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Summary

Questions under study: The unexpected death of
a preterm infant is an extremely painful situation
for parents. Despite a number of quantitative stud-
ies, little is known about parents’ inner experience.
The aim of this study was to gather more in-depth
information about what preoccupies parents in this
situation of suffering, thus leading to a deeper un-
derstanding of their dealing with the stressful
event and enabling more adequate support to be
provided by professionals.

Principles, Methods: 10 mothers and 9 fathers,
who had lost their extremely premature infant
born between 24 and 26 weeks of gestation were
invited for a semi-structured interview and retro-
spectively asked about their emotional, cognitive,
physical and social experience at three different
points in time (time of hospitalisation, 6 months
and 3.5-6.5 years after the loss). The interviews
were analysed by method of qualitative context
analysis.

Resulss: The loss of a preterm infant is an ex-
tremely intense experience for parents resulting in
arollercoaster of emotions and perceptions as well
asrelevant effects on the social network. The strain
of this situation notwithstanding, parents also ex-
perience positive aspects, eg, feelings of closeness
to their infant, comforting thoughts or help from
their social network. Although still mourning the
loss of their baby, most parents have overcome the
tragic event.

Conclusions: Most parents seem to have the
psychological strength to overcome the traumatic
experience of losing their premature infant and are
able to face life normally again. Professionals can
play an important role in supporting them. Some
parents require additional help to overcome the
loss.

Key words: extreme prematurity; sudden loss; re-
silience; death; qualitative study; professional support

Introduction

Losing one’s own child is probably the most
painful situation a human being can experience.
Whilst the death of an older child forces parents
to let go of a relationship characterised by a high
level of emotional investment with a well estab-
lished bond, the loss of a preterm infant means los-
ing a potential relationship full of hope and expec-
tations for the future [1]. After weeks and months
of waiting, hopes are shattered, often within a few
hours or days. Something, that has not even
started, is interrupted unexpectedly and the order
of life is violated in a brutal way [2].

Studies done in the past show thatlosing a pre-
maturely born baby, due to stillbirth or sudden in-
fant death syndrome (SIDS) usually generates a
tremendous amount of psychological distress in
parents, eg, depression, anxiety and despair, espe-

cially during the first months after the loss [3-5].
Despite the severity of the symptoms during this
initial period, most parents seem to recover from
the traumatic event and do not develop chronic
mental health problems over time [2, 3, 6]. Only
Hunfeld [4] found that after the diagnosis of a
lethal foetal anomaly, mothers still showed a clin-
ically significant degree of general psychological
distress 4 years later. Likewise, mothers usually
show significantly stronger and longer lasting
signs of psychological distress such as anxiety and
depression after the loss of an infant, compared to
fathers. However, when also taking heavy alcohol
consumption as a possible sign of psychological
distress into account, reactions of mothers and fa-
thers turn out to be equal in the long term [7].
All studies show that stillbirth, prenatal or
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perinatal loss of a baby has a profound impact on
a further pregnancy for both mothers and fathers.
Symptoms of anxiety, depression and posttrau-
matic stress disorder are elevated, quality of life is
reduced and the mother-child adaptation tends to
be more difficult in this situation [8-12].

Despite increased investigation in this field in
recent years, little is known about parents’ inner
experience when losing a preterm baby. Most stud-
ies investigating the impact of the loss of a prema-
ture infant, have examined objective clinical symp-
toms and the effect of the event on a future preg-
nancy. However, hardly anything is known about
parents’ personal, inner preoccupation in this ex-
traordinary situation and in the months following
the traumatic event. Which feelings and thoughts
are triggered by the loss and how do parents expe-

rience their social environment during this time?
Is there an impact of the event on a physical level
in terms of psychosomatic reactions? Moreover, in
which way do emotion, cognition, physical reac-
tion and social interaction change over the time
after the loss? Knowing more about these aspects
may help to understand the process of the parents’
coping mechanisms and may facilitate the devel-
opment of more appropriate support provided by
professionals in the time of hospitalisation as well
as during the subsequent months. In order to
gather accurate in-depth information of this stress-
ful experience we used semi-structured interviews
as a method of qualitative research, which would
illuminate parents’ inner experience in a differen-
tiated way.

