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What a fantastic summer of fundraising it has been and so 
many of our families have hosted events and made the best 
of the weather to boost their campaigns. Many families also 
used the summer to progress with therapies and operations 
for their children and we were pleased to be so busy 
processing invoices and taking in funds.

September seems to have come around quickly yet again 
with the children back to school and the summer drawing 
to a close but now is the time to think about fundraising 
during the Autumn and taking advantage of Halloween 
and Bonfire Night and of course around Christmas time 
when people are feeling generous. Do take the time to plan 
ahead and get people involved in putting the FUN! into 
fundraising.

We have a new Fundraising Manager who has just 
started, Karen, so do call for more ideas and pick her brain 
regarding giving your campaign a boost. Change continues 
with Georgie taking on the Marketing role and a new starter 
Megan taking on the role of Families Officer so the Autumn 
is a time for fresh starts here at Tree of Hope.

The Summer saw us hold an amazing pop-up meal at a 
fantastic local vineyard here in Kent, Hush Heath which 
saw us raising much needed funds and spreading more 
awareness about what we do and the families we support. 
Thanks to Kate, our outgoing Fundraising Manager, who 
masterminded this and other great initiatives including our 
highly successful Cook Book. She will be missed. However 
she still walked the 100km South Downs Challenge with 
myself and Dave our Head of Finance so we remain close 
to her heart- if you or any of your supporters want to take 
on similar challenges do contact us and we will do what we 
can to help.

Please do contact us with any thoughts or comments on 
this issue at Info@treeofhope.org.uk we would love to hear 
from you.

   Kind regards
      Gill
   Gill Gibb
   Chief Executive Officer
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HELLO 
What a Summer it has been for 
Tree of Hope! Not just for the fact 
that I am settling into married life, 
but you may also notice a change 
in editor! Following our lovely 
Harriet’s departure and after three 
great years in the Family Support 
team, I decided to make the leap to 
Marketing! An exciting change and 
allows me to work on and develop 

a different side of an organisation I 
love and believe in so much whilst 
keeping in touch with families for 
all things marketing.

Please do get in touch with me 
anytime if you need any help or 
direction with your campaign. 
If you’ve hit a bit of a lull or you 
want to get savvy on social media, 
or you want to share your child’s 
progress and updates to help 
get your campaign a bit more 
exposure.. Whatever it is, I would 

love to hear from you and can be 
contacted anytime via marketing@
treeofhope.org.uk. 

That’s it from me for now but 
keep in touch. I look forward to 
hearing all about our families 
winter fundraisers over the coming 
months! Do tag us on social media 
@Treeofhopecc so we can see what 
you’re up to and can share your 
story/campaign or blog. 

Georgie

3

Hi, I’m Karen! I live just 
outside of Tunbridge Wells 
with my husband Richard, our 
rescue dog Lily and our cat 
Phoebe.  In my spare time I can 
be found in my sewing room, 
or in the garden growing 
monster vegetables!

I have been a part of the 
Charity Sector for over 15 
years, with an extensive 
background in Fundraising 

including community, 
corporate, events and 
trusts and foundations.  I 
have worked for several 
charities in the past including, 
Demelza Children’s Hospice, 
Burrswood, the Shaw Trust 
and most recently West Kent 
YMCA. I am very excited 
and proud to be a part of 
the friendly team at Tree of 
Hope.  I am looking forward to 
working with and getting to 

know our supporters as well 
as our families and I hope to 
share our fundraising events 
and challenges with you over 
the coming months. 

Families in need of any 
fundraising advice can contact 
myself or Emma directly at 
the office, so do give us a call 
anytime if you are in need of 
some support or guidance for 
your campaign. 

Hi, I’m Megan, Tree of Hope’s 
new Family Support Officer! 

Prior to this role, I worked 
as a Project Manager for a 
third sector organisation 
which supports teenage 
parents into education and 
employment.  I am now 
ready to use the skills I have 
acquired to support families 
like yourselves and I’m really 

excited to get to know our 
Tree of Hope families more 
over the coming months 
and help you reach your 
fundraising targets! 

My hobbies outside of work 
mainly relate to eating 
(unfortunately!). I love trying 
out new restaurants and 
recipes including cakes, bread 
and pastries. I have been 

following this year’s Great 
British Bake Off and can’t 
wait to see who wins!  

