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Abstract

Background: In Japan, forgoing life-sustaining treatment to respect the will of patients at the terminal stage is not
stipulated by law. According to the Guidelines for the Decision-Making Process in Terminal-Stage Healthcare pub-
lished by the Ministry of Health, Labor and Welfare in 2007, the Japanese Society for Dialysis Therapy (JSDT) devel-
oped a proposal that was limited to patients at the terminal stage and did not explicitly cover patients with dementia.
This proposal for the shared decision-making process regarding the initiation and continuation of maintenance
hemodialysis was published in 2014.

Methods and results: In response to changes in social conditions, the JSDT revised the proposal in 2020 to pro-
vide guidance for the process by which the healthcare team can provide the best healthcare management and care
with respect to the patient’s will through advance care planning and shared decision making. For all patients with
end-stage kidney disease, including those at the nonterminal stage and those with dementia, the decision-making
process includes conservative kidney management.

Conclusions: The proposal is based on consensus rather than evidence-based clinical practice guidelines. The
healthcare team is therefore not guaranteed to be legally exempt if the patient dies after the policies in the proposal
are implemented and must respond appropriately at the discretion of each institution.

Keywords: Shared decision making, Advance care planning, Chronic kidney disease, End-stage kidney disease,
Dialysis, Fogo

Background

In discussing and making decisions about healthcare
management and care options, it is important to respect
the perspectives of patients until the final moments
of their lives. The Ministry of Health, Labour and Wel-
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(formulated in 2007) [1] were renamed as the Guidelines
for the Decision-Making Process in End-of-Life Health-
care [2] in 2015. Then, in 2018, to reflect the aging of the
population and the accompanying increase in deaths in
Japan, further revisions were made and published as the
Guidelines for the Decision-Making Process in End-of-
Life Healthcare Management and Care [3]. These guide-
lines note the need to establish an integrated community
care system that incorporates the concepts of shared
decision making (i.e., the process of choosing the best
option for patients through repeated discussions) and
advance care planning (i.e., the process through which
patients make decisions about their future healthcare
through repeated discussions with their family mem-
bers or other relevant persons (hereafter, “families”) and
healthcare teams) into healthcare and end-of-life (EOL)
care. Given that patients may change their decisions or
may become unable to communicate their decisions, the
guidelines highlight that trusted individuals (e.g., family
members) who can infer patients’ decisions should be
involved in discussions on healthcare management and
care strategies so that patients can live until their final
moments with their dignity respected and upheld.

Approximately 2 years after the 2014 publication of
the Proposal for the Shared Decision-Making Process
Regarding the Initiation and Continuation of Mainte-
nance Hemodialysis [4], a nationwide survey [5] revealed
that 47.1% of dialysis facilities had cases where a tem-
porary decision to forgo dialysis was made that allowed
for the later initiation or reinitiation of dialysis depend-
ing on changes in the patient’s decision or disease status.
This temporary approach is widely known as “Miawase”
in Japanese, and notably, the “Miawase” approach is dif-
ferent from permanently forgoing (withdrawing or with-
holding) and discontinuing dialysis.

In a nationwide survey, among patients who opted
for the temporary decision to forgo dialysis, 89.7% were
elderly, 46.1% had dementia, and 7.5% later initiated or
reinitiated dialysis. Among these patients, 23.4% did not
meet the criteria for a temporary decision established in
the proposal, but this approach was selected based on
the firm decisions made by these non-EOL patients with
their families’ agreement, which indicates the difficult
situations in which healthcare teams often need to make
judgments [5].

With respect to dementia, the Clinical Practice Guide-
lines for Dementia 2017 were published by the Japanese
Society of Neurology [6], and the Guidelines for Support-
ing Decision Making in Daily and Social Life for Individu-
als with Dementia were published by the MHLW in 2018
[7]. Humans have intentions and desires even when their
cognitive function is impaired; thus, patients’ decisions
should be respected, and their decision making should be
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supported based on the appropriate assessment of their
decision-making capacity. The MHLW guidelines system-
atically describe basic concepts, attitudes, approaches,
and matters to be considered by people who closely sup-
port decision making by individuals with impaired cogni-
tive function so that they can live their daily and social
lives according to own their decisions.

Because the previous proposal was limited to patients
on maintenance hemodialysis at the terminal stage and
did not explicitly cover patients with dementia, revi-
sions have subsequently been made so that the proposal
applies to a broader range of patients, can help healthcare
teams provide better healthcare management and care,
and are suitable for the current healthcare environment.
The patients for whom the proposal is intended to be
applicable include those on peritoneal dialysis and those
at the initiation phase of hemodialysis for end-stage kid-
ney disease (ESKD) or acute kidney disease, those at the
terminal stage, and those with dementia. This proposal
describes in detail shared decision making and the ade-
quate implementation of advance care planning. The aim
is for dialysis facilities across Japan to use this proposal as
a suitable reference and for healthcare teams to respect
patients’ decisions, take their intentions into account,
and thereby support them in leading a dignified life with
their wishes fulfilled until their final moments.

This proposal describes the process of how healthcare
teams can provide information about renal replacement
therapy (RRT) and conservative kidney management
(CKM) as medical care options for patients with ESKD
[8] and healthcare teams’ decision-making processes
regarding the temporary decision to forgo dialysis when
patients and their families opt for CKM. The determina-
tion of the implementation process of this proposal is left
to each facility.

Withholding and withdrawal of dialysis in Japan
and overseas
The withholding of dialysis and the withdrawal of dialysis
are collectively described as forgoing dialysis. The with-
drawal means that patients who have undergone dialysis
stop dialysis, and the withholding means that patients do
not start dialysis. Outside Japan, in 1986, cases of dialysis
withdrawal were expected to increase as patients on dial-
ysis aged [9], and in 1994, a list of conditions for which
the withholding of maintenance dialysis was to be sug-
gested to patients and their families was created [10].
Since the 1990s, in the United States, respecting
patients’ decision-making rights and recognizing the
importance of shared decision making and advance
care planning have been key to the withholding and
withdrawal of dialysis. Therefore, in 2000, the Renal
Physicians Association and the American Society of
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Nephrology published Shared Decision-Making in the
Appropriate Initiation of and Withdrawal from Dialysis:
Clinical Practice Guideline [11], which was later revised
in 2010 [12].

There was a similar movement in Japan as well [13],
leading to the publication of the Proposal for the Shared
Decision-Making Process Regarding the Initiation and
Continuation of Maintenance Hemodialysis by the Japa-
nese Society of Dialysis Therapy (JSDT) in 2014 [4].
Recently, in the field of dialysis, shared decision making
has been widely adopted when RRT and/or a temporary
decision to forgo dialysis are options and when advance
care planning is conducted for EOL healthcare manage-
ment and care after the temporary decision to forgo dial-
ysis is terminated.

According to 2000-2015 statistics from the United
States Renal Data System, deaths due to the withdrawal
of dialysis accounted for 19% of the total deaths in 2000,
peaked in 2011 (25% of the total), and remained high in
2015 (23% of the total, the third-largest cause of death
after cardiovascular diseases and infections; latest time
point of available data), although there were variations
by race, age, sex, and region [14]. A 12-year observational
study of 867 patients in the United Kingdom showed that
93 patients (11%) opted for the withdrawal of dialysis in
the decision making on EOL [15]. The number of patients
opting for the withdrawal of dialysis increased from 3 per
1000 patient-years in 1966 to 48.6 per 1000 patient-years
in 2010 [16].

As proposed in guidelines published by the Oxford
University Hospital Kidney Unit in 2018 [8], CKM should
be performed even after the decision to withhold or with-
draw dialysis has been made. In a recent study in Canada,
CKM was reported to be a medical care option for stage
5 chronic kidney disease (CKD); CKM was described as
involving recognition of the value of quality of life (QOL),
active symptom management, and advance care plan-
ning; the implementation of shared decision making;
the provision of patient-centered care; and the inclusion
other interventions to delay the progression of ESKD,
but not dialysis [17]. The content of CKM can vary, but
it is roughly classified into measures for managing the
complications of CKD (e.g., hypertension and electrolyte
imbalance) and measures for managing symptoms (vom-
iting and pruritus), both of which involve pharmacologic
and nonpharmacologic interventions (e.g., lifestyle inter-
ventions, environmental interventions, and adjuvant
therapy). These measures should be planned and adjusted
based on clinical assessments and advance care planning.
Although CKM is becoming recognized as an appropri-
ate medical care option for patients who are unlikely to
benefit from dialysis or those who opt to withhold dialy-
sis, there are great variations in the conceptualization
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and implementation of CKM [17, 18]. Even in the United
Kingdom, where CKM is relatively well accepted, its con-
tent and intensity vary considerably [18].

In Asia, a study in Hong Kong published in 2004
reported on 107 patients who decided to withhold or
discontinue dialysis and receive palliative care [19].
Taiwan was the first Asian country to make doctors
exempt from legal liability for terminating life-sustain-
ing medical care; subsequently, consensus on withhold-
ing and withdrawal of dialysis was reached, and active
care planning was mentioned in the law in 2011, which
noted the importance of promoting palliative care
and home-based healthcare when dialysis is withheld
or withdrawn [20]. Such changes during the 2000s in
neighboring Asian countries likely influenced the dis-
cussions that would happen in Japan.

Several studies have compared CKM and RRT in
patients who opted to withhold or withdraw dialysis.
An Australian cohort study showed that some patients
who opted for CKM survived for>3 years and that
patients who opted for CKM were more likely than
those who received dialysis to have palliative care and
to die at home or in hospice rather than in the hospi-
tal [21]. A single-center study from the Netherlands
showed a more favorable prognosis with dialysis than
with CKM in patients aged > 70 years, but the differ-
ence became negligible in patients aged > 80 years and
in patients with a cardiovascular comorbidity [22].
These results show that the prognosis after appropriate
CKM may be as favorable as that after dialysis. Accord-
ing to recent systematic reviews of studies comparing
CKM with RRT, the survival rate was found to be sig-
nificantly higher with RRT than with CKM [23], but the
QOL of patients with CKM tended to be better than,
or at least similar to, that of patients with RRT [24, 25].

