
Supplemental Information

FRAMEWORK: PRENATAL COUNSELING
FOR IMPENDING PRETERM DELIVERY AT
THE THRESHOLD OF VIABILITY

Please note that the framework is
developed originally in Dutch as
a document for clinical practice
established by an expert panel
(including professionals and parents)
and thus is also readable for parents.
This is a translated version (by an
official translation agency). If the
framework were to have been

developed in English, it could be
possible that other words would have
been chosen.

SUMMARY

This summary was drawn up on the
basis of the ranking assigned by the
members of the expert panel
regarding the most important
recommendations per domain. The
aim of the panel was to list the most

important recommendations, which is
particularly useful when people have
to set priorities (eg, because of a lack
of time or limited ability to absorb
information).

Preparation and Organization

The expert panel recommends the
following:

• The counseling discussion should
be performed by the neonatologist
and the obstetrician together; and

SUPPLEMENTAL FIGURE 2
Literature search (part of step 1).
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• Both parents (assuming that there
are 2 parents) should be present
for the counseling discussion.

Decision-making

The expert panel recommends the
following:

• The decision between active
support or comfort care should be
made on the basis of the principles
of SDM (see Supplemental
Information for a more detailed
explanation).

• Step 1: Inform (the parents)
about the fact that a decision
needs to be taken in which the
input of the parent(s) is
important;

• Step 2: Explain the options
(active support and comfort
care), including the benefits and
disadvantages of each;

• Step 3: Determine what the
parent(s) wishes and concerns
are and what is important to
them to support them in making
decisions; and

• Step 4: Discuss how the parent(s)
want to reach a decision (make
the decision themselves, leave
the decision to the physician, or
make the decision together) and
whether they want to discuss the
follow-up of this decision.

Content 1: Making the Decision About
Active Support or Comfort Care

The expert panel recommends the
following:

• Start by discussing there are 2
options so that it is clear a decision
must be made regarding the policy
surrounding the birth at this stage
of gestation (active support or
comfort care);

• Discuss possible survival and
possible death;

• Discuss the risk of permanent
consequences of preterm birth;

• Discuss the fact that if the prenatal
decision is to offer active support,
then more decision points may

follow in the postnatal period
regarding whether to continue with
and/or start treatments;

• Enquire about the opinion of the
parent(s) regarding quality of life
and their standards and values; and

• Inform the parents that the figures
and chances for a group cannot be
used to predict the eventual
outcome for their child.

Content 2A: Consistent With Active
Support

The expert panel recommends the
following:

• Discuss the risk of breathing
problems;

• Provide information about the
course of events surrounding birth
(eg, their child will leave
immediately with the physicians, be
placed in a bag, receive respiratory
support, and intravenous lines,
etc);

• Discuss the risk of cerebral
hemorrhage;

• Discuss the benefits and
disadvantages of a cesarean
delivery for this early stage of
gestation; and

• Discuss the risk of potentially life-
threatening infections.

Content 2B: Consistent With Comfort
Care

The expert panel recommends the
following:

• Provide information about the
course of events during the birth,
such as the fact that the child can
remain with the mother, that an
active approach will be taken that
is aimed at providing comfort for
the child, and that the parent(s)
will receive support during the
period in which their infant dies;

• Explain that their infant can be
born alive; and

• Inform the parents about the
possibilities of recording memories.

Style

The expert panel recommends the
following:

• Check whether the parent(s) have
understood what they have been
told;

• Do not use too many medical terms
and adapt to the language level of
the parent(s); and

• Provide a summary of the facts that
have been discussed at the end of
the counseling discussion.

RECOMMENDATIONS PER DOMAIN

Organization of the Prenatal
Counseling at the Threshold of
Viability

1. Who Will Conduct the Discussion?

The expert panel recommends the
following:

1. The counseling discussion should
be performed by the neonatologist
and the obstetrician together;

2. The counseling discussion should
be performed by staff members
who are qualified to do so;

3. The neonatologist and the
obstetrician should discuss the
initial situation of the patient and
her partner before the counseling
discussion so that both parties
have the same starting point;

4. An agreement should be reached
between the neonatology and
perinatology departments per
center to guarantee joint
counseling (by the neonatologist
and obstetrician);

5. Both parents (assuming that there
are 2 parents) should be present
for the counseling discussion; and

6. A nurse should be present for the
counseling discussion.

2. When Should the Discussion Take
Place?

The expert panel recommends the
following:
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1. Consider providing counseling
regarding potential birth at
24+0–24+6 in a tertiary center even
before 23+4 weeks’ gestation. A
prerequisite is that the aim of the
transfer is clear, namely, that it is
to provide counseling and not
active support at an earlier stage;

2. Consider telephone advice about
counseling by the neonatologist
and obstetrician from the tertiary
center to the treating physician in
secondary care when transfer to
a tertiary center is not possible
and there is the potential of
impending preterm delivery at
24+0–24+6 weeks;

