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A B S T R A C T

The availability in many countries of new prenatal anomaly screening methods, such as the non-invasive
prenatal test (NIPT), and the potential broadening of testing for genetic conditions, creates an ongoing
debate about the accompanying existential dilemmas at both societal level and for individual new
parents. In many countries, the main goal of counselling for prenatal anomaly screening is to facilitate the
reproductive decision-making process of future parents. Therefore, counsellors share information to
enable a woman and her partner to think about the pros and cons of participating in screening, try to
clarify possible moral dilemmas, and dwell on existential life questions. In line with the CanMEDS
framework, healthcare professionals must combine the role of communicator (providing health
education) with that of professional (by recognising and responding to existential life questions while
facilitating decision-making). This is not easy but it is essential for providing balanced counselling. At
present, counselling tends to be sufficient regarding health education, whereas guidance in decision-
making, including attention for existential life questions and philosophy of life, offers room for
improvement. In this paper, we suggest slowing down and turning the traditional prenatal counselling
encounter upside down by starting as a counselling professional instead of a healthcare information
sharing communicator and thus making the story of the woman and her partner, within their societal
context, the starting point and the basis of the counselling encounter.

© 2020 Elsevier B.V. All rights reserved.
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1. Existential life questions in maternity care settings

During the last decades, pregnant women in Europe and
North America have been enrolled in continuously developing
prenatal anomaly screening (PNS) programmes. Such pro-
grammes generally comprise first-trimester screening for
aneuploidies such as Down, Edwards’ and Patau syndromes,
and second-trimester screening for structural foetal anomalies
such as neural tube and heart defects. Non-invasive prenatal
testing (NIPT) has broadened the scope of screening, and it is
expected to expand further within the next few years. Debate
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surrounding the dilemmas arising from routine screening, for
both society as a whole as well as for individual new parents, is
ongoing, complex and highly relevant [1–10].

From a societal perspective, dilemmas include, for example, the
scope of the test offer and securing the medical ethical principle of
patient autonomy. As for the test offer, there are no straightforward
answers to questions about eligibility, quality of tests and the
choice of target anomalies, or the ethical dilemmas around gender
information. Regarding patient autonomy, as prenatal screening
becomes increasingly regarded as part of routine care, it could
become extremely difficult to guarantee both freedom of choice
and informed decision-making. Consequently, individual dilem-
mas might arise, such as how to respond in situations in which a
routine test offer leads to questions about terminating the
pregnancy, particularly where individuals, based on their world-
views, want to protect the life of their unborn child from the day of
conception onward. Furthermore, routinization might lead to less
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informed decision-making and thus to moral dilemmas in case of
unfortunate outcomes of screening that are not expected by the
parents [11].

Many uncertainties still surround decision-making in prenatal
screening: the potential findings of prenatal anomaly screening
comprise a broad variety of genetic disorders with very diverse and
sometimes unknown clinical consequences [12–15]. Therefore, it is
important to provide health education regarding the aim of
prenatal anomaly screening and its possibilities through medical
expertise. In countries offering prenatal anomaly screening,
medical counsellors are easily interpreted as exponents of
(medical) society, usually focusing primarily on the advantage of
screening to detect an anomaly to manage or monitor pregnancy
outcomes [11,16–19]. However, parents might have other motiva-
tions for both attending counselling and/or entering prenatal
screening programmes [20]. Motivations for parents could be
confirming the health of the unborn child or to be able to
comprehend the life situation of expecting a child [21–24]. These
conflicting motivations must be recognised in order to provide
patient-centred counselling.

Pregnancy and childbirth has been described as a liminal state
in life, referring to anthropologist Van Gennep’s descriptions of
rites of passage [25]. Building on his work, the American
anthropologist Davis-Floyd explains pregnancy as the state where
a woman is “in-between”, neither being a normal member of
society, nor a mother, raising many ethical and existential life
questions [26]. We understand existential life questions in a
European existential philosophical tradition valuing an active
questioning of life conditions, dilemmas or life changes, allowing
people to live authentic lives [27,28]. In relation to parenthood and
PNS, vulnerability, responsibility, and values in life are often
present, reflected in stories about how to be a ‘good enough’
mother or father: Can you love your child no matter what child you
have? If you are expecting your third child, how can you have
enough ‘room’ in your heart for one more? What if something is
wrong with your child; how is love affected then? How can you
protect your child from any harm (and is it harmful being born if
you are a sick child)? How will your relationship with your partner/
own parents be affected by this (potentially sick or disabled) child
to come? How will you change as a human; will you make other
choices in your life? However, such questions are seldom explicitly
discussed in maternity care settings or during counselling for
prenatal anomaly screening [29–33]. This paper argues that
consideration of parents’ existential life questions should underpin
all counselling for prenatal anomaly screening.

