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Hello, and welcome to the

Summer Tree of Hope newsletter!
Now the weather’s warmer our fundraising events
are starting in earnest. We will have met many
families at our Starfish races in Bexhill fundraising
for their campaigns and tackling the (hilly) course.
Many of our intrepid corporate supporters are
also running and raising funds for Tree of Hope
but sadly this year I won’t be participating as I
need to be on hand throughout the race as Race
Director in place of Emma, one of our Fundraising
Managers who has just had a little baby girl,
Serenity Olivia, Mum and baby both doing well.
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We are also planning for our 25th anniversary
which starts in October- we have a Sporting
Heroes lunch to kick this off on October 13th
being attended by Chris Cowdrey and Rob
Andrew amongst other sporting personalitiestickets can be booked via sportingheroeslunch@
gmail.com.
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So let’s keep our fingers crossed for a lovely
summer of successful fundraising events.
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HELLO
Hello! It’s been a busy few months at Tree of Hope. We have had our annual Starfish Races which
once again was a successful event and great day was had by everyone- even by Dave our Finance
Manager who competed in the half marathon!
Katie Tanner previously our Family Support Officer left us in September to go
and have a beautiful baby boy Noah, we welcomed her back for a couple of
months to support the team with a data cleanse. Although she has sadly left
us now, she importantly worked towards ensuring Tree of Hope are firmly
compliant with the new Fundraising Regulatory Board and the change of rules
it brings with it. It is really important that Tree of Hope keep all data up to date.
If you have had a change of address, email address or change of circumstance
please do let us know so that we can update our record and ensure we
are only contacting you with relevant information. For any updates please
contact Georgie at families@treeofhope.org.uk
We are also extremely happy to announce the wonderful news that Emma,
our Fundraising Manager gave birth to a beautiful baby girl, Serenity!

Be Tree of Hope’s

SUPERSTAR
of the day...

What is Superstar of the day?

A new campaign we are starting to share your story and raise awareness of Tree of Hope and
ultimately support to your campaign

What do you need to do?
• Send us a 15-45 second long video of your campaign. This is REALLY important to increase 		
engagement and awareness of your campaign!
• Let us know a couple of facts about your child... What is their dream? What is their favourite
activity?
• Choose an image or two to go alongside them
• Pop this over in an email to Harriet via harriet@treeofhope.org.uk and we’ll do the rest of the
work
We’ll share your story across all of our social media platforms and we’ll let you know to so all your
friends and family and supporters can share it too...
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Sophie’s Tiny Steps
Sophie suffers with Cerebral Palsy. Her family came to Tree of Hope with the hope of raising
£75,000 for SDR surgery in the USA. Three years later Sophie’s dreams of walking have become
reality.
Ballet loving Sophie was born at just
33 weeks, weighing just 3lb 8oz and
spent most of the first year of her life
in hospital. Later down the line Sophie’s
parents were told she had Spastic
Diplegia, a form of Cerebral Palsy.
Sophie’s Cerebral Palsy meant that
she was unable to stand, walk or play

like other children and she carried out
therapy every day which helped her
muscles and joints to become stronger.
As time went on doctors told Sophie’s
family about an operation called SDR
which could help Sophie to become
mobile, pain free and possibly to walk.
Unfortunately, this operation is currently
not available freely here in the UK, so
Sophie’s family came to Tree of Hope
with the hope of raising over £75,000 so
she could go through with the procedure
and have her life changed forever.
Sophie’s friends and family were on
a mission to get her the life-changing
treatment she desperately needed so
started their fundraising journey. With a
little help from the newspaper ‘The Daily
Mail’, Sophie’s campaign took off.
Sophie’s Tiny Steps relationship with
the Daily Mail started after their local
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paper reported a story that Sophie’s
brother had donated all the tips from
his Christmas paper round to Sophie’s
campaign. The Daily Mail picked up
on Sophie’s story and ran their first
article about her and her fundraising
journey. From then on they reported
regular updates on Sophie’s progress
which helped with the momentum of
Sophie’s campaign. Overall hundreds

“

The first thing we did
when we got back from
America was go and
jump in muddy puddlesthe smile of Sophie’s
face was priceless

”

of supporters from the Daily Mail sent
Sophie their well wishes and donations
and with the addition of Gift Aid (due to

▶

If you would like support
in fundraising for your
child’s medical treatment,
therapy or equipment,
please contact our Family
Support Team on
01892 535525,

fundraising with our Registered Charity)
raised an incredible £40,000 for Sophie’s
campaign, enabling Sophie’s dreams to
become a reality.

she can. The first thing we did when we
got back from America was go and jump
in muddy puddles- the smile on Sophie’s
face was priceless’.

