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ABSTRACT
Problem

Miscarriage and stillbirth can severely impact maternal mental well-being.
Background

In Japan, local municipalities must prepare systems to provide mental and social-spiritual
support to women after miscarriage or stillbirth.
Objective

To elucidate what spiritually supports the mental health of women who have experienced
miscarriages and stillbirths.
Methods

This analysis included 25 women who had experienced miscarriage or stillbirth at least
one month previously and participated in self-help group meetings at least twice. Data were
collected from March 2020 to March 2021 using two narrative interviews and questionnaires.
Findings

The mothers led their lives “together” with their children. They derived spiritual support
from others, such as “the presence of someone who is living now after having experienced
anguish” and “others who acknowledge the presence of my child and me as a mother”. Further
elements of the support included “resigning myself to face my grief” and “strong links to
deceased children”. While facing their grief by accepting that this anguish cannot be replaced
[with anything else] and resigning themselves to reality, their bond to their child is strengthened.
Conclusion: What women perceive as support after a miscarriage or stillbirth will be an

important clue to care.

Keywords
Spiritual Support: Perinatal Grief Care: Mental Health: Miscarriage: Stillbirth:

Bereavement Care



BACKGROUND

Approximately 23 million miscarriages occur annually worldwide, and about one in 10
women experience miscarriages. Miscarriages are tragic events that change the lives of those
who experience them, although their influence on women’s mental health has been
underestimated [1]. According to the results of demographic surveys, approximately 15% of all
pregnancies end in miscarriage in Japan, and approximately 2% of all pregnancies end in
stillbirth annually [2]. However, the psychological effects and grief after a miscarriage are not
well understood by society [3; 4; 5].

The Japanese Ministry of Health, Labour and Welfare recently requested local
municipalities to reexamine systems for mental and psychosocial support for women who have
experienced miscarriage or stillbirth [6; 7]. Most women who have experienced a miscarriage
or stillbirth end their medical care at the end of their one-month postpartum health checkup and
live in the community. Despite being postpartum mothers, they are at high risk of falling into
extreme isolation due to “unrecognized grief” [8] after the death of their child due to the lack
of public social resources that have been provided. Such mothers need postnatal care to follow
up on their physical and mental state. Therefore, perinatal loss care, which affects both physical
and mental health, needs to be restored to how it should be now [9].

An epidemiological study conducted in the United Kingdom in 2006 evaluated 29
pregnant women who committed suicide and found that 17 of them (59%) had a history of
psychiatric disease or severe depression, nine (31%) had experienced drug dependency, and
three (10%) experienced a severe grief reaction [10]. Furthermore, a cohort study of 537 post-
miscarriage women found that 18% satisfied the criteria for post-traumatic stress nine months
after their loss, 17% had moderate to severe anxiety, and 6% experienced mild to severe
depression [11]. Thus, there is a need to identify and provide the spiritual support required to

deal with women's mental health issues after miscarriage or stillbirth, treating this condition as



a severe problem. The anguish caused by bereavement grief is usually referred to as spiritual
pain because it is an experience that goes beyond the spiritual level and shakes spirituality as
well. We explore spiritual care for such distress.

This study aimed to understand what constitutes beneficial spiritual support for women
who experience miscarriage or stillbirth and factors restoring mental strength and willpower.
Spiritual support, which encompasses people, things, values, etc., that can offer support for
spiritual pain, is not restricted to external involvement by a third party. This study explores
spiritual support by focusing on the grieving process of women rather than being limited to the

conditions leading to the loss of a child.



MATERIALS AND METHODS
Definition of Terms
* Spiritual support

The concept of spirituality is greatly influenced by individual values, and the Japanese
Society of Spiritual Care has not been able to establish a clear definition. Although the proposed
revision of “spiritual well-being” to the Definition of Health was famously rejected, the World
Health Organization (WHO) clearly states the presence of “spiritual pain” in its definition of
palliative care [12]. In addition, spirituality is not something to be questioned only when facing
death but is now considered to be something that transcends religion and should be faced
throughout one's life. Kubodera, a leading expert on spiritual care in Japan and director of the
Japan Society for Spiritual Care, defines spirituality as “the ability to seek out new sources of
strength and hope, both within and without the self, when faced with a life crisis, and to find
new meaning and purpose in life that has been lost” [13].

This study follows Kubodera's definition of spirituality based on the characteristics of the
study subjects who experienced bereavement with their children. The definition of spiritual
support in this study is as follows. Spiritual support refers to support that eases the distress
(spiritual pain) that upsets the spirituality of the bereaved mothers. Anything and everything
that is perceived by the person as support. It includes all people, things, events, perceptions,
relationships, values, thoughts, and words, regardless of their form. The reason we use spiritual
support rather than spiritual care here is to capture individual perceptions so that everything is

covered and not limited to specific support from a third party.



Participants and recruitment

The study participants were women who met the following inclusion criteria: 1) those who
had experienced miscarriage or stillbirth at least one month or more prior to the study, 2) those
who were judged by the self-help group (SHG) representative to be voluntarily attended the
SHG meeting at least twice, and 3) those who were judged by the SHG representative to be in
the process of facing their own grief and in a situation where they could participate in the
interview and verbalize their own feelings and thoughts. The exclusion criteria for participants
included induced abortion, duration of less than one month of loss, those who did not
voluntarily participate in the SHG for peer support, and those with social issues other than grief.

