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spective study is an in-depth exploration of the symbolic con-
struction of the bond with the lost sibling employing
Inter'p'retative Phenomenological Analy§is, a method to study siblings; interpretative
sensitive themes. Our results have confirmed t.he strong .soaal phenomenological analysis;
and cultural embeddedness of the grief experience. symbolically constructed
Participants of the study related perinatal loss to other major bond; sociocultural context
crises, conflicts, and overwhelming secrets in the lives of their

families. Communication outside the family was often insensi-

tive and stigmatizing, transforming bereaved children’s stories

into silenced stories.
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Introduction

This study discusses sibling grief over perinatal loss in the family from a
retrospective view. Siblings’ experiences are analyzed using Interpretative
Phenomenological Analysis, a method to explore sensitive themes and
interviewees’ meaning-making processes. We aim to describe how siblings
could cope with the loss of an infant brother or sister; how they experi-
enced the loss and their bereaved parents; and how it felt to them to
remember their deceased sibling later in adult life.

Perinatal loss is defined as the death of an infant due to stillbirth or neo-
natal death: either a fetal death after 24 gestation weeks or death occurring
before the first week of life (Kersting & Wagner, 2012). It often becomes a
suppressed episode in the lives of families: mourning siblings, who are usu-
ally young children when confronted with the event, have to cope with a
loss related to fundamental secrets of death, conception, and birth, which
represent cultural or family taboos (Fanos et al., 2009). In late modernity,
death is conceived as doctors’ business, whose knowledge and skills should
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triumph over the event (Aries, 1974). Rituals that used to help cope with
the loss by establishing a link between everyday realities and the transcend-
ent reality of death, and by ensuring community support for the bereaved
family, have largely disappeared (Aries, 1974; Seale, 1998).

The loss of a sibling substantially changes family dynamics and attach-
ment patterns (Clarke et al., 2013; Hughes et al, 2001; Leon, 1986;
Rostila et al., 2017). Siblings do not only lose the deceased brother or
sister but also their parents as they knew them before the loss (O’Leary
& Gaziano, 2011). In the cases of perinatal death, family hopes for joy-
fully celebrating the new life turn into despair. When it happens,
women often feel that “their bodies have failed” (Kersting & Wagner,
2012, p. 190) and blame themselves for the loss. Family members may
be overwhelmed by unspoken doubts concerning their own generative
potentials (McAdams, 2018). Ambivalence toward the mother’s preg-
nancy on part of the siblings is a further complicating factor. Siblings
may blame themselves for the fatality that is uncontrollable and threat-
ening (Simon, 2013). They lose their previous or aspired roles in the
family and suffer from a hardly expressible loss, that of their trust in
the future (Clarke et al, 2013; O’Leary & Gaziano, 2011). This “loss of
innocence” (Funk et al., 2018, p. 13) is a dramatic change in one’s con-
structions of childhood experiences. Children may also miss their broad
social network due to the isolating impact of grief.

The prevalence of complicated grief is the highest among parents who
have lost a child—yet this is an under-researched area (Funk et al., 2018;
Leon, 1986). Complicated grief (Shear et al., 2013) as a problem is dis-
cussed under various labels in the professional literature, such as prolonged
or pathologic grief. The condition was included as Persistent Complex
Bereavement Disorder in the DSM’s fifth edition, Section III (Box 2). A
recent proposal is to introduce Prolonged Grief Disorder with leading
symptoms as identity disruption, emotional pain, and sensing life as mean-
ingless (Boelen et al., 2020). Complicated grief occurs when death is unex-
pected, prolonged, or violent, the relationship to the deceased person is
extremely close or dependent, feelings about the deceased person are highly
ambivalent, the deceased person is a child or is young, the event is a
repeated element of preceding traumatic losses, and there are co-occurring
major stress factors. The lack of social supports and adequate cultural prac-
tices, such as death and mourning rituals, survivor’s self-blame, their poor
physical or mental health, and the absence of information on the circum-
stances of the loss are further precipitating factors (Shear et al, 2013;
Simon, 2013; Pilling, 2003). Most of the above conditions are present in
perinatal loss.
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Method
Interpretative phenomenological analysis to explore sensitive data

