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ABSTRACT

Advances in perinatal medicine, present increasing numbers of women with difficult deci-
sions about their pregnancy. We explored the views of 5 parents and 5 perinatal healthcare
professionals regarding late termination of pregnancy following the principles of qualitative
content analysis. Parents deciding on whether to (dis)continue pregnancy needed more
time and decisional support. Decentralized care and lacking continuity between caregivers
led to negative experiences. No standardized bereavement services were offered after leav-
ing the hospital. Integrating principles of perinatal palliative care to care might help to offer
further decisional support and to overcome the fragmentation of care.

Advancing technologies in antenatal diagnostics and
perinatal medicine place increasing numbers of preg-
nant women and their partners in situations where
they must make difficult decisions about the outcomes
of pregnancy. Fetal anomalies are normally confirmed
in the second trimester of pregnancy (around
13-27 weeks of pregnancy). In cases where fetal
anomalies raise doubts about the future wellbeing of
the child, expecting parents might seek to re-confirm
the test results, request a second opinion and/or fur-
ther genetic testing with perinatal healthcare special-
ists. Nonetheless, depending on the social-legal
circumstances at this stage of pregnancy, some expect-
ing parents must make rapid decisions on terminating
or continuing the pregnancy (Jones et al., 2017).

The safe provision of abortion has taken grounds
worldwide since the beginning of the 21st century, but
international legal regulations still vary (Singh et al,
2018). Since 2002, abortion (<12 weeks of pregnancy)
has been legalized in Switzerland if it is at the written
request of the pregnant woman. Switzerland has one
of the lowest abortion rates with 7.1 per 1000 women.
Most abortions take place <12th week of pregnancy
(95%) (BFS, 2019). In contrast to other countries, the
Swiss Criminal Code stipulates that beyond the limit
of <12weeks of pregnancy, late termination of

pregnancy (LTOP)' is exempt from penalty if a
healthcare professional (HCP) confirms that the preg-
nancy is a threat to the woman’s physical or mental
health. No upper gestational age limit for LTOP is
defined; however, Swiss law does require that the risk
to the mother must increase as the gestational age of
the fetus advances. Thus, LTOP by medically inducing
labor or by a feticide* around or beyond the viability
limit (at around 24 completed weeks of gestation) is
practiced in Switzerland (T. M. Berger et al, 2011;
NEK, 2018; Schweizerisches Strafgesetzbuch, 2002).
Currently, approximately 1% of abortions rates are
LTOPs at >20weeks (BFS, 2019; NEK, 2018), and,
although rare, they are expected to increase with
advances in antenatal diagnostics, fetal imaging, access
to genetic screening, and, in turn, diagnoses of
fetal anomalies.

The decision to discontinue a pregnancy at
>20weeks poses unique ethical challenges to affected
women, their partners as well as involved HCPs with
obstetricians and midwives playing a major role
(DiMiceli-Zsigmond et al.,, 2015). In these challenging
situations obstetric HCPs must support decisions
about life and death and respect the rights and values,
and preferences of the mother, the father, and the
fetus (Fleming et al., 2018; Oelhafen et al., 2019).
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Other perinatal specialists such as geneticists, neona-
tologists, palliative care providers, spiritual care givers,
and psychiatrists often serve as supportive experts
during antenatal consultations with prospective
parents (Denney-Koelsch & Coté-Arsenault, 2020). So
far, little is known about the practice of LTOPs at
>20weeks in Switzerland, which varies from institu-
tion to institution (Berger et al., 2020; NEK, 2018). In
general, LTOPs are performed in university hospitals.
24% of Swiss clinics perform an abortion only up to
12 weeks of pregnancy, 33% perform abortion and/or
LTOP up to 24weeks, and 20% of clinics LTOP
beyond 24 weeks (Rey & Seidenberg, 2010). Although
beyond the scope of this article, it is important to
note that it is not clear how often feticides occur in
Switzerland. To date, no official figures exist since fet-
icides are not recorded statistically (NEK, 2018).

