The Kabuki K - Sunday May 18th 2014
One of the Charities aims is to provide essential
equipment for people who have Kabuki. This year
we are planning our biggest ever fundraising push
in order to give this a boost to get things started.
We are calling it the Kabuki K, there will be a sponsored walk along Bournemouth Sea front finishing
with tea and cakes. The exact location and start
and finish times will be confirmed soon.
We appreciate that a lot of people will not be able
to get to Bournemouth so we are inviting you to do
the walk wherever you are. That could be in your
local park, your garden, your school. In a group or
on your own.
It would be wonderful to see groups of people
doing the Kabuki K all at the same time all over the
country and to see the photographs posted on the
Facebook page.
There will be more information about this in the
next newsletter, on the website and on the Facebook groups. There will be sponsor forms, Tshirts
etc and we would love to get as many people
involved as possible.

Merchandise
The “I heart someone with
KS” t-shirts were really popular at the family day. If you
would like one there are still
some available to buy via
the website. They are £10
plus postage.

Kabuki UK Regional Contacts
Theemailaddressforyourregionalcontactcanbefound
on our website at www.kabukiuk.org.uk
If you would like to get involved in any way please email
tommy@kabukiuk.org.uk

Product recommendations
In each issue of the newsletter we aim to bring a
product recommendation which has proven to be
helpful in some way. This issue is slightly different in
that we have a little bit of legal advice to share
from Kate Mansfield at Laceys Solicitors;
“It is important to have a well structured Will, but
particularly important if you have a disabled child.
If you simply leave a share of your Estate to your
child or children outright, albeit on them attaining
a certain age, any child in receipt of means tested
benefits or local authority funding may find those
benefits withdrawn. In addition you may have understandable concerns about that child’s ability to
manage their finances and to protect them from
outside influences.
Obviously you would not want to exclude that
child from benefiting and the solution therefore
would be to include a Discretionary Trust in your
Will. As its name suggests the trust is discretionary, ie
no one beneficiary in the class of beneficiaries has
a right to receive either income or capital from the
trust. Because of this any means tested benefits will
not be affected as there is no guaranteed capital
passing to the disabled beneficiary nor a regular
income stream.
Sitting alongside your Will you would normally have
an Expression of Wishes. This acts as guidance for
your trustees. Your choice of trustees would consequently be very important as you would need to
ensure that they were people that you trust to carry out your wishes. You have the opportunity of setting out how you would like the trustees to exercise
their discretion, explaining that your intention is for
your child to be the main beneficiary and provide
examples of when you would wish expenditure to
be made. As long as the payments were made on
an ad hoc basis and there was no regular income
paid, any means tested benefits should be preserved.
Including a discretionary trust will protect the inheritance for your child and provide reassurance that
the funds will be dealt with appropriately.”

Here is the third issue of the Kabuki UK newsletter, what a year 2013 was for us all.

The Kabuki UK family day was a wonderful success and it was amazing to see so many people enjoying themselves. We have had some
great feedback and hope to make next years
gathering even more special.
The filming was also a great success with well
over 2000 views on youTube and counting.
We would like to say a huge thank you to Sam
Strickland and Paul Trewartha.
There have also been some incredible fundraising achievements over the last few months. We
have included a bit about what people have
been up to, whats coming up and how this
money will be spent.
We have big plans for 2014 and send you all
our best wishes for the New Year.

Best wishes
Sally & the Kabuki UK Trustees

Family Day 2013 and the date for the next
one
The next family day will
be Saturday 21st June
2014 and will once again
be at Hatton Adventure
Farm. More information
will be available nearer the time. After the
success of this year we
wanted to secure the date as
far in advance as possible.

Fundraising over the Summer
There have been some wonderful fundraising efforts over the last few months, here are just a few;
Alison Tildsley and her family raised an incredible
amount climbing of Snowdon in August.
Alison says “Chantelle’s grandad Dave and uncle
David decided to do the walk for Chantelle and
Kabuki UK as they are both very close to her and
know how much of a support Kabuki UK have
been to our family.

Here are some stills from
the film that was made on
the day, if you haven’t had
chance to see it yet go to
http://www.youtube.com/
watch?v=Tf-2bCiX3mg

The second Kabuki Blues
night, at Worthenbury Village hall, was a great success. We would like to thank everyone who came
along.
Word quickly spread around
family and friends and more and more people
wanted to take part and help raise as much money as possible!
In total 22 family and friends started and finished
the Snowdon mountain walk up the pyg track and
down the miners track (not the
easiest of paths). The youngest
walker being 13 and the eldest
being Chantelle’s granddad, 62!
Our grand total raised is
£1,660.06. We are super proud
of our family and friends and
would like to say a big thank
you to everyone who took
part.”

We are hoping to arrange a guest
speaker at the next family day and also more
activities for the siblings. If there is anything specific
that you would like to suggest please let us know.

New Beginnings Day Nursery in Loughton, Essex,
organized a fun day for all of the children, including face painting, green themed activities, a bake
sale of green cakes and a sponsored sing. The
nursery used to
take care of Harry
Trewartha and
have been
extremely supportive of the
charity since
the beginning.
The fun day
raised well
over £300.

Also, Dennis Howell from Ellesmere Rotary Club
raised over £500 doing sponsored 24 hour motorbike ride round the UK. Tommy & Beth Allen did
bag packing at ASDA in Wrexham raising £250
and Aled Williams raised over £350 climbing the
3 Peaks. He climbed Ben Nevis, Scafell Pike and
Snowdon in under 24 hours.
Hopscotch Nursery in Brighton raised over £400 on
a sponsored walk from The Palace Pier to West
Pier. They look after little Thalia Staiano.

The Kabuki UK Trustees are now working to establish
a system of grants which can be used to purchase
essential equipment which may be needed by
someone with Kabuki Syndrome. The process of
setting up this fund is complicated and, I’m sure
you will agree, has to be done properly. So please
bear with us. Once the fund is up and running we
will invite members to apply for grants within the
framework.
We hope that by the end of next year we will be
able to bring you stories of people who have received equipment supplied by Kabuki UK and paid
for by everyones combined
fund
raising
efforts.
If you
would
like to
do your
own
fundraising
we
have fact sheets, sponsor
forms and information on setting up an on-line
sponsorship page. Please email Beth@kabukiuk.
org.uk if you would like more information.

