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Guidelines for Healthcare Providers and Parents to
Follow in Determining the Medical Care of Newborns
with Severe Disease

1. All newborns have the right to be protected and to receive
appropriate medical care.
Note: Healthcare providers should attend to children
and their families with the attitude of blessing and
loving the births of all newborns.

2. Parents have the right and also the obligation to determine
the course of their children ™ s medical treatment as caretakers
who are responsible for their children®s growth and
development.
Note: Parents have both the right and obligation to
receive necessary information and to participate in the
course of determining the treatment policy.
Healthcare providers must make effort to realize it.

3. Determination of the course of medical treatment must be based
on the ““best interests of the child””.
Note: Family and healthcare providers confirm that not
their interests but the interests of the child have a
top priority.

4. Parents and healthcare providers must fully discuss all

options in the process of making decisions regarding treatment.
Note: To judge the “best interests of the child”, expected
benefits and disadvantages of individual treatment options
must be considered carefully.

5. Healthcare providers must attempt to establish a trusting



relationship with the child ™ s parents and treat them as equal
partners in the decision-making process.
Note 1: Parents should have the opportunity to present
their opinions freely and express their emotions.
Note 2: Healthcare providers must make effort to
understand the situation of the parents and respect
their opinions.
Note 3: Consideration of privacies of the child and
his/her family is indispensable in the establishment of
a trusting relationship.

6. Healthcare providers have the obligation to promptly and
accurately provide parents with all information regarding their
child® s condition and all treatment options, and to explain
such in language that can be understood by the parents.
Note 1: Physicians, nurses and comedical staff should provide
following medical information (Note 3) from their respective
viewpoints as experts.
Note 2: It is essential that both father and mother are present
to receive information. Even if information is given to
either of them first, it must be repeated again when both of
them are present.
Note 3: Information to be provided includes name of diagnosis,
pathology, content of the treatment being practiced,
alternative treatment options, benefits and disadvantages of
the respective treatment options and their prognoses, nursing
information regarding care, information  regarding
habilitation, and information regarding social resources and
welfare system.
Note 4: Important information should be provided in writing
and any questions from the parents should be dealt with
appropriately.
Note 5: In giving explanation, physicians, nurses and



comedical staff should support the parents mentally.

7. Healthcare providers should have the opportunity to present

their opinions and information they are familiar with, and to

express their emotions concerning the treatment of newborns.
Note 1: “Emotion” here means all sorts of emotional reactions
roused in healthcare providers involved in the child’s
treatment.
Note 2: To attend to the child and his/her family
sympathetically and to maintain cooperative relationship
among the staff, it is advised that healthcare providers are
fully aware of negative emotions such as anger, sorrow and
helplessness and exchange straightforward opinions and
support each other emotionally.

8. The attending physician should determine the child®s
prognosis based on the latest medical information available
given the child * s condition, and should consult with physicians
of other specialties and healthcare providers of other
disciplines as necessary.
Note: Physicians must not judge prognosis based on their
limited experiences and knowledge alone.

9. Withdrawal or withholding of life-sustaining medical
treatment (hereinafter referred to as LSMT) must be discussed
with extreme caution, as it could have irreversible consequences
for a child = s life. If parents or healthcare providers propose
the withdrawal or withholding of LSMT, the ““best interests of
the child”” must be fully discussed, complying with the
principles set forth in Article 1 to Article 8.

(D In considering withdrawal or withholding of LSMT, as many
physicians as possible who are involved in the child ™ s medical
treatment should exchange opinions concerning this.



Note: To avoid an arbitrary decision made by a limited
circle of healthcare providers and to make the
decision-making process transparent, it is advised to
consult with an ethical review board of the medical
institution when withholding or withdrawing of the

treatment is considered.

(2)In considering withdrawal or withholding of LSMT, it is
necessary for physicians to fully discuss with the parents all
available options. In so doing, the attending physician must,
in the presence of other healthcare team members, listen to the
parents * opinions and confirm their intentions.
Note 1: Both physicians and nurses should attend to the
discussion. Presence of other healthcare providers and
persons who understand the parents’ emotions (psychologists,
social workers, religionists, and other persons trusted by the
parents) is also advisable.
Note 2: Full attention must be paid to psychological pressure
on the parents caused by the presence of many healthcare
providers.

(3)When the decision is made to withdraw or withhold LSMT, the
following must be documented on the child * s medical chart: the
reason the decision was judged to be in the ““best interests of
the child®”, the process of decision and content of discussions
with the family.



(4)Even after a decision to withdraw or withhold LSMT is made,
medical treatment must be pursued in order to comply with the
““best interests of the child””, and maximum support should be
given to the family.
Note 1: The “best interests of the child” in this case means
to respect the dignity of the child and to attend to him/her
with affection.
Note 2: An environment that allows contact with the child as
much as possible should be provided in consideration of the
bond between the child and his/her family.
10. The course of treatment should be able to be altered
depending changes in the child * s condition or the wishes of the
parents. Healthcare providers must inform parents in advance
that they can modify the decision at any time if they wish.