However, in the interpretation of these data from
Europe and North America, it should be noted that
patients were given information about four medical
care options for ESKD, including RRT and CKM, to
choose treatment at an early stage when the estimated
glomerular filtration rate (eGFR) was approximately
15 mL/min/1.73 m?% Thus, the results on the compari-
son of prognoses are not directly applicable to Japanese
patients. In Japan, a multidisciplinary healthcare team
approach, including nonpharmacologic therapy, has
been introduced to avoid dialysis and RRT, but the con-
tent of care in CKM after the decision to forgo dialy-
sis still needs to be established in collaboration with
home-based healthcare doctors. To accomplish this,
differences in patients’ autonomy, family relationships,
social security system, religious beliefs, and dialysis
therapy must be taken into consideration.
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Commentary on the individual proposals

Proposal 1. Respect for patients’decision making by healthcare teams’!

1. Respect patients'decisions about healthcare management and care
strategies

2. Obtain a consent form for the initiation of dialysis from patients
before initiating dialysis

3. Provide information to patients about their right to prepare advance
directives 23. Provide information to patients about their right to
prepare advance directives

Commentary

1. Respect patients’'decisions about healthcare management and care
strategies

Patients with decision-making capacity have the right to
receive clear and appropriate information and to accept
or decline healthcare treatment based on their own deci-
sions, regardless of whether they are in the EOL stage.
Healthcare teams should understand this right and
respect patients’ decisions about healthcare manage-
ment and care strategies. If patients do not currently have
decision-making capacity but previously left instructions
on healthcare management and care strategies (written
or oral) when they had decision-making capacity and if
consensus is reached with the families, healthcare teams
should respect those healthcare management and care
strategies. If consensus is not reached, healthcare teams
should repeatedly provide information to patients’ fami-
lies about the need to respect patients’ decisions so that
consensus is reached.

2. Obtain a consent form for the initiation of dialysis from patients
before initiating dialysis

Patients can choose their medical care. It is advisable
for healthcare teams to clearly provide the necessary
information to patients so that they understand it before
making their decisions. If patients have decision-making
capacity, a consent form needs to be obtained from them
in the presence of their families before dialysis is initiated.
If patients do not have decision-making capacity, their
families have no choice but to become surrogate decision
makers about their healthcare management and care, and
thus, a consent form must be obtained from them. In this
case, it is advisable that healthcare teams clearly provide
the necessary information to families so that they under-
stand it and can then make surrogate decisions.

When a consent form cannot be obtained because
families are unable to come to healthcare facilities,
healthcare teams should make a note in patients’ medi-
cal documents about the content of information given
to patients’ families and what they consented to over
the phone. When families are unreachable, healthcare
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teams should record in patients’ medical documents
what information would have been provided to them
and should preferably obtain a consent form from the
families after they have provided that information.
Healthcare teams should also record in patients’ medi-
cal documents what the patients’ families consented to.

If it is impossible to obtain a consent form from a suit-
able person other than the patient, healthcare teams
should make a note in the patient’s medical documents
about the reasons, such as that the patient had no rela-
tives or friends, the patient lived alone and his or her
entry in the family registry was unknown, or that rela-
tives did not wish to engage in any patient-related
communication.

3. Provide information to patients about their right to prepare advance
directives™

If patients have not yet prepared advance directives,
healthcare teams should inform them that they have the
right to prepare advance directives and that, based on
the directive, healthcare teams can understand patients’
intended decisions and provide them with their pre-
ferred healthcare management and care at any time
under any conditions in the future. Additionally, health-
care teams should inform patients that an advance direc-
tive should be routinely reviewed and can be withdrawn
at any time.

Proposal 2. Shared decision making with patients
1. Provide patients with adequate information
2. Collect adequate information from patients

3. Have thorough discussions to support patients in making the best
possible choices

4. Provide patients with adequate information about renal replacement
therapy (RRT)

(1) At the appropriate time, provide information about RRT becoming
necessary when kidney function deteriorates in the future

(2) For patients for whom dialysis will become necessary in the near
future, provide information about RRT and the natural course of end-
stage kidney disease (ESKD)

5. If patients do not opt for RRT when dialysis needs to be initiated,
have repeated discussions with patients and their family members
(including heirs™) for consensus building

(1) Continue discussions until the advantages and disadvantages of
conservative kidney management (CKM) and the initiation of dialysis
are understood

(2) Have discussions in accordance with the decision-making process
(Fig. 1)

(3) When patients make a final decision to opt for CKM, obtain a confir-
mation form for the “Miawase” approach to dialysis** if necessary

(4) Reassess patients for their changes in decisions when they visit
healthcare facilities

6. Assess whether patients are receiving healthcare management and
care in compliance with the decisions they have made
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[ Does the patient have decision-making capacity? ]- ---------- .
Yes l v No
Has consensus been reached on the decision for medical care? Yes [ were any family members or others appointed
+ It is time to decide medical care strategies. as proxies?
+ There are multiple options, and respecting patient's personal : No
values and intentions, as well as considering medical information, Y : .
Consult with the head N° is important. + Appoint family members or others as proxies.
of the facility™ * The patient, family, and healthcare team cooperatively make * Are long-term care professionals or regional
the best decision. Yes | Welfare officers available for the healthcare
« If there are no family members or if family members leave the team to consult?.tBased t%n the pe;tler)lt N
responsibility for decision making to the healthcare team, the remalbnmg ca;()’ac;hy, ?re i ere "Ob amll y th
healthcare team works with long-term care professionals or mem er%.lf’tr f° de amily mir_n eirsﬁ?ave e
regional welfare officers to make the best choice. L‘fgtohncsa're' It()ela(r)n% ecision making to the
Yes l ' No
Were the medical care strategies decided according to { Cor:sult with the head of the facility” }
the shared decision-making process?
1) Were renal replacement therapy (kidney transplantation,
peritoneal dialysis, and hemodialysis) and conservative kidney
management discussed with the patient?
2) Were the patient's personal values, intentions, and concerns
ascertained?
3) Were proposals and advice provided to the patient?
4) Was the question “What would the patient say if he or she could
express his or her decision?” posed to the family?
5) Were the following points communicated well: the patient can
ask for second opinions, the patient can keep options open,
and the patient can change his or her decision?
Opt for renal replacement therapy / l Difficulty deciding \ Opt for conservative kidney management
—|  Initiation or continuation of | YeS Degcision to continue dialysis No dliz}h:i Sr%iz%';vf:glghzL%qges(grﬁggﬁg?&%rs& (?Z?ti:iro;;gljfggigo%
=  renal replacement therapy after a time-limited trial of dialysis ¥ among the pétient family, and healthcare team?2
l Regular assessment v No
Is a change in modality of renal Is there a problem indicating that a temporary decision to forgo | Yes | Consensus building through
replacement therapy necessary? dialysis needs to be considered? | continuous discussion
Yes  Yes l v No
Change in modality of renal Temporary decision to forgo dialysis Yes Consult with the head of
" replacement therapy, e.g., Obtain a confirmation form for the temporary decision to forgo the facility "
hemodialysis/peritoneal dialysis dialysis if deemed necessary

!

Confirmation of the following items with the patient and family members who can express decisions
+ Awareness of the end-of-life stage  + Understanding of expected symptoms and expected survival
+ Understanding of advantages and disadvantages of sedation used for pain relief
+ Content of desired healthcare and care + Desired place to live final moments

!

Home

l [ Hospital/long-term care facility ]
[Cooperation with home-based healthcare doctor]

Yes l
[ Decision to end the temporary decision to forgo dialysis expressed orally or in writing ]

: No
Y

Continuation of conservative kidney management

Regular assessment of palliative care if it is consistent with patient’s wishes
and provision of support for end-of-life care and grief care

Fig. 1 Decision-making process when renal replacement therapy becomes necessary. *1: See Footote 9 in the main text. *2: Solvable reasons for
the temporary decision to forgo dialysis relate to patient suffering that can be addressed through appropriate intervention (e.g., difficulties visiting a
healthcare facility, hypotension during dialysis, and piercing pain)
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Commentary

1. Provide patients with adequate information

It is advisable for medical care strategies and other care
plans to be decided through a shared decision-making
process. During shared decision making, healthcare
teams should provide information in understandable
plain language about the diagnosis of CKD, complica-
tions, prognosis, advantages and disadvantages of various
interventions (lifestyle improvement, diet therapy, exer-
cise therapy, and pharmacotherapy), and their influences
on daily life.

2. Collect adequate information from patients

Healthcare teams should listen to patients to determine
their level of understanding. At the same time, healthcare
teams should collect information about patients’ per-
sonal values, intentions, interests, motivations, concerns,
unclear points, financial uncertainty, living environment,
relationships with relatives, stress, and preferred health-
care management and care.

3. Have thorough discussions to support patients in making the best
possible choices

Through effective communication, healthcare teams
can help patients improve their resilience against dis-
ease and answer patients’ questions until they accurately
understand their disease status and the risks and benefits
of each medical care option. Healthcare teams should
understand patients’ personal values and preferences,
propose medical care options that are consistent with
patients’ interests, and thereby aim to reach consensus.

The best choice made by patients may be different from
ideas about the best possible healthcare management and
care from the viewpoints of medicine, nursing, and long-
term care. Healthcare teams should support patients in
making the best choice that is consistent with their per-
sonal values based on a good awareness of other parties’
opinions and an accurate understanding of all the infor-
mation provided.

4. Provide patients with adequate information about renal replacement
therapy (RRT)

(1) At the appropriate time, provide information about RRT becoming
necessary when kidney function deteriorates in the future

(2) For patients for whom dialysis will become necessary in the near

future, provide information about RRT and the natural course of end-
stage kidney disease (ESKD)

When the eGFR becomes less than 30 mL/min/1.73 m>
with progressive deterioration of kidney function, health-
care teams should provide patients with information
related to RRT (kidney transplant, peritoneal dialysis,
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and hemodialysis) that will become necessary when kid-
ney function further deteriorates in the future.

When RRT is expected to be initiated in the near
future, healthcare teams should provide patients with
RRT-related information, explain the natural course of
ESKD, and discuss the information with them until they
understand the advantages and disadvantages of opting
or not opting for RRT. It is important that patients under-
stand their situations and live their lives. If patients are
unsure about decision making, healthcare teams should
provide them with support when they visit healthcare
facilities.