3. The counseling discussion should
take place as soon as possible after
arrival at the tertiary center,
preferably ,12 hours after arrival,
even if this falls outside of working
hours; and

4. If the situation permits, inform the
parent(s) about the time at which
the counseling discussion is
scheduled.

3. How Often Should the Discussion Take
Place?

The expert panel recommends the
following:

1. If the situation permits, several
discussions should take place as
part of prenatal counseling;

2. The physician should actively
initiate the follow-up meeting; and

3. Schedule a new meeting if the
situation changes (eg, fetal
condition or if the pregnancy
progresses).

4. Language

The expert panel recommends the
following:

1. Use an interpreter if the parent(s)
do not speak the same language as
the professional.

5. Duration of the Meeting

The expert panel recommends the
following:

1. A counseling meeting should take
as long as necessary for the
parents.

6. Documentation of the Meeting

The expert panel recommends the
following:

1. Record a summary of the
counseling meeting, including
agreements reached about policy
surrounding the birth and whether
active support will be offered to
the newborn. This summary
should be accessible for
neonatologists, obstetricians, and
parents; and

2. Hold a short debriefing after the
counseling meeting with the

professionals involved, including
confirmation of the agreements
that were reached.

7. Support for the Meeting

The expert panel recommends the
following:

1. Supporting materials should be
used during the counseling
discussion in addition to the
verbal counseling; a tour of the
NICU should be organized in
addition to the meeting.

8. Training of Counseling

The expert panel recommends the
following:

1. Guarantee the training of
professionals in counseling by
each center, for example, through
direct observation, education, or
simulation training.

Decision-making Process in the
Prenatal Counseling at the Threshold
of Viability

1. Desired Decision Model and/or Steps
to Decision-making

The expert panel recommends the
following:

1. The decision between active
support or comfort care should be
made on the basis of the principles
of SDM (see Supplemental

SUPPLEMENTAL TABLE 7 Explanation for #1 (Organization)

Explanation

Joint counseling (neonatologist and obstetrician) is recommended in the international literature, and the Dutch physicians (91% of the neonatologists and
obstetricians) support it too. These specialisms supplement each other. In addition, parents mention that they sometimes already have a bond of trust with
the obstetrician, whereas this bond can start to form with the neonatologist. Preliminary discussion and joint counseling ensure greater consistency of
information that is coordinated. Some experience is required before this form of counseling can be offered without supervision. Each center should reach
local agreements to guarantee the joint counseling (availability during on-call hours, coordination between obstetrics and neonatology, prioritization in
agendas).

SUPPLEMENTAL TABLE 8 Explanation for #2 (Organization)

Explanation

Parents do not always receive prenatal counseling. A timely transfer is essential, and this does not always happen in practice (despite the scope that the
guideline from 2010 provides for this). Parents want to receive information quickly, even if they are admitted outside of working h. Parents prefer to know
that a meeting will take place so that they can prepare for it and ensure that both of them will be present.
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Information for a more detailed
explanation);

2. Inform the parents about the fact
that a decision needs to be taken
in which the input of the parent(s)
is important (also refer to
Supplemental Information, step 1
of SDM);

3. Explain the options (active
support and comfort care),
including the benefits and
disadvantages of each (also refer
to Supplemental Information, step
2 of SDM);

4. Determine what the wishes and
concerns of the parent(s) are and
what is important to them to
support parent(s) in making
decisions (also refer to

Supplemental Information, step 3
of SDM); and

5. Discuss how parent(s) want to
reach a decision (make the
decision themselves, leave the
decision to the physician, or make
the decision together) and
whether they want to discuss the
follow-up of this decision (also
refer to Supplemental Information,
step 4 of SDM).

2. Decision-making Other

The expert panel recommends the
following:

1. Both options (comfort care and
active support) should be
presented equally; there is no right

or wrong decision. The physician
may only emphasize 1 of the
options if there are factual factors
that could have a positive or
negative effect on the individual
prognosis of the unborn child;

2. If a decision has already been
made before the counseling
discussion (by the parent[s], or, for
example, by a physician from the
referring center), then
a counseling discussion should
still be performed by the
neonatologist and obstetrician to
explore the decision that has been
made and the way in which the
decision-making process took
place. Where necessary, the
previous decision should be
supplemented and amended;

SUPPLEMENTAL TABLE 9 Explanation for #3 (Organization)

Explanation

Of the Dutch physicians interviewed, 58% indicated that they would like to have .1 meeting. This is also a recommendation in the literature, and most Dutch
parents clearly support this. With .1 meeting, there is time for things to sink in, reflect (together), think, and come up with questions. For some of the
parents, the first meeting will be mainly informative, with the decision being made in a second meeting. Sometimes the second meeting serves another
purpose: repetition and confirmation. In some situations, 1 meeting may suffice. Discuss this with the parents. If time is of the essence, 2 meetings can of
course be scheduled at a short interval. Parents may be hesitant to request a second meeting themselves.

SUPPLEMENTAL TABLE 10 Explanation for #4 (Organization)

Explanation

A total 95% of the Dutch physicians agree with this.