Patients and methods

Design

This study is part of a larger retrospective project
conducted at the University Hospital of Zurich in collab-
oration with the clinic of Neonatology and the Psychiatric
department. The protocol of the study was approved by
the Ethics Committee of the Canton of Zurich (SPUK).
The project focused on determining quantitative and
qualitative aspects in parents of infants born extremely
prematurely at the Tertiary Perinatal Centre [13, 14]. For
the quantitative part, 54 parents who had lost their pre-
maturely born infant and 38 parents whose preterm infant
had survived filled in an anonymous, self-administered
questionnaire examining different topics, such as anxiety,
depression, social support, resilience and post-traumatic
growth. The qualitative part of the study is presented in
this article. All parents gave their informed consent to take
part in both parts of the study.

Sample

For the qualitative study, the 54 parents who had lost
their infant where asked to participate in an interview after
taking part in the quantitative part of the study. The in-
terviews had already been announced with the mailing of
the questionnaires. 2 of the 54 parents were not inter-
viewed because of not being fluent in spoken German. 36
mothers and fathers answered affirmatively to the request
(rate of return 69%). For reasons of capacity, only 25 in-
dividuals were invited for the interview. They where cho-
sen according to the following criteria: balance of gender,
balance between number of parents where both partners
were interviewed and parents where only one partner was
interviewed, readiness to give the interview at the hospi-
tal (steady conditions for the data collection) and prompt-
ness of answering to the request. All of the parents were
interviewed individually. One person failed to attend the
interview. Out of the 24 interviews conducted, 5 were re-
moved from the analysis because of important incidents
heavily confounding the results: one parent had lost an-
other child afterwards, in two cases the pregnancy situa-
tion was especially complicated and in two cases relation-
ship problems were more dominant than the loss of the in-
fant. The sample of this study finally consisted of 10 moth-
ersand 9 fathers, aged between 20 and 45 years at the time
of the loss. There were 12 parents, whose partner was also
interviewed and 7 parents, whose partner did not give an
interview. All of the interview partners were married. 15

pregnancies had been spontaneous, the other 4 had been
induced by hormones or were in vitro fertilisations. 13 of
the interviewed parents had lost a single infant, 5 of them
twins, one mother had lost triplets. In all cases the infant
was born between 24 and 26 completed weeks of gesta-
tion. In 16 cases the infant had survived only for a few
hours, in one case for 3 and in two cases for 7 days. The
time elapsed since the loss of the infant ranged between
3.5-6.5 years with a median of 4 years. 11 of the inter-
viewed parents had one or more children born after the
loss, in 2 cases they did not wish another child and in 3
cases, the mothers were pregnant again at the time of the
interview. For 3 parents the wish for another child was still
unfulfilled. These parameters are comparable with the
group of parents who did not want to give an interview
(n = 18) or whose interviews could not be included into
the analysis (n = 5).

Data collection

Using semi-structured interviews, the 19 parents
were retrospectively asked about their emotional, cogni-
tive, physical and social experience at three different
points in time: time of hospitalisation (T'1), 6 months after
the loss of the infant (T2) and at the present moment (T3),
eg, 3.5-6.5 years after the loss. All the interviews were con-
ducted by the author, working as a clinical psychologist
with an education in psychotherapy at the Psychiatric de-
partment. They lasted between 1-2 hours with an average
duration of 90 minutes. All interviews were tape-recorded.

Data analysis

All the interviews were transcribed literally and
analysed with the computer software Atlas-ti, according to
the method of inductive qualitative context analysis de-
scribed by Mayring [15, 16]. The responses obtained were
defined to different subcategories and arranged into the
four response-categories (emotions, cognitions, physical
aspects and social network). Relevance of each subcate-
gory was determined by its number of responses. This way
a system of the subcategories could be established for each
of the four response-categories (Tab. 2a-c). In order to test
the reliability of the defined system of categories the re-
sponses were independently grouped by two “raters”. The
proportion of overall inter-rater agreement for the four
response-categories was 94% while the proportion of spe-
cific inter-rater agreement for each of these categories
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Table 1

Description of the 19
interviewed parents
(group 1) and the 23
parents who refused
to give an interview
(group 2, N =18)

or whose interview
was not included in
the analysis

(group 3, N = 5).

