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Validity on tentative design of a regional cooperation system

for post-discharge perinatal grief care by the Delphi method
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Abstract

Loss of a child during the perinatal period due to stillbirth or neonatal death is likely to
be accompanied by marked grief and the development of various health issues, which can
result in inappropriate raising of the parents” other children. To improve post-discharge grief
care, Yoneda et al. investigated the current state of such care in 2015, and reported the “post-
discharge perinatal grief care and tentative design of a regional cooperation system.”

The present study was performed to assess the validity of this tentative model for women
that have lost a child during the perinatal period and their families, and to facilitate adoption
of the model. The opinions of support systems (medical centers, administrative bodies,
and self-help groups) were summarized using the Delphi method. Based on the model, a
questionnaire consisting of 19 items regarding post-discharge support and cooperation was
developed, and was administered twice to the subjects. An agreement rate of > 51% was
interpreted as representing the subjects’ consensus, with rates of 51% - 69.9%, 70% - 79.9%,
and > 80% representing low, moderate, and strong agreement, respectively. In the first and
second surveys, 82 and 65 completed questionnaires were collected, respectively. The level of
agreement for 17 of the 19 items (89.4%) was moderate or strong (> 70%) , thus supporting
the validity of the tentative model. The rates of agreement for “grief care principally
provided by medical centers” and “collaboration following discharge” (appointment of persons
in charge of grief care following discharge and coordination with relevant organizations,
notification of perinatal deaths to administrative bodies, telephone calls/interviews following
discharge, and interaction with self-help groups) were particularly high (> 80%). The
administrative bodies did not agree regarding the management of support groups, and the
agreement rate for regular telephone calls by medical centers was low. Through discussion
the subjects’ free comments and promoting cooperation among these three types of party
based on the initiative of medical centers, it may be possible to increase the validity and
facilitate the adoption of our model.
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Introduction

As women can find considerable significance in being
pregnant and delivering children, losing them during
the perinatal period due to stillbirth or neonatal death
can be greatly traumatic V', and they are more likely to
suffer from marked grief. In addition, they may develop

2:3)

various health issues “” , and raise their other children

inappropriately ** . Therefore, grief care is important to
prevent health-related problems and inappropriate child-
raising. In the US. and some European countries, in which
advanced grief care is provided, the costs of grief care are
covered by public funds or by insurance “'” , while the
Japanese government does not provide financial support

for such care. It is necessary to develop systems unique to
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Japan while taking into consideration cultural and system
differences between Japan and other countries. In Japan,
since around 2008, books regarding perinatal grief care

d "? | training programs concerning

have been publishe
such care ™ have been implemented, and this type of care
has been increasingly provided during hospitalization for

14-17)

childbirth. However, post-discharge regional care and

cooperation have been reported to be insufficient. In 2013,
Yoneda et al. ¥ surveyed medical centers (obstetrical
departments, MFICU, and NICU) , administrative bodies
(health centers and municipalities) , and self-help groups
(including support groups [referred to as self-help
groups]) throughout Japan to investigate the current
state of and issues regarding post-discharge grief care
and regional cooperation for women/families who had lost
a child during the perinatal period. As a result, medical
centers did not have systems facilitating the continued
provision of grief care, and women were usually not
followed after a consultation during a health checkup at
one month post-delivery. The issues regarding grief care

for administrative bodies included low-level awareness

concerning the necessity of regional grief care, and those
for self-help groups included weak relationships with
medical centers and administrative bodies. On the basis of
the results and cooperation-related proposals and requests
made by these parties, a tentative model of post-discharge
perinatal grief care and regional cooperation systems was
designed (referred to as the tentative model) [Figure 1] .

The present study aimed to assess the validity of the
tentative model for females who have lost their child
during the perinatal period, and opinions from supporters
of those females were summarized using the Delphi
method. I plan to further increase its validity to promote
it, so that it will be adopted by a larger number of
institutions. With this model, it may be possible to support
women who have lost a child and are suffering from
loneliness and grief in their community, and to help them
and their families maintain health and appropriately raise

their subsequent children.

Operational definition of terms
The perinatal grief care described in this study refers to
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care provided from hospital admission until after discharge
for women and their families who suffer from grief for
loss of a child due to stillbirth or neonatal death. This care
includes support for meeting with and separation from

their children, and for overcoming their grief.

Methods

1. Survey period and research design

The study period was between March and October
in 2015. The study employed the Delphi method, which
facilitates the summarization and refinement of opinions
obtained from a group of people. Using this method,
questionnaire surveys regarding a certain theme are
conducted multiple times. In any subsequent survey,
the subjects are informed about the results of the
previous survey, and asked to respond to the question
items while reviewing these results. Thus, unlike face-
to-face discussions to exchange opinions, this approach
is not influenced by individuals' social status 9" 1n the
present study, people deemed likely to be providing
support for individuals suffering from the perinatal
death of a child were considered to belong to the same
single group. Among this group, opinions from medical
centers, administrative bodies, and self-help groups were
summarized. Although psychologists, priests, and funeral
directors had been included in the tentative model, they
were not adopted as the subjects of the present study,
because it would be difficult to obtain valid responses
from them by implementing the Delphi method to solicit
their opinions. When using the Delphi method, the opinion
summary usually concludes after the third survey.
However, in the present study, the first survey was a
step in which a tentative cooperative model was designed
based on the cooperation-related issues, proposals, and
requests stated during our previous study by Japanese
medical centers, administrative bodies, and self-help
groups providing perinatal grief care ®® | and questionnaire
surveys were conducted twice using this model.