Despite growing societal acceptance of abortion,
the practice of LTOP has remained deeply stigmatized
with women reporting social or self-judgment
(Hanschmidt et al., 2016). In addition, women and
couples who are seeking a LTOP often face conflicting
social norms. First, the loss of an unborn child, in
contrast to the death of an older child, is a socially
less recognized death. This means that for some
attachment is formative and, most often for outsiders,
the unborn child is not yet considered to be part of
the family structure and history. Prospective parents
often receive reactions such as “you are still young,
you will have more children.” As a result, they can
experience “disenfranchised grief” and feel socially
and emotionally isolated (Abraham & Hendriks, 2017;
Lafarge et al, 2014). Second, parents (to be) are
expected to accept differences in human nature and
(physical or mental) capacity of their child, but soci-
eties’ (social, financial, or emotional) solidarity does
not always include those with disabilities. Research
has shown that such anticipation of reduced opportu-
nities in society may have an impact on the decision
of prospective parents (M. J. Hendriks et al., 2017).
Third, LTOP is associated with an action taken by
women or couples who do not want a child at that
given time, a perspective that opposes the experiences
of those with desired and planned pregnancies
(McCoyd, 2009). Therefore, how best to support pro-
spective parents is of main importance to perinatal
HCPs working in the field (Jones et al., 2017; Lafarge
et al., 2014; Lou et al.,, 2017).

This article offers an insight into the practice of
LTOP at >20weeks and the views of parents and the
involved perinatal HCPs. It offers an account of the
doubts, uncertainties, possibilities, and prospects that

parents face after discovering a fetal anomaly in late
pregnancy in Switzerland. In this paper, we refer to
prospective parents, parents to be, and grieving
parents as this is the way how our participants defined
themselves.

Materials and methods
Study design, setting, and participants

In our Swiss Neonatal End-of-Life Study (part of the
National Research Program [NRP67] “End of life”), a
qualitative research design was used to explore and
describe the experiences of 20 parents who have lost
their child <28 weeks of gestation, irrespective of the
reasons that led to its death. For this article we only
focus on those five parents who explicitly chose a
LTOP at >20weeks of gestation. Their narrative
accounts focus on the decision to discontinue a preg-
nancy and, specifically, the decision-making process.
In addition, we sought to compliment the accounts of
parents with the views of perinatal HCPs. This was
done to gain insight into the professionals’ experien-
ces of guiding parents through this difficult time.

The study was conducted in a tertiary perinatal cen-
ter of a Swiss university hospital. For data collection,
we applied the technique of criterion-based, purposive
sampling, in that we searched for parents who had
experienced the loss of their child in the respective peri-
natal center one or more years before the onset of our
study. A total of 42 eligible parents received a letter
from their former physician soliciting their participation
in the study, written in two languages (German and
English). Due to ethical considerations, we refrained
from calling parents and sent a reminder by mail
instead. Twenty parents (seven couples, one father, and
five mothers) agreed to participate in our Swiss
Neonatal End-of-Life project, out of which five parents
(two mothers, one father, and one couple) experienced
a LTOP. In addition, five perinatal HCPs (i.e., midwife,
nurse, obstetrician, neonatologist, and clinical director)
participated in the study. One representative of each
healthcare discipline relevant to perinatal end-of-life
decision-making was purposefully contacted for partici-
pation. Interviews with the HCPs were conducted after
the interviews with the parents had been completed.
The size of the parental sample was largely determined
by the availability of respondents and resources to com-
plete the study. Nonetheless, in the last few interviews,
significant repetition of themes occurred, suggesting
ample sampling and data saturation.



Data collection

To secure a sensitive research approach and to min-
imize the risk of re-traumatization, we prepared our
data collection with participatory observations in the
perinatal center. There we gained first insights
concerning infrastructures, spatial design, technical
environment, daily routines, movement of people
etc. Several informal interviews with staff members
(e.g., music therapist, spiritual caregiver, nurses) were
conducted. Both researchers were present at all
encounters during participant observation and during
the formal interviews with parents and HCPs. The
researchers’ scientific background as medical anthro-
pologists was introduced to all participants. Our
research affiliation to the hospital was also recognized,
while highlighting that we were a) not involved in the
medical care of prospective parents and their (unborn)
children, and b) obliged to strict confidentiality. The
interviews were conducted in a place selected by the
participants (i.e., at their home, the working place of
the participants or the researchers, or at the university
hospital) and audio recorded. Parental interviews were
arranged with two mothers, one father, and one cou-
ple wished to be interviewed together. The interviews
started with the invitation to tell the whole story
about their child without interruptions from the
researchers’ side. After this major narrative compo-
nent, the researchers continued with a semi-structured
part containing narration-immanent and -exmanent
questions to clarify and deepen specific themes. The
exmanent interview questions focused particularly on
communication with HCPs, end-of-life decisions and
parents’ wishes and preferences (See Manya ]
Hendriks & Abraham, 2017). Interviews lasted
between 60 and 160 min with an average of 97 min.
Interviews with perinatal HCPs were semi-structured
and took place after the completion of data collection
with the parents. The interview guide contained two
parts. In the first part, researchers presented prelimin-
ary results of the parental interviews and asked HCPs
to comment them. The second part was structured by
questions on their experiences with decision-making
and offering support to parents experiencing the end-
of-life of their children. Interviews lasted between 54
and 78 min with an average of 65 min.