Variable values group 1 values group 2 and 3
Number of parents 19 23
Age of the parents at loss of the infant
Range 2045 yrs. 26-64 yrs.
Median 31 yrs 32 yrs.
Gender
Female 10 11
Male 9 12
Pair — single parents
Parents whose partner was also interviewed 12 -
Parents whose partner was not interviewed 7 -
Civil status
Married or in stable relationship 19 23
Separated or divorced 0
Deceased infant
Parents with a single child 13 18
Parents with twins 5 4
Parent with a triplet 1 1
Time since loss
Range 3.5-6.5 yrs. 2-6 yrs.
Median 4 yrs. 4 yrs.
Pregnancy not known
Regular pregnancy 15
Pregnancy induced by hormone therapy 4
or in vitro pregnancy
Subsequent pregnancy not known
Wish for another child fulfilled 11
No further wish for another child 2
Pregnant again during interview 3
Wish for another child not fulfilled 3

ranged from 75 to 100% indicating high accordance be-
tween the raters [17].

In order to examine the changes of the relevance of
the four response-categories across time, the number of
responses in the four response-categories was quantita-
tively analysed by descriptive statistics. To get an impres-
sion about the proportion of burdensome and positive

emotions and cognitions and their shifting over time, the
subcategories of these two response-categories were fur-
thermore grouped into the two ranges burdensome (-) and
positive (+). Subcategories not adequately belonging to
this dichotomy (eg, “searching for distraction”) were not
taken into consideration for the calculation of the men-
tioned proportion.

Results
Qualitative analysis

Parents’ experience during hospitalisation
(time point 1)

Emotions

During hospitalisation including birth and
death of their child, parents were primarily preoc-
cupied with burdensome feelings. They felt ex-
treme sorrow, mental pain and feelings of separa-
tion and were overwhelmed with helplessness.
Furthermore, their worries and hope for the sur-
vival of the baby were putting them under great
tension. Most fathers were extremely worried
about the health of their wives. 7 out of 10 moth-

ers felt strained when confronted at the maternity
ward with mothers who were pregnant or had a
newborn baby. However, apart from all the sad
feelings parents also experienced positive emo-
tions in this situation, eg, great joy about the
infant and feelings of intense closeness to it. 12 out
of 19 parents had a strong wish to actively cope
with the difficult situation by sending the birth an-
nouncement or the obituary to family members
and friends, by preparing the funeral or buying
an appropriate dress for the deceased child. The
proportion of burdensome and positive emotions
during time at hospital came to 84%: 16%.
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Cognitions

In terms of thoughts, 12 out of 19 parents said
that during hospitalisation they were strongly pre-
occupied with ethical aspects of the situation: They
did not want the infant to suffer, they wished to re-
spect the baby’s ‘will’ or they were relieved about
not having to decide about the withdrawal of med-
ical support. In this situation 12 out of 19 parents
started to ask themselves why this had happened to
them. Over one third wondered if they had ‘failed’
by causing the preterm birth of the infant them-
selves, eg, by having worked too hard or not hav-
ing gone to the hospital soon enough. During time
at hospital the ratio of burdensome and positive
cognitions was 61%: 39%.

Physical aspects

Psychosomatic reactions were rare in this sit-
uation, only 8 responses could be classified as
‘physical aspects’. These responses included expe-
riences of pain caused by psychological distress, or
vegetative reactions like increased sweating or a
raised heart rate.

Social network

In the field of social interaction, support from
the professional team as well as from family mem-
bers and friends was essential. 51% of the answers
incorporated this aspect. However, parents also ex-
perienced disappointment from their social sur-
rounding, either due to inappropriate remarks, or
as a result of insufficient understanding or inap-
propriate medical treatment. The presence of the
partner and feelings of closeness and being
supportive with each another were mentioned by
15 of 19 parents. 10 parents quoted having had an
urge for withdrawal and being alone.

Parents’ experience 6 montbs after the loss
(time point 2)

Emotions

During the few first months after the loss of
the child, emotions were less intense compared to
the time of hospitalisation. The number of re-
sponses related to emotions dropped from 254 to
129. Sorrow and pain were still dominant feelings
in this period, as mentioned by 11 out of 19 par-
ents. Novel emotions in this period were preoccu-
pation with questions regarding a potential further
pregnancy and anxiety towards it. This was expe-
rienced by 10 out of 19 parents. 31% of the par-
ents said that they had gained some distance from
the straining feelings regarding the lost child, but
37% reported that they still felt emotionally
unstable and became easily sad and depressed. Fur-
thermore, meeting parents who had a living child
was still a source of considerable strain for 6 out of
19 parents and they mentioned strong feelings of
jealousy, anger or sadness when seeing living chil-
dren. The proportion of burdensome and positive
emotions during the first few months after the
death amounted to 58%: 42%.

