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Chapter 4

Abstract

Objective: When extremely premature birth at the limits of viability is imminent, shared
decision making with parents regarding the infant’s treatment is widely recommended.
Aligning decisions with parental values can be challenging. So, this study aims to get in-
sightinto (I) what values parents considered important in their decision, (II) whether their
decision was based on intuition and/or rational analysis, and (III) parental suggestions on
how to help explore and articulate values during prenatal counselling.

Design: A qualitative study was performed among Dutch parents who experienced (im-
minent) extremely premature birth. Diversity was aimed for through purposive sampling.
Semi-structured interviews were conducted until saturation was achieved. Transcripts
were coded and themes derived from the data.

Results: Nineteen interviews were performed. Results show what parents considered
important in their decision, such as the infants’ future, family life, and “giving a chance”.
Most parents made their decision more intuitively rather than rationally, for others both
co-existed. Particularly fathers and parents who opted for palliative comfort care expe-
rienced the decision as rational. Parents would have liked to explore values, but found it
challenging. They suggested strategies and conditions to help explore and articulate their
values during counselling, such as a multidisciplinary approach.

Conclusions: Various considerations and underlying values were found to be important.
Parents recognize the influence of emotions and intuition in decision-making and struggle
to articulate their values, emphasizing the need for guidance. Healthcare providers should
engage in open, personalized discussions to facilitate value exploration, enabling informed
decisions aligned with parental values.
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Background

Complex prenatal decisions arise when extremely premature birth is imminent between
22+0 and 26+0 weeks of gestation.! In this period, of which the exact application varies
between countries and institutions, roughly two treatment options exist: early intensive
care (EIC)-treatment or palliative comfort care (PCC).? Initiating EIC-treatment results in
great prognostic uncertainty; some infants will not survive and others will survive with
or without morbidities.® Since there is no ‘best decision’, most guidelines recommend a
shared decision-making (SDM)-approach involving parental values.*5

Within the context of SDM in case of extremely premature birth, value clarification (VC)
can help in aligning a medical treatment decision with parental goals and circumstances.®’
It is essential to explore and incorporate the preferences and values of parents to guide
their decision.” Studies have shown a variety of parental values playing a role in prenatal
decision-making; values regarding quality of life (Qol), spirituality, religion, or the percep-
tion of the infant’s suffering are examples of values that could be essential to parents.®?
However, some of these values (e.g. ‘giving a chance’) are multi-interpretable or require
further exploration.® Additionally, parents commonly experience emotions such as anxiety
and grief when extremely premature birth is imminent, which may affect their decision.'%1?

Clarifying values appears to be challenging for healthcare providers (HCPs).***!* Under-
standing of values and the role of intuition in decision-making at the limit of viability is
crucial for providing personalized counselling and further improving SDM.'® This study
aims to explore what parents considered important when faced with an imminent ex-
tremely premature birth, whether they relied on their intuition during this decision, and
how they think VC should be performed. With these insights, counselling may be improved
contributing to more value-congruent decisions.

Methods

Study setting and design

This qualitative research is part of the Dutch study called Toward INdividualized care for
the Youngest (TINY), including qualitative research with extremely premature born adults
(TINY-1) and experienced parents (TINY-2) to explore periviability guidelines, personaliza-
tion, and parental values in the grey zone. In the Netherlands, the 24-to-26-week GA period
is considered the grey zone allowing both EIC-treatment and PCC.'® This article presents the
TINY-2 results on parental values in prenatal decision-making. A more detailed description
of the method with the COREQ-checklist is provided in Appendix I.

A Castor-database was developed including parents who either had experienced an immi-

nent extremely premature birth <26 weeks GA but gave birth beyond 26 weeks, or if they
were parents of an extremely prematurely born infant born between 24-26 weeks GA.
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All parents in the database were invited to fill out a brief online questionnaire enabling
purposive sampling to select a diverse group of participants (e.g., both PCC- and EIC-deci-
sions, parents of survivors and non-survivors).

Based on literature and the research team’s expertise, an interview guide was developed.®
Two researchers conducted the interviews and were performed until thematic saturation
was reached. Interviews were recorded, transcribed verbatim and analysed independently
by two researchers (AB, LP) using thematic content analysis.