The weeks of gestation at the loss were not restricted.

Data collection

The data collection method is shown in Figure 1. Data were collected from March 2020
to March 2021. Yuko Endo (Y.E.) performed two narrative interviews with each participant. In
addition, the participants were requested to fill out two questionnaires and a sheet with their
demographic and other attributes.

The demographic characteristics and history of pregnancies form required the participants
to provide the following information: age, marital status, divorce status, infertility treatment
(yes versus no), history of pregnancy and childbirth, the experience of miscarriage or stillbirth,
and the time of occurrence of these events, delivery style, cause of death, history of psychiatric
examinations, history of participation in the SHG and the motivation for participating, and the

daily habits that participants consciously engaged in.
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Figure 1. Data collection method.

CES-D: Questions on mental health: Center for Epidemiologic Studies Depression Scale.
FACIT12-Non-IlI: Functional Assessment of Chronic Illness Therapy - Spiritual Well-Being,
a modified version for non-illness questionnaire contains 12 questions.

Questionnaire and Interview

* Questionnaire 1: Questions on mental health: Center for Epidemiologic Studies
Depression Scale (CES-D)

CES-D is a scale developed for epidemiological studies of depression developed in the
United States [14; 15]. We used the Japanese version of the CES-D, which is prototypical of
the National Institute of Mental Health (NIMH) version, has a smaller number of items, a lower
response burden, and has been shown to be clinically useful [16; 17; 18]. It consists of 20 items:
16 symptom-present items (depressive mood, physical symptoms, and interpersonal
relationships) and 4 symptom-absent items (positive mood). The frequency of symptoms in the
past week is asked, and the respondent selects from four options: “none”, “1 to 2 days”, “3 to 4
days”, or “5 or more days” [14; 15; 17; 18]. Participants were asked to complete this

questionnaire to determine their depressive symptoms before each interview.



* Questionnaire 2: Functional Assessment of Chronic Illness Therapy - Spiritual Well-
Being, a modified version for non-illness (FACIT-Sp-Non-Illness) ver. 4, Japanese-
language version

The FACIT-Sp-Non-Illness (user license from FACIT.org on May 1, 2019) contains 12
questions regarding spirituality with responses on a 4-point Likert-type scale (0: not at all - 4:
very much) [19; 20; 21]. The questions were divided into two groups, with eight questions in
the “Meaning/Peace” group and four questions in the “Faith” group. Higher scores indicate a
more positive spiritual condition. Individual pre- and post-interview questionnaire 2 scores
were compared to assess whether participants were not distressed enough by the interview to
have their spirituality shaken.

* Narrative interview

Participants were asked the following narrative generation question: “You have gone
through the most difficult experience in your life, and what kind of spiritual support do you
think has kept you alive today?”. Y .E. was careful not to interrupt the participants while talking,
and the primary focus was to listen even when the participants got sidetracked. Only when the
participants finished talking, Y .E. asked questions to clarify unclear points or confirm responses.

All narratives from the first interview were transcribed into text. Y.E. then repeatedly read
the transcribed narratives and prepared a summary of the "content and meaning" of the first
interview narratives as captured by the interviewer. After preparing a verbatim transcript and
summary of the first interview, Y.E. made an appointment for the second interview. The second
interview was conducted to address missed or misunderstood aspects of participants’ initial
responses during the first interviews. Additional questions were asked if required. In the second
interview, we gave them a summary of the first interview and confirmed that the content was
correct. Participant reaffirmed their perceptions of support by receiving their narratives of the

first interview through the author’s voice.



Data analyses

This study used thematic narrative analysis based on Riesman's idea that the subject of
narrative analysis is the “story being told” [22; 23; 24]. Narrative analysis focused on individual
narratives and concentrated on finding spiritual support by focusing on “what” was told, rather
than pursuing the meaning of who and for what purpose. The specific procedure was based on
the thematic narrative analysis procedure by Ewick & Silbey [22; 23; 24].

First, verbatim transcripts were created from the recorded narrative data. The created
verbatim transcripts were read repeatedly to extract all spiritual support while retaining the
overall storyline without compromising the coherent sequence of each semantic content of the
narrative regarding spiritual support. We were careful not to subdivide by coding or mix
multiple cases, as in the grounded theory approach. Areas in which specific episodes of support
were not described were excluded from the analysis. Themes were extracted by carefully
finding commonalities for each content that fell under the definition of spiritual support
presented in the individual narratives. After all themes have been identified, we had focused on
differences, similarities, and relationships among the themes to try to capture the overall picture
of the narratives regarding spiritual support.

The English translation of the manuscript, including the Japanese narrative, was done by
native English proofreaders with extensive experience in translating medical manuscripts. Y.E.,
who was responsible for the interviews, repeatedly proofread the manuscript more than 20 times
by multiple proofreaders, checking the translated English text for mistranslations and
differences in nuance from the Japanese text. Finally, we received a quality certification
statement from native proofreaders and submitted this manuscript. In this translation work, no
back-translation by a third party was performed.