 Contact me anytime if you 
need to discuss anything at all 
and I’ll be very happy to help 
and assist. 

Don’t forget....
As Christmas approaches, make the use of 
easyfundraising - a free way for you and your 
friends and families to fundraise for FREE for 
your campaign whilst shopping!

Get your own unique text code for your 
campaign set up by contacting us! 

To find out how you can register your campaign 
for both easyfundraising and getting a text 
code organised get in touch with Georgie at 
marketing@treeofhope.org.uk
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Meet Zee! Zee lives in Bristol with his 
mum Ellie. Zee was a premature baby 
and born deaf and struggled to gain 
weight. At around 18 months he had 
an NG tube and started daily growth 
hormone injections. 

Zee has sensory struggles and avoids 
textures and has water aversion. He 
has PROP receptive difficulties and 
struggles without routine. Tragically, 
at two years old, Zee lost all his 
communication skills and regressed 

considerably in his development. He 
has now been retaught but the way he 
learns is completely different. Zee also 
had a muscle biopsy for mitochondrial 
disease which came back flagging  
complex issues but didn’t lead to 
a diagnosis and is now part of the 
Genome Project.

Zee gets tired very quickly and 
increased fatigue causes sickness 
and problems with the muscles in his 
eyes, which don’t work as well when 

tired and causes him distress from 
double vision. Zee’s vision is crucial 
for his communication needs, as Zee 
communicates with sign language and 
an iPad. 

On asking what life has been like for 
the family so far, Ellie explains: 
“You learn to cope with one thing 
before something else crops up 
which requires a completely different 
approach. His needs are constantly 
changing and in turn we are always 

Making a difference for Zee
Zee and his family onboarded for fundraising support in May 2019 with the aim of giving Zee, a much 
better quality of life and  live life to the full, who has complex medical needs and is a SWAN (Syndrome 
Without A Name) child. Find out about their campaign and what Zee and mum Ellie have been up to!

“
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needing to adapt. Saying this, Zee 
copes incredibly well with everything 
that life throws at him and genuinely 
just accepts whatever goes on.” 

Ellie strive’s to give Zee a better 
quality of life and making things more 
accessible are the  things she wants 
most for Zee. “Simple things like taking 
Zee to the toilet and changing him in 
his buggy and now having to lay him on 
a bathroom floor,” Ellie explained, “just 
isn’t what I want for my son.” 

The family hope to fundraise for a 
Pea Pod as he is currently growing 
out of the one the family got for him 
and allows him to be comfortable and 
independent at home. He is unable to 
sit up for very long as he tires quickly 
and a Pea Pod will help.

Zee is wonderfully quirky and loves 
anything arty and puts his hand to 
pretty much anything creative. His 
favourite thing to do in the world 
is plane spotting and loves the Red 
Arrows as his favourite colour is red!

Zee also has one legend in his life, that 
I think many of our readers will agree 
with and that is Phillip Schofield! 
Ellie explained they have bought a 
cardboard cut-out of Phillip and he 
wasn’t too happy when he took the 
summer off presenting This Morning 
on ITV!

The family have a fantastic community 
and moved to their current address 
four years ago. “We are so lucky to live 
where we do, the road we live on is 
just full of such supportive people and 
everyone knows and loves Zee and he 
has enjoyed making friends with his 
neighbours for the last few years. They 
have been amazing and have shown us 
untold amounts of support.”

Zee’s campaign has gone from 
strength to strength and is a fantastic 
example of what simply TALKING 
to people can do! One of Zee’s 
neighbours volunteered to run a 
bar at an event to fundraise for Zee. 
Another neighbour had a cake sale 
at their place of work and her friend 
volunteered to shave her head in 
support of Zee which is going to be 

matchfunded. Zee has also been 
putting his artistic streak to good use 
to make greeting cards which have 
been selling like hot cakes in the local 
community, friends, family, even to 
places as far as South Africa! 

The neighbours also hold an annual 
‘Lawn Fest’ festival and this year all 
funds raised are in support of Zee 
and his campaign which has a village 
fete feel with lots of fun activities for 
children and adults. 

