will have a better quality of life without
further [type of treatment; eg, chemotherapy].”

"I wish that more chemotherapy would help this cancer, but unfortunately at this stage it
will only make you sicker. Yet there are many other things we can do to help you deal with
your condition.”'%

"The aim of treatment is now changing from trying to control the cancer to minimising the
symptoms you might get.”

"One of the best predictors of how someone will be able to handle chemotherapy, and how
well it will work for them, is how fit and ‘up and about’ they are while having it. Now that you

CGWOZ

are quite weak, it is much more likely that the treatment will make you worse, not better.”

¢ Avoid conveying that nothing
more can be done. Emphasise
that treatments and support will
be provided to help them cope
with their illness (see section on

li ith it.”
facilitating hope). you [live/cope] with i

"As you become sicker with this illness, we will continue to be there to provide the best
available treatments to help control the symptoms and support both you and your family.”

"My aim is to optimise your comfort and ability to function as normally as possible.”
"There is nothing more we can do to make this cancer go away but a lot we can do to help

Dsw,woa

days of life, and to explain the unreliability of making survival
predictions. However, research has found that patients may prefer
being asked if they would like a rough idea of their life expect-
ancy.'>* Two studies have found that patients may prefer words or
numbers to explain the prognosis instead of descriptive tools such
as pie charts and graphs.20-°

Discussing future symptoms and symptom management
(Box 10)

The possibility of uncontrolled pain in the future concerns many
people, so it is important to offer reassurance that pain can be
controlled in the vast majority.®2>#61

It is not clear whether it is appropriate for the health care
professional to discuss uncommon but potentially problematic
symptoms (eg, seizures and suffocation, or bleeding) and what to
do should these occur.®20:20:2388.101 The henefits (of forewarning a
patient or caregiver and having procedures in place) versus the
potential harm (of worrying the patient or caregiver to a point of
unnecessary distress about the possibility of the situation, albeit
unlikely, occurring) need to be considered. Caregivers may need
more specific information than the patient about how to care for
the patient as the illness progresses*>>>''* and how to get help
when complications arise at home.

Advance care planning (Box 11)

Advance care planning refers to discussion of treatment decisions
and choices and goals of care at the end of life, and the patients
wishes for medical care in the future if they are no longer able to be
involved in the discussion. The possible benefits of advance care
planning are that it may help patients ensure that, when they are
no longer able to make decisions for themselves, they receive the
kind of treatment and care they would prefer. In addition, advance
care planning may relieve the burden of decision making for
caregivers, and facilitate open communication between patients
and caregivers, 120:125:129

An advance directive is a statement (either made orally or in
writing) by a person that outlines their wishes for future health and
personal care. The directive generally becomes effective when the

person is unable to make his or her own decisions. Advance
directives'® are legally binding in Australia, either at common law
or under statutes. The Australian Capital Territory, Northern
Territory, Queensland, South Australia and Victoria have statutory
schemes for advance directives. In the other states, the law of
advance directives is governed by common law. Although the
evidence suggests that people are willing to write such docu-
ments,"?! they may have little effect on treatment decisions,
including decisions to resuscitate.'**'**

In some jurisdictions, a person can make an enduring medical
power of attorney, or appoint someone as an enduring guardian,
whereby a family member or other trusted person is appointed to
make health decisions on the person’s behalf should the person lose
the mental capacity to make his or her own decisions. Even in the
absence of such an appointment, all Australian jurisdictions have
guardianship arrangements that recognise the authority of people
close to the patient to make medical treatment decisions on that
persons behalf in the event of lack of decision-making capacity.
Including these substitute decisionmakers in discussions has been
shown to improve the effectiveness of advance care planning.'?>13°

In-depth discussion of advance directives and enduring medical
powers of attorney are beyond the scope of these guidelines. The
status of advance directives and the status and responsibilities of
representatives of incompetent patients is complex and varies from
jurisdiction to jurisdiction. Legal advice may need to be sought.

Discussion of cardiopulmonary resuscitation (Box 12)

It is important for health care providers to ensure that cardiopul-
monary resuscitation (CPR) is not attempted inappropriately in
someone who is dying an expected death, by documenting “do not
attempt CPR” in the medical records.'#*!2137:138 If ambulance
transfers are being arranged, paramedics will also need to be
informed in the manner required by the local ambulance service
(check local policies and procedures).

There is considerable debate about the appropriateness of discuss-
ing CPR orders with dying patients. Some guidelines recommend
that CPR should always be discussed with the patient (or family if
the patient is incompetent).!*® Other guidelines state that there is no
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Recommendation

8 Introducing specialist palliative care services

Useful phrases (where applicable)

Consider referral to specialist palliative care
services, where available and depending on the
patient’s or caregiver’s needs, at any time once
the treatment goal changes from curative to
palliative (ie, the patient may still be receiving
palliative treatments, such as chemotherapy,
aimed at controlling the underlying disease).

