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The 2nd National Chidren’s Hospice Summit in Hokkaido
Takatora Sato, Ph.D., Professor, Asahikawa University Junior College Professor,
Hokkaido Children’s Hospice Project Chief Director

The 2nd National Children's Hospice Summit in Hokkaido was held in Sapporo on July 14, 2019, hosting nearly
200 enthusiastic participants. It was opened by a welcoming music by Ms. Mayumi Ohira, a violinist and a support
ambassador for Hokkaido Children’s Hospice Project. Her performance was followed by a keynote lecture, "Be
Together," by Dr. Kiyotaka Tomiwa, the adviser to Nara Family Respite House. Dr. Tomiwa explained that those with
disabilities may be “challenged” but not “unfortunate”. Everyone can enjoy a fulfilling life from their relationships
with others, and being with good people, close friends, living in the moment and being together are what brings
happiness. Five organizations working on the promotion of children’s hospice movement then reported on their
unique activities, which motivated and encouraged us to continue in this endeavor. Next was the symposium entitled
“Why do we need play and learning at children's hospices?”. Presentations were made by Professor Masakazu
Soejima, Ms. Rie Yamaji, Mr. Kazuo Kubota, and Mrs. Suzumi Kubota. The presenters emphasized valuing playing
and learning as integral parts of daily life, and enthusiastic exchanges between presenters and attendees reflected
high interest on the topic. The Hokkaido summit closed with an announcement that April 28 shall be the “Japan
Children's Hospice Day”, and April 28 to May 5 the “Children's Hospice Week”. Finally, we would like to thank all
those who supported us to make this summit a great success.
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Report on the Children’s hospice/pediatric palliative care human resource training program
Yuko Hamada R.N, P.H.N, PhD., Associate Professor, Kyuushu University
Representative Director, Fukuoka Children's Hospice Project

The Pediatric Palliative Care Human Resource Training Program was successfully co-hosted by the Yokohama Children’s Hospice
Project and Kyushu University Hospital Child Cancer Center in Fukuoka. Participants came not only from Fukuoka but also from a
wide range of areas in the Kyushu districts, Okinawa, Yamaguchi and Aichi. All of the 100 seats were quickly filled, indicating high
interest in the program. The event included individuals from varied backgrounds: medical professionals such as nurses; education
and welfare professionals such as caregivers and children's nurses; and patient and parent groups. All listened attentively to the
seven lectures and the venue was full of energy and enthusiasm throughout the entire program.

When we hear the term palliative care, we tend to think of symptom management, but our program presented a broader
perspective, including the philosophy and historical background of palliative care, as well as issues such as engagement with sick
children, siblings and families. The program received a high rating on the post-program questionnaire.

The goal is for the children with diseases and disabilities to be embraced as members of the larger community so that they can
live a fulfilling life. The engagement of medical and other professionals in a variety of fields and volunteers will contribute to
total care, and further development of connections and networking will provide an ideal image of how the Children's Hospice in
Fukuoka will evolve to meet that goal.

| would like to express both my gratitude to the Yokohama Children’s Hospice Project for their support and my hope that
participants continue with us in the future development of children's hospice.
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Workshop on Playing with Sick Children
Shinobu Fujimoto

| am a nurse at a kindergarten that also takes care of children with various conditions. Spending time with such children every day
made me realize that “playing” is a common language that connects people, so | joined this “Workshop on Playing with Sick Children”
to enhance that “ability to play”. In the workshop, people who support children using play gave lectures on a variety of playing
subjects. | learned that if you can be observant and responsive to the way a child reacts to playing, you will find many possibilities to
modify and expand the play so that the child can enjoy, even if he/she has serious disabilities or illnesses. | rediscovered that play
moves their emotions and makes them smile. The workshop also gave me the opportunity to hear from the families of children with
serious illnesses/disabilities requiring complex medical care, about the difficulties they have in leading a community life, as simple as
going to kindergartens or schools. All the families emphasized the importance of the family member’s bond toward the child and of
the availability of support for the family. Now, | would like to use what | have learned from this workshop to fill our kindergarten with
sparkling smiles of children. Also, as a supporter, | will listen to the feelings of children and their families, and will take “small steps”
together with them to solve problems lying in front of us.
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Planetarium, toy workshops, family photo
shooting, Snoezelen (sensory room) etc.
But among the many events, the most
exciting event for me was the fashion show.
At first, | refused to have a hair makeover
on my son, Ryuga, but | eventually changed
my mind when | saw the sparkling smiles on
his friend’s faces. My son looked so proud
having his hair dyed “blue” and his face lit
up when he walked down the red carpet
with his sister, who he absolutely adores. |
believe the audience was able to feel our
wish “to foster growth in everyone, with
or without disabilities, through happy and
fun experiences”. It was a very wonderful
moment where many lives were sparkling.
Thank you so much for the experience.