One main thing that the family feel 
very strongly about is giving Zee 
dignity and to be able to be changed 
without laying in public toilet 
bathrooms. To raise awareness, mum 
Ellie is volunteering to lay on 50 toilet 
floors and plans to make a video about 
her campaign which we are really 
excited to see and share with our 
supporters. 

We also found out that Zee is an 
incredibly proactive fundraiser in 
his own right and has spent years 
fundraising for good causes that are 
close to his heart, so he decided to 
support himself by doing something 
that has always been a dream! Zee 
has always wanted to fly which goes 
hand in hand with his love for planes 
and Ellie was completely unaware 
that a sky dive could be facilitated for 
special needs children, so this was a 
perfect excuse! She told us the whole 
experience was absolutely brilliant 
and Zee was able to live his dream for 
real. 

We are so impressed with Zee’s 
campaign and Ellie told us what having 
Tree of Hope behind them meant and 
how this has helped. “Having Tree of 
Hope has definitely helped attract 
people from further afield giving them 
reassurance where the funds are 
going.” Ellie went onto say, “If people 
are giving their money and time, I can 
understand they need to know exactly 
where it’s going so it’s reassuring for 
the supporters and us because we 
have Tree of Hope managing the funds 
for us.” 

Ellie also said that signing up with 
Tree of Hope has also enabled them to 
share Zee’s campaign more publicly, 
more so than they would have been 
able to without. 

Zee has been very present on 
Facebook too. “Social media is a 
must these days, everyone’s on it! It’s 
been a great information source for 
people wanting to know what’s going 
on fundraising-wise and just gives a 
story to follow so people can take an 
interest which is all good awareness.” 
Ellie explained. 

“Just enjoy it!” Ellie told us the 
importance of doing things you enjoy 
and get pleasure from, so it doesn’t 
feel like chore. “Zee being arty and 
doing his cards was a perfect solution 
as it hasn’t been something that’s been 
particularly hard work.” Ellie went on 
to say “I personally have also loved 
raising awareness for Zee. Making 
people aware of the issue has been 
absolutely great which has helped our 
fundraising thrive.” 

Making a difference for Zee

Simple things 
like taking Zee 
to the toilet and 
changing him in 
his buggy and 
now having to 
lay him on a 
bathroom floor, 
just isn’t what I 
want for my son.

“
“

“
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Some of you may have seen in the press recently about the Cystic Fibrosis (CF) drug 
Orkambi, which is not available on the NHS due to its excessive price. Thousands of 
people are being prevented from life prolonging treatment as the pharmaceutical 
company Vertex have refused to lower their price or negotiate responsibly with the 
NHS for almost 4 years. It’s an area we became really interested in after we received 
contact from Nina White, a Mum of a child with Cystic Fibrosis who wanted to tell us 
about the ‘CF Buyer’s Club’ that a cohort of parents have set up. Read on to find out 
more about their amazing work. 

The CF Buyer’s Club has been started by a group of 
volunteers in the UK who all have children who need access 
to Orkambi and other medicines sold by pharmaceutical 
firm Vertex. The group have also been working with Just 
Treatment to campaign for the UK government to issue 
a Crown use licence that would allow it to buy a generic 
version of Orkambi for the NHS.

Vertex have demanded such high prices for their Cystic 
Fibrosis medicines that they are unaffordable for health 
systems in countries all around the world. The CF Buyer’s 
Club provides information that allows people living with 
Cystic Fibrosis to access more affordable, but quality-
assured generic versions of these medicines.

Many countries around the world have legal exemptions 
allowing the purchase and import of medicines for personal 
use. The UK is one such country, and patients are now able 
to purchase quality generic versions of Vertex’s medicines 
for £23,000 per year, rather than the £104,000 per year 
demanded by Vertex.

This provides an option for families to self-fund treatment 
which has up until now been impossible, although even at 
the much lower price it is still a huge financial burden for 
most. This is where Tree of Hope can help, by helping 

parents to fundraise with guidance and support and with 
the benefit of doing so under a registered charity.

On speaking to Nina, she told us “We are pleased to have 
formed a working partnership with Tree of Hope. It is 
inexcusable that families already battling a life-limiting 
condition have to fundraise for drugs like these but having 
the option of support from Tree of Hope, which gives 
the tax benefit of gift aid, takes some of the pressure off 
vulnerable families and gives them professional guidance. 
Families can be reassured that if any of the drugs become 
available in the UK, TOH will manage raised funds to cover 
the child’s other medical needs until they reach 25”.