Sophie’s family had chosen to go to St
Louis Children’s Hospital and in August
2015, when Sophie was two and a half
years old, flew out to the USA for Sophie’s
surgery. On the evening after the surgery,
Sophie had been able to wiggle her toes
and 10 days later even more magically
was taking unaided steps, just in time for
her to start school the year after. ‘SDR has
changed our life completely. It’s down to
all the little things, we can go out without
worrying if places will be accessible’ says
Allison, Sophie’s mother. ’Why can’t I do
that’ Sophie would say when seeing a
child on the swings at the park but now

Although Sophie is now a lot more mobile
there is still a lot of post-surgery therapy
to be done and equipment needed to
ensure Sophie’s muscles stay strong and
mobile, and she is pain free. Sophie needs
seven sessions of physiotherapy per week
plus attending intense physiotherapy
courses, but unfortunately only one
per week can be provided by the NHS.
Sophie’s family will be continuing their
fundraising with Tree of Hope to hit their
target of £75,000 to ensure that Sophie
can get all the post-operative treatment
she needs to develop.

Fundraising with a registered charity
comes with many benefits and Tree of
Hope ensures that families are able to
maximise income with Gift Aid, Trust
& Foundation Grants and corporate
donations plus takes the stress out of
payments and dealing with donations
away from families. ‘Tree of Hope has
taken the stress out of the fundraising,
all the payments are done and the money
is dealt with, and we would have really
struggled with things like collections in
supermarkets without a registered charity
number’. says Allison
Sophie’s world has been expanded
dramatically from her SDR surgery and
is full of things her and her family never
thought would be possible. Sophie loves
ballet, often goes horse riding and is now
able to walk down the street holding
hands with her mother.
Visit www.treeofhope.org.uk to find out
more about Sophie’s story.

SDR is also offered at hospitals all over the
UK including...
Great Ormond Street Hospital
Alderhey Hospital
Leeds General Infirmary
Bristol Royal Hospital for Children
Nottingham Children’s Hospital

To support Sophie’s campaign for her post
operative therapy please visit
www.treeofhope.org.uk/sophies-tiny-steps
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Remember a Charity
Remembering a charity in your will is vital to Tree of Hope and the work we carry out for seriously
ill and disabled children all over the UK. Find out how a Gift in Will supported Jasper in his journey.
Earlier this year, Tree of Hope were
delighted to receive an unexpected phone
call from a solicitors to tell us of a large
legacy that was being gifted to Jasper
Thornton Jones campaign.
In her own words Jasper’s mother,
Katharine explains the difference the
legacy has made to her son’s campaign.
“We were so very fortunate to have
received a large legacy gift toward my
son Jasper’s campaign on Tree of Hope,
Jasper’s Journey. Jasper, now four
years old, suffered a spinal stroke at
age 20 months, and as a consequence
was paralysed from the waist down.
Fundraising through Tree of Hope has
allowed us to provide him with the most
cutting-edge therapy available, first in the
US and now at a new centre in the UK.
There is no cure for paralysis, and for
children presently the only effective
treatment is a specialised form of
intensive physical therapy, which he
undergoes five days a week or one hour
per day. We have seen extraordinary
results – he can now crawl, climb into
a chair, sit without using his hands to
support him, ride a tricycle, and shows
improved bowel and bladder control,
circulation, bone, joint and skin health. He
can even ride a tricycle!
Jasper’s progress is slow but steady,
and to maintain his general health and
hopefully continue his recovery as he
grows, this physiotherapy will be needed
for many years to come, which of course
comes at quite a cost. We are facing a
bill of £400-600 per week, or £20-30,000
per year, for the next five years, if not into

adulthood.
Without this
extremely
generous gift
I do not know
how we would
have been
able to give
Jasper this
life-changing
treatment. No
one should
ever have
to make
the choice
between
making ends
meet and
seeing their
child get the
healthcare
they need.