Refer to the palliative care health care
professionals as part of the multidisciplinary
team.

Raise the topic by being honest and open and
use the term “palliative care” explicitly.

Clarify and correct misconceptions about
palliative care services (particularly that it is not
solely for people who are dying or associated
with imminent death).

Discuss the role of the palliative care team,
emphasising expertise in symptom
management as well as the wide range of
support services and assistance with quality of
life, and support for family, partner, children,
etc.

Explain that the patient can be linked up with
the palliative care team at the same time as
receiving treatments directed at the underlying
disease (eg, chemotherapy).

Explain that the patient will still be followed up
by the primary health care team (eg, GP,
generalist nurse) or the primary specialist (eg,
oncologist, respiratory physician), where
applicable.

Discuss with the patient and caregivers what
that means in terms of who they should contact
for what kinds of issues or situations.

CGHO

“I work closely with the palliative care team in looking after patients such as EQ™"
yourself who have advanced cancer [or lung disease, etc, as appropriate to
the underlying illness].”

For health care professional referring to palliative care team: DS?
"The palliative care team can provide extra support to you and your family
and help optimise your comfort and level of function.”

"Extra help and support from the palliative care service might be useful
now, especially if we are to give you the best and most appropriate care
possible.”

"The palliative care team can work closely with you and me in optimising
your comfort and level of function.”

For palliative care health care professional at time of initial consultation:

"I work closely with the other doctors and nurses caring for you. The aim of
palliative care is to ensure that, at all stages of your illness, you are kept as
comfortable as possible, regardless of what is happening to your [cancer,
heart, lungs].”

“What does the term ‘palliative care’ mean to you?” CcG™
"Many people have either not heard of ‘palliative care’, or associate it with

dying in the very near future.”

Then respond to the patient’s cues:

"It might be useful for you if | explain what palliative care is really all about.”

"Have you had any experiences with others receiving palliative care?”

“The palliative care team have a lot to offer as support. This includes pain  CG'®
control and the control of other symptoms resulting from the cancer.”

"Palliative care includes a whole range of health care professionals who can

help support you and your family at this time.”

"The palliative care team works closely with me to help you live life to the
full.”

“[Our team/I] often work very closely and together with the palliative care  CG'®?
[team/services] while giving people treatment [x].”
For GP or primary specialist: RGP

"I will still be your main doctor, but the palliative care team will be able to
provide extra support or advice with the best medicines for your pain.”
For palliative care health care professional:

"I will work closely with [name of doctor]. Doctor. .. will still be your main
doctor, but we will work together to ensure that you are as comfortable as
possible.”

Evidence level

ethical obligation either to perform or to discuss CPR when it is
judged to be clinically futile.'**!*" There is no common law
requirement in Australia to attempt treatment, even life-prolonging
treatment, which is judged to be of insufficient therapeutic benefit
(“clinically futile”) or is overly burdensome.**127:1#8:14% However,
the use of the terms “clinical futility” and “medical futility” is also
controversial, as it has been argued that such terms are not capable
of objective definition and may give rise to disputes between the

S96

treatment team and the patient’s family.!>® There is little research
evidence to guide policies about whether it is desirable to discuss
“no CPR” orders with dying patients before documentation. One
Australian study of patients with cancer provides support from the
patients viewpoint that CPR is not preferable when death is
imminent and inevitable.!>! Another study found that some patients
prefer to defer the timing of the decision to the doctor and do not
wish to discuss the topic.'>*
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9 Discussing life expectancy

Recommendation

Useful phrases (where applicable)

Evidence level

Consider asking the patient to talk about how
things have been going over the past several
weeks or months and what changes they have
noticed in their level of function.

Consider explaining the factors involved with
making survival predictions.

Avoid being exact with timeframes unless in
the final days of life. If giving a timeframe,
explain that the lifespan will be limited by the
cancer (or other illness), but that it can be very
difficult to predict exactly how long a person
with the condition may live.

Give a range for timeframes.

Emphasise the individual’s unique experience.

If a more specific timeframe is requested, offer
to give this information as an estimate, but
emphasise the unreliability of survival
predictions.

Various approaches may be used to phrase life
expectancy, such as days versus weeks versus
months, likelihood of being alive for certain
events, rough range, probabilistic (eg, 10%
and 50% survival).

Use an approach with which you are
comfortable. If you are comfortable with a
variety of approaches, be guided by the
patient’s preference; for example, ask the
patient whether they would prefer to be given
a rough idea (eg, weeks to months) or the
chance of living a given length of time
(probabilities).

If statistics are provided, explain their
limitations (eg, not specific to individual
patients).