SUPPLEMENTAL TABLE 11 Explanation for #5 (Organization)

Explanation

It is not possible to recommend a duration for the meeting. A duration of 15–30 min was preferred by 43% of Dutch physicians, and a duration of 30–45 min was
preferred by 54%. The average duration will probably fall within this range, but this may differ significantly between parents. Some parents may find the
decision relatively easy and “will see what happens,” whereas others prefer to receive a lot of information and need time to complete the decision-making
process.

SUPPLEMENTAL TABLE 12 Explanation for #6 (Organization)

Explanation

A total 76% of the Dutch physicians indicated that the agreements and a summary are recorded in the medical files of both the mother and child. This can vary
per center depending on logistics and EPD options.

SUPPLEMENTAL TABLE 13 Explanation for #7 (Organization)

Explanation

Virtually no supporting material is currently used in the Netherlands, although both physicians and parents would like to see this. It helps them remember and
understand information more effectively and provides an opportunity to reread the information and reflect on it. Visual support is also good for parents. It
also helps to create greater uniformity and neutrality between physicians. However, such material should never be provided in lieu of a meeting. In addition,
there should be room to personalize the information: general information does not always apply to an individual. The physicians who offer the counseling
must also provide the explanation. The literature reveals that written materials can be used to reduce fear and increase the amount of information. A tour of
the NICU can also be illustrative and sometimes says more than words.
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3. Comfort care should be mentioned
again at the end of the discussion
because it usually takes more time
to explain active support than to
explain comfort care;

4. Active support should be provided
in cases in which there is
absolutely no opportunity for
counseling (because of immediate
delivery) and if there are no
contraindications, although
preferably after informing the
parent(s). (Of course, the situation
and the treatment options should
then be discussed after the birth.);
and

5. Use a decision aid as an addition to
the conversation; this informs the
parent(s) and supports the
physician and the parent(s) in the
decision-making process.

CONTENT OF THE PRENATAL
COUNSELING AT THE THRESHOLD OF
VIABILITY

The first part of the conversation
involves content that is (possibly)
essential for making a good decision.
Part 2A is about an informative (part
of the) conversation about active
support; part 2B is about information
on comfort care. It is possible that
everything can be discussed in 1
conversation; it is also possible that
this is divided over several
conversations (eg, 1 could be about
the choice and the decision and 1
could be informative in nature). Of
course, topics may overlap in
practice.

Content 1: Making the Decision About
Active Support or Comfort Care

1. Start

The expert panel recommends the
following:

1. Start by discussing there are 2
options so it is clear there is
a decision to be made regarding
the policy surrounding the birth at

this stage of gestation (active
support or comfort care);

2. Mortality

The expert panel recommends the
following:

1. Discuss possible survival and
possible death;

2. Express the chance of survival
and death (in a comprehensible
manner) in numbers if the
parent(s) want numbers;

3. Mention both numbers regarding
the chance of survival and the
chance of death (positive and
negative perspective);

4. Use recent numbers about the
chances of survival and death
(preferably ,10 years old);

5. Use the chance of survival and
death on the basis of the infant
being born alive;

6. Also discuss survival without
severe handicaps;

7. When possible, use national
figures about the chance of
survival and death;

8. Inform the parents that the
figures and chances for a group
cannot be used to predict the
eventual outcome for their infant;

9. Express the chances in different
ways, depending on the
preference of the parent(s);

10. Consistently use the same
denominator for the different
outcomes when discussing
chances; and

11. Discuss the fact that treatment in
the NICU is a major burden for
the infant, with potential
suffering for the infant.

3. Long-term Morbidity

The expert panel recommends the
following:

1. Discuss the risk of permanent
consequences of preterm birth;

2. When discussing the risk of
handicaps or limitations, clarify
what is considered to be
a handicap;

3. Discuss the risk of physical
consequences of preterm birth;

1. As far as the physical
consequences are concerned,
discuss the risk of spasticity or
other problems with
movement;

2. As far as the physical
consequences are concerned,
discuss the risk of problems
with vision (poor vision,
blindness);

3. As far as the physical
consequences are concerned,
discuss the risk of hearing
problems (poor hearing,
deafness).

4. Discuss the risk of reduced mental
development;

5. Discuss the risk of long-term lung
problems;

6. Discuss the risk of behavioral
problems;

7. Discuss the risk of emotional
problems; and

8. Discuss the risk of learning and
concentration problems.

4. Making the Decision About Active
Support or Comfort Care

The expert panel recommends the
following:

1. Discuss the fact that if the prenatal
decision is to offer active support,
then more decision points may
follow in the postnatal period
regarding whether to continue
with and/or start treatments;

2. Enquire about the opinion of the
parent(s) regarding quality of life
and their standards and values;

3. Exude neutrality and offer the
parent(s) support regardless of
their decision;
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4. Discuss the unpredictability and
the volatile nature of the disease
progression facing their infant;