Will Writing Services with
The Co-operative Legal Services
The Co-operative Legal Services offer a professional, convenient
and easy to use Will Writing Service, available nationally. Because
their service is provided over the telephone, they are able to speak
at a time that is convenient to you. They are open 8am – 8pm
Monday to Friday, and 9am – 1pm on Saturdays, helping to offer
free advice and support.
An initial conversation only takes around 10 minutes, yet in this
time they will be able to explain how a Will protects you, your
loved ones and your estate, as well as discussing the option of
leaving a gift to a charity in your Will.
If you wish to write your Will with The Co-operative Legal
Services, they will agree a convenient time for a Will Writing
specialist to take your instruction over the phone from the
comfort of your home. This will take around 45 minutes. They will
also store your completed Will for free until it is needed.
The Co-operative Legal Services are offering to write a basic
single Will at a 20% discount which will cost £99 plus VAT and
represents a saving of £30 per single Will. To contact a Wills
specialist, call on 0844 252 9965 and quote RACWILLS01

Like many
other
parents with
chronically
or critically ill
children, on top of the immense emotional
stress, the financial pressure of paying
for necessary medical treatment often
seems like an insurmountable battle. The
ability to crowd-fund through a registered
charity devoted to alleviating this burden
and getting children the care they need
was a godsend. What more, being a
charity, it was instrumental in attracting
the large legacy gift which has changed all
of our lives in such a monumental way for
the better.

“

Without this extremely
generous gift I do not know
how we would have been
able to give Jasper this lifechanging treatment.

”

The executor of our donor’s estate told
me that they chose us because they felt
that they could make a real impact on
one family’s life, but also help others due
to the 7.5% which goes to support Tree
of Hope itself. This is also a wonderful
bonus to us, as we feel that we can give
back and maintain the charity that has
helped us so much. We will never forget
what our legacy benefactor, our individual
donors, and Tree of Hope has given to
Jasper and to us, and hope that it will
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carry on for many more decades to come.”
Since 1992, Tree of Hope have enabled
hundreds of disabled and ill children to
fulfil their potential by supporting their
familes to fundraise for the specialist
treatment, therapy and equipment that is
not available through the U.K. healthcare
system. As the charity approaches it’s 25th
anniversary and the demand for Tree of
Hope continues to grow, it is imperative
that we can plan for the future. Leaving
a legacy to Tree of Hope is one way that
our families can empower the charity to
help hundreds more children in the future.
Keep an eye out on our website and
future newsletters for more information
on Remember a Charity Week 2017.

To request more information
about leaving a legacy to Tree
of Hope, please email Tree of
Hope’s Fundraising Manager,
Kate Bourne – kate.bourne@
treeofhope.org.uk

Starfish Races 2017
The annual Starfish Races took place on Sunday 14th May and welcomed runners of all abilities from all over the country to take
part in the Marathon, Full Marathon and 10K Relay in aid of Tree of Hope.
The annual Starfish races organised by Tree of Hope Fundraising
Team, Bexhill Runners and Triathletes plus some prominent
Bexhill volunteers was once again a hugely successful event
raising over £7000 for Tree of Hope, helping us to continue to
support hundreds of seriously ill and disabled children all over the
UK in getting the medical care they need.
The course is a 10.5k-looped course along the Bexhill promenade
in which runners can take on a Marathon, half-Marathon or 10k
Relay in a team of 4. This year the event saw record-breaking

amounts of runners take part with over 250 people including 10
of our amazing supporters at Marks and Spencer Tunbridge Wells
and Tree of Hope Finance Manager David Grist who took on the
half-marathon!
Tree of Hope’s original founder of 25 years Corrinne Gardner also
attended the event and medals were distributed to runners by
Tree of Hope trustees alongside members of the Bexhill Runners
and Triathletes.
We would like to say huge thank you to all the committed
volunteer organisers and marshals who spent the day cheering
on all the runners. The race could not have taken place without
them!
We would also like to say another thank you to all of our
generous sponsors including Andrews Estates, Goldfish Property
Ltd, Rider HQ, Vivid Promotions and Survey Roofing for their
generous donations ensuring the race can go ahead maximising
the money raised.
For full race results, times and other race day information
please visit www.starfishraces.org.uk.

Congratulations to all the 2017 race winners...
Mens
Marathon

Womens
Marathon

Mens HalfMarathon

Womens HalfMarathon

10k Relay
Team

Marcos Miranda

Sharon Barnett

Wes Mechen

Jenna French

Hastings AC2

3.04

3.38

1.25

1.39

2.35
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Fundra
Claire Cashmore
We are extremely proud to announce the latest member to join the Tree of Hope team is Paralympic
Swimming Champion Claire Cashmore, who has joined us as Patron alongside Ross Wilson.

TKMaxx Tunbridge Wells
A huge thank you to Tkmaxx Tunbridge Wells who have chosen us as their charity of the year this year.
If you’re popping in to the store don’t forget to drop your lose change in one of our tins at the till!

