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Losing a loved one is never easy, especially when the loss is a baby. In this story, we hear from the NIDCAP Trainer

that worked with a family as they cared for their baby who was born very premature, and the impact of helping

the baby’s parents learn how to read their son’s behavioral language and provide him support. Following the loss

of their son, the baby’s mother sent a letter of gratitude to the staff in the newborn intensive care unit and shared

how the individualized and developmentally sensitive care their son received profoundly influenced their experi-

ence, They described what NIDCAP meant to his family and how it changed their perspective of an intensive care

setting. The comforting words that this mother provided to the staff in her letter also challenged staff to expand

the NIDCAP work throughout their country so that other babies and families can benefit from this family centered,

evidenced based approach to developmental care.

NIDCAP from a Parent’s Perspective:
An Open Letter from a Family

Kanako Uchimi, NIDCAP Trainer and Author/Translator

asahiro was born at 22 weeks gestation at the Tokyo
M Metropolitan Bokutoh Hospital and weighed about 400

grams. Immediately after his birth, Masahiro developed
respiratory distress with poor lungs and became seriously ill and
needed Nitrous Oxide gas and respiratory support. Masahiro was
his parents’ first child, and every day they were with their son, they
gently touched Masahiro and talked to him affectionately.

Miwa and Teruhisa, Masahiro’s mother and father, were
able to read Masahiro’s behavioral cues so well. During one
skin-to-skin care, as Masahiro rested on Miwa’s chest, she
sensed, based on his expression, that his pain and distress had
eased. Likewise, when Teruhisa held him for skin-to-skin,
Masahiro’s eyes would open, his face would shine, and he
appeared delighted with the experience of being close to his
father. It was as if Masahiro was enjoying the attention.

Shortly after six months, and Masahiro’s half-birthday, it
was with great sadness that his parents said goodbye to their
son who embarked on an eternal journey in April 2021. Fol-
lowing Masahiro’s passing, Masahiros mother, Miwa commu-
nicated to our staff, “Thanks to everyone, we have become a
family”. These words provided me with a little relief as every-
one who had cared for Masahiro was filled with great sadness
for his parents. Later, we received a letter from Masahiros fam-
ily addressed to our hospital staff. I would like to now share the
letter Masahiro’s family sent us as it provided us with a great
deal of courage and energy.
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To everyone at Tokyo Metropolitan Bokutoh Hospital NICU
Dear Doctors and Nurses,

For medical professionals, I presume that the days will con-
tinue to be unrelenting.

I am full of respect and gratitude to everyone who is working
hard every day in the midst of anxiety and great tension. Thank
you again.

Thank you to everyone for taking care of our son Masahiro
while he was in the newborn intensive care unit. I was able to
complete the forty-ninth day of the memorial service* without
delay.

It seems that the six months spent in the NICU were short,
but I think it is more than enough time for our family. Masahiro
did his best. The six months my son was alive was in the midst of
widespread fear of COVID-19 infection.

I think there were various difficult decisions in the hospital,
such as protecting the bond between parents and children
and protecting the safety of everyone involved. Under such
circumstances, you allowed us to visit our son 24 hours a day,
encouraged active skin-to-skin care, and provided care that was
close to our hearts until the very end.

Every day, everyone was thinking and discussing what was
the best that could be done at that time. You listened sensitively
to the words of our family and worked together to provide care
and treatment. And above all, you treated Masahiro and our
family with love. I'm really grateful. Thank you very much.

We cherish the growth record with photos that you gave me
as well as Masahiro’s diary that we wrote together and value.
Thank you for the many messages you wrote while you were so
busy. It is an important treasure for us.
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Masahiro’s diary

Without each and every one of you, we wouldn’t have had
six months with Masahiro.

Ma-kun. Ma-kun ...

I still can’t forget how hard he responded to many calls. We
laughed and rejoiced together in Masahiro’s small changes and
growth, and thanks to everyone, our first child-rearing became
fun and happy. I can’t heal my sadness and pain, but when I
remember your faces, it still makes me feel better! I am really
grateful to have met all of you.

I can’t forget how you understood the feelings of a newborn
premature baby and how to respond to them. In the midst of all
the confusion, your voice and actions towards my son served as a
model for us, and each word brought us closer to our baby.

I was really surprised to find that facilitated tucking and
skin-to-skin care also gave Masahiro the best experience that we
could imagine. Putting my hands in the incubator all day and
talking to my son, singing a lullaby, and so on. Thank you for
watching over Masahiro with warm eyes.

One day, I learned that “NICU is not just a place to treat.”
I understood that the NICU is a place to help families learn
about their baby’s responses and language as well as their child’s
development and on-going care. I remember feeling relieved as
until then I thought it was special place to treat baby illness in
every way. I was very happy to feel that nurses are not only for
treatment, but also for helping us raise our children.

I think situations will vary depending on the baby and
family, but please continue to be a friendly place that is
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Masahiro’s team

supportive of the premature baby and family. And we hope that
the efforts of NIDCAP will be taken for granted throughout
Japan in the future. We look forward to seeing how you continue
to you create an ideal environment for babies’ development, care
and growth.

Best regards,
Miwa
June 2021

a This is a Japanese custom. The memorial service will be held 49 days (7 weeks) after death.
The day of the final decision on whether to go to heaven is 49 days after death.

NOTE: The below is the mother’s letter in original format.
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NIDCAP TRAINERS MEETING 2021
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Masahiro with his mother, Miwa

FEDERATION care and assures the quality of NIDCAP education, training, mentoring and

[ ®
Q V\,Ldaa,P The NFI promotes the advancement of the philosophy and science of NIDCAP

INTERNATIONAL certification for professionals, and hospital systems.

voice of the newborn

Vision

Adopted by the NFI Board, July 1, 2019

The NFl envisions a global society in which all hospitalized newborns and their
families receive care in the evidence-based NIDCAP model. NIDCAP supports
development, enhances strengths and minimizes stress for infants, family
and staff who care for them. It is individualized and uses a relationship-
based, family-integrated approach that yields measurable outcomes.

Adopted by the NFI Board, October 20, 2017
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