Runa (4th grade elementary school), Ryuga
(2nd grade) and Rie Takekawa (mother)



" I’'m Momo Yoshida. | joined the “Play
Workshop” hosted on August 12, Monday.
The event was so exciting. | had so
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A —HEICARY MISMTECEN 7T, 7722V TLER 32;"’“5:‘ Wihth :j”flere_”t di:ea?ehs_' fr?hm
! N _ R . . e < ifferent schools. | enjoyed watching the
ETHHLWVWELT, BB F L, BEEZEHE->THDH planetarium. | made a toy, and had my
W& L7, photo taken. The fashion show was the
1EBEE L2 ElF 77v>arysra—Td, bizLIid, & best. | enjoyed having makeup with other
BTCEDFE AL 05 LE LT A 2%, HDOAIZAA girls in a room. A lady put makeup on me. |
. _ . _ \\ . Wy was the first one to walk down the runway. |
7ELTObWELR, 7Y 7 A3 1FICSD Jd—fc#)\b WEL got a little tired walking down the aisle, but |
: 7= 77varyia—Tli. HIZLIETILEHLOIENEL walked all by myself. I'm looking forward to

. 7o, —ATHELDZEHEERY £ L7z, £/RFEHSMLAZVTT, 2

joining next year.

Momo Yoshida (2nd grade junior high),

- THkTA (F2), SHEFSA B) Keiko Yoshida (mother)
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We joined the “Play Workshop”, one
of the events we had been looking
forward to during the summer
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holidays. Our 12-year old second HKHORDOKEBIF, 9 BERERERMRIBEE CEE N, B 12 5

son has chromosome 9 deletion TYIH., HBoEyonz Lt gﬁ’é@ﬂﬂ%fﬁﬁﬁj}’@ifﬁ/b%ﬁﬁ

syndrome. Being a child with severe =g <4

motor and intellectual disabilities, oo °

he cannot look after himself and

requires total assistance. He rarely

has an opportunity to stand in the

spotlight. But in the fashion show,
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| walked down the red runway with
my son in a buggy-type wheelchair
in front of many people and it was
a terrific experience to have such a
shining opportunity! The venue was
filled with warmth and kindness of a
lot of people. The audience’s smile
and applause made me realize that
although my son cannot do anything
by himself, he can make people
smile. It gave us confidence. With
the help of many warm-hearted
people, the summer of 2019 became
one with a fantastic memory. | am
filled with gratitude!

Eito Hamazaki (6th grade
elementary school), Yukie Hamazaki
(mother)
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At first, | said that | didn’t want to go. In the beginning | heard

music which | didn’t know and thought that | wanted to read a

book.

But when the song “Paprika” started, | could dance perfectly

to it and | started enjoying. Exciting music and beautiful tunes

kept coming up. At the closing, | went up the stage and gave a

bouquet to the pianist

Then, | thought to myself “Why was | thinking | didn’t want to

come?” It was an exciting time for me.

In the future, when | have struggles or frustrations, | will

remember this moment and try to challenge a lot of things.
(Yuma Tsuchiya, 3rd grade elementary school)
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It was the nurse who takes care of my son who had invited us
to this event. | remember, at first, | was listening to Dr. Hosoya’s
lecture like “Oh, it's the famous author of the book I'm reading!” But
such a lighthearted feeling changed when he showed us a video,
which suddenly grabbed my heart. An 18-year-old girl refuses
life-sustaining treatment, but her father tells her that he wanted
her to live. The girl replies “don’t pressurize me. | want to live my
life as | like”. Finally, the family respects her honest feelings. A
wonderful family. | could not hold back my tears. That video gave
me huge questions as to what life is and what it meant to live as
you desire. My son has severe and complex disabilities. | don’t have
the answers to those questions yet myself, but | feel there was a
significant meaning for our whole family to join this event. We were

warmly welcomed at the venue. | feel grateful for the people there.
Thank you.

(Yoshio Tsuchiya, father)
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Support that children and families want from a children’s hospice
Pediatric Nursing, Nursing Course, School of Medicine, The Yokohama City University

Last year, our team conducted a retrospective survey on the needs of bereaved families in Kanagawa. The result showed
that the families had wanted their sick child to spend time at home free of pain and symptoms (89%), feel safe and live
with the family (78%), and live in a safe environment where healthcare professionals would be immediately accessible
(568%). This year, we plan to conduct a nationwide survey, which we hope will lead to a strengthened support for children’s
hospices.

In summer, we had an opportunity to present the survey result in a theme session on children’s hospice at the 29th
Conference of the Japanese Society of Child Health Nursing. Mr. Tagawa, Director of the Yokohama Children's Hospice
Project, discussed the work toward the establishment of a children’s hospice. Professor Sato, Director of the Hokkaido
Children's Hospice Project, presented the situation of children’s hospices overseas, and Nurse Hattori, from Yodogawa
Christian Hospital, shared her experiences in the Children’s Hospice Ward. More than 100 nurses participated in the
session. Many of them commented on how much their image of a children’s hospice had changed after the session, which
convinced us that we were able to spread the fact that a children’s hospice is a place where children can spend their time
simply enjoying the life as a child. We will continue our activities in collaboration with nurses, in order to provide support for
children and their families.
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2" World Children’s Hospice Forum i

-
a Date: February 11, 2020 10:30 - 17:00
% Theme: Fundraising and Community Participation for Children’s Hospice '

Keynote speakers:

Q Dr. Junichi Hara, Deputy Director, Pediatric Hematology and Oncology, Osaka City General Hospital ﬂ

i Mr. Masataka Uo, CEO, Japan Fundraising Association
Panelists: Representatives from Children’s Hospices in U.K., Germany, Japan
Venue: Hamagin Hall “Via Mare”, 3-1-1, Minatomirai, Nishi-ku, Yokohama-shi, Kanagawa-ken 1
Fee: 1,000 yen
Application:By e-mail (event@childrenshospice.yokohama) or from website (http://childrenshospice.yokohama/) |

Please write your name, occupation/affiliation, address, and contact information. it
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