Cognitions

In this period the first cognitive processing
started. 14 out of 19 parents mentioned thoughts
of a re-assessment of their situation: comforting
thoughts like knowing that the child was now in a
safe place or was watching the family like an angel,
gained importance. As part of the reappraisal
process, parents reported being glad at not having
a disabled child. Moreover the integration of med-
ical knowledge also supported the re-evaluation of
the experience. The question of ‘why’ was still ru-
minating in one third of the parents, as well as the
thought of having failed in some way. Troublesome
and positive cognitions added up to a ratio of 48%:
52% in this period.

Physical aspects

Psychosomatic reactions were rare in this pe-
riod, only four responses were obtained and they
all mentioned a disturbance of the vegetative nerve
system, eg, increased sweating.

Social network

Support by family members and friends, as
well as closeness to the partner was the most fre-
quent response during this period (39%). 10 out of
19 parents reported that the relationship to the
partner was not only supportive but was also bur-
dened by an increase of conflicts. Heightened ten-
sion was often caused by their different coping
mechanisms and the speed at which they overcame
the loss. While mothers were often still intensely
mourning their child during these months, fathers
had taken up their daily life more quickly by re-
turning to work. Equally, while mothers still had a
strong urge to talk about their child, the fathers’
wish to share their feelings and thoughts with
other people was less pronounced. As for the first
evaluation (time point 1) 10 of 19 parents men-
tioned disappointing experiences in their social
surroundings. They reported to be hurt by inap-
propriate remarks or the withdrawal of friends. 9
parents described the need for silence and time to
themselves and a strong wish for withdrawal.

Parents’ experience 3.5—6.5 years after the loss
(time point 3)

Emotions

Even three to six years after the loss of their
infant, 13 out of 19 parents felt sorrow when think-
ing of their prematurely born infant. However, the
quality of the sadness had changed and was now of
amore peaceful and quiet nature. At the same time,
15 parents reported having gained an inner dis-
tance from their feelings regarding the loss of the
child. 15 out of 19 felt that their child was now a
part of themselves in the sense of an emotional
integration. They described how their deceased
infant had become somehow a part of the family
and was integrated in their life. 3.5-6.5 years after
the loss, the ratio of burdensome and positive emo-
tions was 37%: 63%.
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Table 2

Number of responses

and number of par-
ents for each subcat-
egory in regard to
the four response-

categories (emotions,

cognitions, physical
aspects, social net-
work) at time point

1-3 (T1 = time at hos-

pital, T2 = 6 months
after the loss, T3 =
3.5-6.5 years after
the loss) for the 19
interviewed parents.
In the interests of a
better overview only
the most frequent
responses are men-
tioned. Total number
of responses in
brackets.

Response Subcategories at time point 1 No of responses No of parents

categories (hospitalisation)

Emotions Sorrow/Pain 23 () 16
Wish to contribute actively 22 12
Feelings of farewell 18 () 16
Helplessness 13 () 10
Worries about the infant 12 () 12
Hope for the survival of the infant 12 10
Closeness to the infant 11 (+) 11
Joy about the child 10 (+) 10
Feelings of being overwhelmed 10 () 10
Worries about partner 8(-) 8
Disappointment 8(-) 7
Confrontation by mothers with living children 7 7
Anger about physicians 7(=) 6
Dissociation 6(-) 5
Desire for distraction 6 5
Total 174 (254)
Proportion of burdensome(-) to positive(+) emotions 84%:16%

Cognitions Ethical aspects 13 (+) 12
Question of ‘why’ 12 (-) 12
Thoughts of own failure 8(>) 7
Total 33 (46)
Proportion of burdensome(-) to positive(+) cognitions 61%:39%

Physical aspects Pain 4 4
Autonomic reactions 4 3
Total 8 (12)

Social network Support by professionals 59 16
Support by family/friends 29 18
Disappointment in professionals 27 15
Closeness to partner 17 15
Disappointment in family/friends 12 8
Withdrawal 10 10
Total 154 (172)

Response categories

Subcategories at time point2
(6 months after the loss)

No of responses

No of parents

Emotions Sorrow/Pain 16 (-) 11
Anxiety towards new pregnancy 10 (=) 10
Wish for new pregnancy 8 (+) 8
Wish for distraction 8 8
Emotional instability 7 7
Distance to emotions 6 (+) 6
Confrontation by mothers with living children 6(-) 6
Closeness to the infant 6 (+) 6
Total 52 (129)
Proportion of burdensome(-) to positive(+) emotions 58%:42%