The codebook (appendix II) and analysis underwent several rounds of discussion and revi-
sion until all authors reached consensus. Results are presented in themes with subthemes,
supported by illustrative quotations along with the corresponding interview number and
treatment decision.

Results

Characteristics of participants

Nineteen out of 63 parents from the TINY-database were selected to participate. Semi-struc-
tured interviews were conducted between September 2022 and April 2023 with either the
mother (n=12) or with two parents (n=7) (Table 1). The participants experienced imminent
extremely premature births between 23+6 and 26+2 weeks GA. In four cases, PCC was
chosen, while EIC was initiated in the remaining cases.

Results are represented in three sections corresponding with the interview questions.

Table 1 Demographic information

Characteristics of interviewed parents

Place of interview

Home 11
Hospital 2
Online 6
Interview with

Mother 12
Mother and father 7
Total parents interviewed 26
Highest education of the interviewed parents

Secondary school 1
Secondary vocational education 10
Higher professional education 10
University education 5
Religion

No religion 20
Christian 6
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Table 1 Continued

Characteristics of interviewed parents

Experience with extreme premature birth between gestational age (GA) 24+0-26+0 weeks
(n=21)

>1 extremely premature birth between GA 24+0-26+0

Yes 2
No 17
Year of experience with extreme premature birth(s)

2009-2013 6
2014-2018 8
2019-2023 7
GA at which extremely premature birth first threatened

<23+0 2
23+0 - 23+5 5
24+0 - 24+6 8
25+0 - 25+6 4
>26+0 - <28+0 2
Birth between GA 24+0-26+0

Yes 14
No, beyond 26+0 6
Other (extremely premature birth at GA 23+6) 1
Multiple birth

Yes (twin) 7
No, singleton birth 14
Initial treatment decision between GA 24+0-26+0

Intensive care treatment 17
Palliative comfort care 4
Outcome of the premature birth*

Survivor(s) (incl gemelli) 10
Deceased 7
Both outcomes (twin) 4
Self-reported consequences of extremely premature birth

None

Any (retinopathy of prematurity, bronchopulmonary dysplasia, hearing loss,

short bowel (Necrotizing Enterocolitis), complex sensory processing, social-
emotional problems, language development problems, tube feeding, motor 10
developmental delay) 4

* The outcome of premature births is categorized as survivor, deceased, or both, accounting for both
singleton and multiple births. For instance, the survivor(s) outcome encompasses singletons who survived
or multiple births where both children survived.

Parental considerations and values at the limit of viability

Several considerations and underlying values were described related to parental decision
making. In general, parents struggled with the uncertainty of their infant’s prognosis; “one
moment you decide to go left, two days later you decide to go right” [19, PCC]. Themes that
emerged were ‘the future of the infant’, ‘family-life’, ‘everything done’, ‘to give a chance’,
‘trust’, ‘existing knowledge and experience’, ‘desire to have children, and ‘hope’.
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Future of the infant

An important theme was the infant’s future, encompassing (I) statistics about chances,
(I1) the long-term consequences, and (III) long-term QoL.

Some parents expressed the importance of the statistics on survival and the chance of a
potential disability. They questioned how far they were willing to go for their infant to
survive. As for other parents, the role of statistics about future chances was very limited,
because at that moment “that means nothing to you”.

The infant’s future QoL was also considered important by multiple parents, describing this
as “enjoyment”, “happiness”, or the ability ‘to be and act like others’, such as “play sports”,
eat by yourself”, and “live independently”.

” o«

“have relationships

Box 1: Quotes ‘Future of the infant’

“What you actually want to hear is if [your child] is going to make it or not? And, what
[disabilities] she will have?” - Interview 16 (Early intensive care treatment)

“I imagined children in bed boxes and wheelchairs with tube feeding. And I thought: you would
love them equally, but if you don’t have to, you don’t have to. She didn’t have to survive at all costs”
- Interview 13 (Early intensive care treatment)

“He doesn’t need to be the best at school, but he needs a place in society”
- Interview 14 (Early intensive care treatment)

Family life

The potential impact of an extremely premature birth on the family was also mentioned by
parents. They thought about the implications for their own lives and their own happiness. In
case of siblings in the family, they considered the impact of having an extremely premature
infant on these siblings. As part of family life, practical factors like housing were discussed
in terms of the possibility of adjustment to the house.

