
INTRODUCTION

The purpose of palliative care is to relieve the various forms 

of distress experienced by patients suffering from life-threat-

ening illnesses and to improve the quality of life (QOL) of 

patients and their families. While medical personnel provide 

medication and care to alleviate distress, it is also essential to 

listen to patients and engage them in a continuing dialogue. 

The most important tool, though difficult to apply in practice, 

is end-of-life discussion (EOLD) [1]. EOLD helps patients 

come to an understanding of the limits of their lives, set their 

final life goals, and determine the environment in which they 

wish to spend their final days and what medical care they wish 

to receive. Such decisions affect not only the mental state of 

patients but also that of their family members. EOLD can be 

very stressful for healthcare professionals and patients, how-

ever. Doctors must ask the patients, with whom they have 

worked together to decide on treatment, about their wishes for 

their end of life after informing them that the effectiveness of 

treatment has decreased. In other words, doctors must inform 

patients about their poor prognosis in order to decide on sub-

sequent treatment options, including palliative care. Patients 

must also understand their prognosis when making end-of-

life decisions. It is not uncommon for both patients and medi-
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cal professionals to be aware of these issues without seriously 

discussing them due to the magnitude of stress involved in 

having such discussions.

Herein, the effects of EOLD on end-of-life patients and their 

families, the factors that hinder EOLD, the basic knowledge 

required to conduct EOLD, and a checklist of notable points 

about EOLD are discussed in detail.

WHY IS A DIALOGUE WITH END-
OF-LIFE PATIENTS IMPORTANT? 
(TABLE 1)

EOLD between end-of-life patients and physicians is es-

sential for improving the QOL of patients and their families. 

According to a study on the effects of EOLD on the QOL of 

patients and their families, as well as on the treatment patients 

receive in the week before their deaths, those who participated 

in EOLD selected aggressive treatments such as mechanical 

ventilation, resuscitation, and admission to the intensive care 

unit (ICU) at a significantly lower rate and were more likely 

to register for hospice at an early stage. Aggressive treatments 

were found to reduce the patients’ QOL and increase the risk 

of the family members developing depression after a period 

of bereavement. In contrast, a longer stay in a hospice cor-

responded to a higher QOL for patients, which in turn led to 

improvements in the QOL of patients’ families. Furthermore, 

the incidence of depression or anxiety disorders did not in-

crease in patients who participated in EOLD [2]. That study 

revealed that physician-patient EOLD has a positive impact 

on patients’ treatment policy decisions, the QOL of patients 

and families, and the likelihood of bereaved family members 

developing psychiatric illnesses. In addition, EOLD does not 

increase patients’ risk of developing depression or anxiety.

In another study, patients who prepared advance directives 

were found to disproportionately prioritize comfort and tended 

not to want aggressive treatment [3]. It has also been reported 

that conducting EOLD improved patients’ quality of death and 

end-of-life care and reduced depression and complicated grief 

among bereaved family members [4].

Cancer patients often show a loss of judgment resulting from 

a sudden deterioration in their general condition at the end of 

life. While a study of hospitalized cancer patients showed that 

many patients still exhibited good judgment at the time of their 

final admission, 40% of those patients eventually lost the abil-

ity to make decisions and entrusted EOLD to a proxy. These 

patients often receive aggressive life-sustaining treatments such 

as mechanical ventilation, artificial nutrition, chemotherapy, 

and ICU treatment and thus lose the opportunity to improve 

their end-of-life care. Furthermore, decision-making via a 

proxy makes dialogue with the physician difficult, resulting in 

delays related to important medical decisions and stress for the 

proxy [5].

Research on the content of discussions has found that the 

following five items are most important when conducting 

EOLD: priorities in care, values, prognosis, fears and concerns, 

and questions regarding the goals of care. Patients’ satisfac-

tion has been found to increase when comprehensive answers 

are given to questions about these five items [6]. According to 

Table 1. Impact of End-of-Life Discussions on Patients and Their Families.

Impact of end-of-life discussions References

Impact on patients

   Fewer aggressive treatment choices such as mechanical ventilation, resuscitation, and ICU admission Wright 2008 [2], Silveira 2010 [3]

   Greater desire to be comfortable Silveira 2010 [3]

   Earlier hospice enrollment Wright 2008 [2]

   Similar incidence of depression and anxiety disorders to that in the non-EOLD group Wright 2008 [2]

   (When determined by proxy) Lower rate of choosing aggressive treatment Zaros 2013 [5]

Impact of family/bereaved

   Decreased incidence of depression among bereaved family members Yamaguchi 2017 [4]

   Decreased incidence of complicated grief among bereaved family members Yamaguchi 2017 [4]

   (When determined by proxy) Leads to stress in proxy Zaros 2013 [5]

EOLD: end-of-life discussion.
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a survey of cancer-bereaved family members, the problems 

experienced by bereaved family members who seek specialized 

treatment are often a result of regrets about treatment and the 

lack of sufficient communication with the patient during their 

lifetime [7].