5. If patients do not opt for RRT when dialysis needs to be initiated,
have repeated discussions with patients and their family members
(including heirs ) for consensus building

(1) Continue discussions until the advantages and disadvantages of

conservative kidney management (CKM) and the initiation of dialysis
are understood

(2) Have discussions in accordance with the decision-making process
(Fig. 1)

(3) When patients make a final decision to opt for CKM, obtain a confir-
mation form for the “Miawase” approach to dialysis** if necessary

(4) Reassess patients for changes in their decisions when they visit
healthcare facilities

It is important for healthcare teams to understand all
aspects of patients’ lives and their anxieties and problems
and, through discussions with patients and their families,
to identify measures that align with the patients’ interests
so that all parties involved are satisfied. If patients have
mental and/or social problems, it is important to con-
sider appropriate interventions. In the consensus-build-
ing process, healthcare teams should provide information
about the disease status and other relevant information,
propose measures necessary for patients to live their lives
with dignity, and have discussions to help patients accept
that such proposals are required as necessary in a com-
prehensible and professional manner.

If RRT has not yet been implemented when kid-
ney disease reaches the end stage and the initiation of
life-sustaining dialysis is required, patients then face a
decision-making situation regarding RRT. Healthcare
teams should provide the following information to help
patients in their decision making: the timing of RRT
initiation and modality options (kidney transplanta-
tion, peritoneal dialysis, or hemodialysis) if opting for
RRT; the natural course of the disease if not opting for
RRT; and the advantages and disadvantage of opting for
and not opting for RRT. When patients request a non-
RRT option, healthcare teams should provide informa-
tion about CKM and have discussions with patients and
their families following the shared decision-making
process. If CKM is chosen by patients and their families
and the Japanese “Miawase” approach to dialysis (the
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temporary decision to forgo dialysis) is implemented,
healthcare teams should provide information on the
following possibilities until patients and their families
fully understand them: death due to uremic symptoms
(e.g., dyspnea, disturbance of consciousness, pulmo-
nary edema, and arrhythmia); avoidance of severe
uremic symptoms through the initiation of dialysis;
suffering associated with dialysis; reduction in suffer-
ing through palliative care; initiation or continuation of
dialysis by withdrawing the temporary decision to forgo
dialysis; the possibility of death even after the initia-
tion of dialysis; and time-limited trial of dialysis. When
patients’ decision-making capacity is in question due
to their mental conditions or other reasons, healthcare
teams should encourage patients and their families to
visit specialists.

If patients undergo a shared decision-making pro-
cess and eventually choose CKM, a confirmation form
for the temporary decision to forgo dialysis should be
obtained from patients and their families if deemed
necessary. It is important that all professionals in
healthcare teams record the content of discussions
with patients and their families, prepare summary
reports, and share them with patients and their fami-
lies. Patients’ decisions need to be reviewed depending
on changes in disease status even after confirmation
forms are provided. An example of a confirmation form
is provided in the Additional file 1. Obtaining a confir-
mation form is not mandatory and is sometimes omit-
ted to respect patients’ decisions. It is also important
to provide patients’ family members with psychological
care, for example, at the EOL phase, and grief care™®.

If patients visit healthcare facilities regularly even
after choosing CKM, healthcare teams should assess
their disease status, provide necessary palliative care,
and confirm whether they have made any changes to
their decisions. If patients have changed their deci-
sions and now request the initiation of dialysis, health-
care teams should initiate dialysis according to the oral
instruction provided by patients, discuss healthcare
management and care strategies again with patients
and their families, and obtain a confirmation form for
the withdrawal of the decision if deemed necessary.

Patients have the right to seek second opinions, and
information about this right should be provided to
patients.

6. Assess whether patients are receiving healthcare management and
care in compliance with the decisions they have made

After patients have made decisions about health-
care management and care strategies, it is important
to assess whether they are receiving the healthcare
management and care they wish to receive. Healthcare
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teams should also assess the presence of anxiety associ-
ated with the temporary decision to forgo dialysis, the
presence of symptoms due to disease progression, and
whether appropriate care is provided for such anxiety
and symptoms.

Proposal 3. Advance care planning with patients

1. Have thorough discussions on various occasions about future health-
care management and care

2. Have thorough discussions on patients’ preferred healthcare man-
agement and care in accordance with the decision-making process
(Fig. 1)

(1) Provide patients with information about the expected symptoms
and prognosis after implementing the temporary decision to forgo
dialysis

(2) When patients choose to have their final moments at home, coop-
erate with the doctors responsible for home-based healthcare

(3) Assess patients’changes in their decisions in response to changes
in disease status

Commentary

1. Have thorough discussions on various occasions about future health-
care management and care

Advance care planning is a patient-centered discussion
process in which patients, irrespective of their age and
disease stage, share their personal values and life goals
with their families and healthcare teams, have opportu-
nities to consider and make decisions about healthcare
management and care at EOL before their decision-mak-
ing capacity is impaired, and receive support in decision
making from their families and healthcare teams.

It is important that healthcare teams start advance care
planning at the appropriate time so that patients can
promptly receive healthcare management and care that
is consistent with their decisions. Advance care planning
needs to be implemented carefully when dialysis is initi-
ated or when the patient’s disease status changes.

2. Have thorough discussions on patients’ preferred healthcare man-
agement and care in accordance with the decision-making process
(Fig. 1)

(1) Provide patients with information about the expected symptoms
and prognosis after implementing the temporary decision to forgo
dialysis

(2) When patients choose to have their final moments at home, coop-
erate with the doctors responsible for home-based healthcare

(3) Assess patients’changes in their decisions in response to changes
in disease status

Healthcare teams should participate in the decision-
making process (Fig. 1) to understand patients’ perspec-
tives on life, personal values, wishes, and so forth and to
recognize patients’ priorities through thorough discus-
sions with them and their families. In this way, health
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Table 1 Conditions when the temporary decision to forgo dialysis should be considered

1. When there are difficulties in the safe performance of dialysis and the patient’s life is at risk

(1) The patient is in a condition where dialysis is harmful rather than beneficial to life because of multiple organ failure causing circulatory and respira-
tory problems, sustained hypotension, or other problems that make sustaining life extremely difficult

(2) The patient is in a condition where dialysis can be performed safely only with the use of physical restraint and sedation

2.When the patient’s general condition is extremely poor and his or her decision on the temporary decision to forgo dialysis is clearly expressed or

when family members can infer the patient’s decision

(1) The patient is in a condition where serious cerebral dysfunction due to sequelae of cerebrovascular disease, head injury, etc,, prevent him or her
from having the comprehension necessary to undergo dialysis and recuperation

(2) The patient is in a condition where death is imminent because of an incurable malignant comorbidity, such as a malignant tumor

(3) The patient is not capable of oral intake, and long-term life-sustaining artificial hydration and nutrition are expected

care teams can provide care that is consistent with
patients’ personal values and respect patients’ dignity.
Healthcare teams should provide healthcare manage-
ment and care while fully respecting patients’ decisions
and should help patients live their lives with their dignity
respected and upheld. Decisions should also be made
about the discontinuation of low-priority pharmacother-
apies and the transition from oral medications to injec-
tions or transdermal patches before these steps become
necessary. When patients do not have decision-making
capacity, such matters should be thoroughly discussed
with their families.

It is important that healthcare teams provide patients
and their families with information about the expected
symptoms and prognosis after the temporary decision
to forgo dialysis is terminated, provide care that reduces
physical suffering as early as possible, and ensure the
continuous provision of the necessary palliative care. For
continuous deep sedation, it is advisable to obtain prior
consent from patients or their families. It is also impor-
tant that all professionals on healthcare teams record all
remarks made by patients and their families during any
decision-making discussions on healthcare management
and care and to share written summaries with them after
each discussion.

Patients’ families should be involved in care for
patients’ overall pain (physical, psychological, social, and
spiritual suffering’). Healthcare teams provide palliative
care to reduce physical pain, and they should listen to
patients and their families to identify their psychological,
social, and spiritual needs. It is advisable that palliative
care specialists be involved as needed.

Healthcare teams should have discussions with patients
and their families and strive to provide options that allow
patients to spend time in their preferred places with their
dignity maintained until their final moments. Healthcare
teams should confirm patients’ preferred places to be at
the EOL, and if the home is chosen, teams should pro-
vide adequate support in cooperation with home-based

healthcare doctors and long-term care professionals (e.g.,
care workers and care managers) so that patients can live
their final moments with dignity.

Even after patients make their decisions, it is impor-
tant to continue having discussions with them and their
families to confirm any changes in decisions. If patients
lose their decision-making capacity, the latest decisions
they made while they still had such capacity should be
followed.

Proposal 4. Proposal of the temporary decision to forgo dialysis at the
EOL stage by healthcare teams

1. Judge the patient’s condition regarding whether the temporary deci-
sion to forgo dialysis should be considered by referring to the Table 1

2. Engage in the decision-making process (Fig. 1)

3. Provide adequate palliative care after CKM is chosen and the tempo-
rary decision to forgo dialysis is implemented

Commentary

1. Judge the patient’s condition regarding whether the temporary deci-
sion to forgo dialysis should be considered by referring to the Table 1

When the temporary decision to forgo dialysis is judged
to be one of the best options for respecting patients’ dig-
nity at the EOL, healthcare teams should propose the
approach to patients with decision-making capacity or
to the families of patients who do not have such capac-
ity and help them make decisions in accordance with
the decision-making process. Healthcare teams should
provide information about reducing the duration and
frequency of dialysis therapy, as well as making the tem-
porary decision to forgo dialysis.

2. Engage in the decision-making process (Fig. 1)

When patients with decision-making capacity wish to
opt for a temporary decision to forgo dialysis, the deci-
sion should be discussed following the decision-making
process. If consensus is not reached after discussions
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with patients and their families, healthcare teams should
consult with the head of the facility to achieve consensus.

When patients with decision-making capacity cannot
make a decision or are uncertain about their decisions,
healthcare teams should provide appropriate support
for their decision making upon request. Decisions made
through such a process should be shared and respected.

When families of patients without decision-mak-
ing capacity infer patients’ decisions and opt for the
temporary decision to forgo dialysis and when con-
sensus is reached with healthcare teams, the process
through which the families respected the patients’ deci-
sions should be shared and respected by the healthcare
teams. Healthcare teams should take patients’ remain-
ing decision-making capacity into account when holding
discussions.