"Before | answer that question | need your help to understand what changes
you have noticed in your body lately. This will give an indication of how things
may go. How have your energy levels been going [last week, last month]?”
"What could you do a month ago that is difficult now?”

"What has been happening to your weight and appetite?”

“Several things can affect how long a person with your condition may live, for
example, how well your type of cancer [or your illness] responds to treatment,
what other conditions you have etc.”

“Usually we can tell time is getting short when patients are unable to get up
from bed and when important organs are not working well. | think this is how
things are for you now.”

"It is very difficult to say how long someone has to live. | can only guess in
terms of days, weeks, months or years. In your case, | would ‘guestimate’..."”

“Time is now limited. Death can occur at any time, although it may be several
days away.”

"Many studies have shown that doctors are not very accurate at predicting
how long a person with a serious illness like yours may live.”

"It could be hours to days [or ‘days to weeks', ‘weeks to months’ or ‘'months
to years’].”

“It might be as short as a few months or as long as several months.”™"®

"Most people in your situation live a few months, some live longer than that
and some live shorter.”

"We measure life expectancy in days, weeks, months or years. If we look at
you now, it's not going to be days but more likely to be [months/years].”
“One third of people will [do well/still be alive] a year from now, half will live
about 6 months. Exactly what will happen for you, | don't know.”

Where probabilistic data are available and the patient requests detailed
numerical or statistical information:

"Are you the kind of person who likes to know the numbers or are you more
interested in the big picture?”

"It's not possible to be certain in an individual case, but based on other
people I've seen in your situation, if you took a 100 people with your type of
cancer and stage of illness, half of them [or 50] would still be alive in ... weeks
time and 10 [or 10%] would still be alive in... months time.” ¢

"The typical person with your type and stage of cancer lives. .. months. This
means that half the people live more than... months and half the people live
less than ... months.”™"®

"On average, patients with your type and stage of cancer live ... months. One
quarter of patients will live ... months or less and one quarter live. .. or more
months. While | do not know for sure where you are in this group, the fact that
you are feeling so poorly right now and in bed most of the time makes me
concerned that you may not live longer than the average. .. months.”'"

“We can only talk in averages here; some people do a lot better, and some a
lot worse.”

“Statistics only help us understand the big patterns of illness, not exactly what
will happen for an individual with that illness.”

D S42

DSAZ

D817,42

DSW’AZ

DS42
EOW 18

DSZ7

Decisions about whether to offer or provide CPR should be
made on an individual basis on the grounds of likely benefit versus
likely burden. Nevertheless, in situations where it is clear that the
patient is dying from a far-advanced progressive life-limiting illness
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and the clinician has decided that CPR is not to be performed on
the basis of clinical futility (ie, negligible chance of survival with or
without CPR and burdens of CPR far outweigh the benefits), then
it should not be presented to patients or their caregivers as if it
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Recommendation

10 Discussing future symptoms and symptom management

Useful phrases (where applicable) Evidence level

Explore fears and misconceptions (eg, beingin pain,
past experience with the dying).

Explain that most commonly the person’s condition
will gradually deteriorate over time, but that there
may also be sudden events that no one can predict
(eg, pneumonia or some other intercurrent

“Is there anything that is worrying you about the future in terms of DS'8

managing your symptoms?”

"People often have worries or concerns about what might happen in
the future. | was wondering if you have any playing on your thoughts.”
“Have you been with anyone else [going through the same thing/
dying]? How was it for them? Is there anything about what happened to
them that worries you?”

“About three out of four people with cancer will deteriorate gradually DS*?
in the months before they die, so we can tell it will happen soon, but in
the other one out of four people things can change very quickly (eg,

heart attack, serious infection) and they may die almost unexpectedly.”

problem).

o Describe the likely systemic symptoms as the
patient’s disease progresses (eg, fatigue, general
weakness).

e Explain that energy levels are likely to fluctuate (eg,
may have good days and bad days), but that overall
there is likely to be a gradual deterioration over
time.

e Discuss the implications for the patient’s level of
function.

e Reassure patients that pain can be controlled in
most people.

o [f relevant, reassure that dyspnoea may be
alleviated. However, be careful not to promise that
dyspnoea will be controlled at all times as it is a
difficult symptom to completely contain.

o Consider whether it is appropriate to discuss
potentially problematic symptoms, particularly with
caregivers looking after someone at home (eg,
seizures and suffocation, or bleeding, depending on
the patient’s illness), and what to do should these
occur. The health care professional should weigh up
the benéefits versus the harm of such information.
Reassure patients and caregivers that these
symptoms are uncommon (depending on the
patient’s clinical circumstances), and have plans in
place should these events occur. These issues may
be better covered in detail closer to the time they
may actually occur.