2. Counselling tends to lag behind

In this paper ‘counsellors’ are understood as primarily
grounded in health care and medical expertise, mostly with a
strong focus on the role as communicator, who establish
professional therapeutic relationships with patients and their
families and share healthcare information with them [41].
Backgrounds of counsellors in this paper include, for example,
midwives, obstetricians, nurses, sonographers and GPs, but might
vary between countries. Other forms of counselling related to
prenatal anomaly screening from, for example, complementary
medicine, religious guidance or psychotherapy, are not included.

Three aspects are important in prenatal counselling: a
relationship of trust between the counsellor and patient; health
education; and decision-making support [34]. Recent studies have
shown that the first two of these aspects are generally considered
sufficient, although health education during counselling for
prenatal anomaly screening tends to lag behind the rapid medical
developments in the field of prenatal aneuploidy [35]. However,
the aspect of decision-making support, including attention for
existential life questions and philosophy of life, requires improve-
ment [33,36–38]. Many factors contribute to the instrumental
focus on health education in prenatal counselling: contextual
factors (e.g. political, organisational); professional factors (e.g.
attitudes and education); and parental factors (e.g. language
proficiency, health literacy, expectations). Addressing these
multiple factors might be experienced by counsellors as time-
consuming and lead to lack of deeper conversations about values
and beliefs, which then might cause discomfort in starting these
conversations, because it feels outside the scope of expertise [39].
Learning to relate to values or beliefs in counselling is challenging
and, for most health care providers, beyond their expertise. Since
the urgency to increase such competencies seems large, other
fields of health care, for example in palliative care, have initiated
new educational initiatives focusing on skills to discuss spiritual
aspects of life within a health care setting [40]. A similar initiative
is required to develop counselling skills related to prenatal
screening.

In the Netherlands, a widely recognized need to optimize the
quality of counselling for prenatal anomaly screening has thus
emerged [20,35]. The Dutch government has set new goals: from
2017 onwards, Dutch counsellors in prenatal screening are obliged,
among other things, to retrain their counselling skills, especially in
decision-making support, every two years [35]. Therefore,
counselling as a concept will be elucidated in the forthcoming
section.

3. Counselling in a non-instrumental perspective

The American psychologist Carl Rogers – one of the founders of
a client-centered approach in psychotherapy – states that a basic
principle of counselling is non-directiveness: accepting emotions,
values, and decisions of the patient both rationally and emotion-
ally, and thus being sensitive towards them [42,43]. Accepting is
different from adopting these views, emotions, and decisions or
agreeing with them. Non-directive counselling consists of three
aspects. First, it means having an unconditional, positive perception
of the patient and her choices, even if they are not agreeable to the
counsellor [3,44]. Second, within non-directive counselling,
authenticity is important. This can be achieved, for example,
through self-reflection of the counsellor regarding how one’s own
existential life questions are valued and how they might influence
encounters with patients [27,45]. Lastly, empathy is an essential
aspect of a non-directive attitude. Empathy has different levels, but
the starting point of all empathy is the acknowledgement that life
questions are influenced by all life-dimensions; for example, the
physical, psychological, social, and spiritual dimensions [46,47].
Therefore, both in PNS counselling and in cases of a positive
screening followed by a diagnosed congenital anomaly, where
parents face essential decisions (continuation or termination of
pregnancy) we believe that it is essential to explore the values of a
woman and her partner, and their reflections on existential life
questions, in order to facilitate decisions [13,48].

4. Being a medical expert demands combining roles

The aim of counselling for prenatal anomaly screening is to offer
future parents the possibility of making an informed choice about
whether to obtain information regarding the health of their foetus,
which may open the need to make further decisions [13].
Consequently, PNS counselling involves two distinct roles which
are both part of the CanMEDS framework: on one hand, the
communicator who shares health information and builds a
relationship of trust; and on the other hand, the professional,
recognizing, introducing and addressing ethical dilemmas during
the provision of decision-making support [34,41,49]. Counselling as
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defined above may not be a distinctive part of existing CanMEDS
frameworks of medical experts but, according to the role-
description of being communicator and professional, being a
medical expert implies also to recognize and respond to ethical
issues [50]. To do so, we believe, requires the capability to be non-
directive in a Rogers-inspired way [42,43].

As visualised in Fig. 1, PNS counselling is founded on strong
health education skills, which most counsellors already have [41].
To create a relationship of trust, being non-directive is vital. Through
these two basic aspects (layers), it becomes realistic to fulfil the
aim of counselling in also providing decision-making support.