When families of patients without decision-making
capacity can infer patients’ decisions to opt for the
temporary decision to forgo dialysis but cannot or are
reluctant to implement this decision, healthcare teams
should support them. If consensus is reached with
healthcare teams, the process should be shared and
respected.

When the families of patients who do not have deci-
sion-making capacity cannot infer patients’ intentions,
healthcare teams and families should discuss healthcare
management and care for these patients. If consensus is
reached, the resulting decision should be respected and
reported to the head of the respective facility.

When patients who have decision-making capacity, or
the families of patients without decision-making capac-
ity, leave decision-making responsibilities to healthcare
teams, teams should perform assessments to determine
the best possible healthcare management and care strat-
egies, provide information about the results of assess-
ments to patients and their families, and make efforts to
reach consensus with them.

When there are no family members of a patient
without decision-making capacity, in principle,
healthcare teams should examine the validity and rel-
evance of healthcare management and care, take the
patient’s residual capacity into account, consult with
care professionals and regional welfare officers™® who
know the patient, and then choose the options that
align with the patient’s best interests. If care profes-
sions and regional welfare officers are not available,
the matters should be discussed with the head of the
respective facility. When patients’ heirs are traceable
through family registration documents, the agreement
of heirs is legally significant, so it is advisable to con-
sider contacting them.
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3. Provide adequate palliative care after CKM is chosen and the tempo-
rary decision to forgo dialysis is implemented

In accordance with Proposal 2, a confirmation form
for the temporary decision to forgo dialysis should be
obtained from patients and their families if deemed nec-
essary, and patient-centered discussions about future
healthcare management and care should be held with
patients or their families in accordance with Proposal 3.
Even after decisions are made, it is important to cooperate
with families to confirm whether patients have changed
their decisions. Palliative care should appropriately treat
symptoms irrespective of the stage of CKD and is there-
fore necessary even before the temporary decision to
forgo dialysis is made: appropriate palliative care should
be continuously provided as dictated by the situation.

Proposal 5. Request for the temporary decision to forgo dialysis by
patients with decision-making capacity or by the families of patients
without decision-making capacity to healthcare teams

1. Confirm the decision through discussion with patients with decision-
making capacity or through the examination of any prior instruction
(written or oral) made by patients without decision-making capacity

2.When healthcare teams judge that patients are not at the EOL
stage, ESKD that requires maintenance dialysis for survival should be
diagnosed

(1) When CKM is chosen through the decision-making process (Figure)
and when consensus is reached among the relevant parties, obtain
a confirmation form for the temporary decision to forgo dialysis if
necessary and continuously provide adequate palliative care

(2) When patients’decisions cannot be inferred or when consensus

is not reached among the relevant parties, continue discussions to
build consensus

(3) Reassess patients for changes in their decisions when they visit
healthcare facilities

Commentary

1. Confirm the decision through discussion with patients with decision-
making capacity or through the examination of prior instruction (writ-
ten or oral) made by patients without decision-making capacity

Patients have the right to make a decision, and when
they request the temporary decision to forgo dialy-
sis, the reasons for that decision should be identified
through adequate discussions, as described in Proposal
2. If patients whose life can be sustained through the
initiation or continuation of dialysis opt for CKM and
wish to make the temporary decision to forgo dialysis,
it is advisable to obtain an advance directive from them
after providing understandable written information on
the advantages and disadvantages of medical care.
When families of patients without decision-making
capacity request the temporary decision to forgo dialysis,
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healthcare teams consult any advance directives or oral
instruction that was prepared or expressed when the
patients had decision-making capacity and then confirm
patients’ decisions and reasons for those decisions.
Healthcare teams should try to understand patients’
anxieties and various problems, have discussions with
patients and their families so that patients are motivated
to live, and thus identify measures aligned with patients’
interests. It is important to consider specific interven-
tions if patients have psychological and social problems.

2.When healthcare teams judge that patients are not at the EOL
stage, ESKD that requires maintenance dialysis for survival should be
diagnosed

(1) When CKM is chosen through the decision-making process (Figure)
and when consensus is reached among the relevant parties, obtain
a confirmation form for the temporary decision to forgo dialysis if
necessary and continuously provide adequate palliative care

(2) When patients’decisions cannot be inferred or when consensus

is not reached among the relevant parties, continue discussions to
build consensus

(3) Reassess patients for changes in their decisions when they visit
healthcare facilities

Patients with decision-making capacity have the right to
receive clear and appropriate information and the right to
accept or decline healthcare based on their own decisions,
regardless of whether they are in the EOL stage. For patients
who are not yet in the EOL phase request the temporary
decision to forgo dialysis, EOL is considered to begin when
a physician diagnoses ESKD that requires maintenance dialy-
sis as life-sustaining treatment. The patient’s decision is the
final decision at that time and must be respected. Health-
care teams must be aware that patients may change their
decisions, and therefore, they must continuously be ready to
initiate dialysis for them and to provide them with informa-
tion about a time-limited trial of dialysis. Autonomy—that is,
making one’s own decisions about one’s own affairs—is the
most important element of human dignity. Thus, the deci-
sion to opt for CKM involving nondialysis interventions for
ESKD must be respected when consensus is reached among
the patient, the family, and the healthcare team following a
thorough discussion based on appropriately shared essential
information. Healthcare teams should obtain a confirmation
form from patients and their families about the decision to
opt for the temporary decision to forgo dialysis if it is deemed
necessary and should provide palliative care that is consistent
with patients’ wishes. Moreover, palliative care is necessary
even before this decision is made, and appropriate palliative
care must be provided according to each patient’s individual
situation. When any healthcare team member from any pro-
fession discusses the selection of healthcare management and
care with patients or their family members, the discussion
must be documented, and a summary of the content must be
shared with the patients and their family members.
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Families of patients without decision-making capacity
have no choice but to become surrogate decision makers
regarding the patient’s healthcare management and care.
When families respect the patient’s dignity by making a
decision in accordance with his or her prior instruction
and when consensus to opt for CKM is reached follow-
ing adequate information sharing and repeated discus-
sions among the family members and healthcare teams,
the decision based on consensus should be respected.
Healthcare teams should handle requests made by
families similarly to how they handle requests made by
patients with decision-making capacity: a confirmation
form for the temporary decision to forgo dialysis should
be obtained, if deemed necessary, and palliative care con-
sistent with the patient’s wishes should then be provided.

If families and healthcare teams cannot infer patients’
decisions, healthcare teams should continue discussions
so that family members can understand patients’ condi-
tions and thus provide the healthcare management and
care deemed best for them. If consensus is reached, the
decision should be respected and reported to the heads
of facilities. If consensus is not reached, healthcare teams
should consult with the heads of their facilities and work
toward consensus building ®. Healthcare teams should
consult with the heads of their facilities when they do not
have sufficient time for repeated discussions.

Some predialysis patients with ESKD who make regular
visits to healthcare facilities have strong feelings against
dialysis and consequently wish to opt for CKM. For these
patients, healthcare teams should evaluate their disease
status, provide the necessary palliative care, and confirm
whether they have changed their decisions.

If patients on dialysis do not visit healthcare facilities,
healthcare teams should contact the patients to deter-
mine their reasons for not visiting, inform the families
of the reasons, and proceed with the shared decision-
making process as far as possible to reach a decision.
When dialysis is declined, healthcare teams should
inform patients and their families that the patients may
die within a few weeks, if not a few days, and that they
should contact healthcare facilities if they wish to reiniti-
ate dialysis. If patients and their families are not reach-
able or if there are no family members, healthcare teams
should consult with care workers and regional welfare
officers about the situation and consider contacting the
police to confirm patient safety.

Proposal 6. Requests from patients that their family, etc., not be notified
about their disease status

1. Determine the reasons why patients do not want their families to be
notified and evaluate patients’ decision-making capacity

2. Refrain from contacting families if patients have decision-making
capacity, but contact them if they do not have decision-making capacity




Okada et al. Ren Replace Ther (2021) 7:56

3.When uremic symptoms are confirmed or when CKM is chosen and
the temporary decision to forgo dialysis is to be implemented, inform
patients that their family members will be contacted and then provide
them the information about the disease status

Commentary

1. Determine the reasons why patients do not want their families to be
notified and evaluate patients’decision-making capacity

The patient does not want to trouble families or those are not
decision-making supporters for patient. Healthcare teams
should identify the reasons for such situations. Additionally,
healthcare teams should assess patients’ decision-making
capacity and confirm whether there are significant persons
other than family members who can become involved.

2. Refrain from contacting families if patients have decision-making
capacity, but contact them if patients do not have decision-making
capacity

When it is appropriate for information about disease sta-
tus to be provided to patients with decision-making capac-
ity, there is no legal obligation to give further information to
families if the patients are not in critical condition. However,
if patients do not have decision-making capacity, informa-
tion about the disease status should be provided to families
after patients have been informed of their disease status.

3.When uremic symptoms are confirmed or when CKM is chosen and
the temporary decision to forgo dialysis is to be implemented, inform
patients that their family members will be contacted, and then contact
them to provide information about the disease status

Given the social background in Japan and the coopera-
tion and consideration that families are expected to pro-
vide after they receive information, if the patient’s disease
status is critical, family members should be provided
with this information after patients have been informed
of their disease status, even if patients request that their
families not be contacted.

Proposal 7. Support for decision making by patients with impaired
comprehension and cognition by healthcare teams and patients’
families

1. Respect and support patients'decision making and provide them
with the best possible healthcare management and care that are
consistent with their wishes

2. Encourage patients'families to engage in advance care planning with
patients while they still have decision-making capacity

Commentary

1. Respect and support patients’ decision making and provide them
with the best possible healthcare management and care management
that are consistent with their wishes
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Healthcare teams, in collaboration with patients’ fami-
lies, take care of patients with impaired comprehen-
sion and cognition so that they can live their lives with
dignity, and they respect the decisions (intentions,
preferences or tendencies) expressed by patients in
compliance with the MHLW’s Guidelines for Sup-
porting Decision Making in Daily and Social Life for
Individuals with Dementia. Based on the premise that
patients intend to make decisions and have decision-
making capacity regardless of their comprehension and
cognition levels, healthcare teams should help patients
make and express their decisions according to their
conditions and should implement healthcare manage-
ment and care that are aligned with their decisions.