Interpretative Phenomenological Analysis (IPA) is a relatively new method
for the in-depth study of individuals’ lived experiences and meaning-mak-
ing processes. IPA is committed to idiographic approaches by focusing on
the uniqueness of individual experiences, often on existential matters: “IPA
is attempting to put the heart back into (and alongside the head in) psy-
chology” (Eatough & Smith, 2013, p. 186). The method is sensitive to
sociocultural factors (Brocki & Wearden, 2006; Eatough & Smith, 2013).
IPA’s approach is an attempt to grasp the complexity that Hanninen (2004)
described in her model of narrative circulation. Three types of narratives,
the public (told) story, the historical, lived facts, and the domain of not-
yet-said (Rober, 2002) or unspeakable inner narratives, representing one’s
meaning-making processes in progress are integrated into a circular process.
Narrators rely on cultural, situational, and personal (experiential) storying
resources when constructing their stories. The not-yet-said may manifest
itself in the disclosive space established during an IPA interview (Kassai,
2020; Racz et al, 2016, 2018). The ongoing process of meaning-making is
revealed in speakers’ narratives by the chaotic temporal relations, a frag-
mented sentence structure, halts, and unnecessary repetitions (Ehmann,
2002; Neimeyer, 2000).

Sample

An IPA sample is usually homogenous and is relatively small: suggested
numbers range between 1 and 30 (Eatough & Smith, 2013). All the
respondents included in this study either experienced the loss of a sibling
directly or had indirect experiences on the impact of the loss in the lives of
their families. Participants were recruited by the first author through her
professional network. The pandemic situation and some cultural traditions
rendered data collection difficult. “Of the dead, say nothing but good” as a
notion, together with the suppression of emotions as a cultural expectation
sometimes resulted in very brief comments. Detailed information on the 20
interviews selected for the analysis can be accessed at the data repository
under the title Interview data. The sample included 8 male and 12 female
respondents, with an age range between 23 and 63 (M =37.35; SD=11.73).
The average length of the interviews was M =23.28 min (SD = 11.32), with
men speaking less (M =19.85; SD=10.22) and women, more (M = 25.55;
SD=11.86). A debriefing conversation and further counseling opportuni-
ties were made available for those who wished. Ethical approval for this
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study was issued by Szocidlis Kutatasetikai Bizottsag (Social Research Ethics
Committee, University of Pécs, Hungary), under the number 2/2019.

Interviews

Semi-structured in-depth interviews were conducted in the interviewees’
homes by the first author. The language of the interviews was Hungarian.
Respondents were encouraged to show some reminders (photos, drawings,
etc.) if they wished. First, every interviewee responded to the following
question: “Please tell me the story of the loss of your sibling” (same as in
Funk et al, 2018, p. 2) and they could relate their experiences freely.
Subsequent themes included parental grief, the impact of the loss on the
surviving sibling’s life, transgenerational impacts, and possible coping strat-
egies. The interviewer was open to any emerging new theme during the
conversation. All the interviewees consented to audio recording, to a verba-
tim transcription of their texts, the use of anonymized data, and the publi-
cation of the results.