Chamberlain Care Homes
We would also like to thank Chamberlain Care Homes Tunbridge Wells who came in to visit us and
kindly donated £500 to Tree of Hope as a part of Pay It Forward Day!

Aylesford Couriers
A big thank you to the lovely team at Aylesford Couriers who have kindly chosen
Tree of Hope as one of their local charities to support. Alongside many other
things they will be making a yearly donation to Tree of Hope that will help us
support more and more seriously ill and disabled children all over the UK!

Auto Trader
Auto Trader set off on their mammoth ‘Ride for Kallie’ cycling challenge
in May, riding 200 miles from their head offices in Kings Cross, London
to North Central in Manchester over a 3 day period. They raised an
incredible £20,000 in total for Kallie’s Hope campaign, for her life
changing SDR surgery.
Thank you to all the dedicated cyclists who took part in the challenge
and all the supporters who helped organise and sponsor the teamtruly life changing for Kallie. To read Kallie’s story please go to www.
treeofhope.org.uk/kallieshope

A huge thank you to the father of Amalie Baber and MD at ‘Head 4 Heights’ Aerial Adventure Ground
who is now offering a promotional code at ‘Head 4 Heights’, that means 10% of the booking fee will come
straight back to Tree of Hope. Just enter the code ‘Treeofhope’ at the checkout!
“The Tree of Hope have provided amazing support in helping Amalie in so many ways by supporting fund
raising for therapy and specialist equipment. This park has wheelchair access around the lake, disabled
facilities and is also an amazing day out for siblings and parents who want to enjoy a day out climbing, swinging and jumping. All Tree of Hope families, friends and associates have to do is book online
through www.head4heights and enter the promotional code ‘Treeofhope’ to ensure 10% goes to TOH.”
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aising News
Marks and Spencers
We would like to thank Marks and Spencer Tunbridge Wells for their
donations totalling an impressive £1600 from all their instore fundraising!
We would also like to thank them for their huge support at the Starfish Races
this year! with 10 runners taking part in the marathon, half- marathon and
10k relay, as well as many marshals who helped the event be a huge success!
We’re really excited for some of the M&S team to join us for a couple of days
as a part of their ‘Spark something Good’ campaign, as they transform our
current board room into something fabulous for all our visitors to see!

Help for Sufian.
Sufian and his family have been fundraising with Tree of Hope for a while now and after some
extremely kind donations and a grant from the Jack O’Donnell Foundation Sufian will now be able to
have the regular physiotherapy he has so deperately needed to help him live the most fulfilling life
possible.
If you would like to read Sufian’s story www.treeofhope.org.uk/sufian2013

Kelly Turner fundraising
Kelly Turner’s campaign to raise £1 million for her life saving
surgery has now hit the half way mark and she will be going to
New York this summer, after her GCSE exam’s for the first part of
her life saving treatment.
Back in May Kelly and her Mum, Linda and Dad, Martin came into
the office to the meet the team.
To find out more about Kelly’s campaign please visit
www.treeofhope.org.uk/kelly-turner2000

Upcoming Events 2017
• Golf Day, 6th July-

Please join us for a light lunch, 18 holes of Golf on a championship course and a three course

evening dinner at Nizels Golf and Country Club raising much needed funds for Tree of Hope. £65pp, teams of 4. Contact our
Fundraising Manager Kate on kate.bourne@treeofhope.org.uk to enter your team or find out about sponsorship opportunities.

• Dragon Boat Races, 9th September-

Round up a team and join the likes of Marks and Spencer Tunbridge Wells

with a day of competitive rowing for Tree of Hope or your chosen campaign! 16 people, 60 teams, 3 races and endless fun!

• Sports Lunch, 13th October- Kicking off our 25th year celebrations is a Sports Lunch at The Spa Hotel, Tunbridge
Wells where Sporting Legends including Chris Cowdrey and Rob Andrew will be joining us for an exclusive three course lunch!
Contact sportingheroeslunch@gmail.com to book your place!

FEATURED SUPPLIER

Scoliosis SOS is the UK’s only non-surgical treatment clinic for scoliosis, hyperkyphosis and other
spinal conditions. Find out what they do and how they could help you.
What is Scoliosis?
Scoliosis is where the spine twists and
curves to the side. It can affect people of
any age, from babies to adults, but most
often starts in children aged 10-15.
Scoliosis is usually idiopathic which
means of unknown cause. However, in
some cases it can run in families or be
caused by an accident or trauma to the
spine.