Decision-making capacity can vary depending on psy-
chosocial, environmental, medical somatic, psychologi-
cal, and neurological conditions, as well as the levels of
comprehension and cognition. Patients’ decision-mak-
ing capacity can change, and therefore, healthcare teams
should support them according to their current deci-
sion-making capacity. To make appropriate judgments,
it is important to obtain information that accurately
indicates patients’ levels of comprehension, cognitive
function, physical and psychological status, and living
situations. Therefore, patients’ decision-making capac-
ity needs to be assessed repeatedly, not just once.

When dementia is suspected, it is advisable for health-
care teams to consult with families and cooperate with
doctors specializing in dementia or with dementia sup-
port doctors. If it is difficult to confirm patients’ deci-
sions, their prior instruction (written or oral) should be
respected. Healthcare teams and families should sup-
port patients so that patients can make the best of their
capacity and receive the best healthcare management
and care that is consistent with their wishes.

Additionally, it is important to inform patients of
their right to prepare advance directives at an early
stage when their comprehension and cognitive function
are normal or only mildly impaired.

2. Encourage patients'families to engage in advance care planning
with patients while they still have decision-making capacity

It is advisable for healthcare teams to encourage fam-
ilies of patients with impaired comprehension and cog-
nition to engage in advance care planning with patients
at an early stage when patients still have some deci-
sion-making capacity. Consequently, patient-centered
discussions about future prospects and healthcare
management and care at the EOL should be held, and
an advance directive should be prepared.
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Reference materials

Confirmation form for the temporary decision to forgo dialysis

Date of confirmation: (year)/(month)/(day)

Doctor providing information:

Attendee(s):

Name (occupation )

Name (occupation )

o 1) I received information from my doctor in charge (name: ) and the healthcare team that

T'am in the end stage of kidney function and that my current condition requires starting or continuing renal
replacement therapy (kidney transplantation, peritoneal dialysis, or hemodialysis). I was able to ask the
healthcare team questions, and I understand the content of the information.
0 2) I received information stating that by not starting or not continuing dialysis, I can avoid the pain and
time constraints associated with dialysis therapy but that the following symptoms and medical conditions
will occur in the near future and that even though I will receive treatment to relieve pain, I will die. I was
able to ask questions, and I understand the information provided.

o (1) Systemic edema and/or serious dyspnea

0 (2) Loss of appetite, nausea, vomiting, and/or diarrhea

o (3) Anemia and/or bleeding

0 (4) Numbness, sensory disturbance, and/or general malaise

o (5) Itchiness

0 (6) Convulsions and/or disturbed consciousness
o 3) I received information stating that I can withdraw my decision at any time, but that depending on the
situation at the time of withdrawing my decision, it may not be possible to start dialysis quickly and safely
and that I may die because of that. I was able to ask questions, and I understand the information provided.
04) I received and understood all the above information, and I wish to opt for conservative kidney

management instead of starting or continuing dialysis.

(year) (month) (day)
Patient’s signature:

Or proxy’s signature: (relationship to the patient: )
Signature of family member, etc.: (relationship to the patient: )
Patient’s name

Submitted to: __(hospital/clinic) Doctor’s name ( )

Confirmation form for ending the temporary decision to forgo dialysis

o I wish to change my decision, and
o I wish to opt to start or continue temporary hemodialysis
o I wish to opt to start or continue continuous renal replacement therapy
o I wish to opt for hemodialysis
o I'wish to opt for peritoneal dialysis

o I wish to opt for kidney transplantation

(year) (month) (day)

Patient’s signature:
Or proxy’s signature: (relationship to the patient: )

Patient’s name

Submitted to: ghospital/elinic) Doctor’s name ( )
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Footnotes

*Healthcare team

A healthcare team comprises a physician in charge,
nurses, and clinical engineers. If possible, other health-
care professionals (e.g., social workers, dieticians, reg-
istered dieticians, and pharmacists) and long-term care
professionals (e.g., care workers and care managers)
should be added to form healthcare management and
care teams. Before shared decision making on the tem-
porary decision to forgo dialysis is performed, it is advis-
able for more than two physicians to judge whether the
patient is at the EOL. If the situation is too urgent to form
such a team, a physician should make a medically valid
and relevant judgment according to the principle that the
patient’s life should be respected. Then, the subsequent
appropriate healthcare can be discussed in the healthcare
team. Healthcare teams may perceive difficulties in the
decision-making process about the initiation and con-
tinuation of dialysis, so it is advisable to form a team or
a division responsible for handling clinical ethics-related
issues within healthcare facilities.

*2Advance directive

An advance directive is a written document describing
the decisions about details of future healthcare manage-
ment and care made by individuals irrespective of the
presence of disease. With an advance directive, an indi-
vidual’s own decision making, that is, his or her personal
autonomy, is respected even when he or she becomes
incapable of making decisions. A living will is a written
document that gives instructions to the healthcare team
regarding the content of healthcare management and
care in case something happens to the individual. How-
ever, a living will can be vague in some ways because stat-
ing concrete and precise instructions for an unknown
future is difficult. A durable power of attorney authorizes
a surrogate decision maker, and it remains in effect when
patients become unable to make decisions. When there
are no family members or other relevant persons or when
it is difficult to select key persons among many family
members, a durable power of attorney indicates whom
should be consulted, although preparing a durable power
of attorney is not mandatory in Japan. It is also question-
able whether the decisions made by surrogates are truly
consistent with patients’ decisions.

“3Families and other relevant persons

The Commentary on the Guidelines for the Decision-
Making Process in End-of-Life Healthcare Management
and Care by the MHLW considers future increases in
the number of single-person households and states that
the family of a patient can comprise more than two indi-
viduals whom the patient trusts and who will support
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the patient at the EOL. In other words, family is not lim-
ited to the legally recognized family but includes wider
relations (e.g., close friends). Overseas, family includes
healthcare proxies (preappointed individuals who make
decisions on behalf of the patient based on the prediction
of decisions that the patient would have made).

The number of individuals without sufficient decision-
making capacity who live alone with no close relatives is
increasing in Japan’s aging society, which also has a low
birthrate. In 2019, to address this situation, the MHLW
published the Guidelines Regarding Support for Indi-
viduals Who Have Difficulties in Decision Making on
Matters about Hospitalization and Healthcare to help
those who have no relatives and those who have fami-
lies but whose family members are not approachable or
supportive. In the guidelines, individuals without close
relatives are classified into three groups (those with ade-
quate decision-making capacity, those without adequate
decision-making capacity and under adult guardianship,
and those without adequate decision-making capacity
and not under adult guardianship), and detailed proce-
dures that healthcare facilities should follow for each of
the three groups are provided. The guidelines indicate
measures that healthcare facilities should take to provide
appropriate healthcare to patients, even those without
adequate decision-making capacity, and they summarize
specific roles that guardians are expected to play.

If patients have family members, it is important to
have discussions with heirs. In Japan, if patients have no
family members, adult guardians and voluntary guard-
ians currently do not have the authority to provide con-
sent to healthcare practice, although there may be new
legislation or amendment of existing laws in the future.
Additionally, if the current adult guardianship system
is amended to allow doctors to become adult guard-
ians and/or supervisors of adult guardians, such doctors
may be able to express opinions close to consent to the
healthcare team. Because doctors currently do not have
the authority to provide consent to healthcare or care
for patients, it is advisable to check whether patients are
public assistance recipients, users of the system support-
ing independent daily life, users of a guarantor organiza-
tion, and/or users of long-term care and welfare services
for individuals with disabilities and to consult with long-
term care professionals (e.g., care workers and care man-
agers) and regional welfare officers.

*4Heirs

There are presumptive heirs and lawful heirs. Presump-
tive heirs are those who would be entitled to inherit-
ance in the future: the primary presumptive heirs are
the spouse and children of the deceased person, the sec-
ondary heirs are the spouse and parents of the deceased
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person, and the tertiary heirs are the spouse and brothers
and sisters of the deceased person. When the individual
dies, his or her true successors are determined in accord-
ance with the law. The reason why heirs can be presumed
but not determined before the individual’s death is that
presumptive heirs may die before the individual dies.
Nevertheless, unless there are causes for disinheritance
or disqualification, presumptive heirs usually become
lawful heirs.

If presumptive heirs live with or have a close relation-
ship with the patient, they are also categorized as family,
and thus, there is no need to recognize them as presump-
tive heirs. However, if there are relatives who live sepa-
rately or do not have a close relationship with the patient,
then it is possible that some of them would be presump-
tive heirs. Such presumptive heirs, irrespective of how
estranged they are from the patient, are the persons
who are most likely to be able to singlehandedly exercise
legal rights (e.g., claim damages and loss on behalf of the
patient and claim compensation). Thus, from a legal per-
spective, if healthcare teams obtain consent to healthcare
from every presumptive heir, the problem of possible rep-
arations in the future can be almost completely avoided.

If patients’ relatives live independently or are estranged,
it is not easy to identify presumptive heirs without exam-
ining the family registry if patients’ relatives live indepen-
dently or are estranged. Additionally, some presumptive
heirs may be confused by suddenly being asked to pro-
vide consent and thus may not respond positively. There-
fore, obtaining consent from all presumptive heirs is
valuable, albeit not very practical, for healthcare teams to
do.

Guardians may be able to reveal presumptive heirs.
Guardians sometimes seek opinions from the presump-
tive heirs of the ward before the management and deposi-
tion of important property, and they therefore know the
persons who would be beneficiaries. Guardians are not
expected to provide consent to healthcare teams under
the current system, but they may be able to provide infor-
mation about presumptive heirs, so there is some value in
asking guardians to provide information about presump-
tive heirs of the ward.

“5The “Miawase” approach to dialysis

A temporary decision to forgo dialysis that allows for the
later initiation or reinitiation of dialysis depending on
changes in the patient’s decision or disease status. This
temporary decision to forgo dialysis is widely known
as “Miawase” in Japanese, and notably, the “Miawase”
approach is different from permanently forgoing (with-
drawing or withholding) and discontinuing dialysis. In
this proposal, we refer to this “Miawase” approach in
Japan as the “temporary decision to forgo dialysis”
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*SGrief care

Grief care is supportive care provided during the pro-
cess through which people overcome grief after the death
of loved ones and accept the pain and environmental
changes associated with separation by death. According
to the Japan Grief Care Association, grief care is gentle
support with empathy for people experiencing grief after
the death of loved ones when they cope with emotional
swings between “overwhelming feelings and emotions
toward (mostly attachment to) the deceased” and “the
will to overcome such tough circumstances” and thus
become very unstable and experience physical discom-
fort and responses.