Analysis

We read through and re-read the interviews several times, made our initial
comments, and discussed them in detail. We laid special emphasis on the
openness of our interpretations and avoided “evident” clinical interpreta-
tions as much as possible (the analysis itself preceded the literature review
on the theme). We adhered to IPA’s double hermeneutic (Kassai, 2020;
Smith & Osborn, 2003), asking the interviewees to interpret their own
experiences, and then we interpreted their understandings. First, we identi-
fied the emerging themes, and then, on a more abstract level, we deter-
mined several master themes that were central to our interpretations of the
participants’ meaning-making processes (Table 1). A final step involved
connecting our findings to previous research results. There does not seem
to be consensus on the use of a software solution for qualitative data ana-
lysis with IPA projects (Copteros et al., 2017; Kassai, 2020). We followed
the routine employed by Copteros et al. (2017) and used a paper-and-pen
method first. In the next hermeneutic cycle, we returned to the emerging
comments and themes using ATLAS.ti 8 for Windows to build an inte-
grated, visualized interpretation—a conceptual network—of our findings
(Figure 1).

Results

The excerpts meant more than illustrations, disclose the thematic relations
within the texts. We adhered to the original verbatim transcriptions in the
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Table 1. Comments, emerging themes, and master themes.Own source.

Emerging themes (with brief comments in brackets) Master themes

Eternal life in the other world (life of a guardian angel/”as if” saint; redemption; a Spirituality
soul just watching, not interfering)
Relations to this world (signs through dreams, drawings, and natural phenomena;
imagination; auguries, e.g., giving name to the deceased sibling or predicting the
loss; supernatural experiences as revelations)
One’s personal mission in life (make up for the loss; the lost sibling’s fate)
Relation to God
Wish to see the lost baby (S/he is a person, a family member, has a name, and is to Establishing the bond/
be remembered /re-membered) Continuing bonds
Need for rituals (funeral and other leave-taking rituals)
Own sacrifice (e.g., giving own favorite toy to the lost sibling)
The lost sibling’s life continues (e.g., visualizing them as kindergarten children
or adults.)
Secrets and suppression (related to parents’ own emotions, own divinations) Parental grief
and mourning
Parents’ sadness (dark period in the life of the family, suicidal mother, impairments of
the bond)
Distancing, objectivity (“this is how it was and that’s all”)
External communication (at the hospital, at school etc.—the infant is a non-person in  External reactions
the eyes of others; dies alone, without ever having a chance to experience the
love of the family).
Secrets (when communicating with friends and acquaintances; on part of the medical
staff concerning the cause of death)
Parentification (early burden related to parents’ grief and sometimes to Transforming power
other traumas) of trauma
Birth order (“where is my place?”)
Changes in identity aspirations
A series of other traumas in the family (secrets; traumas activated by or related to
the loss of sibling)
Specific temporal relations reflected in the sentence structure and grammar
Post-traumatic growth
Fears from a similar experience in one’s own life

Mixed feelings and attitudes (awe, sadness, anger, guilt, appreciation of life) Emotions
Enmeshed boundaries (own emotions—parents’ emotions)
Blaming the medical staff (suspected malpractice, lack of information, mechanical Who is responsible?

handling of grief; hypothesized crime)

Fetal experiences (family conflicts)

Disturbed order (the sibling herself should not have been born so that the lost sister
could live)

belongs to family

is
Lropen, .

remembering

is associated with

emotions secrets

Ui pajerosse st

transforming power of trauma

external communication

ritual who is responsible

Figure 1 Sibling grief conceptual network.
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translations, even when these were not fully grammatical. Confusion and
chaos in the narrative reflect the intensity and the lack of integration of
one’s traumatic experiences. Frequent changes to present tense when speak-
ing about a past event are interpreted as reliving the experience and estab-
lishing a narrative position for corrective emotional experiences (Ehmann,
2002; Neimeyer, 2000).

Spirituality

Every narrative comprised some spiritual orientation, which was manifested as
a religious belief in God, a transcendent experience, and searching for meaning
in one’s own life. The lost sibling as a soul or angel exists in a differ-
ent dimension:

MGA: and I remember the sermon, and I could conclude that whether or not he
lives, he is with us, he exists, and ... those who stayed here have a task, a mission in
life to fulfil.

