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It now seems some time since our visit to Japan even so our memories are still warm. We value the friendships
made with other like-minded people who are passionately committed to the children’s hospice ethos of paediatric palliative
care; in a ‘home from home’ environment. A place where care may be provided in the way that young people and parents wish.
Francis House was proud to be included in the Forum, we have now been established for 28 years and yet we still have the
same discussions with specialist consultants, and government that we were having back in 1990. Some of these discussions
were repeated on our visit and we feel that it is worth airing them.

1. If life is short, should it be spent in intensive care surrounded by machines; with nurses constantly checking stats or is it
better to live life as fully as possible (within the limitations of your condition) to be provided with pleasurable experiences
and stimulation, whilst making good memories for parents to share after their child has died (in our experience these good
memories are really helpful in helping parents cope with loss in the future).

2. Do children, especially babies and infants feel pain the same way that adults do, and what sort of pain relief should be
prescribed?

3. Is the hospice environment the place to spend your last days or should people be supported to care at home or use
homely hospice facilities?

4. Should hospice care be state funded, led by community giving or paid for through insurance?

Francis House continues to have these discussions with the authorities in Britain and we recognise the same themes
during our time in Japan. The difference in Britain is that we are now recognised as ‘experts’ in paediatric palliative care. We
are also regarded as a centre of excellence by other countries where we have assisted in the establishment of children’s
hospices.

The organisation of the World Children’s Hospice Forum was excellent, and the interest shown by Politicians, Consultants,
Clinical Staff and students who attended the Forum was really heartwarming.

Gill Bevin (Director of Care) and | both felt privileged to be a small part of the Japanese journey and will watch with
interest as you take your first steps towards providing children’s hospices for Japanese families.

Mahatma Ghandi said, “A nations greatness is measured by how it treats its weakest members.” | hope that Japan
will rise to the challenge of providing hospice care for every young person who has a life-limiting or life-threatening condition,
and that you will achieve it as soon as possible. Every good wish to all who attended the Forum, your welcome and hospitality
was memorable.



[

e

#* 5 >4 - Kinderhospice Binnenveld
K& D47 b= H

ASVFDCECHRRAEZADKDIIS, HICHEHBDERICONTORBRKBENCENEEE, REHR
ICRUDCEAEIC, FEEORBENSEIT PICELNOH DR, ZNEZT S VILSOEDIILORIRE
HETEHRREVECENWECEZETEB LBV L. SNUERBEEME MR EERAER D 7 —
SAEZCICEFSEERBEOSNEONBICRIBESZITI UL, 1FUR, BR, ASYINSTEERR
EXR - INEREFIT POERERD DD, W, #E0, HEORENDSEEDCEECRRAEROBRDIILNEREDCEEH
BRR<HEFRUE UL,

UL, SSICAKRD SEDRIAVEZENTETT. BIFEALE, FEERBOVIHRERICHUEBRDRIINGHERITIC
ERENDREI—HUTNRUE, REODDBESNTNBXDIBFEELTHREICE > TR EEDIRBZDEDHKREICZDFT,
ZNE. SEEEZENENTNWZCETY, COCEE BADNERINT PEROFLEICENDIT, FRETIZNTINE
DRENDATHD, HICEZTTOWCEDICUERZDTT, COXRDIBITA—SLE, ZUOBWHEEZHET SREERITSIZ
TR, BEAHNE UEIToN3ENWDICEERSZHNICEEETT,

BWEBTUED, FEBEHEXADCECHALEBDONBDIZ<DARCHRANTIDTENTEFLUELE, £52FEE
EBECREOEDICEI L TCIEE), FEELHBECKELIAREREUVERBS LVNEREESDITLLD, ZNIE, BIFE
ELTY,