Cognitions Reappraisal 14 (+) 10
Thoughts of own failure 7 7
Question of ‘why’ 6(-) 6
Total 27 (38)
Proportion of burdensome(-) to positive(+) cognitions 48%: 52%

Physical aspects Autonomic reactions 4 3

Total

44
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Table 2

(continued)

Response Subcategories at time point 2 No of responses No of parents

categories (6 months after the loss)

Social field Support by family/friends 28 17
Closeness to partner 17 17
Conflicts in the relationship 11 10
Support by professional 10 5
Disappointment by family/friends 10 9
Withdrawal 9 9
Total 85 (115)

Response categories Subcategories at time point 3 No of responses No of parents
(3.5-6.5 years after the loss)

Emotions Sorrow/Pain 20 (-) 13
Emotional integration of child 15(+) 15
Distance to emotions 13 (+) 13
Closeness to the infant 6(+) 6
Total 54 (83)
Proportion of burdensome(-) to positive(+) emotions 37%: 63%

Cognitions Reappraisal 20 (+) 12
Thoughts of comfort 13 (+) 10
Doubts 7 5
Thoughts of own failure 6 6
Imaginations about the child 6 6
Question of ‘why’ 50 5
Total 57 (63)
Proportion of burdensome(-) to positive(+) cognitions 36%: 64%

Physical aspects Pain 2 2
Total 2(5)

Social network Importance of the next born child 9 9
Including the siblings 6 6
Total 15 (28)

Cognitions

In this category, the most dominant response
(32%) was related to comforting thoughts and
thoughts of re-assessment. The parents imagined
their child being in a safe place and hoped for a re-
union with it after death. Furthermore they re-
alised that they cherished the child that was born
at a later point in time and that it may not have
been born if their premature infant had survived.
5 out of 19 parents still had doubts about the ap-
propriateness of medical treatment and wondered
if the doctors had made mistakes, especially dur-
ing pregnancy. 6 parents imagined how their child
would be if it had survived. The question of why
all this had happened and if they had failed them-
selves still persisted in about one third of the
parents’ thoughts. The ratio of troublesome and
positive cognitions at this point in time amounted
t0 36%: 64%.

Social network

At the time of the interview, 32% of the re-
sponses concentrated on the importance of the
next born child or children. These children were
now in the centre of the parents’ life, while the lost
infant had, at least to a certain degree, moved to

the background. 31% of the parents considered it
important to tell their children about the loss of
their premature sibling, to show them photo-
graphs and to go to the graveyard with them.

Quantitative analysis

In order to support the preceding results the
number of responses within the four response-cat-
egories at the three different points in time were
also evaluated by descriptive statistics. (fig.1). The
high number of responses in the category of emo-
tions in all three evaluation time points indicates
clearly, that the loss of a premature infant was pri-
marily an emotional experience for parents (T1:
mdg = 13, T2: mdg = 6.3, T3: mdg = 3.8). During
the time in hospital and the first few months after-
wards, the social category, alongside with the emo-
tional category, was also very important for parents
(T1: mdsn = 8.6, T2: mdsn = 5.8). Compared to
these two categories, cognitive thought processes
were less dominant at all three points in time
(T1,T3:mdc=2.4,T2: mdc=1.9). However, com-
pared to the decreasing number of answers regard-
ing emotions and the social network, cognitions
gained in relative importance after a couple of
years. Physical reactions in terms of psychosomatic
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Figure 1

Median of responses
per person for the
four response-cate-
gories (emotions,
cognitions, physical
aspect, social net-
work) at time point
1-3 (T1 = hospitalisa-
tion, T2 = 6 months
after the loss,

T3 = 3.5-6.5 years
after the loss).
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reactions were of minor importance at all three
time points (T'1, T2, T3: mdp <1).

Looking at each of the four response-cate-
gories separately, it becomes evident that over
time, parents’ emotional, cognitive and social ex-
perience underwent considerable change. This dy-
namic process is expressed by notable differences
in the number of responses, in their median and
along the time axis. While at the time of hospital-
isation the number of responses in the emotion and
social field categories were very high, their num-
bers decreased considerably after half a year and
again after some years. Interestingly, responses in
the cognition category demonstrated an opposite
effect: The median of the responses remained with
values between 1.9 and 2.4 relatively stable be-
tween the three points in time T1-T3.