Pain
The vast majority of people with scoliosis
suffer from pain and in some cases this
can be crippling. Pain is caused by the
imbalance of the muscles (muscles that
are over stretched and some that are
short and tight). Without specific muscle
retraining exercises this pain often gets
worse and will not improve without
treatment. Many scoliosis patients rely
on pain medication to be able to function
properly. Treatment for pain often
includes spinal injections and morphine
patches.

Treatment for scoliosis
Current treatment on the NHS consists
of 3 components;

What are the signs of scoliosis?
• A visibly curved spine
• Uneven shoulders
• One shoulder blade protruding
• Asymmetric hips
• Rib rotation (protruding on one side –
often referred to as a rib hump)
• Clothes not fitting properly or just a
general feeling of imbalance

The heart and Lungs
Scoliosis can affect the whole body from
head position right down to the feet,
affecting how you walk. It can lower
lung capacity causing fatigue and in very
serious cases the pressure placed on the
heart and lungs can be life threatening.
Some scoliosis patients suffer from such
large curves that they are unable to walk
and can end up relying on a wheelchair.

The digestive system
People with scoliosis can suffer from
digestive problems due to the spine
twisting and causing internal organs to
move position.
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• Monitoring; with regular x-rays and
scans to check the progress. This is
also known as ‘watch and wait’ and
can be extremely detrimental to young
teenage patients who are at high risk of
progression. It also causes a great deal of
stress to families who are unable to do
anything apart from wait for their child’s
condition to get worse.
• Bracing; patients are often advised to
wear a hard corset style brace. The idea
of a brace is to hold the patient in the
corrected upright position. Bracing can
be very effective but only when used in
combination with exercise. If patients
are not taught exercises alongside
wearing the brace, their muscles waste
and as soon as they stop wearing the
brace they flop straight back into their
scoliotic posture.
• Spinal fusion surgery; once a patient’s
curve is over 40 degrees, they will be
advised to have spinal fusion surgery.
This is a very risky, serious operation
which involves fixing metal rods to the
spine with screws. Although patients
see a cosmetic improvement initially
they are then at risk from developing
compensatory curves and will often
continue to suffer from pain that is
caused by the muscle imbalance. There is
also a risk of paralysis with this operation
and it is not suitable for all patients,

especially those with additional health
complications.

What do we offer at Scoliosis
SOS?
The treatment we provide is an intensive
course of scoliosis specific exercises,
designed to put the patient back in
control of their condition, improve
cosmetic appearance by decreasing any
asymmetries surrounding the shoulders
and hips, decrease pain by correcting
the muscle imbalance and providing an
alternative to spinal fusion surgery.
The exercises we teach are specifically
tailored to the individual patient’s curve
and give hope to patients who are
suffering from pain and in some cases a
severe lack of confidence and self-belief.
The ScolioGold exercises strengthen the
muscles surrounding the spine, bringing
the patient into a more central upright
positon. This means that gravity is then
acting down on a symmetrically balanced
spine rather than an unbalanced spine.
Not only does this prevent progression it
also results in some patients being able
to reduce the actual size of the curvature
through exercise alone.
We treat patients of all ages and ability
and make sure we are flexible with
our approach to ensure all patients are
given the opportunity to improve their
lives and manage their condition within
their own homes. 88% of patients that
complete a course of ScolioGold therapy
have been able to avoid spinal fusion
surgery.

▶

Lucy’s journey with
Scoliosos SOS
In May 2016, my 12 year old daughter
Lucy received a diagnosis which seemed
to freeze every cell in my body. I was
stunned by what a consultant had to
say, “your daughter has a thoracolumbar
scoliosis measuring 33 degree Cobb angle.
She will need to wear a Cheneau brace
for 23 hours every day for the rest of her
growing life” and, “she may need surgery”.
At home I began to research scoliosis in
children on the internet, in forums and
books. I wanted less intrusive options.
(You see, Lucy is an amazing girl with
Down’s syndrome, oral dysphagia, Sensory
Processing disorder and autism. I doubted
that she would tolerate the brace and I
feared surgery).
Gradually, I narrowed down specialised
treatments in the United States and
Germany. Reading about a technique
by Christa Lehnert-Schroth for a
physiotherapeutic three-dimensional
treatment for scoliosis, led me to the
Scoliosis SOS clinic in London.
Meanwhile, it was time for Lucy’s fitting
of the brace at hospital, and I now had a
greater knowledge about Lucy’s diagnosis.
I was told that the NHS did not offer any
other type of treatment for scoliosis. The
NHS paediatric physiotherapists said that
they did not know how to help Lucy.