*7Spiritual suffering

According to the WHO’s definition of cancer pain relief
and palliative care, “spiritual” is an empirical aspect of
human life and describes experiences that transcend
physical sensory phenomena. For many people, the spir-
itual aspect of living includes a religious factor, but “spir-
itual” is not the same as “religious” The spiritual aspect
is a constituent of one’s entire life in which physical, psy-
chological, and social factors are involved, and it is often
associated with interest in and concerns about the pur-
pose of living. For those who are approaching the final
moments of life, spirituality is often associated with self-
forgiveness, reconciliation with others, and confirmation
of personal values, among other elements. It is difficult to
translate spiritual suffering into Japanese: it is sometimes
translated as “spiritual pain/distress/agony’, but spirit-
ual suffering can be more existential. Spiritual suffering
includes questions about meaning and motivation in life,
loneliness, unrest, despair, changes in one’s value system,
the meaning of pain, a sense of guilt, fear of death, the
pursuit of God, and anxieties related to views of life and
death.

*8Regional welfare officers

Regional welfare officers have the authority to bury
deceased persons who are registered in the family reg-
istry but have no relatives (Graveyards and Burials Act),
those who are not identifiable and are not registered in
the family registry (Act on Treatment of Persons Who
Contracted Disease or Died on Journey), or those with
relatives but who refused contact with them prior to their
death (Public Assistance Act). However, regional welfare
officers do not have the legal authority to act as surrogate
decision makers in healthcare.

*9Consultation with the head of the facility

When consensus is not reached among the patient, fam-
ily, and healthcare team, the team will consult with the
head of the facility to hold a nonregular committee
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comprising multiple specialists including a doctor,
nurses, clinical engineers, and a healthcare ethics spe-
cialist or a standing ethics committee. This committee
advises the team, which aims to reach consensus with
patients and their families. Depending on the situation,
a conference by medical stuff and long-term care work-
ers other than the doctor, nurse, and clinical engineer in
charge can be utilized.

Concluding remarks

The JSDT formulated this proposal so that medical teams
can provide patients with the best healthcare manage-
ment and care at the time of decision making on the ini-
tiation and continuation of dialysis. Unlike guidelines for
diagnosis and medical care for diseases, this proposal was
formulated to reflect individual patients’ medical condi-
tions and life perspectives, their families’ thoughts, and
other such considerations. Furthermore, this proposal
is based on the results of observational studies and the
current consensus in Japan and overseas rather than on
objective results (i.e., evidence) that can be adapted to
many situations.

This proposal follows the motto of the Japan Asso-
ciation of Kidney Disease Patients established in 1971—
“Safe dialysis for anybody, anytime, and anywhere”—and
presents a decision-making process that can be used in
difficult cases that are often encountered by healthcare
teams in daily clinical practice. In this way, patients can
receive dialysis therapy at any dialysis facility without
worry. Notably, this document is a consensus-based pro-
posal, not evidence-based clinical practice guidelines,
and it is not based on legal interpretations of related laws.

Before dialysis must be initiated, healthcare teams
should consider how to provide information about
CKM that includes nondialysis medical management
and care for ESKD in the following situations: when
patients submit advance directives to healthcare teams;
when patients and their families request the Japanese
“Miawase” approach to dialysis (the temporary deci-
sion to forgo dialysis); and when healthcare teams judge
that patients are in a condition that makes this approach
is an option (Table 1). When the initiation of dialysis is
necessary, healthcare teams should provide information
about CKM when patients do not opt for RRT and when
the temporary decision to forgo dialysis is requested by
patients and their families. After providing such infor-
mation, healthcare teams should engage in the decision-
making process with patients and their families so that
decisions are made through shared decision making and
advance care. If CKM is requested, it is important that
healthcare teams understand patients’ personal values
and intentions, tell the patients and their families that
the patient’s satisfaction in life is most important, aim
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for consensus building through discussions, and thereby
support patients in making the best decisions for them.

If CKM, in addition to RRT, is included in the medical
care options for ESKD, four medical care options (kidney
transplantation, peritoneal dialysis, hemodialysis, and
CKM) should be provided, as is done overseas. Patients
have the right to know their options, and healthcare
teams should provide them with all necessary informa-
tion. Healthcare teams are expected to comprehensively
judge patients’ disease status and comprehension levels
and appropriately provide information about the timing,
procedure, intensity, and details of medical care options.

It is necessary to establish the content and practice of
care for patients who opt for the temporary decision to
forgo dialysis after choosing CKM in collaboration with
home-cased care doctors, with differences between Japan
and Europe/North America taken into account.

It is important for healthcare teams to respect patients’
decisions, understand their intentions, and support them
in living their lives with dignity and without regret and in
living their final moments as they wish. Healthcare teams
also need to provide patients’ families with psychological
care (e.g., grief care), allowing them to feel satisfied that
the patients lived their final moments as they wished.

The JSDT hopes that this proposal helps promote
awareness and discussion of this common issue, particu-
larly about how to live at the EOL, among all Japanese
citizens and hopes that better healthcare management
and care will be provided as a result of such discussion.

Basic concepts in the development
and commentary on the proposal
Respecting patients’ decisions
The MHLW stated that healthcare management and care
at EOL should be provided in such a way that individu-
als can live their own lives until their final moments with
their dignity respected and upheld [3]. To achieve this
goal, patients’ decisions, or inferred decisions if they are
not capable of making decisions, should be respected.
The Japan Geriatrics Society stated its position on EOL
healthcare management and care for aged individuals in
2012 based on the notion that, when reaching the final
moments of life, all individuals have the right to receive
the best possible healthcare management and care in a
manner that respects their personal values, thoughts,
beliefs, and religion [26]. More precisely, irrespective
of the required care level or the presence of dementia,
older individuals have the right to receive the best pos-
sible healthcare management and care for them, and for
those at the EOL, respect should be paid to their values,
thoughts, beliefs, and religion in a manner consistent
with the sense of family and ethics unique to Japan. Based
on this position statement, the Japan Geriatrics Society
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published Guidelines for the Decision-making Processes
in Medical and Long-Term Care for the Elderly: Focusing
on the Use of Artificial Hydration and Nutrition in 2012
[27].

Currently, more patients on dialysis have impaired
comprehension or cognition than in the past, but they
still hold the decision-making authority. Thus, because
these patients have decision-making capacity, it is impor-
tant to apply the principle of consent with them and to
support them in making decisions in accordance with the
Guidelines for Supporting Decision Making in Daily and
Social Life for Individuals with Dementia [7] published by
the MHLW. It is particularly important that patients and
their families hold patient-centered discussions about the
healthcare management and care that will be necessary
for them in the future while patients’ comprehension and
cognition are still normal or while impairment is still at
an early stage.

What patients say (emotions) should not be taken
lightly when inferring their true feelings (meanings). The
principal attitudes of healthcare teams should support
the identification and understanding of patients’ personal
values through communication and to use that informa-
tion during discussions with them.

Principal attitudes of doctors and healthcare teams

In compliance with the Medical Care Act of Japan, doc-
tors understand the physical and mental states of patients
and provide appropriate healthcare accordingly. As
specified in the Japan Medical Association’s Guidelines
for Physicians’ Professional Ethics [28], doctors prior-
itize acting in patients’ interests and respect and protect
their rights, such as their right to receive fair treatment
and their right to decline treatment. Furthermore, the
Code of Medical Ethics states that those in medicine and
healthcare should not only treat patients but also help
people maintain or enhance their health: doctors should
recognize their significant responsibilities and compas-
sionately serve everyone.

In compliance with the Japanese Nursing Association’s
Code of Ethics for Nurses, nurses should respect patients’
decision making, ensure that patients receive the neces-
sary information and decision-making opportunities, and
support them with a warm sense of humanity.

Other professionals in healthcare teams work with doctors
and nurses while respecting patients’ decisions, and in this
way, they provide good healthcare as a team so that patients
can live their lives and their final moments as they wish.

Medical care options for ESKD

A pamphlet made by five societies (Treatment Options
for Kidney Failure and the Current Status, 2020 Edition)
[29] provides information about kidney transplantation,
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peritoneal dialysis, and hemodialysis as medical care
options for ESKD but does not provide information
about CKM, which is nondialysis medical care and care
[8, 30]. ESKD is generally considered a condition in
which symptoms of uremia develop due to the failure of
renal compensatory mechanisms. The Japanese Society
of Nephrology defines ESKD as stage 5 CKD [31].

Information about RRT should be provided to patients
with progressive deterioration of kidney function when
the eGFR becomes less than 30 mL/min/1.73 m? Health-
care teams must provide patients with information about
alternatives as well as the proposed medical care. When
RRT is considered a realistic option in the near future,
healthcare teams should provide patients with informa-
tion on RRT and the natural course of ESKD, and based
on this information, some patients will opt for RRT
before the onset of symptoms of uremia, while others
will not. However, many patients who do not opt for RRT
at this point will later change their decisions and accept
RRT after experiencing severe symptoms of uremia. Such
changes are more common in medical care for ESKD
than for other diseases, indicating that the timing of the
provision of information about CKM should be judged
carefully.

Patients who have not yet opted for RRT are faced with
a decision-making situation when they reach the stage
of ESKD when the initiation of dialysis becomes neces-
sary. Patients should be provided with information about
the benefits and risks of undergoing and not undergoing
RRT, the different types of RRT modalities (kidney trans-
plantation, peritoneal dialysis, and hemodialysis), and
the natural course of the disease if RRT is not initiated.
If patients request a non-RRT option, then healthcare
teams should provide information about CKM.

Shared decision making and second opinions

in the “Miawase” approach to dialysis

A temporary decision to forgo dialysis allows for the later
initiation or reinitiation of dialysis depending on changes
in the patient’s decision or disease status. This temporary
decision is widely known as “Miawase” in Japanese, and
notably, the “Miawase” approach is different from per-
manently forging (withdrawing or withholding) and dis-
continuing dialysis.