MBM: he lives, but not here, with us on Earth ... he watches us from above and
protects us as a blessed soul ... so to say, a saint. Not a canonized saint but he is in
Heaven, and ... and ... and he knows that he belongs to us, and we belong to him.

FKE: and he asked me if I believed in God. And I ... I remember clearly (...) that I
answered yes, I do, but I hate Him.

In some cases, the elder sibling proposes a name for the baby. This
responsible act (“nomen est omen”) is often characterized by some spiritual
features, e.g., the name is revealed by a natural phenomenon or by a dream:

FKE: My parents asked me what my sister’s name should be ... I was standing in
the balcony ... or perhaps not in the balcony but just in front of the window, but,
yes, perhaps in the balcony, and it was summer, the sun was shining, and I said that
the sunbeam was caressing me. So, they asked me if the name should be Sunbeam.
“Yes, Sunbeam”—so in fact, really, I gave her this name.

MGA: My Mum was not even pregnant at that time, and I had a dream that a
brother is born and then disappears. All that remained, all I could remembered when
I woke up that he was a boy. And his name was Péter ... the days passed, and we
were thinking about giving a name ... and they were mostly considering girl
names and thought that Istvan would do for a boy. And I said not Istvan but Péter.
(...) God prepared me for it...

Dreams are traditionally perceived as a connection to the other world,
and are a means to get to know the lost sibling who was stuck in the
other world:

FKE: I could see her in my dreams. I could imagine her with long brown hair as my
brother’s; but hers was curly, with brown eyes.

An apparition-like scene performs a similar function to dreams. The follow-
ing story is told in a distancing and ambiguous manner (“rounded up a
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romantic story”). The storyteller does not judge the story as rational; in the
Hungarian culture seeing an apparition would not be considered “normal.”
Openly, he conforms himself to everyday shared realities; but on a spiritual
level he still seems to believe in the reality of the experience and uses it to con-
nect to his brother and cope with the loss:

MVS: and then she (mother) was pushing my baby buggy to the windows of a toy
store and I was just looking at the window (...) and I could see a little rag dog
there, I laughed and pointed there, saying Geeg6, Geego (lost sibling’s name, baby
talk); and somehow I rounded up a romantic story that perhaps I might have seen
my brother in some way (...) I could see a small child, my own brother.

The lost sibling belongs to the family as a person. Continuing bonds

Suspecting some medical malpractice is present in several interviews. The
strong wish to identify the person who is responsible for the loss is an
expression of indestructible family bonds. The perspective of the medical
staff and that of the close relatives are very far from one another. For
MGA, his baby brother was a family member, while the hospital staff
treated him as a non-person—in MGA’s view, in a mechanical and inhu-
mane way. FCzl, sharing her mother’s vivid memories about the harsh
medical treatment, related a circumstance that is especially difficult
to confront:

MGA: and then I told my Dad ... I only wanted to put it all off ... that I wanted to
see the baby. I don’t care what they (i.e., medical staff) say now, I want to see him.
And my Dad asked them to let us see him but they did not allow ... did not allow
to, what I ... T ... and this was the other day, the story when (...) when they told
us that we could not see him, and I was very, very, very angry and I just could not
understand why it happened this way. (...) A child is born, and they know that he
has no chance to survive, they just put him in an incubator and neither his mother,
nor his father, nor his siblings can see him ... not even when ... when they
explicitly ask for it ... why is it better for this child to suffer alone ... why not ...
if he has to die it is not the same ... to die in the arms of loving family members.
And T ... this has been very painful for me that ... if they in the hospital
condemned him to die ... if ... he had injuries, or ... I cannot decide if these were
the results of some malpractice during delivery (...) whether or not they made a
mistake during delivery, they surely made a mistake when they let that child, my
brother, die without ever feeling the loving arms.

FCzl: My mother told me about it several times, in a bloodcurdling way. How he
(the baby) was thrown into a bucket after the delivery, and she could hear the
hard knock.