"We are pretty good at treating pain nowadays.”
"We can get on top of pain in most cases.”

“What usually happens is that you will get more and more tired and ~ DS®
have to spend more and more time in bed.”

“With time, you are likely to have less energy to do things and need ~ DS®
more time resting. Therefore, it is important to do the things that you

need or want to do now while you are still well enough. If things go well

for you — well, you can just do them again.”

DSB'25'49'61

RGP

“You do not need to [fear/worry] that you will suffer pain.”

“Shortness of breath may become more of a problem, but we have
ways of controlling this.”

DSS,20,53,88,101

were an appropriate treatment option."”* This does not mean that
it should not be discussed (such discussions may still be an
important part of terminal care), but mostly in these circumstances
patients and families should not be asked to make a decision
regarding CPR.

Specific discussions about CPR are recommended before docu-
menting “no CPR” orders in the following circumstances:
e when the illness trajectory is uncertain (ie, CPR may not be
clinically futile, for example a patient at an earlier stage of their
illness or if a potentially reversible complication of treatment
occurs);
e in response to a patient or caregiver request or question about
CPR; and
e when the patient has made it clear that he or she wishes to be
informed of all decisions made about their medical care.

There are other circumstances where the responsible clinician
may decide that it is not appropriate to have a specific discussion
about CPR with a dying patient or the family, before documenting
a “no CPR’ order in the medical record, including:

e the patient is aware that he or she is dying and has already
expressed a wish for care that is aimed at comfort rather than
prolonging life;

e the patient prefers not to discuss end-of-life care and requests
that the doctor or caregiver make any decisions relating to his or
her health care; and

e the patient is clearly in the terminal phase of a progressive life-
limiting illness and the doctor thinks that the harm of the
discussion may outweigh the benefits.!>*1>3

However, not discussing “no CPR” orders with patients or
caregivers in this latter circumstance may be open to contest and
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11 Advance care planning

Recommendation

Useful phrases (where applicable) Evidence level

e Describe simply and clearly what advance care planning is.
Give a rationale for why having these conversations can be
helpful for families and the health care team.

e Explain the mechanisms available for advance care
planning within the patient’s state or jurisdiction.

¢ Involve the potential proxy decisionmaker in the
discussions and planning so that he or she understands the
patient’s wishes.

¢ Develop an understanding of the patient’s values and help
him or her to work out goals and priorities related to his or
her remaining life and treatment of the illness, and
document the patient’s preferences.

e Consider using clinical scenarios to structure the
discussion.

¢ Document specific details such as timing or circumstances
in which to cease blood tests, antibiotics, deactivation of
implantable defibrillators, no attempt at cardiopulmonary
resuscitation. Consider making reference to one of four
potential levels of care,'® depending on the patient’s
condition at the time:

» Comfort care only

» Limited care (includes comfort care): use of antibiotics
and intravenous medications where appropriate, but no
surgery or other more invasive measures

» Surgical care: surgery and palliative chemotherapy where
appropriate, but no ventilation or resuscitation except
during and after surgery

» Intensive care: includes all possible treatments, including
invasive measures, to maintain life (it may not be
appropriate to offer this level of care for this patient
population).

e Emphasise that advance care planning is an ongoing
process that will need to be reviewed and updated
periodically, as the patient’s wishes may change over time,
particularly with major health changes.

(continued on page S100)

“Have you thought about the type of medical care you would =~ CG*>120.122
like to have if you ever became too sick to speak for yourself?  pg121
That is the purpose of advance care planning, to ensure that you

are cared for the way you would want to be, even when
communication may be impossible.”'?°

"Do you know who would make decisions about your medical
treatment if you were unable to make them for yourself? Is this

the right person?”

"Have you spoken to the person who will make decisions for

you? Would you like to include them in these discussions, so

they know what is happening and what might happen in

future?”

“Some people have thought about what they want and
document their wishes in what is called an advance care
directive. Do you have an advance care directive? Would you
like to complete one? | could get you some more information if
you like, or refer you to someone who could explore this further
with you.”

"It's often easier to talk through tough decisions when there
isn't a crisis.” 12!

"Have you talked to anyone about your wishes, if you become
too unwell to make decisions for yourself, about potentially life-
prolonging treatment? Have you talked to your family or
general medical practitioner about what you want?”

“Sometimes people with your type of illness lose the ability to  DS'?

make decisions [or communicate their wishes] as the illness
progresses. Who would make decisions for you if you were
unable to do this for yourself?”

If the person can identify a substitute decisionmaker:
"Would you like to talk this through with them?”

"Would you like me to assist you with this?”