The scores obtained from the questionnaire were subjected to a paired t-test and p-values

were calculated.
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Ethical considerations

This study was conducted with the approval of the Ethics Committee of the Graduate
School of Health Sciences, Kobe University (Approval No.: 911). Y.E. provided the candidates
with verbal and written explanations of the study. In addition to obtaining permission to record
the interviews, Y.E. obtained informed consent from the study participants that they did not
have to answer questions they did not want to answer in the interviews, that all information
would be used only for research purposes, and that the information would be thoroughly
managed to prevent disclosure. Consent was also obtained to disclose the results of the study
in a form that would not personally identify any individual.

The setting was critical in getting participants to talk about their experiences of loss.
Participants can only speak in an environment that is familiar to them and in which they can
build trust with the interviewer [22; 23; 24]. To build rapport and obtain genuine narratives,
Y .E. became an integral member of the SHG staff and continued participating in activities.
When the candidates revisited the SHG, Y.E. consulted with the candidates regarding
participation in the study. By fostering relationships with participants and providing sufficient
explanations of research requests, we worked to create an environment in which participants
could refuse research requests at any time of their own volition.

To extract compelling narratives, Y.E. spent three and half years gaining specialized
knowledge about loss and grief, underwent training for effective listening, and obtained
professional certifications in bereavement care before conducting the interviews. Informed
consent was obtained to record the interviews. All data obtained from the participants was

handled with care for confidentiality.
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RESULT

Overview of the participants

The SHG representative, who was familiar with the participants' situation, assisted in the
candidate selection. As a result, all 25 participants met the inclusion criteria, and consent was
obtained from all. No one dropped out during the entire research process. Their demographic
characteristics are shown in Tables I and II. Fifteen participants had experienced multiple
perinatal losses. The total number of perinatal losses experienced by the participants was 46,
with an additional four experiencing neonatal death. The gestational age at the time of their loss
ranged from the early to the late gestational period (5 to 41 weeks), and 67% had experienced
loss before 22 weeks. In addition, 10 participants had experienced a loss within 3 years, seven
within 3 to 5 years, and eight between 5 to 25 years after their first loss. The elapsed time since
the first loss is indicated because the grief process that a person continues to face is important,
even if woman has experienced multiple losses. 12% of those who reported having religious
faith indicated that they had been religious since childhood, regardless of their perinatal loss
experience.

The mean duration of the first and the second interviews was 1 hour 26 minutes and 1 hour
18 minutes. The mean time between the first and second interviews was 112 days (19 to 203

days).
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Table I. The demographic characteristics and history of pregnancies of the study participants (n = 25)

Number of

Mother’s Number of . . Any other
Time passed times of .

age p pregnancy n since 1% n participatingin n circumstances
at time of loss . P pating at the time of

ot ¢ . . perinatal loss SHG meetings . .
I* interview experiences .. the interviews

(in times)
26 - 30 2 1time 10 Withinayear 1 2-5 13 Undergoing
31-35 5 2 times 9 1-3 years 9 6-10 ¢ Infertility
treatment
36-40 6 3 times 6 3-5years 7 11-15 3 Pregnant
41 - 45 10 5-10 years 4 16-20 2 No children
46 - 50 1 10-15 years 2 21 or more 1 None
51-55 1 15-20 years 1
21-25 years 1
Number of
. Number of . o
deliveries . . History of psychiatric care related to
n deliveries n Religion n .
before the perinatal loss
after the loss

loss
0 Births 16 0 Births 10 No faith 22 Yes (no pharmacotherapy)
1 Birth 5 1 Birth 14 Christian 1 Yes (with pharmacotherapy)
2 Births 2 2 Births 1 Other 2 No
3 Births 2 3 Births 0

Table II. Individual loss experiences of the study participants (n = 46)

Gestation of perinatal loss

Year of perinatal loss n (in weeks)

2020 1 Less than 12 26
2019 9 12-21 5
2018 7 22-27 4
2017 11 28 -31 1
2016 5 32-35 1
2010 - 2015 10 36 -39 7
2000 - 2009 1 40 - 42 2
1990 - 1999 2
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Questionnaire survey results

* Questionnaire 1. Questions on mental health (depressive symptoms)

Figure 2 shows the pre-interview CES-D scores, which were categorized as Normal
(under 16 points), Mild (16 to 20 points), Moderate (21 to 25 points), and Severe (26 points and
higher). More than 30% of participant responses were 16 points or higher, indicating that those
who experience grief often have depressive symptoms to the extent that they are diagnosed with
depression. The results of a paired t-test with a mean score of 13.78 points (0 to 40 points) for

the first interview and a mean score of 13.08 points (1 to 25 points) for the second, showed no

significant difference (p-value = 0.377).

Number of the study participants

18

17
16
16
14
12
10
8
6 5
4
. 3 3
2
2
i :
0
Normal Mild Moderate  Severe
Depression Evaluation
] the 13 Interview the an Interview

Figure 2. Questionnaire 1 response

Pre-interview CES-D depression scores, which were categorized as below.