Some healthcare professionals believe that patients will not 

be distressed if the truth of their prognosis is withheld from 

them, which leads to the potential censorship of information 

in an attempt to protect patients from harmful, sad, or nega-

tive news. As a result, honest disclosure is not made during 

each stage of a patient’s illness, from diagnosis to discussion 

of treatment benefits, recurrence, and end-of-life care. Hiding 

a patient’s actual condition from them causes great confusion 

among patients, their relatives and friends, as well as other 

healthcare professionals. It may appear to be beneficial while 

the patient’s general condition is stable; however, failure to 

convey the correct information deprives the individual patient 

and their family members of the opportunity to restructure 

and adapt their daily lives to obtain more achievable goals and 

develop more realistic hopes and aspirations [8].

FACTORS THAT IMPEDE DIALOGUE 
WITH END-OF-LIFE PATIENTS

As mentioned above, physician-patient EOLD is important 

for making decisions about end-of-life treatment options, im-

proving the QOL of patients and their families, and preventing 

bereaved family members from developing psychiatric illnesses, 

such as depression and complicated grief. In reality, however, 

patients often die without engaging in such dialogue. Accord-

ing to a multicenter study from the United States, fewer than 

40% of patients engage in EOLD [2]. Furthermore, a paper 

on the current state of EOLD among cancer patients initially 

admitted to palliative care units in East Asia (South Korea, 

Japan, Taiwan) revealed that the proportion of patients who 

were told that they were dying was 19.6% in Korea and only 

4.8% in Japan [9].

Below are the reasons we believe this situation occurs (Table 2).

１. Factors involving the physician

Some medical workers believe that they risk depriving pa-

tients of their hopes by talking about the end of life. In ad-

dition, they often struggle with the timing of when to initiate 

a discussion about the end of life and wait to receive a signal 

from the patient or perceive intuitively when the time is ap-

propriate [10].

EOLD may be avoided due to difficulties predicting the 

course and prognosis of the disease. In non-malignant, life-

threatening illness, in particular, it is difficult to predict when 

the end of life will occur [11,12].

In addition, medical staff members are often placed in situ-

ations where they are required to share a patient’s prognosis 

despite feeling uncertain as to how to go about doing it and 

that they were not trained to conduct such discussions [13].

２. Factors involving the patient

Patients may avoid initiating a dialogue about the end of life 

if they believe that someone on the medical staff will begin the 

conversation. However, as mentioned above, medical person-

nel are also hesitant to initiate EOLD. Thus, both parties may 

Table 2. Factors that Hinder End-of-Life Discussions.

Factors References

Medical staff-related factors

   Feelings of depriving the patient of hope Almack 2012 [10]

   Thinking the patient will initiate the conversation Almack 2012 [10], Clayton 2005 [14]

   Difficulty predicting the disease course and prognosis Hancock [11]

   Inadequate training for communicating the prognosis Christakis 1998 [13]

Patient-related factors

   Thinking that medical personnel will initiate the conversation Almack 2012 [10], Clayton 2005 [14]

   Deterioration in general condition Zaros 2013 [5]

Medical staff- and patient-related factors

   Collusion Stiefel 2017 [15]

http://www.e-jhpc.org/main.html


Hideki Onishi

138 http://www.e-jhpc.org https://doi.org/10.14475/jhpc.2021.24.3.135

lose the opportunity to talk to each other due to the belief that 

the other party will initiate the conversation at some point [10].

In a study of patients, caregivers, and healthcare profes-

sionals on the who and when of EOLD initiation, the largest 

share of patients preferred option 2 (“healthcare profession-

als provide opportunities to talk to patients about the future”) 

among the following four options: 1) the patient/carer raises 

issues, 2) healthcare professionals provide opportunities to talk 

to patients about the future, 3) healthcare professionals discuss 

what they want to know about patients/carers, and 4) health-

care professionals start a dialogue when they feel the patient/

carer is ready. Many patients and families want healthcare 

professionals to initiate EOLD [14]. However, since doctors 

often prefer for patients to initiate the dialogue, there is a high 

likelihood of misunderstandings that result in EOLD never 

taking place.

As mentioned above, cancer patients often show a loss of 

judgment as a result of a sudden deterioration in their general 

condition at the end of life. According to a study of inpatients 

with cancer, 40% of patients eventually lost the ability to make 

judgments and had to entrust EOLD to a proxy [5].