When patients, together with their families, decide
to opt for CKM, healthcare teams should participate in
the shared decision-making process with them and help
them decide on medical care and care after the tem-
porary decision to forgo dialysis is determined. There
are many options, and choosing the best option for the
patient is not easy. Healthcare teams should provide
patients with evidence-based medical information in a
clear and understandable way; identify patients’ personal
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values, intentions, and concerns; make proposals based
on medical knowledge and experience; and have discus-
sions with patients to ascertain their thoughts. Patients’
understanding of the information given should be
assessed regularly, and it is ideal for patients to determine
the best option for themselves through this process [32].
If patients do not change their decisions, a form confirm-
ing the temporary decision to forgo dialysis should be
obtained as necessary. If patients make regular outpatient
visits, healthcare teams should confirm whether their
decisions have changed, examine their disease status, and
provide palliative care information.

In decision making on CKM, healthcare teams should
show empathy toward patients, establish a relationship of
trust with patients as much as possible, participate in the
shared decision-making process, and support patients in
choosing the best possible option for them. If patients are
unsure about their decisions, they should be provided
with information about the availability of second opin-
ions by specialists at other medical facilities. Even after
patients decide on the healthcare management and care
options available to them, their conditions should be
carefully followed up, and it should be assessed whether
the options that have been chosen have been well imple-
mented and whether they remain the best options for the
patients. Opportunities to review decisions should be
provided if necessary.

When patients are incapable of making decisions,
healthcare teams should hold discussions with the
patients’ families or other relevant persons to identify
proxies. When there are no family members or other rel-
evant persons or when patients can give decision-making
authority to the healthcare team, the healthcare team
should consult with care providers (e.g., care workers and
long-term care managers) or regional welfare officers to
provide the patient with the best healthcare management
and care in accordance with his or her remaining abili-
ties. If care providers and regional welfare officers are not
available for consultation, the healthcare team should
consult with the head of the corresponding facility.

Shared decision making, advance directives, and advance
care planning
Shared decision making is a process of communication
in which healthcare teams and patients work together
to make optimal healthcare decisions for patients [33].
Important aspects of this process are (1) evidence-based
medical information; (2) proposals from healthcare
teams; and (3) sharing of patients’ personal values, pref-
erences, concerns, etc., among all parties.

An advance directive is a document that describes
patients’ decisions about healthcare management and
care in advance so that the autonomy of patients is
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respected even after they have become incapable of mak-
ing decisions for themselves. An advance directive can be
made after repeated discussions among the patient, the
family, and the healthcare team or by the patient himself
or herself; nevertheless, the advance care directive should
be reviewed from time to time because decisions can
change.

A consensus conference to establish a unified concep-
tualization of advance care planning was held in 2017,
and a consensus definition of advance care planning was
developed as follows (although it will evolve over time):
“Advance care planning is a process that supports adults
at any age or stage of health in understanding and sharing
their personal values, life goals, and preferences regard-
ing future medical care. The goal of advance care plan-
ning is to help ensure that people receive medical care
that is consistent with their values, goals and preferences
during serious and chronic illness” [34].

In Japan, the concept of advance care planning first
appeared in 2018 in the revised Guidelines for the Deci-
sion-Making Process in End-of-Life Healthcare Manage-
ment and Care [3]. It has been actively promoted using
its nickname “life meeting” (Jinsei kaigi in Japanese) [35].
In 2019, the Japan Geriatrics Society defined advance
care planning as “a process that supports patient’s deci-
sion-making regarding future healthcare management
and care, during which patients are respected as human
beings” to ensure that patients receive EOL healthcare
management and care that aligns with their intentions,
thereby allowing them to live fulfilling lives until their
final moments, with their dignity respected and upheld
[36].

Advance care planning is more than a sequence of steps
taken for EOL healthcare (e.g., the preparation of advance
directives and the appointment of proxies). In the process
of advance care planning, an advance directive is pre-
pared, proxies are appointed, and decisions regarding the
initiation and discontinuation of certain healthcare inter-
ventions are made. In other words, advance care planning
facilitates the process of shared decision making that
aligns healthcare management and care with individuals’
personal values, goals, and preferences [37]. The content
of an advance directive should be reviewed and updated
as necessary.

Proxies

When patients cannot express their decisions or lack
decision-making capacity, those who can infer the
patients’ decisions about healthcare management and
care (e.g., family members) become proxies, but it is
important to involve legal heirs in discussion. If there are
no family members, the Guidelines Regarding Support
for Individuals Who Have Difficulties in Decision Making
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on Matters about Hospitalization and Healthcare, pub-
lished by the MHLW in 2019, should be referred to [38].
However, guardians of adults and voluntary guardians do
not have the authority to consent to patients’ healthcare
management and care; thus, it is preferable that health-
care teams consult with known long-term care profes-
sionals and welfare officials. If contactable legal heirs are
identified after the family registry is examined, their con-
sent is legally significant.

When consensus is not reached with patients’ families
or when patients’ families are not cooperative or cannot
be contacted, healthcare teams should consult with the
heads of their facilities.

EOL

In the Commentary on the Guidelines for the Decision-
Making Process in Terminal-Stage Healthcare [39] pub-
lished by the MHLW, patients are considered to be in the
terminal stage when the predicted survival is a few days
or a few weeks at the longest, as in the end stage of can-
cer; when poor prognosis is expected after repeated acute
exacerbation of a chronic condition; or when the pre-
dicted survival is a few months to a few years in patients
with sequelae of cerebrovascular disease or individuals
with poor general conditions. Healthcare teams must
appropriately identify the terminal stage for each patient
based on the individual situation. The Japan Medical
Association’s Grand Design 2007 (Particulars) distin-
guishes terminal-stage care in a broad sense from termi-
nal-stage care in a narrow sense. It defines the terminal
stage in a broad sense as follows: (1) the terminal stage
is the stage in which progressive exacerbation cannot be
stopped and patients are reaching the final moments of
their lives, even though the best possible healthcare is
provided; (2) the terminal stage starts when the condi-
tion described in (1) is confirmed by doctors, including
the doctor in charge, nurses, and several other health-
care professionals, and is understood and agreed upon by
patients (or families who can infer patients’ decisions if
patients are incapable). The terminal stage in the narrow
sense is defined as the stage when patients are dying and
very close to the final moments of their lives.

The present proposal uses “EOL” rather than “terminal
stage” in accordance with recent guidelines published
by the MHLW. The actual condition corresponding to
the EOL is determined for individual patients by doc-
tors based on an appropriate assessment of the patient’s
systemic conditions (including dialysis-related complica-
tions and other illnesses). EOL starts when the patient (or
the family if the patient does not have decision-making
capacity) understands and provides consent to doctors’
judgments. In ESKD, the necessity of dialysis alone does
not determine EOL. However, if a patient who is not at
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the EOL stage medically but requires life-sustaining dial-
ysis opts for the temporary decision to forgo dialysis in
CKM, it is highly likely that he or she will survive only a
few days or weeks. The criteria for the initiation of main-
tenance dialysis stated in the MHLW Project Report on
Healthcare for Renal Failure published in 1991 [40] have
been used for the initiation of dialysis. However, cases of
earlier initiation have been on the rise since the Guide-
lines for Peritoneal Dialysis [41] and the Guidelines for
Maintenance Hemodialysis [42] were published by the
JSDT in 2009 and 2013, respectively; these guidelines
established revised criteria for the initiation of perito-
neal dialysis and maintenance hemodialysis. Additionally,
dialysis may become unnecessary in some patients with
acute exacerbation of CKD or acute kidney injury. Over-
all, if the temporary decision to forgo dialysis is requested
by patients with decision-making capacity or by the
families of patients without decision-making capacity,
patients can be regarded as being at the EOL stage.

The presence of severe cognitive impairment alone is
not a criterion for EOL. Additionally, the frequency of
the temporary decision to forgo dialysis was found to be
similar between patients with severe cognitive impair-
ment and those in the terminal stage of malignancy [43,
44]. Thus, when making decisions about healthcare man-
agement and care strategies for patients with dementia
who are not at the EOL and who do not have decision-
making capacity, healthcare teams should confirm any
prior instruction provided by the patient (written or oral)
together with the family and judge whether the tempo-
rary decision to forgo dialysis proposed by the family
is a surrogate decision and not a decision based on the
wishes of the family.

Assessment of decision-making capacity

The assessment of a patient’s decision-making capacity
involves the patient, his or her family, and the healthcare
team. When assessment is not straightforward, sufficient
time should be spent to comprehensively examine the
following capacities: understanding of issues necessary
for decision making; reasoning in decision making (com-
parison between options based on the patient’s personal
values); appreciation of illness, medical care, and deci-
sion making as the patient’s own affairs; and communica-
tion of the patient’s own thoughts and conclusions.

The temporary decision to forgo dialysis

Proposal of the temporary decision to forgo dialysis

by the healthcare team

Healthcare teams can propose the temporary decision to
forgo dialysis to patients with decision-making capacity
or to the families of patients without such capacity when
patients satisfy certain conditions (see Table 1). When
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patients at the EOL stage and/or their families choose
CKM in accordance with the decision-making process
(Fig. 1) and when the patients and their families consent
to the temporary decision to forgo dialysis, this approach
can be implemented. A confirmation form for the
approach should be obtained from patients and/or their
families (including heirs) if necessary. When patients
without decision-making capacity are not at the EOL
stage, the procedure described in 9.3 below is applied.