1. Normal (under 16 points)

2. Mild (16 to 20 points)

3. Moderate (21 to 25 points)

4. Severe (26 points and higher)
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* Questionnaire 2. The FACIT-Sp-Non-Illness Spirituality scale

A comparison of the scores for Questionnaire 2 completed before and after each interview
is shown below. The scores of several participants increased after they recalled and talked about
their experiences of loss. Individual differences in this score itself were found to be significant.
Therefore, individual scores and their trends are shown in the figures. Figures 3 through 6 show
the score trends for each group (Meaning/Peace, Faith) in Questionnaire 2. Among these, the
mean increase in the scores of the “Meaning/Peace” group was 2.44 points (1% interview) and
3.84 points (2" interview). Although the scores in the “Faith” group increased in many cases,
the average increase was 1.24 points (1*! interview) and 1.32 points (2™ interview), which was
small. The p-values of each are 0.0031 (1) and 0.0004 (2°), without any significant difference.
The p-values of the t-tests before and after each interview for each group were as follows:
interview 1 (Meaning/Peace group: 0.00028, Faith group: 0.0031, Total: 0.00016) and
interview 2 (Meaning/Peace group: 0. 000026, Faith group: 0.0004, Total: 0.000014), all of
which showed significant differences. The results of the t-test between interview 1 and

interview 2 showed no significant difference (p-value = 0.22).
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Questionnaire 2 Response Questionnaire 2 Response
from the 1 Interview from the 2" Interview
(Meaning/Peace, Score range: (Meaning/Peace, Score range:

32

——'___—_-__
30 30
28 28
26 . . ~
24 :
16 16 ;
14 14 r;
| N ,, -~
10 10
8 8

Before the Interview  After the Interview Before the Interview  After the Interview

Figure 3 (left side).
Scores of the Meaning/Peace group of the questionnaire 2 responses before and after the 1% interview.
Figure 4 (right side).

Scores of the Meaning/Peace group of the questionnaire 2 responses before and after the 2" interview.

Questionnaire 2 Response Questionnaire 2 Response
from the 1% Interview from the 2" Interview
(Faith, Score range: 0-16) (Faith, Score range: 0-16)

AVHAN

2
[}

Before the Interview  After the Interview Before the Interview  After the Interview

Figure 5 (left side).
Scores of the Faith group of the questionnaire 2 responses before and after the 1% interview.
Figure 6 (right side).

Scores of the Faith group of the questionnaire 2 responses before and after the 2" interview.
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Results of thematic narrative analysis

As aresult of seeking similarities while keeping in mind the importance of every statement
made by the participants, we identified the following seven themes that served as spiritual
support for the mental health of those who had experienced miscarriage or stillbirth: 1) The
presence of someone who is living now after having experienced anguish, 2) others who
recognized the existence of their deceased children, 3) others who recognized the participants
as mothers, 4) resignation to the fact that participants had to face their sadness alone, 5) the
presence of deceased children who were the subject of their sadness and love, 6) the presence
of deceased children who helped them grow, and 7) strong links to their deceased children.

The participants who told on each theme are shown in Table II1. The main excerpts from
the narratives were used as specific examples of each of the seven themes and are presented
below without altering the participants’ statements. Narratives that did not make sense in the
excerpts were edited by changing expressions or omitting parts of them.

Focusing on the differences, similarities, and relationships among the themes identified,
two key elements were ultimately extracted as an overall picture of the narratives related to
spiritual support: 1) providing them with hope to continue living after experiencing 2) helping
mothers regain their self-esteem. An association map of two key elements with seven themes

is shown in Figure 7.

- 17 -



25)

Table III. Availability of narratives applicable to each theme for each participant (n

UQIP[IYO PIseadap

[moya] 03 syuip Suong  :LowAY L,
mo13 [woyy] pad[oy oym UdIp[Iydo
poseaoop Jjo oouasaid oy QWYL
OAO[ pUE SSupes

[11oy3] JO 103[qns ay) 21oM OYM UIP[IYD

paseaodp jo ooussord oY oMY,

ouo[e ssaupes [11o13] 9oe} 03 pey [Loy]
Jey) 308 U} 0) UoneuJIsAY :HIWIY]L
sIoyjoul se

[wayy] paziug0oa1 oym SIDYIQ) :€IWAY L,
UDIP[IYD PIseIIP [J19Y}] JO 20U)SIXD

o) paziugooal oym SIOYQ :ZIWIYL

ysms3ue
poouorradxa Suraey Iojye mou SUIAI] SI

OYM 9UOSWIOS JO 90U0saId ot : JOWIY ],

(ypuow/1eak) SSOJ 45 AU} doUIS

possed o],

soouar1adxa ssof [ereuttod Jo JoquinN

di yuedronted Apmyg

2y 9m

2y Tm

ly 3m

10 yrs

3

ly Om

10m

ly Om

2y 5m

6y Om

4y 2m

4y 2m

6y Om

2

3y 8m

20 yrs

lyllm

2

3y 7m

S5y 8m

2y Om
10y9m

2

3y 6m

3y 3m

2y 3m

25 yrs

3

S5y Sm

3y 3m

17

14

14

25 20

10

Number of participants

for each theme:

- 18 -



Theme 1:
The presence of someone
who is living now after having
experienced anguish

Theme 2:
Others who recognized the
existence of their
deceased children

Theme 3:
Others who recognized
the participants as mothers

™

J

Key Element 1:
Providing mothers

with hope to continue living

Theme S:
The presence of deceased
children who were the subject of

Theme 7:
Strong links to their
deceased children

their sadness and love

Key Element 2:

Helping mothers regain their self-esteem

[ Theme 4:

Resignation to the fact that
participants had to face their
L sadness alone

.