2. Subjects of the survey (selection of panelists)

To first facilitate the adoption of the tentative model in
Prefecture 1, 17 medical centers, 26 administrative bodies,
and 19 self-help groups deemed likely to be providing
grief care, particularly those from the prefecture, were
requested to use the model. Because the number of
self-help groups in the prefecture was low, those from
other prefectures were also involved. The purpose of

the study was explained to the nursing managers of the
medical centers, mother-child health managers of the
administrative bodies, and representatives of the self-help
groups. The study subjects were then selected from or
referred by those who provided consent. The subjects
comprised the following individuals: an obstetrician, NICU
physician, nurse whose main duty was to provide grief
care, and nursing manager from each medical center;
manager for mother-child healthcare and person in charge
of such healthcare from each administrative body; and a
representative and another member from each self-help
group. Consent was obtained from 15 of the 17 medical
centers (88.2%) , 12 of the 26 administrative bodies (46.2%) ,
and 14 of the 19 self-help groups (73.7%) . The necessary
documents were then handed or mailed to the subjects,
and those who returned the questionnaire and agreement
document served as panelists.

3. Outline of the questionnaire, and the methods of
the first data collection

On the basis of the tentative model designed in the
previous investigationm) , a questionnaire consisting of
19 items was developed; the 19 question sentences with
detailed explanation involved post-discharge care, or care
provided by medical centers and administrative bodies,
and collaboration among medical centers, administrative
bodies, self-help groups, specialists in psychosomatic
internal medicine/psychiatrists, clinical psychotherapists,
and funeral directors/priests. The numbers of the items
of the tentative model were added to Figure 1. Each of
the items regarding the validity of the model was rated
using a five-point Likert-type scale (5: very useful, 1: not
useful) . Subjects were asked to make comments (e.g,
reasons and alternatives) regarding the options they
chose, and give opinions concerning model-related matters,
including those in which the subjects were not involved.
In addition, concerning subject attributes, the panelists
from the medical centers and administrative bodies were
asked about their age, sex, professional field, position,
years of experience, and the unit to which they belonged.
The panelists from the self-help groups were asked about
their age, sex, position, profession, qualifications, and years
of experience. The questionnaire, a study cooperation
request form, agreement document, references used when
responding to the questionnaire (cooperation-related
issues, new proposals, and tentative models ) and

self-addressed envelope were handed or mailed to the
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subjects.

4. Methods for the second data collection

Subjects who participated in the first questionnaire
survey (referred to as panelists) were asked to cooperate
in the second survey. At this time, they were provided
with the following information: 1) a graph of the first
survey showing the distribution of opinions for each item
regarding the usefulness of the model, 2) median values
from each medical center, administrative body, and self-
help group, 3) response values shown by the panelists
in the first survey, and 4) free comments concerning
each item. These comments included the opinions of
subjects, their responses to the items of the first survey,
and responses to any questions or doubts that they had
during the survey. This information was also included in
the questionnaire. Because no alternatives were proposed
in the first survey, no additional information was included
in any items of the second survey. As was the case with
the first survey, in the second survey, 19 items were rated
using a five-point Likert-type scale, and subjects were
asked to make comments (e.g., reasons and opinions)
regarding the options they chose.

5. Analysis methods

1) Analysis of the agreement rate

The agreement rates, which represent the subjects’
degree of consensus, among all subjects and those of each
(medical center, administrative bodies, and self-help)
group in the first and second surveys were analyzed. As
was the case in the study by Katoh?” | in the present
study, agreement rates of 51% - 69.9%, 70% - 79.9%, and
> 80% were judged as representing low, moderate,
and strong consensus, respectively, although different
classifications had been adopted by previous studies 2% .

2) Analysis of free comments as grounds for the
agreement rate

The subjects’ free comments for each item were
summarized according to the type of party investigated
(medical centers, administrative bodies, and self-help
groups) , and analyzed in a qualitative manner to identify
grounds for the agreement rate and improvements in
support/collaboration methods.

6. Ethical considerations

The representative of each party and the panelists
filled out the study cooperation agreement document
and study cooperation request form, respectively. The
panelists were informed that their decisions would not be

influenced by the representative of the party to which
they belonged, non-participation in the study would not
cause any demerits, withdrawal from the study was
possible, and the identity of themselves and the party to
which they belonged would be protected. A response to
the questionnaire was interpreted as having consented
to participate in the study. Because this study employed
the Delphi method, the subjects’” identities were encoded
to protect their anonymity, and anonymized in a linkable
manner using a conversion correspondence table.

This study was conducted with the approval of the
medical ethics committee of Kanazawa University (No.
544-1).

Results

1. General information about the panelists

Consent was obtained from 15 medical centers, 12
administrative bodies, and 14 self-help groups. Among
these parties, 82 and 65 panelists consented to participate
in the first and second surveys, respectively. Table 1
shows the response rates and detailed information about
the panelists, and Table 2 shows their characteristics (first
survey).

2. Consensus about the tentative model of post-
discharge perinatal grief care and regional cooperation
systems (Table 3)

Details of each item are shown in Table 3. Thereafter,
each item is represented in a simplified manner.