Ethical approval

The Ethics Committee of the Canton of Zirich
assigned the study a declaration of no objection (Nr.
64-2015). Particular attention was paid to recruitment
(formulations and timing), the psychological harm the
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interview might cause, and verbal and nonverbal com-
munication during the interview (Rosenblatt, 1995).
Before the interviews, participants received written
and oral information about the study. They were
ensured anonymity and provided informed consent.
During the interviews, we also conducted “process
consenting”; that is, regularly examining the partici-
pants’ willingness to proceed with the interview. Even
though most parents were emotional, none decided to
end the interview, and all expressed their gratitude for
having the opportunity to tell their story. After the
interview, all participants received contact information
for psychological support in case needed.

Analysis

Data analysis followed the principles of qualitative
content analysis as developed by Kuckartz (2014). It is
based upon the following central points of hermeneut-
ical analysis: (1) consideration of the conditions under
which data has been collected, (2) applying the her-
meneutical cycle (i.e., considering and combining sci-
entific preconceptions and comprehensive ability in
text analysis), (3) awareness toward hermeneutical dif-
ferences, (4) aspiring appropriateness and accuracy in
textual understanding (Kuckartz, 2014). Qualitative
content analysis applies a deductive-inductive proced-
ure, considering previously defined research questions
and reviewed literature, but allowing categories to
emerge out of the data. Its characteristics lay in the
centrality of categories for analysis, the systematic
procedure with a predefined control system for the
single analytical steps, the classification and categor-
ization of the entire data material, techniques applied
for the construction of empirical categories, hermen-
eutically inspired reflections, and the acknowledge-
ment of quality criteria such as intersubjective
confirmability between researchers (Kuckartz, 2014,
p- 39).

Interviews were transcribed verbatim. First, an ini-
tial coding scheme was developed based on our
research aim, interview guide, reviewed literature, and
field notes from the perinatal center. Second, four
transcripts were independently coded by both authors
to achieve congruent coding practice using a qualita-
tive data analysis software (i.e., MAXQDA version
12). Third, the coding scheme was refined with codes
that emerged from the collected data. The scheme
comprised a chronologic axis (i.e., pregnancy, birth,
liminal phase, end-of-life, dying, and death) and a
thematic axis (i.e., experience, values and attitudes,
support, and communication). Fourth, all transcripts
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Table 1. Characteristics of participants.

Participants

Cases

Sex Pseudonym Mother tongue Sex Gestational age

Indication for LTOP

Treatment Measures Time of death

1 F Mrs. Willows Swiss German M 25 0/7 —6/7 Autosomal recessive polycystic Mifegyne  Caesarean section 1h
kidney disease and palliative care
2 M Mr. Adair Swiss German M 24 0/7 —6/7 Trisomy 21 Mifegyne - 20 min
3 F Mrs. Rose German M 230/7-6/7 Ventriculomegaly and agenesis Mifegyne - 45 min
of corpus callosum
Mr. & Mrs. Blum  German M 24 0/7—6/7  Triploidy Mifegyne - 35min

were randomly divided between the two researchers
and coded alongside the coding scheme. Codes were
summarized in a descriptive manner, whereas inter-
pretative notes were formulated in memos. All codes,
summaries and memos were cross-checked and com-
plemented by the other researcher. Discrepancies were
resolved through repeated discussion. Finally, the
codes were systematized and categorized. During ana-
lysis careful attention was paid to the fundamental dif-
ference but also the manifold similarities between the
experience of a LTOP and the unintended death of an
extremely preterm-born child, yet without conducting
an a-priori separation of these cases. Based on this
overall analysis which we described in two articles
(Hendriks & Abraham, 2017; Abraham & Hendriks,
2017), the following results apply to the five inter-
views on LTOP only.

Results

One to two years had elapsed between the time of the
pregnancy loss and the interview (Table 1). The inter-
views illustrated decisional support, the experience of
time, continuity of care, the role of midwives, and
bereavement care. All names presented are pseudonyms.

Decisional support

Opverall, participants raised the topic of decisional sup-
port. In the first narrative, Mrs. Willows who ended
her pregnancy in the 23rd gestational week, shared
her story and explained that at the beginning she felt
alone when trying to make the right decision for her
unborn child, herself, and her family. Mrs. Willows
was concerned about whether it would be the right
choice from a philosophical perspective or whether it
would be selfish to choose a LTOP.