３.  Factors related to both medical personnel and 

patients

The term “collusion” refers to a situation in which medical 

personnel and patients unknowingly collaborate. Collusion is 

an unconscious bond in which both parties unknowingly par-

ticipate in a conspiracy to avoid addressing underlying psy-

chological factors.

Collusion is most likely to occur when the parties involved 

have irresolvable issues and in various clinical settings, but it 

has been recognized that collusion is also likely to occur in 

end-of-life care [15]. An example of this situation is when 

a patient with separation anxiety faces the prospect of death 

and requests assisted suicide. This request can be understood 

as an attempt to reduce the patient’s feeling of psychological 

tension associated with death. However, if the patient were to 

be treated by a healthcare professional who themselves expe-

riences separation anxiety, then the staff member is likely to 

experience stress as a result of the patient’s request and reject 

it. Thus, the psychological problem underlying the request re-

mains unexplored by both parties [15].

WHEN IS THE BEST TIME TO 
COMMENCE EOLD?

EOLD should be commenced at the appropriate time, and 

qualitative research suggests that it should be initiated early 

and routinely. However, in the early stages of a patient’s ill-

ness, the patient and his or her family may not be able to ac-

cept the information provided as they focus on fighting the 

disease [16].

In addition, at the end of life, some patients develop delirium 

and show a loss of judgment. According to a study, about 

70% of patients for whom decision-making was required had 

lost their ability to make decisions [3]. In addition, one study 

found that about 40% of patients experienced a loss of judg-

ment in the course of their hospitalization [5]. Thus, com-

mencing EOLD early is preferable.

Cancer patients often experience a sudden deterioration in 

their general condition as the disease progresses in the latter 

half of the terminal stage, and it can be especially difficult to 

identify the terminal stage in heart disease patients [12]. This 

also indicates that medical personnel should initiate EOLD as 

early as possible to ensure that these important discussions are 

conducted.

A CHECKLIST FOR EOLD

１. Judgment (Table 3)

Engagement in an EOLD is conditional on the patient show-

ing appropriate judgment. However, it is difficult to determine 

if clinicians have fully examined a patient’s ability to make 

judgments. It has been shown that healthcare professionals in a 

hospital setting find patients to be incapable of making judg-

ments in as few as 25% of cases [17]. Therefore, healthcare 

professionals should always consider whether the patient has 

the necessary judgment to commence EOLD.

To ensure that a patient is able to make judgments, the phy-

sician should examine whether the patient is capable of the 

following: (1) communicating a choice, (2) understanding the 

relevant information, (3) comprehending the situation and its 

consequences, and (4) making a rational decision about treat-

ment options [18].
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２.  Things other than judgment to be checked  

(Table 3)

1）Delirium

The presence or absence of delirium should always be con-

firmed. Delirium is an acute brain dysfunction that often goes 

overlooked, particularly in cases of hypoactive delirium. The 

presence of delirium significantly lowers the QOL of patients 

and affects their judgment, but there are many cases in which 

delirium can be treated by identifying the cause and provid-

ing an appropriate intervention. In particular, patients suffer-

ing from hypoactive delirium may appear quiet at first glance. 

However, if hypoactive delirium in a patient is overlooked, 

the patient is likely to exhibit a low level of consciousness and 

attention during an EOLD, which may obscure the patient’

s wishes and goals. In addition, there has been at least one 

case in which a patient thought to have terminal delirium was 

found to have Wernicke’s encephalopathy instead, and thia-

mine administration improved the patient’s cognitive ability 

[19].

2）Depression

After confirming that a patient does not have delirium, he or 

she should be examined for depression. Depression is a dif-

ficult condition for patients and carries an association with 

changes in treatment policy and an increase in the suicide rate. 

Drug therapy is likely to improve the symptoms of depression. 

Notably, there are many cases in which patients referred for 

an examination for depression also suffer from delirium [19]. 

As such, physicians should be sure to check for delirium even 

after depression is diagnosed.