Box 2: Quotes ‘Family life’
“There were two things that played a role: our child’s happiness and our own happiness.”
- Interview 7 (Early intensive care treatment)

“[When we heard all the chances], we also thought: we have a two-and-a-halfyear old child. (...) |
want my baby, but I also have a family” - Interview 17 (Palliative comfort care)

Everything done

Multiple parents were inclined to do everything possible to fight, often more driven by
emotions than by rational arguments. However, one couple changed their reaction from
‘do everything’ to PCC after learning about the statistics:
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Box 3: Quotes ‘Everything done’

“We will do everything we can” changed to “If we were to reach week 25+3, we would want to
consider administering the lung maturation injections.” - Interview 1 (Palliative comfort care)

To give a chance

Some parents wanted to give their child a chance and ‘go for it’, meaning a chance to have a
normal life or the chance to survive. Parents found it acceptable to give their infant a chance
when they were assured there would be no unnecessary suffering, but they indicated they
might reconsider this if the treatment became disproportionate.

Box 4: Quotes ‘To give a chance’

“I think that they really had a chance at a normal life, also because you heard about babies born
at 25 weeks that did quite well.  would never forgive myself if I did not even try.”

- Interview 3 (Early intensive care treatment)

“[We wanted to give] a chance for survival. That ultimately, you can bring one or two girls home
alive” - Interview 4 (Early intensive care treatment)

Trust

Parents also based their decision on trust in the doctor and in science. One father felt
uncertain as the birth approached, but his uncertainty dissipated upon the arrival of phy-
sicians with “the expertise”. Another couple mentioned they had trust in a good outcome.

Box 5: Quotes ‘Existing knowledge
“Iwork with children who have a disability, so I knew what could go wrong”
- Interview 8 (Early intensive care treatment)

“We already had a lot of information from our firstborn. That makes things more concrete, you
know what can happen, what trajectory you're entering and about the daily fears during your stay
[at the NICU]. That made things easier for us.” - Interview 17 (Palliative comfort care)

Existing knowledge and experience

Some participants already had knowledge about extremely prematurity and its conse-
quences, since they worked in healthcare (n=7) or had prior experience (n=3). The informa-
tion about consequences was more concrete to them, which could make decision-making
more difficult for parents, but also easier.

Desire to have children

The intrinsic desire to have children was discussed as important in the decision. Among our
participants, some parents did not conceive naturally, or the pregnancy was unexpected,
because they thought to be infertile. This history played a role in both decisions to initiate
EIC or to opt for PCC.
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Box 6: Quotes ‘Desire to have children’

“Because we had a pretty tough time with the IVF process, (...) it was a real rollercoaster. And
once you've come so far, we just felt like we wanted to take the chance even though that chance is
so incredibly small” - Interview 11 (Early intensive care treatment)

“We got pregnant through IVF. So, for the second pregnancy, we thought about how far we wanted
to go, knowing the risk of premature birth. (...) Nobody can guarantee you that everything is going
to be okay” - Interview 17 (Palliative comfort care)

Hope

Lastly, hope that it would go well for their infant was mentioned by some parents. One
father described it to be natural to draw hope from everything and to keep searching for
some certainty that it would turn out well for your infant.

Intuition and rational

The majority of the parents experienced their decision-making as intuitive with a lot of
feelings involved; “You can provide statistics and chances, but I think most parents make the
decision based on their feeling”[4, EIC]. Some parents experienced the decision as a com-
bination of rational and intuition. They had some time to reflect on the information and
balance their feelings and values. However, participants acknowledged that feelings and
intuition might take over when there is no time to decide: “You had to decide very quickly,
so you could not turn your feelings off”[7, EIC]. Mainly the fathers indicated that they experi-
enced the decision as rationally made: “It was a risk, but a calculated risk”[7, EIC], or mothers
indicated that their partners approached the decision more rationally: “I'm actually quite
a sensitive person myself. My husband is a bit more rational”[18, PCC]. Furthermore, parents
who opted for PCC often expressed their decision as rational. Participants mentioned that
it is essential for HCPs to look at individual’s needs; to explicitly clarify values or listen to
intuition and feelings.