1) General consensus

The agreement rates among all subjects, including all
groups (medical centers, administrative bodies, and self-
help groups) , for the following 13 items were high :

(1) “Appointment of persons in charge of grief care
following discharge in medical centers”, (2) “Notices of
perinatal deaths by medical centers to administrative
bodies”, (3) “Introduce of self-help groups by medical
centers”, (5) “Collaboration between medical centers and
funeral directors”, (6) “Making phone calls and interviews
by medical centers following discharge according to
bereaved families’ needs”, (8) “Deployment clinical
psychotherapists in medical centers”, (10) “Introduce
of psychologists by medical centers”, (11) “Interaction
between medical centers and self-help groups through
participation in group-discussion meetings”, (12)
“Making phone calls, home visitation and interviews
by administrative bodies”, (13) “Support for self-help
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Table 1 The response rates and detailed information about the
panelists

The number of The number of The response

requests participants rates(%)
1 I 1 I 1 I

Total 135 82 82 65 60.7 79.3
Medical centers  Total 54 35 35 27 783 77.1
(15) Doctor 12 2 2 2 16.7 100

The nursing 19 15 15 13 78.9 86.7

managers

Nurse 0 23 18 18 12 78.3 66.7

Midwife
Administrative  Total 52 20 20 16 385 80.0
bodies Manager for 26 5 5 5 19.2 100
(12) mother-child

healthcare

Person in 26 15 15 11 577 733

charge of

mother-child

healthcare
Self-help Total 29 27 27 22 93.1 81.5
groups Representative 12 11 11 9 91.7 81.8
(14) Member 17 16 16 13 94.1 81.3

I : first survey II': second survey

groups by administrative bodies (financial support,
consultation offices) ", (17) “Introduce of psychologists
by administrative bodies”, (18) “Introduce of self-help
groups by administrative bodies” and, (19) “Consultation
for bereaved families/self-help groups by priests/funeral
directors”.

A moderate agreement rate was generally achieved for
the following 4 items : (4) “Hospital visitation by self-help
groups”, (9) “Administration of support groups by medical
centers”, (14) “Dispatch of clinical psychotherapists
to medical centers at government expense” and (16)
“Establishment of consultation offices for bereaved families
by administrative bodies”. In general, the agreement rates
were low for the item : (7) “Making phone calls following
discharge on a regular basis by medical centers”, and the
subjects did not agree to the item: (15) “Administration
of support groups by administrative bodies”.

2) Comparison of the results of the first and second
surveys

The agreement rates for the following two items :
(2) “Notices of perinatal deaths by medical centers to
administrative bodies” and (5) “Collaboration between
medical centers and funeral directors” in the first and
second surveys were moderate and high, respectively.
The agreement rates for the following item : (4) “Hospital
visitation by self-help groups” , in the first and second
surveys were low and moderate, respectively. The

agreement rates for the following item : (14) “Dispatch of

Table 2 The panelists characteristics (first survey)

n Age Years of experience in the The
mean+SD  current professional field  number
(range) Number of years of men
(year) participating in
a self-help group

mean+SD(year)
(range) (year)
Total 82 3
Medical centers  Total 35 46.2+9.6 19.3+10.3 2
(26-67) (1-43)
Doctor 2 51.0+23.7 26.5+23.3 2
(35-67) (10-43)
The nursing 18 52.8+4.0 23.7+ 8.8 0
manager (47-59) (3-34)
Nurse * Midwife 15 40.1+ 7.6 147+ 8.3 0
(26-53) (1-30)
Administrative  Total 20 41.2411.1 17.2+12.0 0
bodies (24-59) (1-39)
Manager for 5 56.2+2.7 33.6x11.7 0
mother-child (53-59) (29-39)
healthcare
Person in charge 15 36.1£ 7.6 11.7£7.9 0
of mother-child (24-53) (1-28)
healthcare
Self-help Total 27 46.4+ 6.1 8.8+4.8 1
groups (38-58) (1-19)
Representative 11 47.5+ 8.4 11.6+5.2 1
(40-58) (2-19)
Member 16 45.6+4.1 6.9+ 3.5 0
(38-53) (1-13)

clinical psychotherapists to medical centers at government
expense” in the first and second surveys were high and
moderate, respectively.

3) Comparison of medical centers, administrative
bodies, and self-help groups

The agreement rate for (4) “Hospital visitation by
self-help groups” was low only in the medical center
group. The agreement rates for (14) “Dispatch of clinical
psychotherapists to medical centers at government
expense” and (16) “Establishment of consultation offices
for bereaved families by administrative bodies” were low
only in the administrative body group. The agreement
rates for (12) “Making phone calls, home visitation and
interviews by administrative bodies” was moderate only
in the self-help group.

4) Influences due to differences in the backgrounds of
the subjects

The responses were not influenced by differences in the
backgrounds of the subjects, including the age, period of
experience, type of job, position, and obstetrics or NICU.
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Table 3 Consensus about the tentative model of post-discharge perinatal grief care and regional cooperation systems