Copyright © 2017 by Diane Drewery

The rigid and restricting Cheneau brace
was uncomfortable and caused her great
distress. I was hoping that this clinic
in London would answer our prayers. I
contacted Scoliosis SOS and arranged
an assessment over the telephone rather
than attending in person as this was less
disruptive for Lucy. It was agreed that
because of Lucy’s particular circumstances
a bespoke therapy programme would be

better in treating her scoliosis. I booked
Lucy into a four week course in the
October.

“

Lucy’s after-treatment
assessment showed that
the twist in her spine
was gone, her curve
reduced with a level
pelvis.

”

We were fortunate to stay on-site for the
programme. This was less of a strain on
Lucy and allowed her to become at ease
with the therapists which meant she could
concentrate on the exercises. After the
pre-treatment assessment which showed
a twist in her spine as well, Lucy began
her programme of an hour of exercises in
the morning and an hour in the afternoon.
She had one-on-one at each session. By
the end of the second week she was more
confident in following the therapist. The
therapists involved soon tuned into Lucy’s
way of communication and thinking and
adapted the exercises to suit her ability.
The exercises were made gameful which
kept her interested and focused on the
technique. She became so familiar with
the exercises such as ‘the ballerina stretch’,
‘seated rows’ and ‘the bridge’ that she
would move into the correct position at
the mention of them.
Before the end of the four weeks Lucy
was fitted for insoles to level her pelvis
(one leg is shorter) and to correct the
position of her feet. This had never been
properly addressed since I observed the
discrepancy in her leg length when she
started to stand and walk at four years old.
Lucy’s after-treatment assessment showed
that the twist in her spine was gone, her
curve reduced with a level pelvis.
Lucy continues with a home exercise
programme.

Copyright © 2017 by Diane Drewery

paediatric orthopaedic surgeon. Her
x-rays showed a 23 degree Cobb angle,
level pelvis and no twist in the spine. That
was a 10 degree reduction in curve in 10
months. The surgeon saw no need for
brace or surgery.
To maintain and perhaps further improve
these measurements we plan to revisit the
Scoliosis SOS clinic for a review later this
year.
Photographs and written work are copyrighted. They can not
be reproduced, altered, published or distributed in any format
without permission from the author. Copyright © 2017 by
Diane Drewery

Visit www.scoliosissos.com for more
information on the services offered at the
Scoliosis SOS Clinic.

If you would like to talk to our
Family Support Team about
fundraising at Soliosis SOS,
contact our Family Support Team
on 01892 535525

This March, Lucy had a review with a
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Bertie’s 300
Bertie has Batten Disease. His family came to Tree of Hope with an innovative fundraising idea to
raise £100,000 to make Bertie’s life more manageable and comfortable.
In November 2016, a few days after
Bertie’s second birthday he was given
a heart-breaking diagnosis of Infantile
Batten Disease, a devastating neurological
degenerative illness.
Bertie is now unable to play, walk, talk,
feed himself or to communicate. His
sight will deteriorate until he is blind and
it could be likely that in the future he
will not sleep through the night. Bertie
currently struggles with sleep and requires
night carers. He is also often fed through
a gastronomy tube in his stomach as he
is losing the ability to swallow. He has
numerous epileptic seizures every day and
is in need of 24 hour care. Unfortunately,
there is no cure for Bertie and he will
eventually become completely dependent
12

on others.
Although Bertie and his family have been
told there is no cure for his condition
there are lots of things they can do to
make his life as comfortable and easy as
possible so the family came to Tree of
Hope. ‘We decided to use Tree of Hope so
that people donating could be confident
that we were being accountable and
that the money was being overseen by a
charity for a specific purpose.’ says Mimi,
Bertie’s mother. Bertie’s family want
to raise £100,000 to create a specially
adapted space for Bertie and to provide
him with the specialist equipment he
needs.
Bertie’s family are having to move to a

more suitable house so that Bertie can
have a ground floor bedroom and wet
room where they are able to comfortably

To donate to Bertie’s
campaign please
visit
www.treeofhope.org.uk/
bertie-petty
▶

bathe him using specialist hoists and a
bath that can be moved up and down.
Alongside a special bathroom and
bedroom for Bertie, his parents would like
to be able to create a sensory room for
him which would help to stimulate him
with different specialist lights, a Bubble
Tube and his Jumperoo which he loves to
bounce in. They also want to ensure that
Bertie has access into the garden as he
loves to be outside and to hear the birds
singing.
Bertie’s family have found an ideal house
to make suitable for Bertie and would like
to raise all the money by September 2017.
They can then start work to making life
more manageable and comfortable for
Bertie and also for his brother Stuie who
has very little room to play now that all the
equipment which Bertie requires takes up
so much space in the house.