The idealization of the lost sibling is a sign of complicated grief and a dys-
functional defense against the perception of the vital threats related to peri-
natal death:
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Figure 2 Sick tree.

FKE: My mother was not interested in suing the doctor (...) as she would not have
her baby back, she could not even think of that, for many years ... but I would
need to know what happened and, uh, yes, I do want someone to be punished for
what they did, ruined our lives (...). Yes, she (the lost sister) was beautiful, she was
perfect. (...) they piled up lies in the necropsy report that she had been ill but not,
but not, this was impossible.

Children’s drawings are very telling about this bond and the related emo-
tions. Two of the interviewees could remember these drawings. In MBM’s
picture of a sick tree (=family), one branch had to be cut off and the
remaining two branches are healthy. The cut surface resembles a very sad
baby face with dark black eyes and a downturned mouth (Figure 2,
data repository).

MBM: I drew a tree that had three branches - I was there then, and my
second, now my second brother was the youngest one then, so we were the two
brothers who lived, and I drew a tree with three branches, and one of the
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branches was cut off almost at the base, and I remember that it was covered
with concrete.

The interviewee explains that in the cities, concrete is used for protecting
the trees after cutting the branches. Instead, concrete is used for covering
the roots of a tree growing near the pavement—and for tombstones. The
roots often break the cover what symbolizes an imperfect burial ritual and
its impact on the survivals’ lives. The interviewee as a young boy repre-
sented his deep worries concerning the lack of burial (the hospital crema-
tion) in his picture.

The presence of a phantom sibling is a sign of complicated grief. In these
cases, parental attachment to the lost sibling is maintained and has a lasting
and profound impact on the survivor sibling’s life (Davidoff, 2012; Hughes
et al., 2001).

FKE: We were shopping with my mother, a kind of girlie evening or girlie afternoon
in the mall (...) she (the mother) said that she had had a feeling as if she had been
missing something, and she knows that she should have been walking and shopping
there with her two daughters (sobbing voice).

Interviewees also had fantasies about the continuation of the lost sibling’s
life in this world:

MOD: it would be so cool...as a 20-year-old boy he would also come and
skateboard or ride a bicycle with us.

FPI: I was an adolescent boy with all these rebels and I wished my brother hadn’t
died. I always mentioned him as my younger brother and not simply a sibling. This is
how he was closest to me.

In the next excerpt, MVS points out the family responsibility for the life
of their children. This is an uneasy topic and the speaker’s mixed feelings
are expressed in repetitions and distancing generalizations (“anyone”;
“thing”; “you”; “our psyche”). While he wants to avoid blaming her mother,
he emphasizes the possible role of family conflicts in fatality. This is a very
painful way of regaining control over uncontrollable events. Following this
logic, however, he makes the most of his father’s sacrifice, who, as an alco-
holic, gave up drinking for his family when MVS was born. FCzL raises a
similar issue in a more straightforward manner:

MVS: I can even imagine that the, the, the ... the, the first ... uh, fetus was aborted
because of this psychological pressure although I cannot tell you why ... and that
uh, uh, uh, Gergé who knows why ... I don’t believe in things happening by
chance. There is no such a thing as chance ... I think, uh, I do not want to claim
that ... you cannot decide on a nuchal cord but, but I think our psyche does very
strange things sometimes. And ... and I want to be properly understood. I do not
want to blame my mother as ... as I do not think anyone would want to blame the
mother for a birth fatality, but who knows, perhaps the child himself, that is, Gergd
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might have received some impressions and, as a result, he did not want to be here.
(...) now we are discussing very fluid things.

FCzL: I used to resent my mother for not being careful enough and not protecting
the little fetuses more.