The tentative model of post-discharge . Not No The
. . . . Very [ Quite Not | Not *Category of the
perinatal grief care and regional cooperation n Useful| very answer | agreement
useful | useful useful | sure . agreement rate
systems useful given | rate(%)
Whole 82 232| 354 329 4.9 2.4 0.0 1.2 91.5 strong
Medical centers should appoint staff M edical centers 35 11.4| 40.0f 429 5.7 0.0 0.0 0.0 94.3 strong
members (groups) in charge of providing Administrative bodies [ 20 | 15.0f 55.0] 25.0/ 0.0[ 50| 0.0 0.0 95.0 strong
M post-discharge grief care, present post- Self-help groups 27| 444) 148| 259 74| 37 0.0 3.7 85.2 strong
discharge care options to patients, and Whole 65| 246| 415 277 3.1 15 0.0 1.5 93.8 strong
make necessary adjustments with Medical centers 27| 11| 556| 296 37| 00| 00[ 00 96.3 strong
relevant organizations Administrative bodies | 16 | 6.3] 563| 25.0[ 00| 63| 63| 00 87.5 strong
Self-help groups 22| 545 13.6] 27.3 4.5 0.0 0.0 0.0 95.5 strong
Whole 82 20.7| 17.1] 36.6[ 22.0 24 1.2 0.0 74.4 moderate
Medical centers should make reports to Medical centers 35 17.1f 17.1] 343| 28.6 0.0 29 0.0 68.6 low
administrative bodies about all cases of Administrative bodies | 20 [ 15.0] 10.0| 35.0| 35.0| 5.0 0.0 0.0 60.0 low
@ pediatric perinatal death occurring after Self-help groups 27| 29.6] 222| 407 3.7( 37 0.0 0.0 92.6 strong
issuing a mother-child handbook (staff Whole 65| 308 24.6| 369 62 15[ 0.0] 00 92.3 strong
members in charge of mother-child health| _ Medical centers 27| 259 296| 370 74| 00| 00[ 00 92.6 strong
in jurisdictional municipalities) Administrative bodies | 16 | 250/ 250| 375 63| 63| 00] 00 87.5 strong
Self-help groups 22| 409| 18.2| 364 4.5 0.0 0.0 0.0 95.5 strong
Whole 82 | 24.4] 28.0] 36.6 8.5 1.2 1.2 0.0 89.0 strong
. . Medical centers 35 11.4] 343 37.1] 17.1 0.0 0.0 0.0 82.9 strong
'\lﬁd'lca' Ce“te? i:ould 'Et“}’lduci a . Administrative bodies | 20 | 10.0] 400 450 00| 00| so[ 00 95.0 strong
SE-ICD group 10 those WO Nave 10584 | Tqeip ety aroups 27| sto] 1] 206] 37 37 00 00 9.6 strong
(3) |child using brochures about the group,
. Whole 65 | 23.1] 26.2| 462 3.1 0.0 0.0 1.5 95.4 strong
and cooperate with the group by -
. . Medical centers 27 | 185 29.6| 444 7.4 0.0 0.0 0.0 92.6 strong
telephone if these people desire so
Administrative bodies | 16 63| 31.3| 563 0.0 0.0 0.0 6.3 93.8 strong
Self-help groups 22| 409] 182 409/ 00| 00| 00] 00 100.0 strong
Whole 82| 12.2] 19.5] 293 26.8 9.8 0.0 2.4 61.0 low
Medical centers 35 0.0 5.7\ 31.4) 429 17.1 0.0 29 37.1 Zero
If desired by a hospitalized person who Administrative bodies | 20 | 10.0] 45.0] 40.0| 5.0 0.0 0.0 0.0 95.0 strong
@ has lost a child, medical centers should Self-help groups 27 | 29.6/ 185] 185] 222| 74 0.0 3.7 66.7 low
ask members of a self-help group to visit Whole 65| 123| 185| 400 246 46 0.0 0.0 70.8 moderate
the person and share their experience Medical centers 27| 37| 185| 444 296 37| 00| 00 66.7 low
Administrative bodies | 16 6.3] 250 438 25.0/ 0.0 0.0 0.0 75.0 moderate
Self-help groups 22| 273| 13.6] 31.8] 182 9.1 0.0 0.0 72.7 moderate
Whole 82| 22.0( 244] 29.3| 207 3.7 0.0 0.0 75.6 moderate
Medical centers should join bereaved Medical centers 35 114| 229| 400 200 57 0.0 0.0 743 moderate
families to listen to explanations of Administrative bodies | 20 | 200| 300 300| 200[ 00 0.0 0.0 80.0 strong
) procedures for the funeral ceremony Self-help groups 27| 370| 222| 148 222 37 0.0 0.0 74.1 moderate
provided by funeral directors, and Whole 65| 185 24.6] 400| 13.8] 3.1 0.0 0.0 83.1 strong
support the families according to their Medical centers 27| 148| 259| 333| 185 06 00/ 00 74.1|  moderate
needs Administrative bodies | 16 | 125| 250| 563| 63| 00 0.0 0.0 93.8 strong
Self-help groups 22 273| 227| 364| 136 0.0 0.0 0.0 86.4 strong
Whole 82 | 25.6] 45.1] 25.6 1.2 1.2 1.2 0.0 96.3 strong
ch cal houl M edical centers 35 17.1( 48.6] 31.4 2.9 0.0 0.0 0.0 97.1 strong
A?ert‘iilsc args’ r;]‘edlcal Cf“tegslz bou | ¥ Tadministrative bodies | 20 | 25.0] 450] 250] 00| 00| 50| 00 95.0 strong
cORTact floso Who Afve DStacart ™y Self-help groups 27| 370] 407] 185] 00] 37 00l 00 963  strong
(6) |telephone, send staff members to their
. . . Whole 65 | 262 44.6] 292 0.0l 0.0 0.0 0.0 100.0 strong
residence, and provide them with -
. . . Medical centers 27 | 185 51.9] 29.6 0.0 0.0 0.0 0.0 100.0 strong
consultations according to their needs
Administrative bodies | 16 12.5[ 50.0] 37.5 0.0 0.0 0.0 0.0 100.0 strong
Self-help groups 22| 455 318 227/ 00| 00| 00] 00 100.0 strong
Whole 82 7.3 183] 37.8] 31.7 3.7 1.2 0.0 63.4 low
. M edical centers 35 29 11.4| 48.6( 314 2.9 2.9 0.0 62.9 low
Mted‘tcal S th‘;”?d;"g,‘:}la”y ) Administrative bodies | 20 | 5.0 25.0] 200 s00[ o00o] 00l 00 50.0 ze10
gontact women anc their ‘amiies who Self-help groups 27| 148 222] 370 185] 74 00] 00 741]  moderate
(7) |have lost a child by telephone , even
Whole 65 3.1) 13.8] 462 369| 0.0 0.0 0.0 63.1 low
when they have not contacted the -
. . . M edical centers 27 0.0 11.1[ 556| 333 0.0 0.0 0.0 66.7 low
