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Recent years have seen increased attention to the needs and support of siblings of
children with chronic illness, and reports of intervention studies on siblings are gradually
increasing worldwide. In Japan, the basic policy approved by the Cabinet in 2021 of
The Basic Law for Child and Maternal Health and Development stipulates promoting
support for the siblings of children with chronic illness, medical care, and disabilities.
Simultaneously, practical reports are emerging. However, reports on the actual state
of sibling support at medical institutions in Japan are limited. This study aimed to
describe the actual state of support for siblings of children with illness in Japanese
medical institutions using a cross-sectional design. Responses were obtained from 207
of 484 registered training facilities for Board-Certified Pediatricians of the Japan Pediatric
Society through anonymous questionnaires investigating the actual state of siblings’
support. Descriptive statistics were calculated, and the state of siblings’ support was
described. Fifty-two participants (25.1%) answered that the entire ward, including two
outpatient departments, provided siblings’ support, while 37 (17.9%) answered some
staff made an effort, and 117 (56.5%) did not. Suppert mentioned included conversing
with siblings, actively speaking to siblings, caling siblings' names, and counseling
care through the parents. Of the 45 cases (21.7%) where siblings were invited to
events and gatherings, 10 (22.2%) were siblings-centered events. Some cases involved
collaboration with local sibling support groups such as non-profit organizations. This
study clarified the actual state of siblings’ support, and further expansion of this support
is required.

Keywords: children, chronic illness, hospital support, nationwide survey, siblings, children with iliness, Japan

INTRODUCTION

Recent years have seen increased attention to the needs and support of siblings of children with
chronic illness. Since the concerns and attention of parents and other surroundings are primarily
directed to children with chronic illness, their siblings are neglected, threatening their self-esteem
(1, 2). Siblings also feel guilt about the capacity to lead healthy and enjoyable lives and the perceived
pressure to achieve perfection, not be bothered, and suppress their feelings not to burden parents
and other caregivers (3-5).
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Health Literacy and Resiliency Scale for Youth (HLRs-Y) (Japanese version)® %5
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Content validity of the Japanese
version of the health literacy and
resiliency scale for youth with
chronic illness

Saya Sekine™, Kyoko Kobayashi', Ryota Ochiai’®

and Takashi Higaki®

Deparvment of Child Hakh Nusing Gadune School of Nursng Sriences 51 Luke’s Inermatonad
Uriversity, Tokyea, Japan, "Deparrnans of Muming, Schoal of Medicine Yokohama City Univessisy,
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Heaith literacy, whidch i the ability to find, understand, and use information as
well 2z serices o make informed health-related decisions and actions, &
esgential for ensuring thal youths with chronic diseases adapt to and lve
wilh heir iinesses. Howewer, in Japan an appropriale approach lor
measuring health fiteracy levels among children is yet 1o be developed, The
Heslth Litemey and Resiliency Scale for Youth (HLRS-Y) was developed by
Hathy Bradiey-Hiug and her colleagues 1o assecs health lieracy, resbency,
and sdl-advocacy/support among youths aged batween 13 and 21 years
with chronic illnesses in the Uinited States of America {United States]. In this
sludy, we simed o develop 3 Japanese version of the HLRS-Y and evaluate
its content validity. Afler recsiving approvals Trom e oniginal authars, four
nurse researchers with expertise in padiatic nursing trarslsted the scale into
Japamess (lorward trardlation]. ANersarnds, the appropratensss ol each
expredsion wat examined by 3 pedistician MNext, an English native speaker
trardated the expresions into English (back-trandation]. We reported the
back-trarslated version of the scale to the original authars to confinm ik
accuracy. The cale’s content validity index (OV]) was evaluated by health
professionals working in the fiedds of pediatric, rangilional, and adull health
care. The parlidpants rated the items wsing a four-point scale. Each item
wias evaluated for 8 mirimum iten-level content validity inde (1-CVI) value
of 078 The scales lotal and subscale validities wee evalusled using a
mrininnun scalelevel content validity index based on an average |5 OVl JAve)
walie of 090 Eleven paticipants resporded to an online auney for
evalualing content validity. Of the 36 ilems, 34 met the I-CVI crileria Two
ilems did nol exceed the crilerias value, bul they approximated it The
values o the S-OVjAve were (96 Ihersby salishing the oilernas
requiremients Based on the rewulk, il was confirmed Bal the Japanese
wersion of the HLRS-Y had good conlent validity. Future studies should
examine the lactor validity, known group validily, and refisbility of this scale.
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Sekine S, Ochiai R, Kobayashi k, Higaki T (2022)
Development of the Japanese version of the Health
Literacy and Resiliency Scale for Youth (HLRS-Y), An
T — Assessment Tool for Young Adult with Chronic Diseases

Frontiers in Pediatrics 2022 in press

TABLE 1 Coment valdity Index of HURS-Y Japards wriion.

Pediatric Cardiology &
Transition to Adult Congenital Heart Disease Center
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