I needed a spiritual caregiver, an ethicist, a
philosopher, just somebody to talk to about what is
right. How should I do this the right way? I wanted
to do the right thing, but I had nobody to talk to.
During the process of course my husband had an

opinion and attitude. For him it was clearer: he
would terminate the pregnancy. But he did not want
to put pressure on me, so he left the decision up to
me. [...] All I wanted to do was the right thing. -
Mrs Willows

After sharing this struggle with her obstetrician and
reviewing all the medical data, Mrs. Willows felt sup-
ported after receiving advice. According to Mrs.
Willows, her obstetrician supported her by stating
that; “If she would have been her sister-in-law, she
would  have recommended to  discontinue
the pregnancy”.

In the case of Mr. Adair, he and his partner also
sought decisional support to share their reflections
without any judgment - they did not want to be the
only ones to carry the weight of the decision. The
results of the many tests were discussed with their
gynecologist, but it was reiterated that the final deci-
sion was theirs to take. Finally, the decision to termin-
ate Mrs. Adair’s pregnancy, in the 24th gestational
week, was based on their shared reflections with
her parents.

All HCPs further mentioned the difficulty of sup-
porting the decision-making of the pregnant woman
and her partner. These decisions need to balance the
risks for the unborn child and the mother (to be), in
which obstetricians main aim is to try to do their best
to support the mother (to be) and keep in mind her
needs and preferences. Due to the difficult nature of
LTOP decisions, HCPs were clear that the process and
evaluation of such a decision together with the
woman was the most important aspect of counseling.

Experience of time

The narrative of Mrs. Rose illustrated not only the
complexity of coming to a decision but also the time
pressure. Within a timeframe of 10 days, the prospect-
ive parents learned about all the medical facts con-
cerning their unborn child. Once they received the
final diagnosis after an MRI, Mrs. Rose explained that



she and her husband had only 48h to discuss amongst
each other whether they would terminate the preg-
nancy. They were informed that a LTOP by induction
of labor could only be conducted before the limit
of viability.
You don’t want that as parents, you know then, then
they are viable, and then it’s - that’s murder. Well, in
my eyes at least, so I believe that. I found it really
difficult so close at the limit; if it was maybe a week
or two weeks earlier, then... I would have always
had problems with it, but maybe it would have been
a bit better. So it was really pushing against the limit
now, that it would have been viable. And that does
cause problems. — Mrs. Rose

Mrs. Rose explained how horrible and awful these
48 h were to think about what they were going to do.
Ultimately, Mrs. Rose said that they decided to ter-
minate the pregnancy.

Time constraint was also described by Mr. and
Mrs. Blum who were overwhelmed by the entire deci-
sion-making process. They had no time to prepare
themselves “with the message that something was not
right on Friday, the confirmed test results by
Wednesday and a decision needed by Sunday”. While
their private physician contacted the urban university
hospital to make sure a LTOP was still legally permis-
sible, the couple had to make their decision. Since
Mrs. Blum was in her 24th week of pregnancy, the
couple was told it was crucial to decide as quickly as
possible. Their decision-making was contingent on
whether they wanted to carry out the pregnancy or
not; either the fetus would die in-utero, during an
induced premature delivery, or at birth at term. The
couple explained that continuing the pregnancy felt
like waiting for the child’s death. The couple also con-
sidered their decision to be partly self-protection, to
avoid prolonging their suffering.

The obstetrician further mentioned the difficulty of
counseling women and couples in these time sensitive
situations. With increasing gestational age and moving
beyond the limit viability, feticide might remain the
only option when a woman would not be physically
or mentally able to continue her pregnancy to term.
The obstetrician and midwife explained that feticide
was considered as highly challenging. According to
the clinical director, counseling prospective parents in
these situations require a high level of responsibility,
team involvement and agreement, and a case-by-case
in-depth ethical and legal reflection. The most import-
ant thing, according to another obstetric HCPs, was
to evaluate these “delicate decisions” really
well beforehand.

DEATH STUDIES . 5

Then somehow feticide has to be supported by the
team. We always have midwives and nurses involved,
to make it clear to all those professions involved that
there is no hidden agenda, instead we are fighting for
a real decision, and with the question, is this very late
termination in conformity with the law? Can we as a
clinic support something like this, [...] but in the
end, and that is the most important thing, is it the
right decision from the woman’s point of view,
because even in these situations there is no good
decision, it is only the least bad one. So to actively
abort the child and kill it while it is still in the womb,
a woman needs a lot of stability in the long term to
cope with this. - Obstetrician

Continuity of care

Most participants described positive alongside negative
experiences regarding the continuity of care and com-
munication with or between HCPs. Mr. Adair
described that in coming to a decision, he and his
partner felt that no one was guiding them through the
initial period of prenatal and genetic testing.