Value clarification experiences

VC may help in aligning decisions with values that are important to parents. However, many
participants could not recall whether they discussed their values and considerations during
counselling with the physician: “Perhaps [having no memories of those moments is] simply
because you were truly overwhelmed.”[10, EIC]. Although parents would have liked to discuss
their values and considerations during counselling, they felt it would not have changed
their decision as they believed they had all the necessary information. However, it may
provide them with a sense of making a more informed and carefully considered decision.

To help parents formulate and discuss their values, they suggested to have a conversation
with questions like: ‘Let’s see what you find important in life, or what you want for you child"[1,
PCC], and help them with their values: “Ask the parents a couple of questions which will
give parents an idea of values to consider/think about”[5, EIC]. Parents expressed concerns
that this should not feel like ‘an interview’ or ‘the need to defend yourself”. A more multi-
disciplinary approach was most frequently suggested. They suggested to include nurses,
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psychologists, or social workers because parents thought physicians were not necessarily
trained to talk about values. Support should be offered for making a decision, without
aiming in a certain direction. In Table 2, all strategies suggested by parents are recorded.

Table 2 What parents teach us about how to help them to explore and formulate values

Suggested strategies to explore and formulate values

Personalization: Personalize, address parents’ needs, adapt the conversation to those needs.
Take into account that there will be parents who do not feel the need to discuss their values or
what they consider important in the decision at the limit of viability.

“How can I help you to make this decision?”

Examine: Assess whether parents understood everything about what will happen and what is
ahead of them when their child is born extremely premature.

Questions: Ask parents questions after an introduction with information about considering
values in this decision.

Examples mentioned:

“What are values that you consider important in life?”

“What do you consider important in life?”

“What do you consider important for your child?”

Examples: Discuss examples of values that parents could consider in their decision at the limit
of viability.

Decision aid: A decision aid designed to explore values or preferences for their infant’s future
should be designed and/or incorporated into existing decision aids. It should contain questions
and examples to assist parents in exploring and articulating their values.

Potential later decision moments: Inform parents that additional decision-moments may
follow later.

Explain to parents that in case of future complications, intensive care treatment may not be in
the best interest of their child anymore, and treatment can be withdrawn.

Prepare during (high risk) pregnancy: Preparation during regular checks by the midwife/
gynecologist, especially for the group of pregnant persons with a high-risk pregnancy. Not in an
overwhelming manner, but for example with a brochure. So, if you prefer not to read about the
possibility of extremely premature birth and the decision at the limit of viability, that would be
an option. The choice would be up to the person.

Suggested conditions to facilitate the exploration and formulation of values

Communication/give unbiased information
Create the environment for an open and honest conversation
Take parents seriously
Information provision in a friendly manner
Information provision in clear, understandable language

Decision-making
Ensure that the pregnant person is with another person to hear all the information
Give the parent(s) some time to think about it, adjusted to each individual situation
If possible, a second or third counselling’s session

Make it multidisciplinary with the right professionals
The presence of a NICU-nurse
The presence of a psychologist
The presence of a social worker
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Discussion

This study aimed to explore parental values during treatment decisions at the limit of
viability, the role of intuition, and suggestions to help parents formulate values. Several
notable findings emerged from our results.

Considerations and values of included parents mostly revolved around the infants’ future
and the impact on their family, consistent with prior studies.'”!® Unlike international liter-
ature, religion and spirituality were not mentioned by our participants, potentially reflect-
ing differing cultural values.! A recent review about common values considered important
at the limit of viability showed the complexity and multi-layered nature of values. Some
values reflect on process preferences, such as the desire to do everything possible, while
other values reflect on feelings or intuitions.® Our findings demonstrate that probing par-
ents about their considerations could specify the meaning of underlying values and their
impact on decisions. For example, by exploring various personal interpretations of QoL, we
uncovered what parents aspired for their child’s QoL, and how this can shape their decision.
Additionally, values should be explored without assumptions or biases. Among our partici-
pants, the desire to have children supported both EIC- and PCC-decisions. This emphasizes
the variability in how a certain value can lead to different decisions, highlighting the impor-
tance of avoiding assumptions about an eventual decision. HCPs should explore parental
values further to understand and align parental values into value-congruent decisions.