Theme 6:
The presence of deceased

children who helped them g_:row)
\ y

Figure 7. Result of thematic narrative analysis. Association map of two key elements with seven themes

* Theme 1: The presence of someone who is living now after having experienced

anguish

Ten out of the 25 women said they did not know how to live after the death of their children.

When they had nearly lost their confidence and willpower to live, the presence of someone with

similar experiences, who had moved past the mental and emotional turbulence, gave them hope

in their lives.

Ms. S came across someone with the same experience in a publication.

“When I wondered what others had done in the wake of the shock of realizing that such misery

existed in the world that I — a health care provider — never knew existed, a head nurse lent me

a book to read. This book contained people’s experiences. I realized that there were people

who had continued living their lives all by themselves after such terrible things had happened

to them, and I was grateful to have found this out. Through this book, I came across people

who had had the same experience.”

Ms. O spoke of how someone with the same experience acted as a signpost indicating how

to live her life when she was in the depths of darkness with no view of her future.
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“Even among people who have had the same experience, the various circumstances [they are
in] differ. I wanted to share my feelings of anguish with someone who suffered in the same
way. But that was not enough. I wanted those who were a little further along in their experience
to act as a signpost to show me how I could continue living and spiritually support me. When
I was at my worst, when I had no idea how to go on living, the person I wanted to meet was

’

someone who had had the same experience and was a little further along than me.’

* Theme 2: Others who recognized the existence of their deceased children

All participants confirmed that the existence of others who recognized the fact that they
were indeed pregnant, and the child was alive in the womb was a factor that was important for
spiritual support.

Ms. X spoke of being spiritually supported by the SHG.

“I am thankful [for those who] consider it as important as I think of my child as being alive.
There isn’t a single day when I don’t think of my deceased child. I don’t hold back my tears. [
was saved by [the existence of] a place [i.e., the SHG] where the children here on earth and
heaven could be together. So, visiting the SHG and venting regularly is what I needed more
than anything else. The time I spend here [at the SHG] feels like the time I spend with my child,
and people want to talk to me about my child. Having a place where people accept my child’s
existence is a [source of] spiritual support.”

Ms. L gave the following account: An environment (people, location, and time) giving
importance to the existence of children is an important source of spiritual support that prevents
mothers from becoming mentally isolated.

“I am blessed by my family, friends, and even the hospital. Everyone cherishes my child and
is concerned about me. They worry about [what would happen if] I had a painful

experience.... The fact that I have not had such an experience is a great [source of] spiritual
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support. I could not understand the circumstances surrounding the fact that my daughter died
while still in the hospital, and I couldn’t even cry. So, I even lost interest in making memories.
But, to prevent me from regrets later, a midwife took the time to make memories with me and
my daughter and husband since these memories cannot be made later. Being able to have

made memories that way was a major [source of] spiritual support in my subsequent life.”

* Theme 3: Others who recognized the participants as mothers

Twenty of the 25 women stated that the presence of individuals who recognized them as
mothers gave them the strength to adjust to the loss.
Ms. I spoke of how important it was to be recognized as a mother.

“After the stillbirth, all I did all day was stay at home and cry in front of the Buddhist altar
from morning until night. My mother said, ‘You are a mother, so cook food [for your child].’
At that moment, I suddenly realized, ‘That’s right: I am a mother!” From that point, |
gradually became able to cook food for my child and make offerings of food on the Buddhist
altar.... While I was still in the hospital, no one on the medical staff ever referred to me as a

‘mother.’ Only the man in the morgue naturally called me a mother when he said, ‘The mother
should come this way.” When [ was treated that way, I was happy because it felt like approval
that I deserved to think of myself as a mother. [The fact that] When my next child was born
safely, I finally felt confident that I am a mother.

Nevertheless, since no one could see my [first] child, no one treated me like a parent. Instead,
they treated my child only as a child who had died. There wasn’t even a record of my child’s
existence in the Family Register. Every time I experienced something like this, I thought to

myself, ‘But I'm a mother!’”
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Ms. K spoke of her experience of being treated like a mother at the SHG.
“Until I started participating in the SHG [activities], no one thought of me as a mother even
though I had given birth to a child. People who had had the same experience listened to me
when [ talked about my child because they understood. So, it was very significant that they
referred to us as ‘[baby’s name] Mom.’ I have never forgotten how happy I was the first time
someone called me ‘mother’... Because I am a mother, regardless of my child being in

’

heaven.’