hospital since discharge
Administrative bodies | 16 0.0 6.3 43.8] 50.0 0.0 0.0 0.0 50.0 7ero
Self-help groups 22 9.1 22.7] 36.4| 318 0.0 0.0 0.0 68.2 low
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The tentative model of post-discharge . Not No The
. . . . Very | Quite Not | Not Category of the
perinatal grief care and regional cooperation n Useful| very answer | agreement
useful | useful useful | sure . agreement rate
systems useful given | rate(%)
Whole 82| 31.7| 30.5] 28.0 7.3 2.4 0.0 0.0 90.2 strong
Medical centers 35 200 343| 314| 143 00 0.0 0.0 85.7 strong
Medical hould depl linical Administrative bodies | 20 350| 350 250 00 50 0.0 00 95.0 strong
edical centers should deploy clinica Self-help groups 27| 444] 222 259 37| 37] 00| 00 926  strong
(8) |psychotherapists in the institution to
: . : Whole 65| 30.8] 29.2] 308 6.2 1.5 0.0 1.5 90.8 strong
provide consultation services -
Medical centers 27 222 370| 333 714 00 00 0.0 92.6 strong
Administrative bodies | 16 | 438| 250 188 00 6.3 0.0 6.3 87.5 strong
Self-help groups 22 318 22.7| 364 9.1 0.0 0.0 0.0 90.9 strong
Whole 82 12.2| 17.1] 45.1] 19.5 3.7 0.0 2.4 74.4 moderate
Medical centers 35 8.6 57| 457 286 5.7 0.0 5.7 60.0 low
Administrative bodies | 20 5.0/ 40.0[ 500 5.0/ 0.0 0.0 0.0 95.0 strong
©) Support groups should be managed Self-help groups 27| 222| 148| 40.7| 185 37 0.0 0.0 77.8 moderate
mainly by medical centers Whole 65| 123] 13.8] 523| 20.0[ 0.0 0.0 1.5 78.5 moderate
Medical centers 27 11.1 3.7( 593 259 5.7 0.0 5.7 74.1 moderate
Administrative bodies | 16 6.3| 250 625/ 0.0 00 0.0 6.3 93.8 strong
Self-help groups 22 18.2| 18.2] 36.4| 273 0.0 0.0 0.0 72.7 moderate
Whole 82 | 26.8] 35.4[ 34.1 2.4 1.2 0.0 0.0 96.3 strong
. o Medical centers 35| 229 314| 457 00 00 0.0 0.0 100.0 strong
Wh_e“dpsych"]"ilits 1“;‘?”‘;““"? s Administrative bodies | 20 | 250| 450] 300] 00| 00| 00| 00| 1000  strong
required as viewed by mecical centets, Self-help groups 27| 333 333 222] 74| 37 00| o0 889 strong
(10)|the centers should refer patients to
. . Whole 65| 27.7| 354 354 1.5 0.0 0.0 0.0 98.5 strong
psychologists according to the requests -
: Medical centers 27 | 296 296| 407 00 00 0.0 0.0 100.0 strong
of the patients
Administrative bodies | 16 | 188| 438| 375 00 00 0.0 0.0 100.0 strong
Self-help groups 22 | 318| 364| 273 45 00 0.0 0.0 95.5 strong
Whole 82| 20.7| 354| 329 8.5 1.2 1.2 0.0 89.0 strong
Professionals from medical centers Medical centers 35 8.6| 429| 314| 171 0.0 0.0 0.0 829 strong
should participate in self-help group Administrative bodies | 20 [ 15.0] 30.0] 50.0| 50| 0.0 0.0 0.0 95.0 strong
(a1 discussions to understand the Self-help groups 27| 40.7) 29.6] 222 00 37 3.7 0.0 92.6 strong
experience of those who have lost a child Whole 65| 215] 43.1f 262| 62| 15 0.0 1.5 90.8 strong
and answer technical questions M edical centers 27| 37| 593| 296 74 00[ 00| 00 92.6 strong
(interaction with self-help groups) Administrative bodies | 16 | 125| 31.3| 438 63| 00| 00| 63 87.5 strong
Self-help groups 22| 50.0[ 318 9.1 4.5 4.5 0.0 0.0 90.9 strong
Whole 82 | 11.0) 26.8] 463 12.2 1.2 1.2 1.2 84.1 strong
dmini . dies should Medical centers 35| 11.4| 343 457 5.7 0.0 0.0 2.9 91.4 strong
thA m‘“h'“f“velbot 'esh?]dos e Administrative bodies | 20 | 15.0] 30.0[ 450] 100] 00 00] 00 90.0 strong
osewhohavelostachlidby - Self-help groups 27| 74| 1as] asa] 22| 37 37 o0 704]  moderate
(12)|telephone, send staff members to their
. . . Whole 65| 138 21.5| 477 9.2 0.0 0.0 7.7 83.1 strong
residence, and provide them with -
. . . M edical centers 27 | 185 22.2| 444 0.0 0.0 0.0] 1438 85.2 strong
consultations according to their needs
Administrative bodies | 16 | 12.5| 18.8| 56.3 6.3 0.0 0.0 6.3 87.5 strong
Self-help groups 22 9.1] 22.7[ 45.5] 2271 0.0 0.0 0.0 77.3 moderate
Whole 82 | 32.9| 19.5] 36.6 6.1 2.4 1.2 1.2 89.0 strong
M edical centers 35| 31.4[ 20.0] 457 0.0 0.0 0.0 2.9 97.1 strong
Administrative bodies should support Administrative bodies | 20 0.0[ 25.0| 50.0f 150 5.0 5.0 0.0 75.0 moderate
13) self-help groups (providing activity- Self-help groups 27| 593] 148| 148 74| 37 0.0 0.0 88.9 strong
related consultations and financial Whole 65| 385] 154 338] 1.5/ 15 0.0 9.2 87.7 strong
support) Medical centers 27 | 29.6 185| 37.0/ 0.0/ 0.0 0.0 14.8 85.2 strong
Administrative bodies | 16 12.5] 12,5 56.3 0.0 6.3 0.0 12.5 81.3 strong
Self-help groups 22| 682 13.6] 136 45/ 0.0 0.0 0.0 95.5 strong
Whole 82 | 23.2| 244| 329 122 3.7 2.4 1.2 80.5 strong
Medical centers 35 257 257| 457 00| 00 0.0 29 97.1 strong
Administrative bodies should dispatch Administrative bodies | 20 00| 200 300| 300| 150 50 00 50.0 Zero
(14) clinical psychotherapists to medical Self-help groups 27 | 370| 259| 185| 148 00 3.7 0.0 81.5 strong
centers at public expense on an as- Whole 65| 20.0| 292| 27.7| 123| 15 0.0 9.2 76.9 moderate
required basis Medical centers 27| 185| 333 296 37| 00| 00| 148 81.5 strong
Administrative bodies | 16 63| 250/ 313| 188 6.3 00 125 62.5 low
Self-help groups 22| 318 273] 227| 182 0.0 0.0 0.0 81.8 strong