Since the partnership started with the CF Buyer’s Club, we 
have already been able to start supporting families to get 
the funding for this drug. Luis Walker is nine years old and 
has Cystic Fibrosis, which he was diagnosed with at 3 weeks 
old. 

His mum Christina told us “He was very poorly throughout 
his first year and for the last two years has been battling a 
lung infection that its multi-resistant to antibiotics. Luis has 
a 3 hour regime of medicines and physio every day but we 
try to ensure he leads a full and relatively ‘normal’ life when 
not in hospital”. 
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Please contact our 
Family Support 

team to start your 
fundraising campaign on  

01892535525 or via 
families@treeofhope.org.

uk. 
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Luis attends school regularly with his friends which he 
enjoys very much. Christina said, “He is very resilient like 
most people with CF because he has never known any 
different and approaches set-backs with his health very 
bravely” she went onto say how much Luis loves playing 
football, tennis and cricket with his friends, “it’s great 
because physical exercise means his lungs are kept in the 
best condition they possibly could be and he is generally 
very fit which helps him to deal with times of illness.”  

Christina is one of the founding members of the CF Buyer’s 
Club having campaigned for access to the branded Vertex 
drugs to no avail for years with other parents, one of whom 
stumbled across an Argentinian manufacturer of a generic 
version of the drug that Luis needs. Christina told us “It 
was an amazing discovery that changed our lives – we went 
from the desperation of fighting a seemingly unwinnable 
fight into a practical battle to get hold of the generics. 
We’ve been given hope that Luis can live a longer life and I 
will not stop until he has the treatment.” 

Campaigns carried out in central London and outside Parliament.

Christina is now fundraising for Luis and busily 
campaigning for other families to join them so that they too 
can have hope. 

Tree of Hope asked Christina’s views of the issue, to which 
she told us, “Privately funding these drugs is not the 
answer long term because essential medicines should be 
available on the NHS, so the wider and longer-term issue is 
to keep fighting for universal free access.” 

Christina went onto say “I’m really grateful to Tree of 
Hope in joining us in this situation and offering support to 
families. I want as many people with CF as possible to get 
access to the drugs they need and urgently. The political 
arguments and campaigning will no doubt continue but we 
are not waiting any longer – we’ve taken matters into our 
own hands and will get the medicines to give longer lives to 
those we love.”  

Luis took matters into his own hands as well and wrote to 
Theresa May and inspired 1000 other children with CF and 
their friends to do so as well! Luis is pictured with his letter 
from the Prime Minister above!

The passion and determination behind the CF Buyer’s 
Club has really struck Tree of Hope which is why we are 
so behind it. As Christina said, “It feels very empowering 
to finally be able to do something about it, although the 
financial commitment is a big strain. We shouldn’t be in this 
position, but we are and to me Luis comes first and last and 
I will do whatever I can to help him.”

The Buyer’s Club are now inviting others to join Tree of 
Hope to access self-funding support. 

Interested parties can also follow the Buyer’s Club on 
Facebook to be kept informed of all the latest news and 
developments and to help campaign for universal access 
to generics on the NHS. As Christina said; “We hope this is 
just a short-term fix, and we really hope our work enables 
other families access to these drugs.”

Follow the CF buyers club and show your interest 
here:

https://www.cfbuyersclub.org
@CFBuyersClub



Fundraising News 

The South Downs 100Km Challenge 

Huge congratulations to our CEO Gill, Finance Manager Dave and 
supporters Kate and Phil who walked for Leo Newsom, for taking 
part in The South Downs challenge and for raising over £6,000 for 
Tree of Hope!

It was a journey of ups and downs and Kate and Dave completed 
it still smiling in marginally over the 24 hour time limit! Gill 
and supporter Phil both were forced to medically retire, but a 
triumphant effort that’s for sure! That hasn’t stopped Gill, though, 
providing she is physically fit to complete the distance, she has 
signed up to the North Downs 50K challenge to complete the 
100km, albeit, over 2 seperate events. There isn’t anything that will 
stop her!!