* Theme 4: Resignation to the fact that participants had to face their sadness alone

Eight of the 25 participants' narratives fell under this theme. They stated that to adjust to
bereavement with a child, it is important to be prepared to face oneself.

Ms. H spoke of her experience of unjust or unfair treatment from God.
“Beliefs? In my case, beliefs provided no spiritual support whatsoever. How could that be
possible? Do gods or Buddhas even exist? I realized that the only thing I could do was face
my suffering by myself.”

Ms. W shared their experience of confronting themselves.
“I think I was scared because I never really had a solid sense of myself. When my child died,
my already unstable base became even more unstable due to my grief. The experience of that
sadness led me to the task of looking at my inner self. It wasn’t easy, but I looked carefully at
what kind of person I was and took back [the version of] myself that did not waver no matter
what others said to me. So, now I am not affected no matter what others think of me. I strove
to accept myself and [finally] accepted my life. [So now], I am living a life I am satisfied with.
It was a terrible experience, but when I thought that maybe this experience could be of use to

other people, I finally could stand on my own two feet.”

- 22 -



* Theme 5: The presence of deceased children who were the subject of their sadness and
love

Statements made by 14 of the 25 women shared similarities with this theme. For mothers,
the love for their children and the grief of losing them were inseparable.
Ms. F expressed ambivalence in the grief after child loss.
“It seems strange, but even though my deceased child is the source of my painful feelings, 1
am oddly comforted by the presence of [that same] deceased child.... This huge contradiction
is something that only someone who has had an experience like this can understand. The more
time passes, the more I am convinced of this. From the perspective of those around me, the
only thing they can understand is that my child ‘makes [me] suffer and feel sad and is the
cause of [my] painful feelings.’ This seems strange to me. ... The presence that makes me suffer
is, at the same time, the same presence that gives me resilience against that suffering. Even |
find this mysterious. So, I have never even once thought of my child, ‘If I had never been
blessed with you, I would not have suffered like this.’ Society only sees the sad aspect, but my
child’s presence is a [source of joy] for my husband and me. Our child is a living hope that
gives us happiness.”
Ms. U spoke of her complex feelings about facing her sadness.
“Facing the death of my child was something that I honestly wanted to give up on because it
was so difficult. ... But if  were to do that, it would make it seem as though my child had never
existed, which would lead to extremely complex feelings, and I would fall into self-loathing.
So, 1 think I am spiritually supported by my child's presence. I don’t want to think of my child
because doing so causes me to suffer, but I can’t not think of my child, and putting my child

out of my mind is something that I absolutely should never do. I can never and do not want to

ever forget. I love my deceased child the same as [her] siblings.”
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* Theme 6: The presence of deceased children who helped them grow

Fourteen of the 25 participants felt that their deceased children helped them grow. Instead
of living attached to their physical bodies, mothers gained the ability to sense the presence of
their children, who were not physically visible.

Ms. K spoke forcefully of her child, giving her hope.

“My child did not come [into this world] to make me sad. I believe my child came [into this
world] to bring me many gifts. My child showed me what I thought was difficult in my life and
that I wasn’t living as myself. Then, I could live as myself without worrying about what other
people thought of me and without holding myself back. Since my child is in heaven, I am not
even afraid of death anymore. I now live my life happily and positively with my child. I have
nothing but thanks and appreciation for my child. I will live proudly until the day comes when
1 am reunited with my child.”

Ms. S spoke of her child, providing her with many realizations.

“It was a challenging period for me, but these last ten years have been years that I learned a
lot of things. If [ hadn’t had this experience, there would have been many things [ would never
have realized. I thought about several things because of my son and my son taught me so many
things. I have my son to thank for the fact that I became happy, and I am thankful to him. My
experience became one in which I realized different kinds of happiness, and I became thankful
for the fact that I am alive. ... I changed my sense of values as I identified things that were
important to me, and through this experience, I realized that I was connected to others. After
a child dies, those who think their lives are over find connections with someone and continue
living. The fact that there is a warm, welcoming place where that is allowed is something |
learned from others. So, in a sense, my child got me to revise the way I was living.... My child
took away the pain I used to have in my life due to a variety of things. I think his coming into

the world had this meaning for me. Through him, I came to understand many things, many
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things became visible to me, I started thinking about many things, and I realized what is really

important. Thus, it became easier than before for me to live my life.”

* Theme 7: Strong links to their deceased children

Seventeen of the 25 mothers felt strong links to their children. Through the task of facing
their grief, they affirmed the belief that their children resided within themselves, and as a result,
their bonds with their deceased children grew, although the approaches toward arriving at this
conclusion were different. It could be concluded that the relationship between mother and child
continues long after the child’s death and that this is a source of mental and emotional strength
for the mother.

Ms. N experienced her first miscarriage over 20 years ago. At that time, there were no
SHGs, so she had no opportunity to face her sadness. Instead, she had to put away her sadness
for a long time, but she told of how she finally found a place for her child.