*strong: 80%~ moderate: 70~79.9% low: 51~69.9% zero: ~50%
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The tentative model of post-discharge ) Not No The
. . . . Very | Quite . Not | Not Category of the
perinatal grief care and regional cooperation n Useful| very answer | agreement
useful | useful useful | sure . N agreement rate
systems useful given | rate(%)
Whole 82 6.1 6.1 39.0( 366 73 2.4 24 512 low
Medical centers 35 571 114 629 143 00 0.0 5.7 80.0 strong
Administrative bodies | 20 | 0.0]  0.0| 25.0/ 50.0/ 20.0{ 5.0[ 0.0 25.0 7e10
15) Support groups should be managed Self-help groups 27| 11.1] 37| 185 556/ 74] 37 0.0 333 7€10
mainly by administrative bodies Whole 65 62 7.7( 338 400 4.6 0.0 7.7 47.7 ZE10
Medical centers 27 74 111 481 185 0.0 0.0 148 66.7 low
Administrative bodies | 16 00| 63 250 50.0[ 125 0.0 6.3 313 7€10
Self-help groups 22 9.1 45[ 227 59.1] 45 0.0 0.0 36.4 ZE10
Whole 82| 11.0] 19.5] 427] 9.8 49 2.4 9.8 73.2 moderate
Medical centers 35 143 229| 400 29| 0.0 0.0 20.0 71.1 moderate
Adumini ve bodies should . Administrative bodies | 20 0.0| 15.0f 50.0{ 15.0] 15.0 5.0 0.0 65.0 low
ministrative bodies should appoint | - [e e o sroups 27| 148] 185] 407] 148] 37] 37| 37|  741] moderate
(16)|staff members providing consultations
. Whole 65 | 13.8] 18.5] 43.1] 123 3.1 0.0 9.2 754 moderate
for those who have lost a child .
Medical centers 27| 185] 185| 407 74| 0.0 0.0] 148 718 moderate
Administrative bodies | 16 0.0] 125 50.0f 25.0] 63 0.0 6.3 62.5 low
Self-help groups 22| 182 227] 409] 9.1 45 0.0 4.5 81.8 strong
Whole 82| 19.5] 41.5] 34.1 12 12 1.2 1.2 95.1 strong
L o Medical centers 35| 200| 343 400 29| 00| 00 29 943 strong
Wh,endpsych"loil;ts ‘(lj“"ir‘fe““‘?“ s Administrative bodies | 20 | 150] 600] 200] 00| 50| 00| 00 950 strong
required as viewed by administrative Self-help groups 27| 222 370] 370] o0l oo 37| 00| 963  strong
(17)|bodies, they should refer bereaved
. . . Whole 65| 169 41.5] 308] 3.1 1.5 0.0 6.2 89.2 strong
families to psychologists according to .
; Medical centers 27| 222| 370| 259 00 00 00| 148 852 strong
the requests of the patients
Administrative bodies | 16 [ 125 56.3| 250/ 00| 6.3 00 00 93.8 strong
Self-help groups 22 | 136 364| 409 9.1 0.0 00 00 90.9 strong
Whole 82| 29.3| 28.0] 34.1 49| 24 0.0 1.2 91.5 strong
o ) ) Medical centers 35| 17.1] 28.6| 429 86/ 00[ 00[ 29 88.6 strong
Adlr;imls“a“"e bt"dlgs Sho‘;ld 1‘:‘“"‘1““: Administrative bodies | 20 | 200 400[ 300] 50| 50 00] 0o 900]  strong
aselishelp group to those who have 108t | oo 1o aroups 27| si9 185] 259 00| 37 00| 00| 963  strong
(18)]a child using brochures about the group,
. Whole 65| 27.7) 13.8] 43.1] 77| 15[ 00[ 62 84.6 strong
and cooperate with the group by :
. . Medical centers 27| 222| 1L1| 481 3.7 0.0 00| 148 81.5 strong
telephone if these people desire so
Administrative bodies | 16 |  6.3| 18.8] 56.3| 125 63| 00[ 00 813 strong
Self-help groups 22| 50.00 13.6] 27.3] 9.1f 0.0[ 00[ 00 90.9 strong
Whole 82| 19.5| 341| 317 73| 37 0.0 3.7 854 strong
) ) ) Medical centers 35 200 257| 429 5.7 29 00 29 88.6 strong
P”‘;S:S/ f““eril fi“?cg?rs S}E’,?lj p“t’v‘de Administrative bodies | 20 | 00| 500] 350] 50] o00] 00| 100 85.0 strong
mental support, including attitudes to
Self-help groups 27| 333| 333| 148] 111 14 00 00 81.5 stron
(19)|comfort the spirits of the deceased, at the L £
. Whole 65 | 185| 30.8] 323| 7.7 3.1 0.0 7.7 81.5 strong
requests of bereaved families/self-help -
groups Medical centers 27| 222| 185| 296 74| 74 00| 148 70.4 moderate
Administrative bodies | 16 00| 438| 438| 63| 00 00 6.3 87.5 strong
Self-help groups 2| 213 364] 273] 91| 00| 00| 00 90.9 strong