The Ultimate Pop-Up

A big thank you to everyone who supported Tree of Hope by 
attending our Ultimate Pop-Up event in June, with special 
thanks to all the contributors who made this incredibly special 
event possible. Guests were greeted with beautiful cocktails 
donated by Cocktail blogger Tammy Jackson and were then 
treated to a seven course tasting menu cooked by seven of the 
county’s top chef’s including Kent Chef of the Year, The Small 
Holding’s Will Devlin alongside star of the Great British Menu 
and head chef at Verdigris in Tonbridge, Scott Goss. Along with 
this and Patron Jane Beedle who carried out a live auction,  the 
event raised a total profit of just over £17,000 for Tree of Hope 
to help us continue the work we do to help the families we 
support.

Royal Parks Half Marathon 2019

Wishing the best of luck to our 7 runners taking part in the Royal Parks Half 
Marathon on Sunday 13th October in support of both children’s campaigns and 
Tree of Hope! Congratulations on all of the training that has been put in,  we 
hope you have a great time and raise lots of funds!

Wine Tasting Evening

Thursday 14th November 2019, Juliet’s Cafe, Tunbridge Wells. TN1 1XF

Test your knowledge and join us for a fun wine tasting quiz event, hosted by Rodney 
Fletcher Vintners. Tickets are £30.00 which includes a full evening of wine tasting 
fun as well as delicious nibbles. To reserve your tickets, contact Karen.Warner@
treeofhope.org.uk



Dragon Boat Racing 2019

The staff of Marks and Spencer in Tunbridge Wells, who have 
supported us as a corporate partnership for nearly 5 years with a 
huge variety of different fundraising efforts, took part in the Bewl 
Water Dragon Boat Racing in September, with a Colin the Caterpillar 
fundraising stall, raising over £1000.  Thank you to the entire M&S 
Tunbridge Wells staff team who all support Tree of Hope in different 
ways throughout the year! 

If you’re looking for a fun day out to raise funds for a charity or are 
a local family looking for a fundraising idea and want to know more 
about entering a Dragon Boat Racing Team at Bewl, Tonbridge or 
Maidstone in 2020, please contact Karen Warner on karen.warner@
treeofhope.org.uk or 01892 535525. 

Fundraising News 

NCS Students

Thank you to the two NCS  groups who together raised 
over £500 for Tree of hope by organising Fun Days in the 
community of Tonbridge  in July and August. The August 
group not only carryied out their Fun day but also designed a 
stunning mural which they painted on to canvas for us!

We are always happy to support students, whether it be with 
work experience or volunteering, so do get in touch with us if 
we can be of assistance.

Tree of Hope Christmas Appeal
This year we are running a Christmas Appeal, which we hope you will get involved in.  Our appeal will be emailed to our 
contacts, local businesses, schools, churches and community groups in the hope we reach as many people as possible.  
If you would like to know more, please contact Karen Warner on karen.warner@treeofhope.org.uk or 01892 535525
Festive Fun includes:
• Christmas Jumper Day 
• Christmas Dine and Donate 
• Christmas Bake Off
• Alternative Christmas Cards
• Christmas shopping with EasyFundraising 
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Peter Rufus from Helpful Hounds has 
been involved with therapy dogs for a 
number of years in a voluntary capacity. 
Helpful Hounds is a Charity that dedicates 
services to training assistance dogs for 
young people and providing owner trained 
programmes within the counties of Dorset, 
Hampshire, Surrey and Wiltshire. 

Helpful Hounds was started in order 
to help cope with the demand of young 
people who would greatly benefit from 
a quality bred Assistance Dog, with the 
mission to help provide a life changing 
support which will enhance the quality 
of life for young people who suffer from 
physical disabilities or require emotional/
mental support for those with Autism, 
Asperger’s Syndrome, Downs Syndrome, 
Tourette’s or anxiety disorders as well as 
their families.  In addition, Helpful Hounds 
supports schools and colleges that have 
special needs students by providing a dog 
that works exclusively with that school or 
college.