Participants acknowledged both the intuitive and rational aspects of decision making, with
more emphasis on intuition and gut-feeling. This emphasis was even more pronounced
when time was limited. However, particularly fathers and parents who opted for PCC em-
phasized the rational aspect of the decision-making process. Existing literature discusses
thatindividuals can differ in their approach to decision-making, with some leaning towards
arational approach, analysing data and considering pros and cons, while others embrace
an intuitive decision-making style, relying on gut feelings and instincts.?® Intuitive and
rational decisions at the limit of viability have not been described explicitly yet. Some
research suggests that decisions are best made through analytical reasoning, and feelings
interfere with good, rational decision-making.?* Other research suggests that intuition may
be surprisingly accurate by integrating existing values into decisions, because it can be
based on an implicit integration of a large amount of information and may play a pivotal
role in shaping preferences.?>?? Our participants perceived their decision to opt for PCC
as rational, a perception that may imply a sense of counter intuitiveness associated with
palliative care decisions, because it goes against what parents instinctively want: a living
child. Our results further underscore that intuition and rationality can co-exist or even be
intertwined and dependent on each other. Rationality can be used to gather and analyse
information, while intuition helps with judgement and interpretation of this information.??
Yet, gently challenging the initial preference to check whether it is stable or not, may im-
prove how parents feel about the decision in the long run.**
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Lastly, our study offers beneficial suggestions to help explore values during prenatal deci-
sion making. By exploring values, a treatment decision can be aligned with personal goals
and circumstances.” Despite its acknowledged importance, several studies show this is
not always practiced.’® Our results underscore this trend, with parents expressing a lack of
recall regarding discussing their values during counselling. Generally, parents in this study
acknowledged both the importance and challenges associated with exploring their values,
expressing the wish for an active role for themselves in this process. They emphasized the
need for HCPs to assist in articulating and constructing values for making decisions con-
gruent with their values, as other experts suggested.?*?> Although participants stressed
the importance of an unbiased neutral approach, achieving this is challenging. Formulating
values and preferences can be influenced by parents’ and HCPs’ prior knowledge, bias, and
emotions.?*?¢2” HCPs might, inadvertently, influence the process by framing information
due to their own values or bias.?*?® Therefore, addressing those challenges is essential.

Some of the participants’ suggestions align with literature about VC-strategies, including
unbiased information, building a trustful patient-counsellor relationship, allowing extra
time for parents to let them absorb information, and promoting participation by empow-
ering parents.?-! Newly suggested practical recommendations how to initiate the conver-
sation and conditions to facilitate the exploration of values are provided, such as adopting
a multidisciplinary approach or preparing parents during pregnancy. Furthermore, liter-
ature suggests talking to a significant other or utilizing value-clarification exercices.”*?
Not all parents may perceive the necessity of clarifying values in general, choosing not to
engage in this process or do this independently. Therefore, HCPs should explore preferences
in formulating values during SDM.

Strengths and limitations

This study has several strengths offering a unique perspective of experienced parents on
the SDM-process and explores beyond the existing literature in this topic area. Purposive
sampling was used to select a diverse group of participants ensuring variations in expe-
rience with extremely premature birth and personal backgrounds. We achieved a broad
selection of participants, increasing the external validity. Furthermore, the interdisciplin-
ary nature of the research team contributes to the study’s strength.

This study also has limitations. First, some findings of this study may be specific to the
Dutch context and its societal values, which may limit their generalizability to other coun-
tries or healthcare systems. However, the overarching principles, such as the complexity
of values, the need for probing deeper with follow-up questions and the role of intuition,
derived from the study can still provide valuable guidance in diverse cultural contexts.
Secondly, despite our efforts with purposive sampling, we faced challenges in recruiting
parents with various religious and cultural backgrounds, members of the LGBTQIA+-com-
munity and parents who opted for PCC. However, a described Dutch cohort shows the
decision for PCC occurs much less frequently than active care (8% vs. 92%).% Third, the
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results may be limited by recall bias worsened by the emotionally overwhelming situation
that parents faced at that time.