The idea that the lost sibling exists in another world and sometimes con-
nects to this world (watches) but does not interfere is possibly a source of
consolation. It is worth noting that the positive contents are described in
negative terms, which refers to the speaker’s previous negative expectations
and ambivalence (Colston, 1999). For FCzL, these negative connotations
are explicit:

MVS: (...) it is possible that ... that, that in a way he sometimes appears but does

not interfere with this world ... just as if he would have a look at us, “yeah, this is

it here, you are here, and it is all right” ... No ... I cannot feel that he would be

filled with anger, that is, if I think of Gergd, I cannot feel that there would be any
pain but (...) I could never experience that he would be angry for “I could not live”.

FCzL: I thought that they were angry with me because I live, and they don’t.

Parental grief and emotions

Parental grief has a profound impact on the surviving children. They are
insecure about or feel threatened by their parents’ emotions. Suppressed
emotions and rumination are particularly harmful. If the parents pretend
indifference, then the children may think that a child’s life does not matter;
or showing one’s emotions is improper. If the parents are immersed in
eternal grief, then they become emotionally inaccessible for the surviv-
ing children.

FKE: ... and then I used to live with my grandparents for about a year, with one or
the other. The ones who did not care about me cared about my mother. She, she did
not want to get out of bed at all except when she went to the cemetery, and she used
to spend all her day either in the cemetery or lying in her bed at home. While she was
at home, someone was always around watching as she had grave suicidal thoughts. She
thought that I had my father to stay with me and she could go with my sister so that
she would not be alone. Practically, she would have left me if she had been able to.
(...) (speaking about a photo she is showing) I have the same empty glance as my
mother has ... truly, my pain is not mine; but what my parents have experienced.
Their pain is mine, in reality.

Suppression is a common reaction: FHM: “she (the mother) never used
her name when speaking about her. She said the little girl instead. Perhaps
this could have been more painful for her.”

When the family can share the burden and accept their own as well as
each other’s feelings they can heal from the loss and appreciate the new
gifts in life:
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MGA: We spent our pocket money and bought shoes, a toy watch, and the like for
him ... we spent all our money on these ... and now all these had to be removed.
My father came in and said that we had to tidy up these, so that when Mum comes
home these should not be around. ... and then we tidied all up and took them to
the attic ... these were hard days (...) I remember when she came home we were
sitting in the living room together and were crying very, very heavily (...) I think
she is okay, okay now (...) one can see it when she is playing with her
grandchildren so happily. It makes her so very happy. I think it had been a big
burden on them that my elder brother got married rather late, just like me, and they
had thought that they would not have any (grandchildren) at all.

The transforming power of trauma. External reactions

The trauma of perinatal death is embedded in a family context,
making each case unique. Previous traumatic experiences in the family and
the way families responded to these events are explicitly related to surviv-
ing siblings’ memories of perinatal death in their narratives. Although these
traumatic events and circumstances, such as unjust imprisonment in the
state socialist era in Hungary, extreme poverty, family conflicts, and paren-
tal substance use do not seem to be directly related to the death of the sib-
ling they are closely connected in the interviewees’ reasoning:

MGA: ‘85 was a difficult year in our family, as my father that year (...) it happened
well before my sister was born when suddenly over ... suddenly he disappeared
from home. (...) as a child I only knew that they made my father disappear and
nobody could tell me where he is (...) a considerable theft happened in the area
(father’s workplace) and my father reported it to his boss and his boss responded
briefly that he should not have reported it at all. (...) he (father) was prosecuted
and imprisoned (...) she (mother) did not get any information (...) I only knew
that there was some big trouble, and I was terrified that I might be taken to child
custody. (...) and then my sister was born and I was very happy as this was the
only source of joy, this was how we could get away from those events (...) of course
we knew that our parents love their children very much but we, the children also
told them that we would like it (have a baby in the family again) (...) not
consciously, but I wanted another happy, unclouded period after the so many years
that had been so hard to survive.