“Each person has personal goals and values that influence their DS'?
decision when discussing advance care planning. | would like to ¢G120.122
find out your goals regarding your health and your health care EQ122-124,126
and the things you most value in life. For some people, the goal

may be to prolong life; for others, relief of suffering, optimising

quality of life; and for others, a comfortable and peaceful death.

| suggest we go through examples of possible situations that

may arise to help you decide your goals of care.”

“These are discussions we may need to revisit if there are CG'122127

changes in the course of your illness.”
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11 Advance care planning (continued from page $99)

Recommendation

Useful phrases (where applicable) Evidence level

e Ensure that other health care professionals who are
involved with the patient’s care are aware of the patient'’s
wishes. If an advance directive is completed, make sure its
existence is known by all treating health care professionals
and it is available when the patient’s place of care is being
changed (eg, from home or nursing home to hospital,
during ambulance transfers).

CGQB

12 "No CPR” orders

Recommendation

Useful phrases (where applicable) Evidence level

e “No CPR" orders should not be discussed in isolation, but CG'®
rather in the context of a general discussion about
prognosis, the patient’s values and expectations, and the
goals of care.

o Check the patient’s or caregiver’s understanding of "Are you familiar with CPR?” cG'®

cardiopulmonary resuscitation (CPR).

¢ Give asimple explanation of CPR, making it clear that it was
designed for previously well people with acute
cardiopulmonary events. It is not necessary to give a
detailed description of CPR unless the patient or caregiver
requests clarification.

e Explain that when a person has a cardiac or respiratory
arrest in an acute care facility or during ambulance transfers
(eg, between care settings), it is standard procedure for
CPR to be attempted unless itis documented otherwise (ie,
“no CPR" order is in place).

¢ Avoid describing CPR as “doing everything”, as this can be
easily misinterpreted (eg, the implication of not doing CPR
is that it means “doing nothing”).

o When the clinician judges CPR to have no therapeutic
benefit, explain that in your judgement CPR would have no
chance of changing the course of their illness.

e Consider reinforcing this by explaining that most people
think CPR in hospitalised patients is successful. However,
the success rate of CPR in previously healthy people is low.
The outcome of CPR in people with a serious illness is
universally poor.

(continued on page S101)

“What is your understanding of CPR?”
"Do you know what CPR means?”

“Cardiopulmonary resuscitation or CPR is given when a person’s RGP
heart stops beating or breathing stops. It is used to keep

people alive temporarily until they can receive emergency

treatment in hospital or until an ambulance arrives.”

If more detail required:

"The chest is pumped and air is blown into the lungs to try to
get the person’s heart and breathing started again. In a hospital
setting (or if an ambulance is called), it will also involve needles
in a vein, tubes down the throat and potentially an electric shock
to the chest.”

“If an ambulance is called, the ambulance officers cannot CG122128138

diagnose; their primary role is to keep someone alive long
enough to get to an emergency department.’ It is standard
policy for ambulance officers to start CPR in response to a
cardiac arrest unless it is documented otherwise.”

“We will continue to do everything that is possible to ensure ~ CG'?/:1281%?

your comfort.”

“I think we need to focus on making sure you are as comfortable CG'?®
and as active as possible. There are no invasive measures that

are going to change the course of the illness now and we need

to focus clearly on your comfort.”

“Our aim is to focus on your comfort. No measures are going to

change the course of your cancer.”

“Given the severity of your illness, CPR has almost no chance of CG*
being effective.’ It might also mean that you cannot be with  pg141-143
your family when you are close to death. | would recommend

that we do not attempt it in your case, but | can reassure you

that we will continue all treatments that are potentially effective

for your comfort. What do you think about that?”

"Allowing death to come naturally and making sure that you are

as comfortable and supported as possible is our goal when that

time comes. Trying to reverse that process and prolong life with

CPR at that time is almost certainly going to fail and we would

not recommend we try and do so. Is that in keeping with your
thoughts and wishes?”

S100
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12 “No CPR" orders (continued from page S100)

Recommendation

Useful phrases (where applicable)

Evidence level

o Where appropriate, explain that the patient’s death is
inevitable and that the aim is to ensure that death is as
comfortable as possible.

o |fCPRis judged to be clinically futile, do not ask the patient
or caregiver "What do you want done?” when the patient
dies, as this creates an inappropriate burden of choice
when there is no choice to be made.

e Emphasise active support throughout the dying process
and explain that all potentially effective treatments can still
be given even if they have a “no CPR" order.

e The “no CPR” order should be clearly documented and
state whether it has been discussed with the patient and/or
their caregiver (and if discussed with caregivers, include
their names). Document that the focus should be on
providing good palliative care, and specifically that “CPR
should not be attempted”.

e Where a decision has been made not to involve the patient
or their surrogate in decisions regarding “no CPR" orders,
an explanation should be recorded regarding the rationale
for this.

e “No CPR" orders should include a statement of the
patient’s underlying condition or prognosis justifying it, and
the involvement of other health care professionals in the
decision-making process or discussion where applicable.

o Check with your hospital or facility policy about any other
requirements for documenting “no CPR" orders.