_28_

*strong: 80%~ moderate: 70~79.9% low: 51~69.9% zero: ~50%




Validity on tentative design of a regional cooperation system for post-discharge perinatal grief care by the Delphi method

3. Free comments as grounds of the agreement rate

According to the subjects’ free comments, supporters
from medical centers, administrative bodies, self-help
groups, and clinical psychotherapists need to be highly
professional in grief care in order to facilitate the adoption
of our model. To analyze points to be improved regarding
the tentative model, subjects’ opinions as grounds for the
agreement rate (particularly those concerning items with
a zero to moderate agreement rate) are shown below:

Concerning the item (2) “Notices of perinatal deaths
by medical centers to administrative bodies”, in the
first survey, medical centers and administrative bodies
showed a low agreement rate because of opinions that
such cases must be clarified by these bodies based on
stillbirth reports and death certificates, and that it is
difficult for the bodies to support those who have lost a
child. However, in the second survey, when the subjects
from the medical centers and administrative bodies were
informed that these bodies have difficulty clarifying cases
of pediatric perinatal death, and that they should avoid
causing emotional discomfort for those who have lost
a child by contacting them, a high agreement rate was
achieved. Regarding the item (4) “Hospital visitation
by self-help groups”, subjects generally considered that
systems that meet the needs of people having such a
desire should be developed; however, medical centers
showed a low agreement rate because of opinions that
visiting these people during hospitalization is too early,
and that it is difficult to arrange such opportunities.
If collaboration between medical centers and self-help
groups are promoted, including their participation in talk
sessions, members of self-help groups will be able to visit
the inpatients. Subjects from self-help groups also felt
anxious about interacting with such people. Concerning
the item (7) “Making phone calls following discharge on
a regular basis by medical centers” , there was an opinion
that these women/families should be addressed according
to their needs because such contacts and visits may not
be beneficial for them depending on their relationship
with the hospital, and the agreement rate was low. As
alternatives to this, providing a consultation at discharge
and sending letters were proposed. Regarding the item (9)
“Administration of support groups by medical centers”,
there was an opinion that people who have lost a child
can consult medical staff who know about their history.
On the other hand, subjects stated that it may be hard for

people who have lost a child to visit the same hospital, and
that it is difficult to continue managing support groups
at medical centers. As an alternative to such groups,
subjects suggested that self-help groups should support
these people in cooperation with administrative bodies
while giving consideration to the location of support
activities. Concerning the item (12) “Making phone calls,
home visitation and interviews by administrative bodies”,
subjects were concerned that such staff members may
not fully understand the history of those who have lost a
child, and that they may address these people in a non-
empathetic manner or lack knowledge and skills regarding
grief care. In particular, self-groups showed a moderate
agreement rate for this item. Regarding the item (15)
“Administration of support groups by administrative
bodies”, subjects stated that, although individuals who
have lost a child would achieve senses of relief and trust if
administrative bodies lead support groups, it is better for
these bodies to aid self-help groups because the number
of such individuals is low and it is difficult for these bodies
to support them due to a lack of manpower. Therefore,
the subjects did not agree on the suggestion. Concerning
the item (16) “Establishment of consultation offices
for bereaved families by administrative bodies”, whilst
subjects took the view that appointing such staff members
is important to refer these individuals to self-help groups,
subjects from administrative bodies disagreed with the
item because of the possibility that such support may
not be required as much. Whereas the agreement rate
for (14) “Dispatch of clinical psychotherapists to medical
centers at government expense” was high among medical
centers and self-help groups (large numbers of subjects
in these groups requested it) , the agreement rate among
administrative bodies was low because it is difficult for
them to acquire budgets.

Discussion

1. The validity of the tentative model

Of the 19 items regarding the usefulness of our model,
high, moderate, low, and zero agreement rates were
achieved for 13 (684%) , 4 (21.0%) , 1 (52%) , and 0
(5.2%) , respectively, with the rate being > 70% for 17
items (894%) . Thus, for more than 90% of the items,
a moderate or stronger consensus was obtained. It may
be possible to increase the validity of the tentative model

through discussing the opinions given on the items for
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which a moderate rate was achieved.

2. Validity of systems enabling medical centers to
lead the provision of post-discharge grief care

High agreement rates were achieved for the item
stating that medical centers should appoint staff members
in charge of post-discharge grief care, make necessary
reports to administrative bodies, cooperate with self-help
groups, and continue providing post-discharge support
(contacting those who have lost a child by telephone,
sending medical staff to their residence, and providing
them with consultations) . In addition, some subjects
commented that individuals who have lost a child will be
more likely to achieve a sense of relief and feel comfortable
consulting healthcare workers if these workers begin
to learn about the history of these individuals during
hospitalization and interact with them until after
discharge. This comment indicates that these subjects
generally agreed with the view that it is ideal to develop
systems enabling medical centers to continue intervening
for people who have lost a child. The authors suggest that,
to reduce the grief care-related burden on medical centers,
there is a need to develop systems with which those who
have lost a child can be followed by hospital teams instead
of by individual hospital staff members, lessen the financial
burden on these centers and maintain their manpower
by establishing specialized outpatient units (e.g., those
for grief care) ? , and ensure sufficient human resources
providing such care.