Perinatal loss dramatically changes family roles and identity aspirations.
Surviving children do not find their place in this changed setting.
Parentification—when the child attempts to take care of the parents and
siblings—is quite frequent in these families. Loss of hopes and aspirations
concerning their new sibling roles are further complicated by the anxieties
concerning their own life, health status, and finally their own parenthood.
For these children, the crisis experience is captured in the idea of “I did
not know where my place was.” In some cases, parents want to replace the
deceased infant by giving birth to another child:
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FKE: They were sitting on the chairs beside the coffin in the funeral home. One of
my grandmas on one side and the other grandma on the other side... and my
parents were just standing beside the coffin, and I went from one of my grandmas to
the other as I did not know where my place was and what I should do (sigh) and
then, then, of course, I went to my mum.

MGA: He said that I should help her pack her things because she had not been
prepared for this and we talked about these things together, toilet paper,
toothbrush, pajamas and everything, and my first task was to call my father to
come home. And ... then ... I was a child and there were no mobile phones in
those days (...) and I was clever enough to tell my father “Come home, there is
trouble (He had to repeat the call) ...” and then my father came very quickly
and took my mum and I stayed at home with my younger sister, and I told her
“yes he is going to be born but look, you should not be happy about it yet” that
is, I surely did not handle the situation very well for her ... but I wanted to tell
her not to be happy ... so this is what I said to her “just don’t you be happy,
don’t be happy”.

FRG: When anyone refers to her (the lost sister) they use my name. This would have
been her name, but it is not clear if she got the name officially or they had just
wanted it; and I don’t know either if these babies are registered. An absolute role
confusion... my parents must have felt this as I soon got a nickname, and
everybody used that.

The external validation of the family experience was largely missing, and
perinatal death was often commented in an awkward, insensitive, and even
offensive manner by outsiders:

MGA: In September, the headmaster asked if my brother had been born and I was
upset and said that he had died ... .and there was a big silence, he did not ask me
anything else and I did not answer (...) and the headmaster said, and this made me
extremely upset, that it was better for him as “your family” would not have been able
to raise him anyway.

A long-term impact of the mother’s complicated grief (manifested in her
suicidal ideations) on the surviving sibling is existential doubt, the denial of
own existence as a value, derealization, and a “frozen,” eternal trauma. The
surviving sibling knows that she should not feel the way she does, but this
rational knowledge does not help her:

FKE: I was a too early child, and this should have come later, and this is how the
whole thing could have been all right if she had been the first one and no problem
could have happened this way ... no, I do not blame myself as I am not responsible
for it; neither they (the parents) are responsible for it. Only, only I feel that this is
what could have been all right. (...) No, I do not feel guilty because I live, and she
does not but I ... I would prefer if she lived as it would be so much better (... ).
This ... this is a story that has always been there and will always be there and often
when I am thinking of it I am shocked that the story I am telling you is really
my life.
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Discussion

The stories we analyzed were about losses that had happened decades ago.
The perinatal loss in the family is a life-transforming experience for the
surviving siblings. This was reflected in the contents of the stories as well
as in the fragmentations in the narratives. The master themes identified in
our analysis bear much resemblance to the main themes found in other
resources (Fanos et al, 2009; Funk et al., 2018; Kempson & Murdock,
2010; Meyer, 2015), such as a strong spiritual orientation (guardian angel,
celestial afterlife, sensing a presence) and speakers’ efforts at meaning-
making. We could identify a continuing bond, in which the sibling lives. A
change in family relations as well as in aspired roles and identities was also
characteristic of the texts. The results echoed an earlier finding by
Neimeyer et al. (2006): strong continuing bonds predict distress “only
when the survivor was unable to make sense of the loss in personal,
practical, existential, or spiritual terms” (p. 715). In our sample, meaning-
making is a central element in the narratives and is often successful in
existential-spiritual or even in personal dimensions, but much less in prac-
tical terms. The cause of death—a practical question related to possible
genetic risks, personal responsibilities, and legal liability—was usually not
clear for the bereaved siblings. This could be a result of the information
management techniques of “soft” dictatorships, where the retention of
information, a form of social control, is used to infiltrate the entire society.