Conclusion

Parents experienced a significant role of overwhelming emotions and a gut-feeling in their
decision, yet they acknowledge the importance of discussing values during counselling.
However, exploring and formulating these values is challenging for them, underscoring
the need for assistance. Improving skills to help parents formulate their values and create
conditions facilitating this process could lead to better understanding parental values.
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Appendix I: detailed description methods

Study setting and design

The current Dutch guideline on care for extremely premature infants born <26 weeks
gestational age (GA) dates from 2010.! In the Netherlands, the 24-to-26-week GA period
is considered the gray zone allowing both EIC-treatment and PCC.? We performed a qual-
itative interview study among Dutch parents who experienced an imminent or actual ex-
tremely premature birth in this gray zone post-2010. Ethical approval was obtained from
the Medical Ethics Committee Leiden-Den Haag-Delft, the Netherlands, in November 2021.

TINY-study

This research is part of the Dutch study called Toward INdividualized care for the Youngest
(TINY), initiated from three perinatal centers in the Netherlands: Erasmus MC Rotterdam,
LUMC Leiden, and Radboudumc Nijmegen. As part of the TINY-studies, we conducted qual-
itative research with extremely premature born adults (TINY-1)** and with experienced
parents (TINY-2) to explore periviability guidelines, personalization, and parental values.
This article presents the TINY-2 results on parental values in prenatal decision-making.

A Castor-database was developed for this study. Parents were included if they had either
experienced an imminent extremely premature birth <26 weeks GA but gave birth beyond
26 weeks, or if they were parents of an extremely prematurely born infant.

Parents were approached through the Dutch patient organization Care4Neo for parents
who have a baby that need to be placed in an incubator and the infant itself, the Dutch
platform Stille Levens - kenniscentrum Babysterfte for parents who supports bereaved
parents and others who are affected by the death of a baby, physicians’ networks of pa-
tients, social media platforms, e.g. Instagram and Linkedin of the NICU-departments of the
involved hospitals and researchers, or through parents of previous studies (PreCo study?®,
CODA-study) who gave permission to be contacted again.

Participant selection

All parents were invited to fill out a brief online questionnaire, providing essential demo-
graphic details about themselves and their experience with extremely premature birth.
This information was used to select parents from the database by purposive sampling to
include a diverse group of participants for this research (e.g., both PCC- and EIC-decisions,
both parents of survivors and non-survivors). Our aim was to include a group of parents
with a wide variety in educational level, age, geographic regions within the Netherlands
and different experiences with extremely premature birth based on the gestational age of
the imminent extreme premature birth, the actual birth in the gray zone or not, the year
of the extreme premature birth, the number of extremely premature births, the decision
made at the limit of viability, the infant’s survival or the potential longterm consequences
of the infant.
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Data collection

Based on literature and the research team’s expertise (neonatologists, maternal-fetal-med-
icine specialist, psychologist, and ethicist), an interview guide was developed.® The inter-
views were conducted in the participants’ homes, the hospital, or online using Microsoft
Teams, based on the participant’s preferences. A medical doctor (AB) and bioethicist (LP)
conducted the interviews and were performed until saturation. Informed consent was
obtained from all participants. Interviews were recorded and transcribed verbatim.

Data analysis

Two researchers (AB, LP) independently analyzed and coded the interviews using a the-
matic content analysis approach.” The codebook and analysis underwent several rounds
of discussion and revision until all authors reached consensus. The manuscript followed
the COnsolidated criteria for REporting Qualitative research (COREQ)-checklist to report
methods and results.? In the results section, themes with subthemes are presented, sup-
ported by illustrative quotations in boxes and in the manuscript along with the corre-
sponding interview number and treatment decision (EIC = early intensive care treatment,
PCC = palliative comfort care).
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Appendix II: codebook

Theme / codes eng (nl)

Everything done
‘Do everything’
(er alles aan doen)

Give a chance

‘Go for it’ (ervoor gaan)

‘Givinga chance’ (eenkans geven) // ‘“Try’ (proberen)
A chance to have a life
A chance to survive

Hope
‘Hope’ (hoop)
e Hope that it will be okay

Uncertainty in the decision
‘Uncertainty’ (onzekerheid)

Trust

‘Trust’ (vertrouwen)
In the doctor/science
In a good outcome

Existing knowledge and experience
‘Background knowledge’ (achtergrondkennis)
From work in healthcare
From earlier experience with premature birth

Definition

Parents wanted to “do everything” in the
decision at the limit of viability

Parents wanted to go for it when their infant
was born at the limit of viability
Parents wanted to give their infant a chance
when their child was born. On the question
what chance they wanted to give their child, the
following was answered:
They wanted to give their infant a chance to
have a life
They wanted to give their infant a chance to
survive

When making a decision at the limit of viability,
hope played an important role in their decision.
Parents said they had hope it would be okay in
the end

Parents mentioned the uncertainty regarding
the outcomes/prognosis in the decision

Parents mentioned they based their decision on
trust..