We received the results by telephone. It was very
factual and then there was a pause, ok and what
now? We did not know what to do next and where
and to whom we should go. That was the main issue
where, retrospectively, I say there was no common
thread or person in charge. - Mr. Adair

They described that different care providers gave
them different information, resulting in not knowing
what to do next and where and to whom to go. Their
main difficulty was that there was “no common
thread or person in charge.”

Mrs. Rose described that both the obstetrician and
midwife had informed her and her husband about the
dying process (i.e., what could happen during the
LTOP and the possibility of a live birth) in a calm
manner. However, there were also moments where
the communication between perinatal HCPs was lack-
ing. Mrs. Rose described the difficult moment of wait-
ing for a HCP for two hours, while sitting in front of
the “pillbox” that would induce her labor. In addition,
a few days after Mrs. Rose was released from the hos-
pital she was mistakenly called with the request “to
come to the newborn screening”. This left Mrs. Rose
with the task to explain her situation, which made her
feel very distraught. Similarly, Mr. and Mrs. Blum
who were well-informed by an obstetrician and mid-
wife about the whole medical process, found that their
anesthesiologist had not been properly informed.
When Mr. and Mrs. Blum came into the hospital for
the LTOP procedure, their anesthesiologist thought
they were preparing for a regular birth with a desired
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epidural. In fact, the obstetrician recognized that in
the past the information flow did not move properly
between HCPs. This resulted into horrible mishaps
where one would “go into the room and find a crying
woman with no idea why”. According to the obstetri-
cian, with the help of a new IT system in place such
information mismatches should be minimized. In add-
ition, all HCPs agreed that midwives were often the
HCPs who served continuity in the care during and
after the LTOP.

I'm also a very big fan of a contact person for the
medical and nursing care, who ultimately
accompanies the parents through the whole process
as a contact person. I find that very, very important.
For example, in the delivery room, the midwives are
in charge. — Obstetrician

Role of midwives

Participants mentioned that whereas the obstetrician
offered support during the decision-making process,
midwives were the main care providers once the deci-
sion had been made by the couple. Overall, midwives
helped expectant parents cope with their situation and
provided advice and support for preparing for this
difficult moment.

We have this consultation at admission, we ask the
parents, if it would come to that, what they would
like to do: would they like to see the child, how
should we dress the child, and how they would wish
to proceed. We actually discuss everything and give
enough space. [ ... ] But what we arrange is that when
a midwife accompanies a woman, knowing that the
child could be born dead, she looks after that woman
and no one else. [...] so that you can also give the
full attention to this woman. - Midwife

On the one hand, parents were informed how the
dying process would proceed medically/technically
and physically called an “intake conversation”. On the
other hand, parents were encouraged to bring along
something, which linked them to their unborn child,
which they could leave with their child or keep as a
memory. The interviewed midwife explained how the
delivery ward uses a special concept for anticipatory
grieving. Every new employee receives classes on how
they should behave toward the parents and specifically
the mother (to be).

All participants considered that the midwives who
supported them were very professional and noticed
that they had a “careful and gentle” routine in how
they proceeded with LTOPs. In addition, prospective
parents did not feel any difference in quality of care

between the different midwives. All of them were con-
sidered empathic, while also being honest and treating
mothers (to be) “normally and not oversensitively”.

Yes, this empathy that these women, or I can only
say it about me now, that they had towards me, is
really, phew! So hats off to those for their work! Also,
I had one who was on a late shift, and I asked her
whether they had many cases like this in the
university hospital, and then she said, yes, it just
happens more often in the university hospital. But
they are also very closely supervised and so on. And
she said that such cases are then also worked through
again. I said, hey phew! I don’t know if I could do
that. - Mrs. Blum

Prospective parents further mentioned how mid-
wives knew the appropriate moment to leave the fam-
ily alone. This was confirmed by a midwife, who
mentioned the difficult balance of providing support-
ive care from a distance that respects the intimate
nature of the situation without imposing some pre-
ferred actions or rituals. For example, many parents
were happy that midwives took pictures of their chil-
dren. However, not every couple felt the same. Mr.
Adair and his partner did not want any pictures to be
taken during the time the baby was still alive, since
they did not want to disrupt the time they had
together. Their preference was simply different.
Indeed, all HCPs mentioned that especially in the pro-
cess of dying it is very important to individualize care
and to offer the best possible support for the pro-
spective parents in question.

Bereavement care

Different types of bereavement services were described.
All grieving parents described the opportunity to say
their goodbyes in “the room of silence”, a place next
to the delivery room especially designed for seeing and
holding ones deceased child. Grieving parents also had
an individual room where, if they wanted, could bring
their child. According to all perinatal HCPs, no stand-
ardized bereavement services are offered to families
with a LTOP after leaving the hospital.