Discussion

Parents’ coping

The results of this study indicate that there is
a big difference between the emotional, cognitive
and social experiences that parents dealt with in the
acute phase after losing their child and during the
months and years following the traumatic event.
This reveals a dynamic process in parents of cop-
ing with the situation and in overcoming the loss
of their child. Interestingly and unexpectedly the
aspect of psychosomatic reactions is negligible at
all investigated points in time.

Changes over time in the nature of the re-
sponses, from burdensome to more positive, indi-
cates that the majority of parents have overcome
the loss of their preterm infant 3.5-6.5 years later.
During hospitalisation, parents are predominantly
preoccupied with troublesome feelings and
thoughts of sorrow and pain, helplessness, worries
and questions of their own failure; these negative
aspects decrease as time passes. Months and years
after the loss, they report more positive emotions
and cognitions, eg, the wish for a further preg-
nancy, thoughts of comfort and reappraisal and the
emotional integration of the lost child. Further-
more, the decrease of responses in the emotion cat-
egory and the stable number of responses in the
cognition category would indicate emotional dis-
tancing from the incident as time passes. These re-
sults support the data found in the literature. 1996,
Boyle demonstrated, that mothers who had lost
their baby due to stillbirth, neonatal death or
SIDS, suffered from significantly higher psycho-
logical distress for at least 30 months than moth-
ers whose infant had survived. However, they did
not develop serious mental health problems in re-
sponse to the loss [2]. A similar result was found by
Janssen who reported an increase in depression,
anxiety and somatisation 6 months post-trauma in
women who had lost their infant early during preg-

nancy, compared with mothers with a living infant
[3]. One year after the bereavement, the differ-
ences in mental health disappeared between the
two groups. In an elaborative longitudinal quanti-
tative-qualitative study Dyergrov found that par-
ents, whose infant had died of SIDS, were not psy-
chologically at risk 12-15 years after the event.
The parents who were psychologically functioning
well had an inner representation of the deceased
child, eg, memories and associations. Such inner
representations of the lost baby seem to be a nat-
ural consequence of grief and a sign of successful
processing of the bereavement [6]. Summarising
the data found in literature, it can be said that the
death of an infant due to preterm delivery, SIDS
or stillbirth is an overwhelming event for parents.
Remarkable effects on the psychological well-
being are found, such as elevated levels of depres-
sion and anxiety during the first period after the
death, with mothers in general being more affected
than fathers. In the longer term, most parents
overcome the bereavement without lasting symp-
toms of psychological disturbance [2, 3, 5-7, 9].

Parents’ inner experience

Our data not only support the results of previ-
ous research, but also give a new and more differ-
entiated insight into parents’ inner experience and
their way of coping after the loss of an infant.

Emotionally, the time of birth and death of a
preterm infant is extremely intense with mainly
troublesome but also positive moments. Half a
year later, apart from pre-existing feelings of sor-
row and pain, emotions regarding a new pregnancy
gain importance. Some years after the death of the
preterm baby, sadness remains, but is less over-
whelming and more controllable. Parents have
gained a distance from these feelings and have in-
tegrated their lost infant into their inner self.
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At a cognitive level, for all three time periods,
parents are preoccupied with the question of why
this should happen to them and whether they have
failed in one way or another. During hospitalisa-
tion however, thoughts regarding ethical aspects
predominate, a cognitive re-assessment of the ex-
perience and comforting thoughts gain impor-
tance as time passes by. A few years later, parents
also imagine how the child would have been and
behave as if it were still alive. Some parents still
have doubts about the quality of the medical treat-
ment they received.

With regard to social aspects, support by profes-
sionals, family members and friends as well as the
emotional closeness of the partner is very impor-
tant during hospitalisation and the following
months. Many parents also report moments of dis-
appointment in their social surroundings. Quite a
few of parents sense an urge to withdraw and be
alone. During the first months after the loss, con-
flicts emerge owing to different ways of coping and
quite often put a strain on the partnership. On a
daily basis, the lost infant is of less importance,
whilst subsequent children are the focal point of
family life. Many parents wish to tell their children
about the older sibling they never had.

Interestingly, the process parents describe and
go through emotionally, cognitively and in their
social network resembles the four levels of natural
mourning process described by E. Kiibler-Ross
and V. Kast who describe feelings of denial; sad-
ness, anger, guilt; depression and, finally accept-
ance with finding a new basis to one’ life [18, 19].