“Not giving CPR does not mean that we are giving up on you. DS
On the contrary, we will continue to be extremely active and

supportive in our care for you. It simply means that when death

does eventually come, our focus will be on keeping you

comfortable and supported rather than prolonging the dying

period.”

“Allowing death to come unhindered and naturally, and making EQ™4
sure that you are as comfortable and supported as possible is

our goal when that time comes. From what we have already

spoken about this would seem in keeping with your wishes. Is

this so?”

“Putting in place a 'no CPR’ order does not mean that we will  CG'?
abandon doing everything we can for [patient’s] comfort and
functioning. While some of the treatments have made small
differences, it seems clear at this point that [patient] will
probably not recover. Certainly more [chemotherapy/aggressive
treatment] can’t make [him/her] better at this point. We need to
help [him/her] in ways that we know can make a difference for
the better. We need to ensure that [he/she] doesn't suffer
unnecessarily and that [he/she] is allowed to die in peace and
comfort. Here’s what | am proposing to do; we'll watch [him/her]
carefully and make sure we do everything necessary to make
[him/her] comfortable. When [he/she] dies, we'll respond with
humanity and kindness and not with futile measures involving
machines and drugs. How do you feel about this?”°

“CPR would not be helpful. It would not prevent the patient’s
death but may prolong their dying and cause more suffering.”

CGW27

requires very careful consideration. Specific recommendations
about whether to discuss CPR before documenting “no CPR”
orders in such circumstances are beyond the scope of these
guidelines. Health care professionals should refer to relevant
professional and institutional codes of ethics and policies, and to
relevant judgments and statutory law, for advice on this matter.

Box 12 gives recommendations for communication about CPR
should the clinician decide that such a discussion is appropriate. If
discussing CPR, it is important to check that patients are aware of
the poor success rate of CPR in patients with their condition.
When patients and families are made aware of the facts, they are
less likely to request CPR.'*

When it is judged inappropriate to discuss “no CPR” orders with
a particular patient or the family, the reason it has not been
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specifically discussed should be documented in the patients
medical records.'>

Discussing the process of death and dying (Box 13)

Once the patient is approaching the terminal phase of the illness,
or earlier depending on the patient’s or caregivers information
need, it is important to explore specific issues related to the
process of death and dying, as many patients and caregivers hold
misconceptions about what is likely to happen, and may hold
unnecessary fears."® Some studies show that patients and caregiv-
ers may have differing information needs as the patients illness
progresses.®*>7% Caregivers may prefer more detailed information
about the dying process, potential complications and immediate
post-death arrangements than patients 2%
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13 Discussing the process of death and dying

Recommendation

Useful phrases (where applicable)

Evidence level

Explore fears and dispel myths.

Explore the patient’s preferred place of
death or dying.

Recognise that the situation may change
(eg, person may not wish to die at home,
but to be at home as long as possible).

Consider explaining the likelihood of
decreasing consciousness levels as
death approaches.

Explain that they will gradually become
weaker, needing longer rest periods and
eventually become less conscious.

Promote understanding of the
decreased need for fluid and foods,
non-essential medications, routine
observations, tests and investigations in
the final days.

Consider reassuring patients and
caregivers that dying will neither be
inappropriately prolonged nor hastened
by any treatments or medications given
in the patient’s final days.

Consider warning families that dying
may be a slow process.

"It is very difficult for any of us to contemplate our own death. Are there particular
fears or issues concerning you about dying?” '’

"People who have an illness such as yours sometimes experience worries or
concerns about how they will manage as their disease progresses. Is this something
on your mind?”

"Have you had any thoughts about where you would like to be when you get sicker
with this illness — where you would like to be cared for when you die?”

"When talking about dying, some people are very clear where they would want this
to happen. Some want to die at home, others in a hospice and others in hospital.
Do you have any particular wishes?”

“In your final days, you may gradually go into a coma, which is like a deep sleep.
However, it is not the same as sleep and going to sleep at night won't make this
happen any sooner.”

"Often what happens is that people become more and more drowsy, and less and
less aware of what is going on around them. As far as we can tell, this is not
distressing or frightening at all. If you do become distressed, however, we will do
our best to ease this as quickly as possible. We will also be there for your family at
this time to help support them if necessary.”

"We will not be measuring your blood pressure and pulse on a regular basis any
more, but will be concentrating on relieving your symptoms.”

“Some of these tablets will not be of any help at this stage and may be difficult to
swallow.”

“Intravenous fluids are unlikely to alter the course of the disease and at this time
they may pool in the lungs and make breathing more difficult.”