It always depends on what the cause is. For example,
if we know that the child has a malformation and we
do not yet know what the child really had, [...] then
we will see if the parents agree to an autopsy, and
wait for the autopsy results and the discussion with
the pediatric pathologists and the geneticists, and
then call the woman back in specifically to discuss
the risk of recurrence and things like that. [...], we
have a follow-up six weeks after each birth anyway,
then exactly follow-up is used for the conversation.
[...] Some women want that, the women want a



debriefing again with us, about this birth. But there
are many doctors [regional OB-GYN] who do a super
job, and it makes no sense to send someone who is
well embedded there and has been cared for, for
many years to a university clinic, where there is
perhaps some doctor who doesn’t know the case at
all. So it really depends on the situation. -
Clinical director

Depending on the case, some women and/or cou-
ples have a consultation with the obstetrician and/or
pathologist about the cause of death, meet with their
gynecologist for aftercare, or families can arrange a
midwife at home who is specialized in perinatal loss.
The midwife mentioned she had called some grieving
parents after 6-8 weeks but due to negative response,
they had stopped the initiative.

Grieving parents described different preferences
and needs for bereavement care. For example, Mr.
Adair and Mr. and Mrs. Bloom searched for further
bereavement care and found support from a midwife
at home with expertise in perinatal loss. In the case of
Mrs. Willows, she and her husband did not talk about
their loss for over a year and she had not confided in
other friends. Although she had wished further care
from the hospital, she did not proactively request fur-
ther bereavement services.

I was offered a conversation after the whole thing.
But did not go. No. I think it was still a bit too early.
And it was in writing, I have to say, I would
definitely do that by phone, because you are all over
the place in the beginning anyway - because you react
negatively at first; oh no, I don’t want to deal with it
again. At least with me it was like that. [...] There, I
really have to say, it needs someone who then actively
approaches someone, really calls them on the phone
and says, “Come and talk to me.” - It is also very
nice someone showing such interest in this bad
experience. But of course it took time to find the
strength to do this. I think it takes at least six
months, which must pass. And then it would be
better to call this person and tell them to come, not
to send a written invitation. So I did not react to it.
And now it’s too far away, I wouldn’t do it now. -
Mrs. Willows

Only after repeated suggestions and phone calls
from an organization on perinatal loss, Mrs. Willows
participated in a drawing therapy/class and a parent
support group for mothers who lost a baby. Similarly,
Mrs. Rose had not mentioned anything about her
LTOP to her close friends and had not proactively
searched for bereavement services. She described how
she received valuable support from her husband and
parents. But her older son, she said, ultimately saved
her. She had to go on for him, explain to him what
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had happened, and as his life continued she was able
to do so as well.

Discussion

Overall, our findings illustrate how prospective
parents with a diagnosed fetal anomaly in the second
trimester experience the process of decision-making,
care, and bereavement support in a Swiss perinatal
center. These narratives encompass several themes
such as the difficult nature of decision-making in the
context of LTOP, the perceived pressure of time, frag-
mented healthcare support during prenatal diagnosis,
and the lack of standardized bereavement care.

Our findings illustrate that decisions about LTOPs
at >20weeks after a prenatal diagnosis were often
framed in the context of having to make one’s own
decision that respected the individual autonomous
choices of mothers (to be) and/or couples. However,
even though the ultimate decision was based on the
women or couples’ judgments, they often desired pro-
fessional or philosophical support and/or reassurance
that they were doing the right thing. This shows the
difficult balancing act of obstetric HCPs who ought to
provide non-directive counseling to enable informed
decision-making, which includes presenting all alter-
native measures (McCullough et al., 2019).

As shown in the narratives, obstetric HCPs some-
times struggle with this balancing act. This opposition
has also been shown in other studies, in which virtues
like trust, compassion and beneficence are difficult to
reconcile with non-directiveness and parental auton-
omy in decision-making (Koponen et al., 2013; Ville
& Lafarge, 2020). This difficulty might be the result of
a rational understanding of autonomy that fails to
consider the relational and emotional dynamics of
prenatal decision-making. Although medical practice
has recognized the importance of emotions in com-
munication training and in teaching HCPs how to
manage the emotional burden of their work (Bry
et al, 2016; Cricco-Lizza, 2014), incorporating emo-
tions into the decision-making process is less common
(Ferrer et al., 2015). In fact, evidence has shown that
depending on the circumstances emotions can facili-
tate or hinder decision-making (Ferrer & Ellis, 2019).
In the context of a prenatal diagnosis, some studies
have showed that emotions can influence the deci-
sion-making process (Gengler, 2020; St-Jacques et al.,
2008). When emotions are mobilized in the decision-
making process parents can make decisions more
confidently. In addition, emotions can serve as a
protective measure for interpersonal relationships
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between parents and HCPs (Gengler, 2020). Not sur-
prisingly, women have called for more and better
emotional and psychological support during and after
their decisions (Blakeley et al., 2019).