In theory, the counsellor is the expert of prenatal anomaly
screening, and the patient is the expert regarding her philosophy of
life and values regarding (unborn) life. Counselling is essentially
patient-oriented and patient-specific. If a counsellor is aligned
with herself (e.g. congruent in thinking, talking and acting),
mindfully present, and attuned to the patient, the counsellor can
determine what role suits best for this patient at a given time: a
communicator or a professional, or a specific combination of both
[45,51,52]. In practice it is more complicated: being a communi-
cator positions the counsellor in a medical regime, where
paradigms of health lean onto medical scientific knowledge, often
not emphasising personal values or existential life questions
[26,53,54]. Furthermore, the communicator role may compromise
the basic principle of being a counsellor where an equal patient-
counsellor relationship is the aim, based on mutual trust and
respect, in which individual competencies, roles, and interdepen-
dence of the interlocutors are acknowledged [20,55]. Combining
the role of being a professional (e.g. by providing decision-making
support including existential life questions) with the role of
communicator (e.g. by providing health education) is not easy,
but it is essential [56,57].

5. Recommendations for counselling practice

Traditionally, counselling for prenatal anomaly screening tends
to start with the medical-counsellor sharing information in his role
as a communicator, eventually followed by explicitly addressing
ethical dilemmas and facilitating the decision-making process of
the woman and her partner from the role as a professional. When it
comes to prenatal anomaly screening, we suggest slowing down
and turning this traditional prenatal counselling encounter upside
down.

To start with counselling rather than sharing information
requires making the starting point and the basis of the counselling
the perspective of the prospective parents instead of the available
Fig. 1. Counselling including existential life questions included in CanMED inspired
model.
test-information. Therefore, active patient involvement is essen-
tial. This is highlighted also in the model of shared decision making
(SDM) suggested by Elwyn et al. (2012), consisting of three key
steps: choice talk, option talk and decision talk. In line with our
recommendations, this model also suggests putting the perspec-
tive of the patient central during the start of the decision-making
process, which is fundamental for patient-centered communica-
tion (SDM, choice talk) [55]. In line with the model of SDM, the
counsellor should first explore to what extent expecting parents
want information about possible congenital anomalies in her/their
foetus and for what purpose [33,36]. Different life experiences and
existential life questions may be underlying reflections in this
phase. If necessary, the counsellor can shift to sharing additional
information that complements the existing knowledge of the
woman and partner in order to minimize information-asymmetry
(SDM, option talk) [55]. Next, the counsellor again shifts to
counselling, by exploring how the woman and partner perceive
and appreciate the consequences of the content discussed in the
light of her/their existential life values and how she/they feel life
should be lived (SDM, decision talk) [55]. The woman might face a
moral dilemma where she struggles with the existential theme of
‘fate versus free will’ and the two competing choices. Dilemma
counselling can facilitate the parents’ acceptance of the reality of
these competing choices, enabling them to explore their existential
life values and eventually create a decisional balance in which the
pros and cons of participation in prenatal screening from the
woman’s perspective are equally listed, both verbally and non-
verbally. In the end, counselling can be completed by asking the
woman to describe her attitudes towards prenatal anomaly
screening and what it means to her given the present question
of whether or not to take this screening. This decision can, but does
not necessarily have to, be taken during the counselling (SDM,
decision talk) [55]. The main goal of the counselling is to make the
woman and her partner think about the pros and cons of
participating in anomaly screening, to clarify possible moral
dilemmas, and dwell on existential questions so that she feels
empowered to make an informed choice with dignity and
existentially healthy lives in mind [36,58]. Moreover, in our
recommendations we suggest letting existential life questions
stand as a background colour impacting all phases of the
counselling process and not merely stand as a single question
related to a specific phase.

6. Recommendations for counselling education

To combine the role of communicator with the role of
professional in order to be a medical expert and counsellor is a
comprehensive task, which will take a long time. To accomplish
such merge requires, first and foremost, political and institutional
acknowledgement and belief that the counselling role is part of
being a medical expert, and thus accepting how existential life
questions might arise during pregnancy and PNS. Arising from that
starting point come initiatives to start educating counsellors at
both BA- MA and postgraduate level concerning existential aspects
of life [40]. To do so requires role models; thus a further
recommendation is to present a choice for HCP’s to focus on
counsellor education, rather than expecting all HCP’s to act as
counsellors.

7. Leadership to make it happen

To create a working space in which high-quality medical
counselling can take place, we encourage policymakers, interest
organisations and leaders of health counsellors and health
education to strongly promote that counselling for prenatal
anomaly screening should include not only the provision of
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information but also a conversation about existential life questions
and values of life rooted in all dimensions of humanity. In this
encouragement, we acknowledge the difficulties embedded in the
settings where maternityservices do not include screening yet but in
which pregnancy nevertheless prompts women and their partners
also to consider existential questions of life. To address these is a
complex and long-term task imposing political and structural will
towards more non-directive PNS counselling for all women.
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