At this point, however, we must note that even if the bereaved siblings
could acknowledge the lost sibling as a person and a family member, they
did not have time to establish a bond in real-life settings—only in their
imagination. This may add to the existing confusion (Meyer, 2015). Meyer
distinguishes between continuing and symbolically constructed bonds that
are often private, and bereaved siblings take active efforts to turn them into
a shared family reality. To establish this type of shared family reality, the
dead infant must be named, seen, buried, and then remembered. In con-
trast with earlier conceptions, a continuing bond may have a positive role
in the grieving process (Neimeyer et al, 2014); but is this so with con-
structed bonds? The constructed bond seems vital for the surviving siblings,
for whom the bond is evidence that a child cannot simply disappear from
the family as if s/he had never existed. For the parents, who have different
worries concerning their own generativity, constructed bonds may not be
reassuring. Studies on the theme are available but the results are contradict-
ory; some authors suggest establishing the bond while others argue that
this is a possible source of long-lasting depression and anxieties (Kersting
& Wagner, 2012).

Neimeyer et al. (2014) claim that grief is not primarily an intrapsychic
but an interpersonal process, a socially constructed response to
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environmental events. Several studies refer to bereaved siblings as
“forgotten mourners” (Kempson & Murdock, 2010, p. 740.) Death and
mourning are natural experiences in life, and pathologizing natural human
experiences may make more harm than good. Kempson and Murdock
(2010) found that communication toward the bereaved siblings was not
responsive to their unique needs, attempting to isolate them from their
own grief experience. They cite Devita-Raeburn (2004) “Validation is in
short supply when a sibling dies. (...) the less validation, the more
ambiguous the loss, the more frozen the grief” (p. 31). In the siblings’ nar-
ratives, we could often identify a dissonance between speakers’ rational,
culturally affirmed understandings and the underlying emotions: pain, con-
fusion, self-blame, and resentment.

Clinical implications

Neimeyer et al. (2014) highlighted the importance of community and cul-
tural resources in the grieving process. Improvements in public attitudes
via awareness raising could promote the validation of siblings’ experiences
and the creation of a broad supporting network.

Many of the iatrogenic effects mentioned in the narratives, such as disre-
specting patients’ rights and communicating in a highly technical, indiffer-
ent, or even offensive manner to them are less likely in a present-day
Hungarian hospital setting. Progressive professional guidelines have been
introduced to protect the families from the destructive consequences of the
loss (SZNSZK & OGYEI, 2010). The implementation of the guidelines and
practices greatly depends on the organizational culture of the given institu-
tion. Bereavement rooms should have been established in every hospital,
but this has not happened so far. Further, bereaved families are only inci-
dentally informed about their rights to the fetus’ burial.

Providing grief counseling/therapy to families with perinatal loss is a way
to promote post-traumatic growth and the appreciation of life (Kempson &
Murdock, 2010). In Hungary, a unique system of health visiting was estab-
lished in 1915 (Magyar Védonok Egyesiilete, n.d.). The visitors, specialized
in maternal and child health care, have a continuous and long-term rela-
tionship with the families. They could assist them to cope with the loss and
refer them to specialized care when needed; but presently, health visitors
are not trained to intervene in these family crises. Further, psychotherapy
and counseling services are not available everywhere in the country and are
only rarely covered by one’s health insurance. Most of the accessible serv-
ices are delivered in private practice.

Transformations in legislation are relatively quick but access to services
and the organizational culture of health care institutions improve more
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slowly. Changes could be achieved via service development and monitoring
the implementation of the existing guidelines and regulations. Targeted
training programs about the perinatal loss in the family and its potential
impact on the bereaved siblings could be introduced to assist the hospital
staff as well as the health visitors in gaining a more holistic understanding
of the uniqueness and fundamental life-transforming power of this woeful
family experience.
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