Future work should further investigate the dynamic
and influence of emotions on prenatal decision-
making and incorporate it into clinical practice
(Ferrer & Ellis, 2019; Gengler, 2020). In addition,
such future work should take into consideration the
complexity of such an endeavor. HCPs cannot
“manage” or “control” parents’ emotions and yet
HCPs should find ways to safeguard that emotions are
part of the decision for parents to come to terms with
their decision. The failure to consider relational
dynamics might be further explained by the tension
between the Swiss law and clinical practice. Although
the legal responsibility of LTOP decisions beyond
12weeks lies with the attending HCPs (in his/her
judgment of a medical or socio-medical indication),
this alone is not sufficient. The free decision of the
woman is ultimately decisive (NEK, 2018; Schweizer
Strafgesetzbuch, 2011). In turn, this might leave some
women alone in this difficult decision-making process.
However, in light of ethical standards of shared deci-
sion-making, it is recommended that the attending
physician and midwife are involved in the decisional
process and foster a detailed discussion that is rooted
in the parents’ values and needs. In fact, recent studies
have shown a positive effect of shared decision-
making on psychological outcomes in LTOP (Kerns
et al, 2018). Further, our findings on the need for
more decisional support should not be confused with
a lack of “decisional certainty” from prospective
parents. Instead, the need for decisional support may
be a mere expression of the loneliness experienced by
the one who must take the decision. In fact, despite
the large and long-lasting psychological consequences
of LTOP for fetal anomaly, only <3% of women men-
tion feelings of strong regret (Korenromp et al., 2009).

Although it is widely recognized that prospective
parents in LTOP situations need time to understand
their situation, obtain information, and reflect on the
available options to make an informed decision (Lou
et al., 2017), our findings show that some experience
time pressure. This unduly complicates an already
complicated decision-making process. One explan-
ation could be the Swiss medico-legal context sur-
rounding LTOPs at the limit of viability. One study
found that the clinical practice of HCPs illustrate that
LTOPs are judged more acceptable at earlier gesta-
tional ages when extrauterine life is not possible (F.
Berger et al., 2020). This stands in contrast with

France where most LTOPs performed in second and
third trimester were followed by feticide (Maurice
et al, 2019). Thus, the Swiss medico-legal context
potentially brings into play significant time pressure
on prospective parents in prenatal counseling and
decision-making. Nonetheless, and more importantly,
Swiss law does not define any gestational age limits
for LTOP (Schweizer Strafgesetzbuch, 2011).

It is, therefore, ethically questionable that the
unease of HCPs or institutions regarding feticide
seems to place prospective parents under such time
pressure. Apart from literature on the moral and eth-
ical nature of abortion and feticide, so far, little infor-
mation exists about the experiences of parents and
HCPs with feticide (Graham et al., 2009; Leichtentritt
& Mabhat-Shamir, 2017; Power et al., 2020). Fay et al.
(2016) have shown that feticide for HCPs is consid-
ered emotionally and technically difficult, yet also a
necessary part of caregivers’ tasks. Further investiga-
tion into the necessary support and guidance in
self-management of distress is needed to ensure pro-
fessionalism in the field. Considering the weight and
impact that LTOP decisions have on prospective
parents, it is essential that decisions are recognized as
the major life crises that they are that, as a result,
require more time and space for support from the
healthcare team. However, time pressure and deci-
sional loneliness might also be the result of fragmen-
tation of care and the delay that decentralized care
can cause, which might lead to situations where little
time is left for a well-informed decisional process
(Flaig et al., 2019).

Prospective parents described how different HCPs
were responsible for the care in the various phases
during prenatal screening/diagnostics and after the
decision to terminate. As a result, this was not suffi-
ciently coordinated. Other studies also showed how
fragmented care can negatively impact prospective
parents. In fact, they showed a lack of interdisciplin-
ary collaboration between different disciplines and
between different facilities (i.e., regional centers versus
centers that perform abortions) in Switzerland (NEK,
2018; Rey & Seidenberg, 2010). Therefore, it is essen-
tial that counseling is centralized and that collabor-
ation exists between the different perinatal specialists
(i.e., the genetic counselor, obstetrician, midwife, and
—depending on the fetal diagnosis— a neonatologist,
social worker, or palliative care provider) to provide
timely and professional support to prospect-
ive parents.