Request for the temporary decision to forgo dialysis
by patients with decision-making capacity
Healthcare teams should verify temporary decisions to
forgo dialysis and the reasons for these decisions. It is not
uncommon for patients with no prior experience of dial-
ysis to decline dialysis therapy initially but to eventually
accept dialysis after making regular visits to healthcare
facilities. Additionally, patients who have been on dialy-
sis may propose the temporary decision to forgo dialy-
sis and later reverse this decision to reinitiate dialysis.
When doctors judge that patients are at the EOL stage,
information should be provided about the possibility of a
stepwise reduction in the duration and frequency of dial-
ysis, and if consent is obtained from patients and their
families, the temporary decision to forgo dialysis can
be implemented. Any change in the temporary decision
regarding this approach should be confirmed while pro-
viding appropriate palliative care based on routine exam-
inations. A confirmation form for the temporary decision
to forgo dialysis should be obtained from patients and/or
their families (including heirs) if deemed necessary.
Patients with decision-making capacity, irrespective
of whether they are at the EOL, have the right to receive
clear and appropriate information and the right to make
their own decisions to accept or decline healthcare inter-
ventions. For patients who are not yet in the EOL stage
who request the temporary decision to forgo dialysis and
eventually opt for CKM, EOL starts when a doctor diag-
noses ESKD that requires maintenance life-sustaining
dialysis. For patients not at the EOL who opt for the tem-
porary decision to forgo dialysis, their decision should be
regarded as final at that point and should be respected.
However, healthcare teams must always be aware that
patients may change their minds, and they should be pre-
pared to initiate dialysis for them. Autonomy—that is,
making one’s own decisions about one’s own affairs—is
the most important element of human dignity, and there-
fore, consensus achieved among the patient, family, and
healthcare team to opt for CKM, after thorough discus-
sion based on appropriately shared essential, should
be respected. A confirmation form for the temporary
decision to forgo dialysis should be obtained from the
patient or their families (including heirs) if necessary. If
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consensus is not reached among the above parties, con-
sensus-building discussion should be continued.

Request for the temporary decision to forgo dialysis

by families of patients without decision-making capacity
Families of patients without decision-making capacity
have no choice but to become surrogate decision mak-
ers regarding the patient’s healthcare management and
care. When the temporary decision to forgo dialysis is
requested by families, healthcare teams should confirm
with the families whether there are any prior instruction
(written or oral) from the patient and the reasons for any
decisions made by the patient, and they should ensure
that the requests are based on surrogate decisions, not
on the wishes of the family. When consensus for CKM
is achieved with families after sufficient information
sharing and adequate discussion, then healthcare teams
should recognize that the families’ decision making
protects patient dignity, and thus, the decision reached
based on consensus should be respected. Once the above
is confirmed, the request for the temporary decision to
forgo dialysis made by families and the requests made by
patients themselves should be handled in a similar man-
ner: a confirmation form for the temporary decision to
forgo dialysis should be obtained if deemed necessary.
If patients’ decisions cannot be inferred or if consensus
is not reached with families, consensus-building discus-
sions should be continued.

Provision of information to patients and their families

or other relevant persons

Providing information about the disease status and other
aspects to patients and their families or other relevant
persons is a doctor’s responsibility. Doctors are required
to provide appropriate information about the timing,
procedures, intensity, and content of healthcare manage-
ment and care based on a comprehensive assessment of
the disease status and patient comprehension.

When information about the disease status is clearly
and appropriately provided to patients with decision-
making capacity and patients’ decisions are respected,
doctors are not necessarily required to provide infor-
mation to patients’ families. Information should be
provided to families if patients do not have decision-
making capacity. Nevertheless, given that families are
most likely the people who support patients, to avoid
future conflicts with them, it is advisable to keep them
informed if patients approve. When patients’ families
who closely support patients act as proxies, instead of
asking about the families’ decisions and wishes, ques-
tions such as the following should be posed: “What
would the patient say if he or she could communicate
his or her decision?”.
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In some cases, patients refuse to involve their fami-
lies to avoid troubling them, or family members are not
appointed as decision-making supporters. In such cases,
the reasons for the lack of family involvement should be
ascertained.

When uremic symptoms appear or when CMK is cho-
sen and the temporary decision to forgo dialysis is imple-
mented, patients may have their final moments earlier
than their families expected. It is beneficial for patients
reaching their final moments at the EOL to obtain the
support and attention they expect from their families
after their families have received adequate information;
the provision of this information to families deserves
legal protection. Thus, it is advisable to provide informa-
tion about the disease status to families after informing
patients about their disease status.

Palliative care and EOL care

Palliative care involves medical, nursing, and long-term
care to alleviate and prevent symptoms of physical, emo-
tional, and spiritual suffering during the entire clinical
course, from diagnosis to EOL; such care can be provided
on an outpatient or inpatient basis at integrated facilities
for medical and long-term care, at long-term care facili-
ties, or at home, according to wishes of patients and their
families [45].

Palliative care should be provided even before a tem-
porary decision to forgo dialysis is made. If this approach
and home-based care are chosen when the patient is
reaching the final moments of life, healthcare teams
should provide the doctors responsible for home-based
care with information about the clinical course, test
results, the decision-making process, advance care plan-
ning details, key persons, and the presence/absence of
dementia (history of medical care); health care teams
should also provide doctors with a copy of the confirma-
tion form for the temporary decision to forgo dialysis
[46]. Healthcare teams remain responsible for provid-
ing palliative care at patients’ homes if the involvement
of home-based care doctors is declined by patients or
their families. Healthcare teams should provide patients
and their families with detailed information about pal-
liative care as well as healthcare management and care
for predicted symptoms (e.g., general malaise, pruritus,
swelling, loss of appetite, nausea, vomiting, dyspnea, and
disturbance of consciousness).

According to the MHLW guidelines, the provision
of care to alleviate physical suffering as early as possi-
ble is important in healthcare management and care in
the EOL stage. Given that dyspnea and other symptoms
due to uremia cause intolerable suffering, it is impor-
tant to confirm patients’ decisions about palliative care.
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Additionally, for continuous deep sedation, it is advisable
to obtain prior consent from patients and their families.

EOL care should assist individuals facing imminent
death or thinking about their death in the future to live
their lives to the fullest, regardless of their diagnosis,
health condition, and age [47]. To provide the necessary
EOL care, healthcare teams should discuss healthcare
management and care that will become necessary in the
future with patients and their families while patients are
still healthy or at an early stage of illness.

Children

It is advisable to decide whether CKM is in the best inter-
est of children through the exchange of various opinions
among relevant people with different perspectives (e.g.,
the healthcare team and the patient’s family members) in
compliance with the Guidelines for Communication of
Medical Policy on Children Suffering from Serious Dis-
eases published in 2012 by the Japan Pediatric Society
[48].

Documentation of discussions

All professionals in healthcare teams should record all
remarks made by themselves, patients, and patients’
families during any discussions and should share written
summaries with patients and their families.

Consent form and confirmation form

Providing “consent” means agreeing to others’ thoughts
and opinions or expressing decisions that are the same as
others’ decisions: an individual gives consent when he or
she accepts another’s opinion. Meanwhile, “consensus” is
mutual agreement, and the people involved have equal
positions in terms of the acceptance of their individual
standpoints; in the context of shared decision making,
consensus is achieved when all parties have expressed
their own opinions and have reached an agreement or
accept the conclusion of the discussion. When patients
decide to initiate dialysis or their families provide con-
sent to the initiation of dialysis based on adequate infor-
mation on the treatment provided by healthcare teams,
a consent form should be completed for confirmation.
On the other hand, when patients opt for the temporary
decision to forgo dialysis but healthcare teams consider
the initiation of dialysis to be clearly beneficial to them,
the patients’ decisions still need to be respected, and a
confirmation form should be completed if the teams can
agree on why the patients and their families made their
decisions.

The content of discussions with patients and their fami-
lies held before CKM is selected should be recorded in
medical documents, but notably, medical documents
cannot serve as proof of consent from patients and their
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families. Having both a consent form and a confirma-
tion form provides solid evidence of the decision, the
provision of consent, and the achievement of consensus
among the relevant parties in case any future conflict
arises. A consent form for the initiation of dialysis must
be obtained, and a confirmation form for the temporary
decision to forgo dialysis should be obtained if necessary.

Establishment of a team or a division responsible for issues
related to clinical ethics

Healthcare teams may have difficulties in the course of
decision making about the initiation and continuation of
dialysis. It is advisable for a team or a division responsible
for handling issues related to clinical ethics to be estab-
lished in individual healthcare facilities.

Principles for formulating the proposal

Objectives

The aim of this proposal is for healthcare teams to par-
ticipate in decision-making processes in which patients’
decisions are respected and their intentions are under-
stood so that patients can live their lives with their dignity
respected and upheld and can live their final moments as
they prefer.

Target users

This proposal is for doctors, other healthcare profes-
sionals (e.g., nurses, clinical engineers, social workers,
dietitians, registered dietitians, and pharmacists), and
long-term care professionals (e.g., certified care workers
and long-term care managers) who are involved in the
healthcare management and care of patients with CKD
and patients on dialysis.

Target patients
Patients with CKD (from pediatric to elderly patients)
and patients on dialysis.

Clinical problems addressed

Even when the temporary decision to forgo dialysis is
decided with full respect for the patient’s decision and
implemented in compliance with this proposal, there is
no legislation in place regarding the withdrawal of life-
sustaining medical care in Japan, and healthcare teams
are not exempt from legal liability for consequent deaths.

Ensuring universality

To avoid bias based on the opinions of the JSDT, the fol-
lowing societies were asked to contribute to the selection
of committee members: the Japanese Society for Peri-
toneal Dialysis, Japanese Association of Dialysis Physi-
cians, Japanese Society of Nephrology, Japanese Society
for Pediatric Nephrology, Japan Academy of Nephrology
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Nursing, Japan Association for Clinical Engineers, Japa-
nese Association for Home Care Medicine, and Japan
Shared Decision Making Collaborative for Chronic Kid-
ney Disease. Additionally, as representatives of patients,
the Japan Association of Kidney Disease Patients and the
Kidney Support Association were asked to contribute.

Format

Given the limited evidence available in this field, the
format of clinical questions was not used. Instead, the
previous proposals and the MHLW’s Guidelines for the
Decision-Making Process in End-of-Life Healthcare
Management and Care were used as reference materi-
als. When agreement among all committee members was
not reached, the issues were discussed and decided at the
JSDT board meeting.

Literature search

The literature published in English and Japanese between
April 2012 and June 2019 was searched in the PubMed
and Ichushi databases. Handsearching was performed
for crucial studies. The keywords used included shared
decision making, hemodialysis, peritoneal dialysis, acute
kidney injury, advance directives, death with dignity, self-
determination, terminal stage, advance care planning,
EOL care, palliative care, forgo, withhold, withdrawal,
elderly, cognitive impairment, dementia, and CKM or
conservative kidney care. Studies providing a higher level
of evidence were selected, and studies providing a lower
level of evidence or reviews were evaluated at the general
meeting to avoid bias.
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