3）Adverse effects of psychotropic drugs

At the end of life, psychotropic drugs are often prescribed to 

treat nausea and impaired consciousness. Some of these drugs 

may cause distressing side effects such as akathisia. Symptoms 

such as pain when sitting and wandering are often experienced 

by patients with akathisia, and even though many patients 

are unable to get up at the end of life, akathisia still occurs in 

such conditions [20]. Akathisia in a patient who is bedridden 

for most of the day can cause significant distress since the pa-

tient is almost unable to move. It may be difficult for medical 

personnel to identify akathisia based on its symptoms when 

the patient’s movements are already so restricted. Thus, the 

potential for patients who are administered psychotropic drugs 

to develop akathisia should be kept in mind. Akathisia can 

also occur in patients after leg amputation [20], as found in 

another study in which a leg amputation patient experienced 

suicidal ideation due to the suffering involved and asked, “Can 

I die now?” Such sentiments would have a significant impact 

on EOLD. Therefore, since the symptoms of akathisia are 

extremely painful and affect a patient’s mental state if left un-

treated, failure to address the symptoms of akathisia immedi-

ately can affect EOLD.

4）Denial

Denial is a defense mechanism that works to protect the ego 

in which one acts as if he or she faces no threat, but it is also 

said to be an adaptive strategy to protect oneself from events 

and emotions caused by suffering [21]. Clinically, patients in 

denial do not ask questions about their diagnosis or future 

treatment and act as if they faced no serious health problems 

[21]. In a survey of lung cancer patients, denial was observed 

in more than 80% of patients, of whom 3% were in strong de-

nial, indicating that denial is a common phenomenon [22].

In situations in which patients clearly deny their current 

condition, denial should be assumed and measures such as the 

postponement of EOLD should be taken.

5）Collusion

Patients and healthcare professionals unknowingly collabo-

rate to avoid directly addressing the psychological underpin-

Table 3. A Checklist for Initiating an End-of-Life Discussion.

Checklist References

Necessary point

   Absence of judgment Appelbaum 2007 [18]

Psychiatric illness

   Delirium Onishi in press [19]

   Depression Onishi in press [19]

Medication

   Adverse effects of psychotropic drugs  

   (akathisia, etc.）

Ishida 2020 [20]

Psychological issues

   Denial Hughes 1986 [21]

   Collusion Stiefel 2017 [15]
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nings of an apparent problem. Supervision has been found to 

be effective at solving this problem, as exemplified in a previ-

ous study [15].

6)  Physical and psychological state of patients’ family 

members

In addition, it is necessary to understand the physical and 

psychological state of patients’ family members, as they are 

often regarded as care providers alongside medical person-

nel. Once someone is diagnosed with a life-threatening illness, 

various physical and psychological burdens are placed on the 

family members of the patient. In other words, family mem-

bers become “second-order patients” who are also the subject 

of treatment and care. Poor psychological health among family 

members can thus affect dialogues with healthcare profession-

als. Furthermore, it is not uncommon for family members to 

suffer from depression [23]. In addition, there have been cases 

in which family members of patients develop cancer and an 

asymptomatic thiamine deficiency. It is also not uncommon 

for families to experience financial problems related to their 

family member’s illness. Professional approaches have been 

devised for addressing the above problems, and the psycho-

logical states of terminal patients’ family members should be 

monitored as such [7].

WHAT MEDICAL PERSONNEL 
SHOULD BE AWARE OF WHEN 
INTERACTING WITH END-OF-LIFE 
PATIENTS

１.  Differences in understanding between medical 

personnel and patients

There is a considerable difference between the understand-

ing of medical conditions by medical personnel and by patients 

and their families. Physicians should make sure not to overes-

timate patients’ and families’ understanding of a medical con-

dition and instead ensure that they understand the progress of 

the illness up to that point in time, the status of the prognosis, 

and what is expected to change in the future [24].

２. Correcting the beliefs of medical staff

1）Patients will initiate the EOLD

Healthcare professionals who are concerned about the tim-

ing of when to initiate an EOLD may believe that the patient 

will initiate the dialogue [10]. However, the patient typically 

expects a medical staff member to initiate the dialogue, which 

can result in missing the appropriate window within which to 

conduct an EOLD. As mentioned above, medical personnel 

should keep in mind that initiating an EOLD will benefit the 

patient and adjust their expectations if they believe that pa-

tients will start such discussions.

2）EOLD may harm the patient

Some healthcare professionals believe that they risk crushing 

the hopes of terminal patients by discussing where and how to 

receive end-of-life care [10]. According to a study that exam-

ined whether interviews with patients and care providers about 

death, dying, and bereavement caused pain or harm, fewer 

than 2% of end-of-life patients felt a great deal of stress as a 

result of the interviews and only 7.1% experienced some stress. 

Based on these results, medical personnel should view EOLD 

as positive given that EOLD-related stress is typically minimal 

[25].

3）EOLD may lead to the onset of mental illness

There is a concern among some healthcare professionals that 

EOLD may lead to feelings of desperation in the patient and 

that a patient’s family may also ask medical personnel to stop 

talking about the patient’s prognosis for the same reason.