A more structured implementation of some of the
principles of perinatal palliative care might help address



this limitation and further complement and integrate
the supportive actions of perinatal specialists (Denney-
Koelsch & Coté-Arsenault, 2020; Flaig et al., 2019).
Although there is some debate about the role of peri-
natal palliative care in situations where women or cou-
ples consider terminating their pregnancy (Letkowits &
Solomon, 2016; Rusalen et al., 2019), it goes without
saying that involved families should receive well-estab-
lished longitudinal care (including bereavement support)
and time to make an informed decision. Furthermore,
within this framework, prospective parents are well-sup-
port and empowered on how they can guide their living
and, eventually, dying child for the time he or she has
left. Professional organizations increasingly recognize
the perinatal palliative care model and the value of a
multidisciplinary team encompassing perinatal special-
ists. Indeed, one of the principles of perinatal palliative
care is to bring together the collective wisdom of all
relevant stakeholders and support collaboration within
existing structures to provide consistent support and
good access to care (Denney-Koelsch & Coté-
Arsenault, 2020).

Our findings further identify the lack of follow-up
bereavement care for LTOP. Even though the provi-
sion of care on anticipatory grieving from midwives
played a key role in supporting prospective parents,
standardized aftercare was lacking. After a LTOP, fol-
low-up by providers can be essential and serve as a
foothold during hard times (Denney-Koelsch & Coté-
Arsenault, 2020). Findings on grieving parents’ needs
and preferences for support in aftercare of LTOP
remain limited, but some studies show that there is a
need for continued follow-up care into bereavement
(Hanschmidt et al, 2018; Lafarge et al, 2014;
Ramdaney et al., 2015). Moreover, our findings illus-
trate the complexity with standardizing bereavement
care. This has been confirmed by other studies
(Wiener et al., 2018). Grief is a highly individualized
process, with some parents appreciating, for example,
a phone call after some weeks, while others consider
it an additional burden. Institutional policies should
allow for a personalized approach to bereavement
interventions based on the needs of bereaved parents
and the resources of the center (Wiener et al., 2018).
More focus should be given on a standardized support
from (outpatient) midwives, nurses, or psychologists
specialized in perinatal death. In addition, follow-up
bereavement support services are becoming more
available within perinatal palliative care (Denney-
Koelsch & Coté-Arsenault, 2020). It should be further
explored whether such existing care pathways can
help perinatal specialists in offering aftercare to
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families who have experienced an LTOP, while recog-
nizing their particular needs and the distinctive nature
of bereavement in LTOP (Lafarge et al., 2014).

There are several limitations to this study. Despite the
added richness of using a narrative approach to under-
stand LTOPs, our qualitative design imposed a limited
sample size. Moreover, the illustrated narratives stem
from a single perinatal center. Since we interviewed par-
ticipants who were willing to volunteer for our empirical
study, it can be speculated that their experiences have
been especially good or bad. Although their experiences
were traumatic and not easily forgotten, participants
recalled events that occurred in the past and thus recon-
structed their LTOP experience with a distance of at least
one year. Consequently, the retrospective nature of this
study could have led participants to respond with socially
desirable answers or to remember some experiences
inaccurately. Even though the interviews” content is rich,
the sample size is very small. Further studies should
deepen the described insights and narrow the research
design to parents who have experienced an LTOP.

Our study shows that prospective parents who are
faced with making a prenatal decision on whether to
(dis)continue their pregnancy need more decisional
support. Moreover, prospective parents should be
granted with the time and support needed to make
such a major decision. Although it is well-established
that the woman is central to decision-making in
female reproductive health, it should not be forgotten
that perinatal specialists play an important role in
empowering women and offering professional support.
Moreover, ensuring an integrated perinatal palliative
care in the existing structures of the perinatal center
could help overcome the limitations of care expressed
by prospective parents. Specifically, it could help
address the loneliness of the decision, reduce the frag-
mentation of care, and offer bereavement services for
the months and/or years following the child’s death.
Moreover, development of evidence-based models for
aftercare should be further researched and established,
which include the needs of grieving parents and
allows a flexible timeframe for uptake.
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Notes

1. Of note, terminology around abortion and LTOP can
be contradictory. To date, there is no generally accepted
definition of LTOP, which ranges from >12 to >24
weeks of gestation. For the sake of clarity, in this article
we will focus on LTOPs carried out around the limit of
viability at >20 weeks of gestation.

2. The procedure of feticide entails an intracardial
injection of potassium or the injection of digoxin into
the umbilical cord or amniotic fluid by an obstetrician
specialized in prenatal medicine. In addition, aesthetic
analgesics and/or sedatives are sometimes administered
to the fetus via the pregnant woman (NEK, 2018;
Tanner, 2011).
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