The invitation from the Yokohama Children’s Hospice Project to speak about the development of the children’s hospice in the
Netherlands and especially our hospice for the children Binnenveld in Barneveld, felt as a special honor and opportunity to share what
we have learned with others interested in palliative care for the children. Others, in another nation and culture. My colleague and | were
impressed by the organization of the World Children’s Hospice Forum and the enthusiasm of the listeners and speakers. Different projects
from different countries, England, Japan and the Netherlands gave a presentation of their hospice or palliative care for children. Interesting
were the differences in the development of the hospices for the children, caused by the geographical, financial or cultural needs. But even
more interesting was the motivation of each person and country. All of us saw the need of the children and their parents to live life as good as
possible. Also when a child is terminally ill, life itself is important for the children and their families. And that's what all the speakers pronounced.
It's that what gives hope for the future and the development of children’s palliative care in Japan. It won't be an easy way, but it is a way to
go, and a way of living with each other. Nearby and far away. Forums like this is important because it brings people together and give them
the opportunity to learn and to share knowledge. It is also necessary to bring people together because it's a way to learn that great things are
possible if you really want to. In a short time we saw many interested and involved people in giving care for the children. Please do this for the
children and their families. Doing this for them, will bring great joy and a good time for them and their families. But also for yourselves.
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| was delighted to be invited to speak at the 1st World Children’s Hospice Forum held in Yokohoma on the 11th February 2019 with
the theme of ‘Children’s palliative care: Receiving the torch from the World. Organised by the Yokohama Children’s Hospice Project the forum
was attended by participants from across Japan and it gave them the opportunity to hear more about children’s palliative care and to learn
from speakers from Francis House Children’s Hospice in the UK, Binnenveld Kinderhospice in the Netherlands and the International Children's
Palliative Care Network (ICPCN), along with those from Japan itself.

The aim of the forum was to: raise awareness about children’'s hospice and children’s palliative care from countries with advanced
experience In this area; to provide an opportunity for different countries to exchange ideas and experiences; to obtain ideas on how Japan can
develop children’s hospice/children’s palliative care which is adapted to Japanese culture, institutional system, etc ; and to make the symposium
a “trigger” to promote children’s palliative care in Japan, so all children with life-limiting conditions and their families can receive care and have
enhanced quality of life.

As Yokohoma Children’s Hospice Project continue to raise funds to develop a children’s hospice, it was encouraging to see the
support for children’s palliative care within Japan, and importantly to see the support from Kanagawa Prefecture and Yokohoma City, and the
acknowledgement that whilst Japan have reached ‘level 4 — integration’ for adult palliative care, they are only at level 2 for children’s palliative
care and it is important that we close that gap. At ICPCN we have a vision that “all children living with a life-limiting or life-threatening condition
and their families, will have seamless access to palliative care in order to alleviate serious health-related suffering and enhance their quality
of life” and we are committed to supporting the Yokohoma Children’s Hospice Project as they strive to improve access to palliative care for
children in Japan.
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Saturday 11th May. 1073 participants. 283 teams. 29 stations. 40+km. 220 volunteers. (Estimated) 3.6 million JPY fundraised for Yokohama
Children’s Hospice Project. The figures are impressive. But the figures do not show the sweat and pain of what our participants went through to walk
40+km and finish this charity challenge. Nor do they show the exhaustion of our volunteers recording results, massaging, and cheering, the efforts of
each and every participant.

The picture below shows 1073 smiles and 2146 hands up in the air for this photo. Great photo. But you cannot feel the atmosphere of 1073
smiles and 2146 hands created as they waited to start. Nor can you see the amount of time and energy it took to organise an event for 1073 smiles
and 2146 hands to be at this one place at one time for this one photo.

At the front of the photo, you can see two very special people from Yokohama Children’s Hospice Project — Hisato Tagawa & Sachie liyama.
You cannot see the love Tokyo Yamathon has for these two people and their vision of bringing happiness for children and families who need it. Nor can
you see the love and support Yokohama Children’s Hospice Project received from our volunteers and participants on Yamathon Day.

For those of you reading this who didn't participate or volunteer for Tokyo Yamathon, there’s a lot you cannot see nor experience. But you
will have another chance next year. 2020 will be the 10th anniversary of Tokyo Yamathon and we will be back with more love and more support for this
wonderful hospice. Come and join us as a participant or a volunteer and | promise you, it will be one of the best days of your lives.
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