5. Discuss the fact that despite the
current options in the field of
neonatal intensive care, a poor
outcome cannot always be avoided
(death or handicap);

6. Explain how the child will be
treated in the case of active
support (the child will leave with
the physicians immediately and go
straight to the NICU) and how the
child will be treated at birth in the
case of comfort care (the child can
remain with the mother); and

7. Articulate the decision clearly and
check with the parent(s) whether
it is correct.

5. Influencing Factors

In the context of personalization, we
recommend (where applicable)
discussing factors that could
influence (positively or negatively)
the prognosis (outcome) of the
unborn child. These factors include
the following:

1. growth retardation (intrauterine
growth restriction);

2. preparation with antenatal
corticosteroids;

3. signs of infection in the womb
(chorioamnionitis); and

4. severe congenital defects.

Content 2A: Potentially Important
Content Consistent With the Decision
for Active Support

The first (part of the) dialogue
involves content that is essential to
being able to make a good decision.
Part 2A is about an informative (part
of the) dialogue regarding active
support; part 2B is about information
consistent with comfort care.

Part 2A can be an informative part of
a dialogue after a decision in favor of
active support has been made to
prepare the parent(s) for what might
happen. Of course, this conversation
can also be used to illustrate the
long-term problems in the context of
the decision that has not been made
yet (eg, immaturity of the blood
vessels in the brain can cause
cerebral hemorrhage, and this is why
some children may be handicapped in
the future). This conversation can
also be used to provide more detailed
information about the option of active
support. This will depend on the

available time, the wishes of the
individual parent(s), and the natural
course of a conversation.

1. Problems in the Short-term

The expert panel recommends the
following:

1. Discuss the risk of breathing
problems;

1.1.1. With regards to breathing,
discuss infant respiratory
distress syndrome;

1.1.2. With regards to breathing,
discuss artificial ventilation;

2. Discuss the risk of potentially life-
threatening infections;

3. Discuss the risk of cerebral
hemorrhage;

4. Discuss the risk of a life-
threatening intestinal infection
(necrotizing enterocolitis); and

5. Discuss eye problems associated
with preterm birth (retinopathy of
prematurity).

2. Method of Delivery

The expert panel recommends the
following:

SUPPLEMENTAL TABLE 14 Explanation for #1 (Decision-making)

Explanation

The Dutch studies revealed that 99% of physicians prefer SDM. A total 94% of the parents want a form of SDM. There are certainly differences between parents
in the way in which they want to be involved in the decision-making process; these can largely be overcome through the use of the model by Stiggelbout
et al54 with the 4 steps of SDM as described above (also refer to Supplemental Information).

With regard to step 1 (a decision needs to be taken), 20% of the Dutch parents did not understand clearly that a decision needed to be taken in which they had
a voice. With regard to step 3, it appears that this step is not always performed in Dutch practice. With regard to step 4, there is sufficient scope for the
parents to make the decision themselves but also for them to pass the decision on to physicians. This is important because the preferences of Dutch parents
appear to differ in this regard: some parents want to decide for themselves, whereas other parents want the physician to make a decision on the basis of his
or her expertise and the input that parents have given.

The Dutch studies also revealed that neonatologists and obstetricians did not always know exactly what SDM entails. It is known from the literature that SDM
contributes to reduced decisional conflict in the short-term and reduced grief in the longer term.

SUPPLEMENTAL TABLE 15 Explanation for #2 (Decision-Making)

Explanation

For parents, it is important that both options (active support and comfort care) are considered equally because they may otherwise feel impeded in making
a decision that fits with their standards and values. Parents, the literature, and the consensus discussion all concluded that active support is justified if there
truly is no opportunity for prenatal counseling. This is primarily because comfort care cannot be revised and because there will often still be moments
during the active support in which a discussion arises about whether to continue treatment.

A decision aid can be used to support the process of SDM. The effect of decision aids in general has been proven many times. Positive results also exist in the
setting of prenatal counseling at the threshold of viability, such as reduced decisional conflict, more knowledge, and less fear.
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1. Discuss the benefits and
disadvantages of a cesarean
delivery for this early stage of
gestation; and

2. Discuss possibilities with regard to
monitoring the infant’s condition
before birth and what should or
should not be done if the infant’s
condition deteriorates.

3. Practical Matters

The expert panel recommends the
following:

1. Provide information about the
course of events surrounding the
birth (eg, their child will leave
immediately with the physicians,
will be placed in a bag, receive
respiratory support and
intravenous lines, etc);

2. Discuss who will be present at
birth;

3. Inform parents that they may need
to be transferred to a different
tertiary center just before the birth
because of lack of space locally;

4. Consider providing information
about the course of events for the
mother and/or possible illness of
the mother during the counseling
meeting;

5. Discuss procedures that may be
performed immediately after
delivery and after admission to the
NICU, such as intubation,
intravenous line, umbilical line,
radiographs, etc; and

6. If the mother’s situation permits,
discuss breastfeeding and the need
to pump breast milk.

Content 2B: Potentially Important
Content Consistent With the Decision
for Comfort Care

The first (part of the) dialogue
involves content that is (possibly)
essential to being able to make a good
decision. Part 2A is about an
informative (part of the) dialogue
regarding active support; part 2B is
about information consistent with
comfort care.