Studies on EOLD and the onset of mental illness have shown 

no significant differences in the incidence of mental illness ac-

cording to the absence or presence of EOLD [2]. EOLD can 

also reduce the rate at which bereaved family members de-

velop depression and complicated grief [4].
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WHAT DOCTORS CONSIDER 
NECESSARY TO FACILITATE 
DIALOGUE WITH END-OF-LIFE 
PATIENTS

Qualitative research on the end of life has revealed that med-

ical personnel should consider the following strategies when 

conducting EOLD: open and honest conversation, setting 

treatment goals, and balancing hope with reality [16].

WHAT A PATIENT WANTS IN EOLD 
WITH A PHYSICIAN

When conducting an EOLD, the patient wants to be treated 

as an individual, to be listened to, to build relationships with 

medical personnel, and to be provided with holistic care in a 

privacy-friendly environment by sympathetic medical profes-

sionals. The contents of EOLD desired by the patient include 

sympathy from medical personnel; familiarity with the back-

ground of the patient by the physician; the patient’s readiness 

status being considered when providing information; initiation 

of the conversation by a medical professional; and honesty, 

intelligibility, and attentiveness when providing information 

[26].

MEANING-CENTERED 
PSYCHOTHERAPY FOR ADVANCED 
CANCER PATIENTS

Spiritual well-being and fostering a sense of meaning are 

important for patients with advanced cancer [27], and in-

terventions should be developed that address these factors. 

Meaning-centered psychotherapy, with a particular focus on 

the needs of patients with advanced cancer, was developed to 

meet these needs.

This treatment method was developed based on Frankl’s 

logotherapy and meaning-based psychotherapy. Viktor Frankl, 

an Austrian psychiatrist, was a Holocaust survivor interned by 

the Nazis in concentration camps, including Auschwitz, during 

World War II. His main work was Man’s Search For Meaning 

[28]. Frankl’s basic concepts included the following three ele-

ments: (1) meaning of life, in that life has meaning; (2) will to 

meaning, in that humans have a desire for meaning and mean-

ing is a basic motivation of human behavior; and (3) freedom 

of will, in that one is free to seek meaning. In other words, 

an individual has the freedom to determine his or her attitude 

toward suffering. The three sources of meaning are creativity, 

experience, and attitude. Frankl gives an example from a busy 

advertising designer in his book, whose attitude was “say yes 

to life in spite of everything” [29]. The designer was paralyzed 

due to a spinal cord tumor, which interrupted his professional 

life and left him unable to live an active lifestyle. He under-

stood the value of his experiences by reading in the hospital 

and having lively conversations with other patients. When his 

condition progressed and he could not continue such activities 

due to his reduced life expectancy, he tried to lower the burden 

on Dr. Frankl by limiting his intake of medication as much as 

possible. In the case of this patient, Frankl reports an example 

of compassion that was still evident just hours before the pa-

tient’s death, thus demonstrating a positive attitude toward the 

end of life.

Frankl’s concept has positive implications for cancer patients 

who face issues related to persistence, hope, understanding of 

their condition, and imminent death.

Meaning-centered therapy consists of a 7-week intervention 

program, provided in a manual form, for patients with ad-

vanced cancer and aims to help patients find meaning, peace, 

and purpose in life when faced with its limits as their illnesses 

progress. This treatment has also been demonstrated by a ran-

domized controlled trial to be beneficial for spiritual suffering 

and QOL in patients with advanced cancer [30].

Our hospital also provides group psychotherapy based on the 

essential elements of this method. By undertaking group psy-

chotherapy with a psychiatrist as a facilitator and a psycho-

oncologist in attendance, some patients who are desperate or 

unable to face their illness confess to feeling as though they 

are “being tested by life,” while others experience changes 

in disposition that indicate post-traumatic growth through 

comments such as “I became kind to people,” “As a result of 

earnest discussions at this meeting, I was able to understand 

the depth of my life,” and “I will die before the age of 60, and 

while I may have been unlucky, my life is not unfortunate.”
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CONCLUSION

As supported by extensive research, EOLD between medi-

cal personnel and patients enhances the QOL of end-of-life 

patients, improves the quality of care experienced by patients’ 

families, and helps to prevent psychiatric illness in bereaved 

family members. However, due to various factors, EOLD re-

mains insufficient in many contexts. We hope that reading this 

review will help healthcare professionals overcome barriers to 

conducting EOLD, understand what EOLD requires, and im-

prove communication with patients.

As a clinician, I have been working with cancer patients for 

35 years. Even when patients find themselves in a difficult 

situation, I believe it is possible for them to adapt to it, develop 

the ability to find higher purpose in life, and grow personally.
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