"We have discontinued most of [his/her] medications as [he/she] can't take them by
mouth anymore and they will not make any difference at this stage. We will
continue all the medications that are essential, but give them in a form [he/she] can
manage.”

Regarding an unconscious patient:

“Itis likely that [patient’s name] will die within the next couple of days. However,
sometimes it takes longer, even up to aweek or so. So it is important for you to look
after yourself at this time, maybe take shifts with other family members. Otherwise
you may get completely exhausted if you are unable to leave [his/her] side for that
amount of time.”

Ds'8

RGP

Ds®

Ds8

Difficult scenarios such as requests by family members to
withhold information, family conflicts and unrealistic
requests by patients (Boxes 14 to 16)

The information preferences and autonomy of the patient are
paramount, yet it is vital to include family members in discussions
surrounding the transition from curative to palliative care.'®® The
difficulty of negotiating the concerns of family members while also
respecting the patients wellbeing and autonomy adds complexity
to the task of discussing prognosis and end-of-life issues in a
palliative care setting. There is also the potential complicating
factor of requests by family members (often a culturally related
issue, as discussed above) to withhold information from the
patient. Various approaches have been reported in studies of
mainly health care professionals’ views and in the empirical
literature regarding these issues. No studies have been conducted
to evaluate benefits of one approach over another. As for all issues,
it is important to make repeated efforts to help family members
understand the patients condition.'* These guidelines present
various ways of addressing these issues based on research, expert
opinion and other guidelines. A combination of approaches, or

$102

different approaches depending on the circumstances, may be
appropriate.

It is important to address conflict rather than avoid it, so that
patients and families have the opportunity to share in decision
making and be satisfied with care. As for all sections in these
guidelines, the use of empathy is important in helping patients and
family members feel respected and understood. Research shows
that patients who feel understood and listened to are more
prepared to accept their doctor’s recommendation.'®*

In the context of palliative care, denial may be defined as “an
unconscious mechanism aimed at negating a disease-oriented
threat to the integrity of personhood and daily life”.!%> It may
involve avoidance of reality. The use of denial by patients is not
always counterproductive to their wellbeing. It can reduce psycho-
logical distress and help them absorb the consequences of life-
threatening information in a manageable and self-determined
timeframe.'® It is not problematic if it does not affect the patient’s
ability and desire to seek and accept help.'%> However, patients or
family members may request medically futile treatments because
of refusal to accept the diagnosis or prognosis of a life-limiting
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14 Requests by family members to withhold prognostic or end-of-life information from the patient

Recommendation

Useful phrases (where applicable) Evidence level

Show respect for the family and the fact that they
may have different views from your own about
truth telling and patient autonomy.

Clarify the reasons why the family wants to
withhold information from the patient and
explore their concerns with telling the patient.

Explain that patients are often aware that they
have a terminal prognosis even if it has not been
openly acknowledged, and that it can be very
frightening and isolating for the patient to not
be able to talk about it.

In a sensitive way, negotiate with the family to
explore the patient’s understanding of his or her
illness, concerns and fears, desire for
information, and wishes to be involved in
decisions about his or her medical care (and if he
or she does not wish to be involved or informed,
who he or she would like to make decisions).

Use an official interpreter if one is needed.

Consider speaking with the patient both with
and without the family present.

Explain that you will not give more information
than desired by the patient. However, you are
ethically obliged to give the patient the

D853

"Why do you not want me to tell?” EO™®

“What are you afraid | will say?”%®

"l understand that you are worried about me talking to [patient’s name]
about what is going on at the moment. We certainly wouldn't want to
tell [patient’s name] about the situation either if [he/she] doesn't want
to know. What is it that you think will happen to [patient’s name] if we
do have this conversation? What do you think will happen if we don't
tell [patient’s name] about what is happening at the moment?”

"What are you frightened may happen?”

"Has [patient’s name] specifically asked you to have me withhold
information?”

“In my experience, people are often more stressed and frightened by DS
the unknown than by the truth told gently.”

"Do you think [patient’s name] knows that all is not right at the

moment? What must that be like for [patient’s name] to suspect but not
know?”

"It is likely that [patient’s name] understands completely what is going

on. Sometimes it is a huge relief to all concerned if it is brought into the
open.”

"By not acknowledging what is happening, we are blocking [patient’s
name]’s ability to have some really important conversations.”

"] would like to ask [patient’s name] what [he/she] thinks is happening EQ”31%
to [him/her]. [He/she] may know more than you realise.”

"We could talk to [patient’s name] together and find out what [he/she]

thinks is happening and what else [he/she] would like to know.”