Part 2B can be an informative part of
a dialogue after a decision in favor of

comfort care has been made to
prepare the parent(s) for what might
happen. This conversation can also be
used to provide more detailed
information about the option of
comfort care. This will depend on the
available time, the wishes of the
individual parent(s), and the natural
course of a conversation.

1. The Decision for Comfort Care

The expert panel recommends the
following:

1. Provide information about the
course of events during the birth,
such as the fact that the child can
remain with the mother, that an
active approach will be taken that
is aimed at providing comfort for
the child, and that the parent(s)
will receive support during the
period in which their infant dies;

2. Discuss who will and will not be
present at the birth;

3. Explain that their infant can be
born alive;

4. Inform (the parents) about the
possibilities of recording
memories;

SUPPLEMENTAL TABLE 16 Explanation for #2 (Content 1: Making the Decision About Active Support or Comfort Care)

Explanation

Virtually all physicians and parents, both in Dutch studies and in international literature agree that the potential survival and potential death should be
discussed generically (96% of the Dutch parents and 94%–100% of the Dutch physicians). A majority of the parents (80%) would like to receive numbers
(statistics), so it is good to ask whether parents want to know this.

Chances should be discussed in a way that parents can understand; not all people understand percentages. Therefore, the advice is to express chances in
different ways: “The risk of death is XX%, which means that XX out of 100 infants in a similar situation will die, which means half of the infants.” Framing, or if
you define the chance of survival (positive) or death (negative), also has an effect: parents tend to opt for active treatment if the situation is framed positively.
So preferably use both: “This means that XX%, or XX infants out of 100, do survive.” In addition, it is easier for parents to understand the figures if the same
denominator (eg, 100) is used throughout. “So we have XX out of 100 infants who survive and XX of these XX are severely handicapped. Or, of the 100 infants in
this situation, XX ultimately survive without severe handicaps.” (Do not switch, for example, from X out of 10 to X out of 5.)

It is useful for professionals to know local figures, but because of the smaller numbers, it seems sensible to base the information provided to parents on
national figures as far as mortality and morbidity are concerned, preferably ,10 y old. Base this information on the chances for a child that is born alive. In
addition to survival and death, it is also important to discuss survival without severe handicaps. Finally, it is important to tell parents that the individual
course of events cannot be predicted from figures that apply to a group.

SUPPLEMENTAL TABLE 17 Explanation for #3 (Content 1: Making the Decision About Active Support or Comfort Care)

Explanation

Virtually all physicians and parents, both in the Dutch studies and in the literature, think that it is essential to discuss the long-term morbidity. A total 96% of the
Dutch physicians think that the permanent consequences of preterm birth should be discussed. Parents want to know this as tangibly as possible (ie, what is
meant by handicaps or limitations?). In that context, when it comes to major morbidities, both retardation (85% of the Dutch parents agree; 90% of the Dutch
physicians) and spasticity (78% of the Dutch parents agree; 89% of the Dutch physicians) are deemed important by Dutch parents and physicians to discuss.
Deafness and blindness are primarily what the Dutch parents consider to be important (78% agree), whereas Dutch physicians assign a lower score to these
(56% agree).
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5. Mention the availability of social
workers and/or psychologists to
support the parent(s); and

6. Provide information about the
possible course of events and how
long the process of dying may take.

Style of the Prenatal Counseling at
the Threshold of Viability

1. Style of the Counseling Discussion

The expert panel recommends the
following:

1. Speak to the parent(s) at eye
level (sitting down);

2. Introduce yourself;

3. Do not use too many medical
terms and adapt to the language
level of the parent(s);

4. Give the parent(s) the
opportunity to ask questions
throughout the counseling
session;

5. Check whether the parent(s)
have understood what they have
been told;

6. Ask open questions to give the
parent(s) the opportunity to give
their opinion. It is important to
interrupt the parent(s) as little as
possible;

7. Provide a summary of the facts
that have been discussed at the
end of the counseling discussion;

8. Ask whether the parent(s) know
anything yet about extreme
preterm birth;

9. Ask whether the parent(s) have
support from loved ones and/or
have a network to support them;

10. Exude an attitude that says you
want to be of service to children;

11. Be open and honest;

12. Stick to the key facts and try to
be concise. More detail can be
provided at the request of the
parent(s);

13. Take the time for the counseling
meeting and exude calmness; and

14. Show empathy.

The expert panel also indicates the
following:

1. The physician should be
competent; and

2. The physician should avoid
eliminating all hope that the
parent(s) may have.

SDM

The Concept of SDM

When?

In the case of so-called “preference-
sensitive” decisions, meaning that
there is no obvious “best” strategy,
the ratio between benefits and
disadvantages (and the weighing
thereof) depends on the standards
and values of the patient.