What is Bertie’s 300?

If you would like to be one of Bertie’s 300 please visit
Bertie’s very own website at

www.berties300.org/sign-up-now

Bertie’s 300 Event Details
• Stansted, Kent- Just 25 miles from London
• 9th July
• 26 mile bike ride or a 13 mile walk or 3 mile child

		

friendly stroll
• Finishing with a BBQ!

Bertie’s 300 is the brilliant and innovative
fundraising idea that came from some of
Bertie’s family and friends Olivia, Polly,
Fenella and Annabel to help Bertie’s family
raise the £100,000 they so desperately
need. ‘They have been incredible creating
the event and organising everything for us
which we wouldn’t have been able to do
as we are so busy caring for Bertie.’ says
Mimi.
The idea is simple, 300 people to raise
£300 each and with the addition of Gift
Aid on some donations they will reach
their target. The campaign has taken off
brilliantly with around 30 fundraising
pages already set up to help Bertie but
there is still a long way to go and you can
sign up to help now by donating, holding a
fundraiser or joining the campaign’s main
event.
Bertie’s 300 has its own family event
which will be taking place on 9th July
in Stansted, Kent. The event includes a
marathon (26 miles) bike ride or a half
marathon walk (13 miles) or a 3 mile stroll
suitable for children that will end with a
family friendly BBQ in the sunshine. You
can find out all the information about the
event including routes, how to sign up
and information about the day at www.
berties300.org
Tree of Hope support children like Bertie
with illnesses and disabilities in raising the
funds they need for equipment, therapy
and treatment that is not otherwise
available to them through the UK
healthcare system.
If you would like to talk to us about
starting your fundraising campaign please
contact our Family Support Team on
01892 535525.
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Getting to the Heart of

TIREDNESS
Tired Out supports families raising disabled children to find help and information about sleep.
Family Fund’s 2013 report, Tired All the
Time, confirmed to Family Fund what
many parents of disabled or seriously ill
children already knew: sleep difficulties
are a major concern for a huge number of
families.
As one exhausted parent put it, “We
are tired all the time and some days,
can barely function”. Within the report,
families revealed that the effects are not
only physical, they had also experienced
financial, emotional and social challenges
as a result of sleep deprivation. A total
of 93% of the families surveyed in the
research reported being awake during the
night with their children, 49% reported
health issues as a result, while almost a
third had not sought professional support.
Even when professional support was
accessed, experiences were mixed, with
some parents not being given any practical
advice, and many feeling that the extent of
their lack of sleep was not taken seriously.
One parent told us “My little girl is now
nine years old and can’t drop off to sleep
by herself. I have tried to get help from
everywhere but have drawn a blank.”
Following Tired All the Time, Family Fund
made a commitment to better support
families with their sleep. Families said
that they wanted to find services and
events in their local area, have access to
information and research into sleep issues
for disabled children and, perhaps most

importantly, have the opportunity to share
experiences and talk to other families who
understand just how dramatic an effect
sleep deprivation can have.
As one parent told us “My son is a terrible
sleeper. I’m frequently up through the
night where he wakes or moves off his
alarm pads. I can’t actually remember
the last full night’s sleep I have had in
many years (he is 10 in a few months)
we get no respite. My husband sleeps on
the sofa most nights as he has to work
and combined with his snoring and our
son’s short sleep it’s literally just me who
has him. Obviously I can’t leave him to
his own devices as he needs consistent
supervision to keep him safe whilst awake.
Sleep deprivation is horrendous, it makes
you emotional, snappy and miserable
some days. But when you are the only one
responsible for him you just have to get on
with it.”
Family Fund has responded by working
with families and a number of partner
organisations, including Sense, Cerebra
and The Children’s Sleep Charity, to
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provide a comprehensive and accessible
resource for sleep support, where advice,
information, resources and details of
local support are available in one place.
This sleep support hub, Tired Out, was
launched in September last year, and it has
received a very positive response.
“Thank you so much for recognising this
issue in such a respectful way, it is so
important that these kinds of effects on
family life are heard and believed in a
respectful and constructive manner.” A
Parent
“I’ve had a look and love it! I think it is
easy to use and navigate.” The Children’s
Sleep Charity
For further information on Tired Out,
to share your experiences or to tell
Family Fund about a related service
or event in your area, email tiredout@
familyfund.org.uk or find us on
Facebook.
www.tiredout.org.uk
www.facebook.com/TiredOutFF

Support Tree of Hope
Tree of Hope offers hope to seriously ill and disabled children living in the UK and their families
by helping them to raise funds for vital operations that the NHS can’t provide, therapies and
treatments needed for rehabilitation and improvement, and specialist disability equipment and/
or adaptations to a family home.