..in the doctor
..in a good outcome

One of the parents or both parents had already
(some) knowledge about extremely premature
birth, and this played a role in their decision-
making process.
- Parent(s) had more knowledge because they
work in healthcare
Parent(s) had more knowledge because they
experienced an extremely premature birth
before.
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Theme / codes eng (nl)

Future of the infant
‘The chances for the child’
(de kansen voor het kind)
Chances of survivial
Chances of a disability
At that moment chances mean nothing to you
Quality of life for the child’ (kwaliteit van
leven kind)
How happy can you be?
Living life, to be able to..
..g0 on vacation
..play a sport
..have relationships
.run, swim, play
..be a child, to nurse, to crawl, to discover
the world
.communicate, to live or share life with each
other
..eat by yourself, live independently, be self-
reliant
..participate in society
‘Long-term outcomes for the child’
(lange termijn gevolgen kind)
Handicaps

Family-life
‘Family’ (gezin)
‘Social factors (e.g., housing, financially, etc)
(Sociale factor (vb. Huis, financieel, etc))
Practical reasons
Maternal age
‘Future suffering for the parents’
(Toekomstig lijden van ouders)

Desire to have children
‘Wish to have a child’ (kinderwens)
‘IVF’ (IVF)

Definition

The chances for the child, told during counselling,
were important for parents in making the decision
regarding treatment after birth.
- Parents mentioned specifically the chances
of survival for their child
Parents mentioned specifically the chances
of a disability for their child
During counselling the chances for the child
were told, but at that moment it did not
mean anything for the parents
Parents found quality of life for their child
very important in their decision-making
In term of quality of life, parents questioned
if you could be genuinely happy when their
child had a chance to be limited in their
functioning
When asked what quality of life meant for
parents, they came with various examples
what they wanted for their child.
Parents considered the long-term outcomes for
the child during their decision at the limit of
viability.
Parents described the long-term outcomes
in terms of potential handicaps.

Parents considered the burden/consequences of
an extremely premature birth and infants on the
rest of their family.
Parents considered the burden/consequences
of an extremely premature birth and infants on
other social factors than their family.
Parents considered the more practical reasons
during the decision.
Parents took into account the maternal age for
their decision.
Parents considered their own potential
suffering of having an extremely premature
infant, that potentially could have an handicap

The wish to have a child and the effort it took
to get pregnant played a role in the parental
decision at the limit of viability

When parents mentioned IVF to get pregnant
and as consideration in the decision.
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Intuition vs. ratio

Theme / codes eng (nl)

Intuition vs. ratio
- Ratio

- Intuition

- Both

Is that okay?

Value clarification

Theme / codes eng (nl)

Value clarification
during counselling
- Did not

- Did

Ways to clarify values
How to clarify values?
Ask the question
Help with what sort of
values are important to
consider/asd question
about those values
‘VC multidisciplinary*
Nurse
Psychology/MMW
How not to clarify values?
e Defending their decision
Not necessary at that
moment

Definition

Whenthe questionabove wasasked, parents answered with the following
Parents found a the decision a rational decision

Parents based their decision on feelings and intuition

Parents made the decision based on both feelings and intuition and
rational thinking about what was important to them.

Do parents think that making the decision at the limit of viability
based on feelings and intuition is okay?

Definition

Parents did not discuss their considerations with their physicians
during counselling, but only received information about the
chances for their child.

Parents discussed their considerations with their physicians
during counselling, after receiving information about the chances
for their child.

Parents discussed ways how to and how not to clarify values
during counselling about the treatment of their infant at the limit
of viability

Parents discussed ways how they think physicians should clarify
values during counselling

Ask the question: what is important in your life and discuss this
further with parents

The HCP should help parents with what sort of values they can
consider for this decision.

The counselling should involve other disciplinaries.

A nurse should be included in prenatal counselling

A psychologist or social work should be included in prenatal
counselling

Parents discussed that when you explore parental values during
counselling, the parents should not feel like they have to defend
their decision
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