“| will always answer truthfully if [ne/she] asks a direct question. But| DS
will not force or push any information on [patient’s name] that [he/she]

does not want.”

opportunity to ask questions about the illness
and to respond honestly.

illness. Such treatments may have side effects that interfere with
quality of life and the completion of unfinished business when
time is limited. In this case, denial is a problem that the health care
professional should address.

Patient requests for medically futile treatments may repre-
sent denial or a lack of prognostic understanding. It is
important to determine the reason for the request before
giving new information.

Role of self-care

At the end of the discussion, it is important to reflect on how the
discussion went and how it could be improved next time, as well
as recognising the emotional impact of the discussion on oneself
and the need for self-care. Discussing prognosis and end-of-life
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issues in patients with advanced life-limiting illnesses is not easy.
Eliciting patients’ and caregivers’ emotional concerns and respond-
ing empathically involves giving of oneself emotionally, and can
take its toll. Not only do health care professionals have to deal with
the patients emotions and concerns, but potentially their own
feelings of failure, helplessness and frustration arising from
advancing illness, which may be compounded by stresses in their
private lives.'°*1°7 If health care professionals are to be encouraged
to discuss prognosis and end-of-life issues with people who have
advanced life-limiting illnesses, it is important to acknowledge the
need for support and self-care of the health care professionals.
Such support includes debriefing with colleagues, encouraging the
development of strong collaborative team relationships, and pro-
viding communication skills training.”*
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15 Dealing with conflicts (eg, differing family opinions, conflicts between doctor and patient or doctor, patient and caregiver)

Useful phrases Evidence
Recommendation (where applicable) level
o |dentify and recognise family discord as early as possible and make other members of the health RGP
care team aware if it is likely to affect the patient’s care.
o Offer meetings (on repeated occasions if needed) with the patient and/or key family members or EQO™
caregivers to explore concerns and to try to increase understanding about the patient’s condition.
o Allow the patient and family time to come to terms with the impending death of the patient. cG'%
o Continually focus on what is known about the patient’s values and preferences. “If [he/she] were able to talk  CG'’
to us, what do you think [he/
she] would want us to know?”
e Explore and acknowledge the emotional issues and concerns of the patient or caregiver that are EQ™
not always expressed and that may result in frustrating communication barriers.
o If possible, negotiate a family spokesperson, preferably one nominated by the patient if feasible, IS
who can be involved in medical decisions when the patient is too sick to be involved and who can
communicate with the rest of the family.
o Preferably have someone with you (another health care professional or patient liaison officer) and RGP
document all discussions clearly in the notes.
e Openly negotiate with patients and family members to try to reach a mutually acceptable solution. DS*
e Recognise limitations (ie, you are unlikely to resolve longstanding family dysfunction). RGP
o When these efforts are not successful and the conflict is affecting the patient’s care, consider EQ™0

arranging a second opinion for the family, or a skilled communicator to facilitate a patient care
conference, or a patient advocate if there are unresolved issues between health care professionals

and the family or patient.

16 Dealing with denial or expectations that are not consistent with clinical evidence (eg, requests for medically futile treatments)

Recommendation

Useful phrases (where applicable) Evidence level

e Explore patient understanding.

e Use a hypothetical question to explore goals and
important things that need to be done while well
enough.

e Check for a “window” in which to address the
situation realistically (eg, check if there were times
when the patient did not feel so optimistic).

e Do not force confrontation about denial, otherwise it
may lead to psychological distress, further denial or
alienation from the health care professionals. Allow
patients to fantasise about unlikely possibilities if they
otherwise seem fairly realistic and prepared,
especially if it is not blocking them from doing
important end-of-life work (administrative,
conversations with family).

o Referral for second opinion may be offered if the

patient or caregiver will not accept that the treatment
is medically futile.

“What is your understanding of what is likely to happen with your DS™
illness and future treatment options?”

“While we are hoping that things will go well with treatment ... or be DS
possible for. .. to occur, if by some chance you didn't get better, what
would be the most important things that you would want or need to

do while you are still able to?”

"I wish too that this disease would get better. If we cannot make that
happen, what other shorter-term things would you like to achieve?”
"Have you thought about what might happen if things don’t go as
you wish? Sometimes having a plan that prepares you for the worst
makes it easier to focus on what you hope for most."4!

"I know you are hoping that the treatment will work well, but | feel it is

1

important to talk about ‘'what if'.

“| can see that you really want to get better and | would like that too. EQ'™’
Are there ever times when you have darker moments and don't feel

that things are going so well? Can you tell me what is on your mind

during those times?”

“That would be wonderful if. .. were to occur, wouldn't it? Are there EQ!
times when it doesn’t seem so sure? Would you like to talk about
that?”

“Sometimes it helps to talk these difficult things through with another DS?71¢2

experienced doctor. Would you like me or your GP to ask for a second
opinion?”

These recommendations can also be applied to those in Box 6.
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