“Over twenty years have passed now.... Even those who have lost a child and thought their
lives were over can connect with someone and realize that it is okay to live. I learned from
others that there is a warm place (SHG) in this world where we can naturally support each
other. Things were so difficult that I didn’t know what to do before that. I just cried and cried
when I attended memorial services for miscarried children.... All I did was say ‘I'm sorry’
repeatedly to my child. But I no longer go to memorial services for miscarried children, and 1
think I'm all right. Since I discovered that there was a place for my child, I now know that my
child is always with me.”

Ms. H spoke of her wish that her child’s life would continue.

“The midwife taking care of me taught me something. She said, ‘People die twice. The first
time is when the body dies. The second time is when they disappear from memory.’ The death

of the body filled me with deep sadness. So, I thought that there was no way I would allow my
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son’s memory to disappear. After I die, [my son’s] life would be over. [To avoid this], I got
my other children to remember [my deceased child]. I thought that this way [my deceased
child’s] life would not come to an end. So, we always talk about [my deceased child] in my
family.”
Ms. S spoke of invisible links to her child.

“I still suddenly burst out crying sometimes, even now. But my child currently resides within
me.... I believe the child-mother relationship is ‘one flesh.’ In particular, the infant is part of
the mother. And so, my son is, without a doubt, part of me.... For a mother, I think the greatest
source of power is the presence of the deceased child. Once I become able to place my child
within myself, this affects how [ see everything in my life. So, it gives me the power to live or

perhaps makes me think that I can live life to the fullest.”
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DISCUSSION

Main findings

From the seven themes derived from this study, two important key elements of spiritual
support for women experiencing perinatal loss were identified. The first is providing them with
hope to continue living after experiencing sudden child loss. Previous studies have reported a
strong association between miscarriage and anxiety, depression, and suicide [10], and that
women who experience miscarriage and stillbirth face significant mental health crises. In the
results of Questionnaire 1 (Figure 2), more than 30% of the mothers who had lost a child were
depressed. Furthermore, a comparison of the results of Questionnaire 2 before and after each
interview showed that many of the respondents improved their spirituality scores. In some cases,
scores before the second interview were lower than those after the first interview, but since the
grief process changes slowly, moving forward and backward, receiving external stimuli, it is
impossible to say whether the fluctuation in scores between interviews was a short-term effect
or due to other factors. Nevertheless, what can be said from this is that talking to others about
the experience of loss in a safe place has a more positive impact on spirituality. This study
indicates that the presence of others who had undergone the same experiences and were
continuing with their lives, as well as the presence of those who recognized the participants as
mothers inspired them to continue living until they could be reunited with their deceased child.
This idea is common to the spirit of Japanese culture, which bonds with the deceased [25; 26].
This inspiration is related to the extracted themes 1, 2, 5, and 7, which provided them with the
mental and emotional strength to continue living (Figure 7). Having a strong bond with their
deceased child and the very presence of the child they love serve as unmistakable sources of
hope to continue living.

The second key element is helping mothers regain their self-esteem. The presence of others,

who recognize the mother of the child and their belief that the soul of their precious child

27 -



continues to live on, as in themes 2, 3, 4, 6, and 7 extracted in this study, provided the mothers
the opportunity to regain the self-esteem they were on the verge of losing (Figure 7). When
spending their days in grief, mothers may tend to be obsessed with how weak and powerless
they are. It has been well documented that women who experience bereavement during
childbirth become lonely and unable to seek help due to a lack of understanding or care [4; 8;
27]. Recovering their self-esteem inspired these women to prepare themselves to believe in
their strength and face their anguish again. While they were facing their grief, as difficult as it
was, they experienced revelations and growth because of their experience of child loss. Overall,
this study was able to derive specific spiritual support that focused on the perceptions of the
women involved. These can provide suggestions for how to provide support to women who

have experienced miscarriage and stillbirth.

Interpretations

Yamamoto et al. researched whether religious and cultural ancestor worship influenced
differences in the grieving process [25]. Japanese women who were war widows were less
depressed and anxious than their Western counterparts. They showed that Japanese people have
almost universal Japanese customs of Shintoism and Buddhism and maintain ties with the
deceased after bereavement [25]. In Japan, there is a tradition of installing shelves set up in
homes and workplaces to worship the gods, called “kamidana”. The custom of placing a
“kamidana” at the center of daily life enshrines not only the gods rooted in the country and land
but also the soul of the family, protecting family harmony and order and strengthening family
ties. The primary claim of the “continuing bonds model” advocated in the Japanese culture is
that deceased people continue to live on in the hearts and minds of their surviving relatives and
that maintaining bonds with the deceased [26], which is a belief that promotes the grief process.

All the women interviewed in this study indicated a deep affection for their children from the
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time of conception to the present, regardless of the time elapsed since the loss of the child.
Mothers never forget their children, even temporarily, for the rest of their lives [27; 28].