We need your support to make a difference!

You can help to improve the lives of children with complex disabilities and illnesses by
making a regular donation or a one-off gift to Tree of Hope.

Your gift will enable Tree of Hope to:

• continue providing the legitimacy of belonging to a well-respected charity to hundreds of families, enabling them 		
to access funds for their child that would not be possible otherwise
• offer online giving platforms for fundraising, making the fundraising journey far more simple for the family than it could be
otherwise
• provide advice and guidance on the best ways of fundraising, and giving support throughout a family’s fundraising 		
campaign, including dealing with invoices and suppliers, and sharing news of other families in similar positions, 		
reducing the stress for families in very difficult situations

I want to support Tree of Hope to improve the lives of sick and disabled children!
Please send to: Fundraising Manager, Salford House, Salford Terrace, 19-21 Quarry Hill Road, Tonbridge, Kent, TN9 2RN
Title

First Name				

		

Surname

Address								
Telephone						
I enclose a cheque made payable to Tree of Hope for

Email

£

I wish to make a gift regularly and have completed the Standing Order form below

Standing Order Please send to Tree of Hope (address above) not your bank
If you use online banking you can set up your standing order or make a one-off donation through your on-line account as you normally would
rather than completing this form. Please make us aware of any donations you send in this way by emailing accountsreceivable@treeofhope.
org.uk
Your Bank Name
Bank Address
Account Number					

Sort Code

Name(s) of Account Holder(s)
Please pay to HSBC, 2 Devonshire Road, Bexhill on Sea, East Sussex, TN40 1AT, for the credit of Tree of Hope,
Account Number 31498045, Sort Code 40-10-14
The sum of

£				

Please take my gift
Commencing

Once		

D D M M Y		 Y

(please repeat in words)
Weekly		

Monthly

Annually

until further notice

Signature 							
Please amend any previous standing order to this beneficiary

Date
Ref:

Gift Aid Tax Declaration

I confirm that I am a UK income Tax or Capital Gains Tax payer, of an amount at least equal to the amount to be reclaimed. I
understand that if I pay less Income Tax and/or Capital Gains Tax in the current tax year than the amount of Gift Aid claimed on all
my donations it is my responsibility to pay any difference. I wish Tree of Hope to reclaim 25p in every pound from HMRC on all the
donations I make on or after the date of this declaration as Gift Aid.

Signature
Registered Charity in England and Wales No. 1149254 / Scotland SCO42611
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How we help...

Tree of Hope helps children and young people with a disability or illness by supporting their
families to raise the funds that they need to pay for specialist care that is not available through the
healthcare system.
Our staff team support Tree
of Hope families by:
• Assisting with the creation of
a Tree of Hope online fundraising 		
campaign via Just Giving
• Making fundraising tools and 		
advice available to parents
• Ensuring staff are available on
the telephone
• Enabling each campaign to claim 		
gift aid because it is part of 		
registered charity Tree of Hope
• Putting families in touch with 		
other families in similar situations 		
for moral support
• Giving greater exposure to 		
campaigns nationally through 		
being associated with a well 		
recognised charity brand
• Support with managing funds
and paying invoices

www.treeofhope.org.uk
01892 535525

Who We Help...

What you can fundraise for

• Children under the age of 18, with
access to funds up to their 25th 		
birthday

Equipment including but not limited to
trikes, hydrotherapy pools, specialist
pushchairs & sensory equipment

• Children anywhere within the UK

Therapy, including; physiotherapy, horse
riding & swimming lessons

• A child suffering from a disability, 		
illness or autism

Medical Conditions we have
helped families with (not an
exhaustive list)

Cerebral Palsy
Retts Syndrome
Downs syndrome
Global Developmental Delay
Hypermobility
Congenital Hypotonia
Epilepsy
Visual Impairments
Meningitis complications
Lebers Congenital Amaurosis
Dravet Syndrome
Hypoxic Ischemic Encephalopathy Injury
Dystonia

Operations and treatment inside and
outside of the UK
House Adaptations including sensory
gardens and bathroom adaptions
Speak to our Family Support Team on
01892 535525 for information on how
to start your campaign now.

Registered Charity in England and Wales No. 1149254 / Scotland SCO42611