In addition, the authors propose that: 1) the timing of
contacting people who have lost a child by telephone and
visiting them should be determined according to their
individuality, 2) there is a need to develop ideas regarding
how to address them (e.g, sending them letters) , and 3)
self-help group members with a similar experience may be
able to intervene for them depending on the relationship
between the hospital and group.

3. Grief care that must be provided by administrative
bodies

Few people from administrative bodies participated in
the study as panel members presumably because the rate
of perinatal death rate is very low in some areas. However,
this did not influence the results or cause any significant
bias. Administrative bodies may need to receive reports
from medical centers on all cases of pediatric neonatal
death that occur after issuing a mother-child handbook.
Although it may be necessary to encourage cooperation

among such bodies, it may be extremely important for
them to clarify the occurrence of perinatal death and avoid
unnecessary contacts in order not to cause emotional
discomfort. For this purpose, it is imperative to discuss
how to establish systems enabling administrative bodies
to be informed by medical centers about cases of perinatal
death.

For the item stating that administrative bodies support
individuals who have lost a child by means of telephone
calls, visitations, and consultations, both these bodies and
medical centers showed a high agreement rate, but self-
help groups showed a moderate agreement rate. These
results suggest that self-help groups perceive difficulty
in establishing a relationship with administrative bodies,
and are concerned about a lack of skills for the above-
mentioned types of support. Although administrative
bodies perceived the need for these types of support, as
indicated by the high agreement rate, free comments
from these bodies suggest that they are concerned about
insufficient manpower and staff members’ lack of skills,
and that they generally have negative attitudes towards
grief care. On this basis, the authors propose that, in
cooperation with medical centers and psychologists,
administrative bodies should generally act as an
intermediary between self-help groups and people who
have lost a child, and support the activities of these groups
(provision of venues and financial aid) .

4. Necessity for self-help groups to make suggestions
to medical centers and administrative bodies

The rate of agreement to medical centers’ participation
in talk sessions held by self-help groups was high
among all three parties. Making a suggestion, to medical
centers, of the development of a system to promote their
regular participation in the sessions will encourage their
interaction with self-help groups. Although the rate of
agreement to visits to inpatients by members of self-help
groups was low among the subjects of the medical center
group, the development of the system may promote the
visitation. The rate of agreement to administrative bodies’
support for self-help groups was also high, which suggests
that it is necessary to actively consult administrative
bodies to maintain the activities of self-help groups.

5. Comparison with grief care and models in other
countries

People in Western countries can receive grief care at
public expense or under health insurance as explained
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in the preceding paragraphs. Some Western countries
have national organizations that provide bereaved families
with care. Furthermore, as another significant difference
from Japan, costs of training volunteers involved in grief
support and grief care expenses are covered by donations

6-10

in those countries®'” . Furthermore, there are also cultural

%% Therefore, it is

differences in the grieving process
important to develop models according to the uniqueness
of Japanese society and culture, rather than using models
of the Western systems. In this sense, the present study
has provided knowledge required for the development of

such models.

Conclusion

Among the 19 items regarding the tentative model
of post-discharge perinatal grief care and regional
cooperation systems, the agreement rate was 70%
or higher for 17 items (89.4%) , which supports the
validity of the tentative model. The agreement rate
was particularly high( > 80%) for grief care and post-
discharge collaboration, primarily conducted by medical
centers. Through discussion the subjects' free comments
and promoting cooperation among these three types of
party based on the initiative of medical centers, it may be
possible to increase the validity of the tentative model and
facilitate the adoption of our model.

Limitations and Challenges for the Future

Subjects from all parties investigated (medical centers,
administrative bodies, self-help groups, and clinical
psychotherapists) stated that grief care for people who
have lost a child must be provided by highly-professional
staff members as their supporters, and that this is a
precondition for establishing systems that provide

grief care-related education and support staff members
providing such education. In addition to the development
of such systems, there is a need to help staff members
improve their skills for grief care .

In the present study, it was possible to request
cooperation from medical centers and administrative
bodies deemed likely to be providing perinatal grief care,
particularly centers and bodies in Prefecture 1. However,
because the number of self-help groups in the prefecture
was not sufficient, those from throughout Japan were
involved in this study; therefore, the possibility that the
subjects’ opinions may not represent the situation of
the prefecture cannot be denied. To adopt the tentative
model successfully, it may be necessary to make some
adjustments according to the situation of each community.
As a limitation, the opinions of psychologists, priests, and
funeral directors included in the tentative model have
not been reflected in the results of the present study.
Since medical centers, administrative bodies, and self-help
groups did not disagree with their positions as relevant
professionals, as suggested in the tentative model, in their
responses, it will be necessary to coordinate their opinions,
so that they will be reflected in the model.
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WO Z ) — 7 7 LIS Y A F A B FNVRE] BVER L7, ST, ZOEFIVERES
JREM DR FEER U7 BE - RIRIC & > TRUTH D5 LIRBRE TH 5 KH % - 17E -
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EEHME L BEFVRERZ S L IHER L2 BBk 0 RN &N 19 HH 07 Y
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~799% % HEE, 80% U EEEVEERE Lz, 81 HRE 82 4. 4 2 HFHE 654755
WAEDH Y. HEEE (70%) DLEOFRBERZG2 0 19 17HE (894%) TH Y.
BERE T VRENZ Y TH D Z EDTRIBE N FRICEBREAMI > TER/T L7 —
7 7 L BRgEOEEE GBEHRO 7Y — 77 7HLZEOPE & BRI & oMg TR, T
NEEI OO, BEER OB -, BB 7V —7 L O%h) EEVREE (80%
b)) SR, SREBERGZREZZEE LT, 7Y —a Xy MIEPRTWZERZ Ik
L.3BEDOHHEAEDO TV T EIE > T LD —HETFVREDZ UL A2 HD LT LATE,
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