How?

The 4 steps of SDM in practice (based
on Stiggelbout et al,54 loosely
translated and adapted to the

SUPPLEMENTAL TABLE 19 Explanation for #1 (Content: Active Support)

Explanation

The topics listed above were all deemed important by .85% of the Dutch parents. In the case of physicians, .85% agreed with discussion of the topics listed
above, with the exception of NEC (54% agreed) and ROP (58% agreed).

As far as breathing problems are concerned, 94% of the Dutch parents and 78% of the Dutch physicians agreed that IRDS should be discussed, and 91%
(parents) and 93% (physicians) agreed that artificial ventilation should be discussed. The other respiratory problems (eg, apnea) were deemed less
important.

IRDS, infant respiratory distress syndrome; NEC, necrotizing enterocolitis; ROP, retinopathy of prematurity.

SUPPLEMENTAL TABLE 20 Explanation for #2 (Content: Active Support)

Explanation

In this case, .80% of the Dutch parents and physicians agreed with the recommendations. The medical policy about whether to perform a cesarean delivery in
the case of extreme prematurity does not form part of this framework.

SUPPLEMENTAL TABLE 21 Explanation for #3 (Content: Active Support)

Explanation

A total of 78% of the Dutch parents and 82% of the Dutch physicians thought it important to discuss who will be present at the delivery. A total of 78% of the
Dutch parents and 74% of the Dutch physicians agreed that breastfeeding and pumping milk should be discussed.

SUPPLEMENTAL TABLE 18 Explanation for #4 (Content 1: Making the Decision About Active Support or Comfort Care)

Explanation

It is important to discuss that an initial decision for active support does not mean that treatment must continue at all costs in the future and that more decision
moments may present in the future. In the context of SDM, it is important to ask the parents about their standards and values (step 3 of SDM).
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situation of prenatal counseling at the
threshold of viability)

Step 1: The Physician Informs the
Parent(s) That a Decision Needs to Be
Made in Which the Opinion of the
Parent(s) Is Important

Formulations That Can Help Explain the
“Balance”

“We know that you are at risk of
delivering at only 24 weeks of
pregnancy. We have to inform you
that there are various medical options
available. Both have benefits and
disadvantages. This is why we need to
look at what is best for you and
decide about the next steps that we
have to take.”

“As you may know, there are 2 routes
that we can take in this situation. We
do not know exactly which options
suit you the most. Parents can have
different considerations about what is
most valuable to them. This is why we
need to discuss this with you and
need to look at which route suits you
the most.”

“In this situation, an impending
delivery at 24 weeks of pregnancy,
we, as physicians, really do not know
very clearly what the best option is.
Therefore, it is important that we
make the decision together with you,
based on what we do know, applied to
your (unique) situation.”

Step 2: The Physician Will Explain the
Options (Comfort Care and Active
Support) Along With the Benefits and
Disadvantages of These Options

Formulations That Can Help Explain the
Options and the Benefits and
Disadvantages

2a: Separating Options and Outcomes:
First List the Options Clearly

“There are 2 options when you
deliver at 24 weeks. The 1 option is
called ‘comfort care,’ which means
that the infant can stay with the
mother after being born and will then
die. The other is ‘active support,’
which means that we will support the
infant and take it to the NICU for
intensive care. Allow me first to
explain the benefits and
disadvantages of these options.”

2b: Explaining the Risks and Chances

“So, the 2 options that we can pursue
are comfort care and active support.
Have you heard about these before?
Let us look at what you already know
and then discuss what the options
mean and what the benefits and
disadvantages are.”

“Approximately X (number) out of
every 100 infants born alive at
24 weeks will survive” (better than
a percent).

“You may understand that it is not
possible to predict accurately what
will happen to your child. As we know
from scientific studies, X (number) of
the 100 infants born at 24 weeks will
survive without a severe handicap”
(better than a percent).
“Unfortunately, we cannot predict
what will happen to your child.”

2c: Remain Neutral When Providing Risk
Information (Use Both Positive and
Negative Framing)

“The chance that your child will
survive, if it receives active support
and care with ICU treatment, is
approximately X (number) out of 100.
In other words, X (number) out of
100 infants will die.”

“We have to tell you that there are
a lot of things to take into account in
the case of active treatment and ICU
admission. Unfortunately, there are
also children who do survive but have
a severe handicap. Approximately X
(number) of the 100 children who do
survive will have a severe handicap.
We consider the following a severe
handicap: deafness, blindness, mental
retardation, or severe spasticity. In
other words, X (number) out of 100
surviving children will not have any
handicap or a mild to moderate
handicap.”

2d: Check Understanding

“I would like to know whether I have
explained things clearly to you, so
could you please explain in your own
words what you remember from this
explanation?”

“I understand that I have given you
a lot of information all at once, but it
is important that this information is
clear to you.”