Famous grief studies include Westberg’s good grief, which was compiled based on Eric
Lindemann’s research, Kiibler-Ross’s five-step death acceptance process, and Alfons-Deeken’s
12 stages of the grieving process [29; 30; 31], among others. These theories of the grief process
treat the dead as no longer having a physical presence and focus on a process designed to sever
the emotional relationship with the deceased and move toward restoration [32; 33]. In contrast,
a theory known as the “Continuing Bonds Model”, which was first advocated in the 1990s,
describes the idea that the bonds with the deceased continue and that the deceased is
transformed into an internal representation within the hearts and minds of the surviving family
members, where it lives on [26; 32]. Understanding and accepting the feelings of mothers who
have experienced miscarriage or stillbirth and their bond with their deceased child is an essential
attitude for spiritual support. Shimazono stated, “In today's society, religious culture, which
once played a major role, has receded, and resources for grief care are dwindling. Grief care is
needed more than ever” [32]. The results of this study will provide valuable insight into how
participants feel about their bond with the deceased in these days where death is becoming
increasingly distant.

The idea that “losing the deceased even from memory is true death” mentioned by Ms. H
in Theme 7 is common to “the Japanese view of life and death” [34], which has never severed
life and death. Finding a place within herself to safeguard the presence of her deceased child
assists in a mother’s ability to consider herself as a parent and remain confident. Once this
feeling solidifies, she becomes impervious to insensitive remarks. In addition, women who have
experienced miscarriage or stillbirth gained a sense of their child as the subject of “sadness and

929 ¢c.

love,” “their own growth,” “appreciation for their child,” “parent-child bonds,” and “happiness™

as they face their grief. When a parent who has lost a child lives with their grief, they experience
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a process in which they share their grief, “let go of their pain, and instead gain a strong bond to
their deceased child,” and “have a place in their hearts where their deceased child can remain,
and they can accept themselves as a person who will continue living with grief” [32; 35]. The
way that Japanese people face the sadness of bereavement includes both positive and negative
factors in the form of pain and happiness [36]. The fact that a person continues a relationship
with a deceased child is a positive factor that provides the person with a sense of meaning and
growth while helping them gain strength to accept their sadness, which allows the mothers to
continue living. The Japanese word “sadness” has the meaning of “so deeply ingrained, dear,
and attractive that I cannot stand it” as well as “so terrible that [ want to cry; my heart pains me
so much that I cannot stand it” [37]. Thus, the meaning of the Japanese word “sadness” itself

hints at how to face grief in Japanese culture.

Strengths and limitations

As the study participants were recruited at the single SHG, a selection bias toward specific
populations might have been present. It is necessary to continue the study with other SHG
participants and women who do not participate in SHGs to generalize the results of this study.
As exclusion criteria based on the number of weeks of pregnancy or the number of years that
passed since the death was not set, the participants’ narratives over a wide range of
circumstances were obtained. Identifying similarities in cases with different periods of loss
allowed the identification of common experiences and ideas. Thus, individualized results for
understanding grief without being limited by the number of weeks of gestation at the time of
loss could be obtained. Furthermore, we placed importance on the narratives of those who
experienced early miscarriages, which have been neglected in the past. However, a limitation
of this study was that it was difficult to differentiate between the experiences of loss in early

pregnancy and those who have multiple experiences of loss, as many of the participants of this
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study experienced the death of their child at a point under 12 weeks of pregnancy and had also
undergone multiple experiences of loss. Interviewing participants about their past perinatal
losses may have created a certain recall bias. In this study, a second interview was conducted
after a time interval. The procedure of confirming the participants' narratives from the first
interview may have helped to reduce recall bias.

Since the study participants were Japanese women, the study also focused on the
relationship with Japanese culture. Although the sample size is small, the narratives of the 25
women who experienced grief in this study are individually valuable materials and are expected
to be useful in the construction of a Japan-specific grief care theory. Since grief is highly
individualized, reflecting culture and values, a grief process constructed from various cultural
backgrounds is required. In the future, by accumulating further research results, we hope to
construct a theory of the grief process specific to parents who have lost a child and that respects

the deceased child's continued existence in a different form.
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CONCLUSION

In conclusion, women who have experienced miscarriage or stillbirth found spiritual
support that helped them to recover their will to continue living and regain the self-esteem they
were on the verge of losing. In addition, while immersed in a mental state in which they resigned
themselves to the fact that no one could take on their anguish, they began to come to terms with
their sadness, after which they began feeling affection for and a relationship with their deceased
child. The mothers realized that their children had a place in their hearts and felt strong bonds
with their deceased children as they continued living with their surviving as well as deceased
children.

Spiritual support for women’s mental health is important when dealing with miscarriage
or stillbirth in a way that encourages them to regain their self-esteem and will to live.
Specifically, it is important to accept the love for the child that coexists with the grief of loss
and to protect the dignity of both the deceased child and the mother who lives with the child in
her heart. Accepting and understanding the affection toward her child that exists simultaneously
with sadness increases the mother’s ability to face her grief. Caregivers need to understand the
affection that is at the heart of grief and loss and have an attitude of negative capability, which
is the ability to be amid uncertainty, wonder, and skepticism, without impatiently seeking facts
and reasons [38; 39], allowing them to believe in the power women have to face their grief as
they assist them. Dealing with mothers while trusting in the mother and child bond and
capabilities the mother possesses leads to spiritual support that aids the mothers in their grief

work and strengthens their mental health.
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