Tips for professionals

This knowledge of parents’ inner experience
can give professionals valuable hints as to what par-
ents need after losing a premature infant during
the acute period and the months afterwards.

Time in hospital

While in hospital parents are in a state of high
emotional alertness and preoccupied solely with
themselves. In this period, they are dependent on
the support of professionals mainly on an emo-
tional level. They require professionals to be avail-
able and present, to experience the situation with
them and to offer ritual activities. In contrast to the
common notion that the experience of such trauma
is solely burdensome, parents also experience pos-
itive feelings like joy over the baby and closeness
to it. These emotions can be reflected and boosted
by professionals in order to counterbalance the
many straining emotions. At the same time itis im-
portant to give the parents the opportunity to ac-
tively participate in the processing of the loss, for
example preparing the funeral and creating a birth
announcement for family members and friends. To
contribute actively is often an urgent need for par-
ents. Likewise they need space and time to them-
selves and the opportunity for withdrawal. Itis im-
portant to be aware that parents are very sensitive
to inappropriate or careless words and actions, and

are easily disappointed and hurt by their surround-
ings. The confrontation of parents with living ba-
bies is very stressful in this situation and should be
avoided if possible.

First months after the loss

After a few months, many parents wish to have
another pregnancy. At the same time, as is also
found in other studies, they are very anxious about
this. [4, 10, 12]. Doctors, nurses and other profes-
sionals dealing with parents who become pregnant
after the loss of a premature infant should be aware
of these fears and give the parents appropriate sup-
port, by being especially attentive to the sensitiv-
ity of the situation and enabling them to express
their anxieties. Since in this period, parents are
more preoccupied with the cognitive processing of
the loss, they are also more open now for medical
explanations and psychological or pastoral sup-
port. This support can help their processing of the
event. Professionals should be aware that the rela-
tionship between partners is often burdened by
conflicts due to different ways of dealing with the
loss. They should explain that such feelings of
alienation belong to the natural process and should
not cause too much concern. Parents can equally
be encouraged to express their wish for withdrawal
during this time. Feelings of sorrow and pain are
still very prominent and should be accepted as part
of a natural grieving process.

3.5-6.5 years after the loss

Even several years after the loss and despite the
emotional integration of the child many parents
still feel sorrow and pain when thinking of their
lost baby. This should be acknowledged by profes-
sionals who deal with such parents. Since parents,
who have given birth to another child after the loss,
emphasise the importance of this child in their life,
special attention should be given those parents
whose wish for a next child is still unfulfilled. They
may need special support to progress to a more
profound grieving process.

Further reflections
The results of this study are in line with the

data found in the literature, which argue that par-
ents usually do not suffer from long-lasting psy-
chological distress after the losing of a premature
infant. However, the question arises, why the par-
ents in our study adapted psychologically so aston-
ishingly well? The following reflections may serve
as an explanation:

— In 16 of the 19 interviewed parents the wish
for another child was fulfilled, they were ex-
pecting a child again or they had no further
wish for another child. Those whose subse-
quent pregnancy led to the birth of a healthy
child all reported being extremely happy and
somehow felt recompensed for what had hap-
pened to them.

—  Most parents mentioned the importance of
professional help during the hospitalisation,
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eg, being cared for by the professionals work-
ing at the neonatal intensive care unit and the
obstetric clinic. The feeling of being well sup-
ported in these critical moments, for example
by being provided with clear medical informa-
tion, being offered rituals when the infant
died, or receiving emotional support certainly
helped the parents in the process of overcom-
ing the bereavement. At the neonatal intensive
care unit, parents are provided — if they wish —
with pastoral and psychological support dur-
ing the hospitalisation of the child. When they
leave the hospital they are given addresses of
self-help groups and an organisation that of-
fers psychological support. Furthermore they
are invited for a medical interview about three
months after the death of the child. In many
cases the nurses contact the parents by tele-
phone after they have left the hospital in order
to learn about their psychological condition
and their need for professional help.

—  End of life decision: The neonatologists are in
contact with the parents from the beginning of
the hospitalisation, ie, before the birth of the
child. This way parents are prepared for the
possibility that the child may not survive al-
ready at an early stage. Furthermore the clinic
disposes an elaborate ethical concept for end
of life decisions [20]. The decision to abandon
intensive medical care is made by a group of
professionals from the treatment team. The
parents’ wishes are always considered in their
reflections. Retrospectively asked, 78% of the
parents whose infant had been hospitalised in
the clinic of Neonatology agreed with the end
of life decision that had been made [21]. In the
sample of our study the situation of end of life
decision occurred only in three cases, with the
other 16 interview-partners the infant had
survived only a few hours after birth.