Step 3: The Physician and the Parent(s)
Will Discuss the Preferences of the
Parent(s) Together, With the Physician
Supporting the Parent(s) in Making
Their Deliberations

Formulations That Can Help in the
Discussion of Values That the Parent(s)
Have and in the Support of
Deliberations

“Now that you have heard what I just
told you, what thoughts or concerns
does this raise for you?”

SUPPLEMENTAL TABLE 22 Explanation for #1 (Style)

Explanation

Many recommendations are inherent to the physician’s profession. However, we have included them in this framework because a number of items were
mentioned explicitly by the parent(s) and emphasized in the literature.

ARTICLE

PEDIATRICS Volume 143, Number 6, June 2019 9



“If you think about what we have just
discussed, what are the most
important points to you in the
deliberation?”

“Which other things do you think are
also important in making the
decision?”

“What is the most important factor
when you think about this decision?”

“How do you feel that the benefits of
active support relate to the benefits of
comfort care? And what about the
disadvantages?”

Step 4: The Physician and the Parent(s)
Discuss the Desired Role of the
Parent(s) in the Decision (Parent[s]
Make the Decision or Leave it to the
Physician) and Discuss Any Follow-up on
the Decision

Formulations That May Help To Inquire
After the Parents' Wish to Make the
Final Decision and May Help Make the
Decision

4a: Explore the Wishes of the Parent(s)
in Making the Decision

“We have seen what is important to
you. How would you like to make the
decision now?”

“Some parents prefer to make the
decision themselves after weighing
the various options. Others prefer to
let us physicians make the final
decision. And some would like to
make the decision together. How do
you feel about this?”

“We can make the decision together
now, but you may want to have a bit
more time to think about it, discuss it
with others, and then make the
decision yourself. Or I can come back
later for another conversation with
you. What is best for you?”

4b: Final Decision

“Do you know which decision you
want to take?”

“If I understand you correctly, you
want to choose…”

“Taking everything into
consideration, I think that the best
option would be if we decide to…”

SOURCES AND REFERENCES

The Dutch Studies and PreCo Study

The Dutch PreCo studies comprised
a questionnaire about, among other
things, preferred counseling among
all Dutch neonatologists and
gynecologists (122 participants;
response percentage 60%)37,38; an in-
depth study of preferences in
counseling using focus groups (eg,
interviews) among 35 Dutch
neonatologists and gynecologists18;
a questionnaire about, among other
things, preferred counseling among
Dutch parents who have experienced
a birth at 24 weeks between October
2010 and October 2013 (61
responses; response percentage
27%)39,41 and an in-depth study of
preferences in counseling using
individual interviews with 13 Dutch
single parents or sets of parents
selected from the parents in the
questionnaire study.

Recommendations

Organization

1.1 PreCo: questionnaire with
physicians, focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 20–22,
50, and 53

1.2 International recommendations:
refs 47, 48, and 50

1.3 PreCo: focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 21, 22
,24, and 42

1.4 PreCo: focus groups with
physicians. International
recommendations: refs 9 and 50

1.5 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 9, 22,
and 24

1.6 PreCo: focus groups with
physicians, interviewswith
parent(s). International
recommendations: ref 22

2.1 PreCo: questionnaire with
physicians, interviews with
parent(s)

2.2 . International recommendations:
refs 22 and 24

2.3 PreCo: focus groups with
physicians, interviews with
parent(s)

2.4 PreCo: interviews with parent(s)

3.1 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 20, 21,
and 22

3.2 PreCo: interviews with parent(s)

3.3 International recommendation:
ref 9

4.1 PreCo: questionnaire with
physicians. International
recommendations: refs 5, 9, and 20

5.1 PreCo: interviews with parent(s)

6.1 PreCo: questionnaire with
physicians. International
recommendations: refs 20, 21, 22,
and 47

6.2 International recommendations:
refs 5, 9, and 24

7.1 PreCo: questionnaire with
physicians, focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 21, 22,
24, 42, 48, and 50

7.2 PreCo: interviews with parent(s).
International recommendations:
refs 20, 22, and 47

8.1 International recommendations:
refs 5 and 9

Decision-making

1.1 PreCo: questionnaire with
physicians, questionnaire with
parent(s), focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 21, 22,
and 24, 42, 44–49, 52, and 53
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1.2 PreCo: questionnaire with
parent(s), focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 21, 23, 24,
and 46

1.3 PreCo: questionnaire with
parent(s), focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 24 and 46

1.4 PreCo: focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 21, 23, 24,
42, 46, and 50

1.5 PreCo: focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 21,
and 46

2.1 PreCo: focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 9, 24, 50,
and 53

2.2 PreCo: focus groups with
physicians, interviews with
parent(s)

2.3 PreCo: interviews with parent(s)

2.4 PreCo: interviews with parent(s).
International recommendations:
refs 5, 24, and 47

2.5 PreCo: questionnaire with
physicians, interviews parent(s),
focus groups with physicians.
International recommendations:
refs 5, 9, 21, 22, 24, 42, 48, and 50