—  The small amount of psychosomatic reactions
and the high number of emotions reported by
the parents indicates that the sample consists
of psychologically healthy participants who
were able to go through this experience quite
consciously without converting straining
emotions into more unconscious psycho-
somatic reactions. Equipped with this psychic
resilience the majority of the parents of the
sample seemed to be able to handle this painful
situation without being heavily traumatised.

— All parents interviewed were in a stable rela-
tionship and experienced mutual support dur-
ing the time of hospitalisation as well as dur-
ing the following months. Nearly all of them
emphasised that they felt very close to their
partner in the first days and weeks after the
loss.

The good outcome for the parents of this study
may be biased by rwo important limits of the study:

Retrospective nature of the study

3.5 to 6.5 years after the loss of their preterm
infant, parents may have different recollections of
their experiences than at the time they occurred.

As known from theories of cognitive and so-
cial psychology, the process of perceiving and
memorising information can be biased by a variety
of different mechanisms. Known as the effect of
‘priming’, already existing knowledge may influ-
ence the memory of a new experience. Likewise,
expectations of a possible outcome will have an in-
fluence on the memory of an event when recalled
later on [22]. Furthermore, experiences made after
a certain event can interfere and bias the memory
of it. Moreover emotions can also influence how
well people remember things: more emotional ex-
periences are more easily remembered, and events
unpleasant to an individual are more likely to be
forgotten, ie, repressed [23]. Therefore the expe-
riences the parents report may not reflect their
feelings and cognitions at the time at hospital and
six months later but may be remembered and nar-
rated in a distorted way.

Likewise it can be argued that the parents who
have overcome the loss of their child and are psy-
chologically well again may recall the tragic event
and the time afterwards as less straining than it had
actually been. Parents who have not overcome the
loss and are in a more depressed state of mind may
emphasise the burdensome and straining aspects of
their experience more, in their recollection. The
psychological mechanism of seeing past things ei-
ther in a more negative or positive way according
to the actual emotional state is well known from
theories of clinical Psychology and research about
depression [24, 25].

Even though these arguments can not be dis-
proved, an observation made during the interviews
may argue against a strong bias in the results found:
parents clearly “went back in time” when talking
about their experiences of the past, indicated by
their emotional reactions like crying or sobbing —
feelings that belonged to their experience of the
past. This phenomenon is well known from the
description of psychotherapeutic processes and is
used as a tool to understand and alter the emotional
patterns of patients.

Selection of the sample

It is likely that parents who have overcome the
loss of their child and gained some distance from
the tragic event were more ready to talk aboutitin
an interview, whereas the ones who were still very
much occupied with their loss decided not to take
part in the study in order not to stir up their feel-
ings. This way the results found in this study could
be biased by these parents’ better coping than
would have been observed when taking all parents
into consideration. Again, this argument can not
be refuted. The impression though when conduct-
ing the interviews was that even parents who were
still mourning a lot did not try to avoid the subject
but took the possibility of talking with a profes-



SWISS MED WKLY 2007;137:392-401

- www.smw.ch

401

sional as an opportunity to work through the tragic
event again. Moreover, the data from the quanti-
tative study gives hints that the parents who were
ready to give an interview do not differ in impor-

tant parameters like grief, depression, anxiety,
resilience and posttraumatic growth from the
parents who refused to take part in the interview
study.

Conclusions

With support from the social network and pro-
fessionals provided, most parents seem to have the
psychological strength to overcome the tragic ex-
perience of losing their premature infant some
years afterwards. Despite these positive findings, it
is important to be aware that the process of work-
ing through such an event is hard, painful, and
takes a long time. It can only be achieved with a lot
of personal struggle, and support from the partner,
family and friends. Professionals can play an im-
portant role in the assistance of these parents, by
being aware of and by responding to their individ-
ual needs at the different stages during the process.

There are a few parents who still suffer a lot
from the loss of their infant and have not overcome
itseveral years later. Most of them have notyet had
another child. They stll suffer from quite a few

negative emotions and cognitions like sorrow, de-
pressive feelings and the question of “why”. These
parents may not be able to overcome the bereave-
ment of their premature infant with their own
resources and therefore be in need of additional,
for example, psychotherapeutic support.
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