Content 1: Making the Decision About
Active Support or Comfort Care

1.1 PreCo: focus groups with
physicians, questionnaire with
parent(s), interviews with
parent(s). International
recommendations: refs 9, 20,
and 24

2.1 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International

recommendations: refs 5, 9, 20, 21,
24, 42, 44–49, 52, and 53

2.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20, 21,
and 24

2.3 PreCo: focus groups with
physicians. International
recommendations: refs 20, 24,
and 42

2.4 PreCo: focus groups with
physicians. International
recommendations: refs 44 and 50

2.5 PreCo: questionnaire with
physicians

2.6 PreCo: questionnaire with
physicians

2.7 PreCo: questionnaire with
physicians. International
recommendations: refs 9 and 47

2.8 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20, 43,
and 53

2.9 . International recommendation:
ref 24

2.10 PreCo: interviews with
parent(s). International
recommendation: ref 24

2.11 PreCo: Focus groups with
physicians, interviews with
parent(s)

3.1 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 5, 9, 20, 21,
24, 47, and 52

3.2 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 5 and 22

3.3 PreCo: questionnaire with
parent(s), interviews with
parent(s)

3.3.1 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendation: ref 20

3.3.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendation: ref 20

3.3.3 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendation: ref 20

3.4 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s)

3.5 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendation: ref 20

3.6 PreCo: questionnaire with
parent(s), interviews with
parent(s)

3.7 PreCo: questionnaire with
parent(s)

3.8 PreCo: questionnaire with
parent(s)

4.1 PreCo: focus groups with
physicians, interviews with
parent(s). International
recommendations: refs 5, 43, 47,
51, and 53

4.2 PreCo: questionnaire with
parent(s), interviews with
parent(s). International
recommendations: refs 9, 22, 24,
and 46

4.3 PreCo: interviews with parent(s),
focus groups with physicians.
International recommendations:
refs 5, 9, 21, 22, 24, 43, 44

4.4 PreCo: questionnaire with
parent(s), interviews with
parent(s)

4.5 PreCo: focus groups with
physicians, interviews with
parent(s)

4.6 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 5, 20, 21,
and 48
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4.7 PreCo: focus groups with
physicians, interviews with
parent(s)

5.1 International recommendations:
refs 23 and 51

5.2 International recommendations:
refs 23 and 51

5.3 . International recommendation:
ref 51

5.4 . International recommendation:
ref 50

Content: Active Support

1.1 PreCo: questionnaire with
parent(s). International
recommendations: refs 20 and 21

1.1.1 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendation: ref 20

1.1.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendation: ref 20

1.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20 and 21

1.3 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20 and 21

1.4 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendation: ref 21

1.5 PreCo: questionnaire with
parent(s)

2.1 PreCo: questionnaire with
parent(s). International
recommendations: refs 5 and 20

2.2 PreCo: questionnaire with
parent(s), questionnaire with

physicians. International
recommendations: refs 5 and 47

3.1 PreCo: questionnaire with
parent(s), interviews with
parent(s). International
recommendation: ref 20

3.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendation: ref 20

3.3 PreCo: focus groups with
physicians. International
recommendation: ref 47

3.4 PreCo: questionnaire with
parent(s), interviews with
parent(s)

3.5 . International recommendations:
refs 5 and 20

3.6 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendations: refs 5 and 20

Content 2B: Comfort Care

1.1 PreCo: questionnaire with
parent(s), questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20, 21,
and 48

1.2 PreCo: questionnaire with
parent(s), questionnaire with
physicians. International
recommendations: refs 20, 21, 48

1.3 . International recommendations:
refs 21 and 48

1.4 . International recommendations:
refs 21 and 48

1.5 . International recommendations:
refs 21 and 48

1.6 PreCo: added in Delphi round

Style

1.1 PreCo: questionnaire with
physicians. International
recommendations: refs 20, 22,
and 24

1.2 PreCo: questionnaire with
physicians. International
recommendation: ref 24

1.3 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendations: refs 20, 22,
and 24

1.4 PreCo: questionnaire with
physicians. International
recommendation: ref 24

1.5 PreCo: questionnaire with
physicians, focus groups with
physicians, interviews with
parent(s). International
recommendation: ref 24

1.6 PreCo: questionnaire with
physicians, interviews with
parent(s). International
recommendation: ref 24

1.7 PreCo: questionnaire with
physicians

1.8 PreCo: questionnaire with
physicians

1.9 PreCo: questionnaire with
physicians

1.10 PreCo: interviews with
parent(s). International
recommendation: ref 24

1.11 PreCo: interviews with parent(s)

1.12 PreCo: interviews with
parent(s), focus groups with
physicians. International
recommendation: ref 24

1.13 PreCo: interviews with
parent(s). International
recommendations: refs 22 and 24

1.14 PreCo: interviews with
parent(s). International
recommendations: refs 22 and 24

1.15 PreCo: interviews with parent(s)

1.16 PreCo: interviews with
parent(s). International
recommendation: ref 24
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