Kate and Charlotte set up Supporting Paws 
as a CIC (Community Interest Company) 
that trains assistance and companion dogs 
for a variety of disabilities and needs. Kate 
has a  lot of experience with working with 
therapy dogs and Charlotte has Autism 
herself as well as being a parent to a child 
with ASD and severe learning difficulties 
with complex needs, so between them they 
know first-hand, and are very passionate 
about, the importance and role of 
assistance dogs and how beneficial animals 
are to people on the autism spectrum and 
their families. 

When speaking to Peter, we asked what 
the benefits were to having a therapy 
dog. He told us “There are many and the 
benefits will vary according to the needs 
of each situation. We look at the individual 
needs of the individual and once the basic 
training and socialisation is completed, 
then the final training, will address those 
specific needs or tasks.”

Peter explained to us, the bonding with 
a dog will create a calmer situation. “For 
example, the tactile communication via 
stroking. Add to that, the dog intuitively 
knowing that a meltdown is happening 
and coming to the child will help to diffuse 
a situation more quickly.  In addition, the 
social and confidence effects of a dog 
will help the young person to feel more 
confident socially and develop greater 
independence.

Charlotte points out what having a therapy 
dog really means “Having an assistance 
dog is an enormous commitment both time 
wise and financially, but the benefits can 
be enormous with children seeing progress 
in communication, organisation, social 
skills as well as a reduction in anxieties 
and a boost in self-confidence and 
independence.” She went on to tell us that 
“a dog is not right for everyone and that is 
why Supporting Paws will always ensure 
that all of our families are fully aware of 
the commitment of an assistance dog as 
well as encouraged to take adequate time 
to evaluate if a dog is right for them as well 
as meet with the Supporting Paws Team.

 

Here at Tree of Hope, we are proud to partner with organisations to enable families to get the support 
and services they need and learning more about things and methods that can be beneficial to children 
with additional needs. This year we have teamed up with Therapy Dog organisations Helpful Hounds 
and Supporting Paws. Other than us having the chance to meet some of their adorable pooches, we 
have been truly impressed by the expertise and care they put into their families ensuring every client 
is matched with the correct dog and the profound effects they can have!  

Poppy has always 
hated sitting 
on or touching 
grass, now she 
willingly lays on 
it with Bailey by 
her side – it was a 
huge moment  for 
Poppy!

“

“
Assistance 
Dogs with 

Helpful 
Hounds and 
Supporting 

Paws
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Whilst Therapy Dogs do some amazing 
things, they do have to be right for the 
child and family choosing to take on that 
therapy dog, Peter explained, as the family 
do have to commit time to working with 
the trainers, have suitable accommodation 
and be willing and able to exercise the 
dog regularly.  Peter gave us some tips 
for families to consider before having a 
therapy/assistance dog:

1. Can they look after a dog correctly 
and provide it with a loving and caring 
home? 
This includes space for “Down Time”, 
walking/exercise, ongoing training, fun 
time, feeding.

2. Are they prepared to make a 
commitment to following the training 
guidance and training “Cues” given by 
our Senior Trainers?
 Not just in the first few weeks but heavily 
in the first 18 months and during the dogs 
working life.

3. What benefits do they need from a 
Working Dog? 
The child, the family and other carers. It’s 
good to write this as a list for discussion at 
the initial meeting.

4. What experiences has the Potential 
Partner had with dogs or other 
animals in the past? How has he/she 
reacted?  If there are other Children in 
the house, how do they react with dogs or 
other animals? (NB Nervous is not a bad 
thing.  Most children, when exposed to 
our dogs for a period of time, start to love 
dogs).

5. Are there any other dogs or animals 
in the household?  
Could they be disruptive to the training 
of another dog: or, if a dog, is their 
temperament suitable for training as an 
Assistance Dog.  This is something we 
could assess.

6. What sort of dog would suit the 
Potential Partner (and the family) 
best? 
We normally recommend Golden 
Retrievers or Labradors. However, certain 
lifestyle issues, including things like 
allergies could shape the thinking.  Our 
trainers can give advice during the initial 
Assessment. However, we did reject the 
suggestion of a Dachshund recently (Not 
that we have anything against this breed 
generally, but it was not suitable for the 
purpose)

7. Do they have a Consultant or 
Medical advisor that will add their 
signature recommending the need for 
a dog? (Or agreeing that the Potential 
Partner would benefit from a dog).

8. What will the School’s reaction be 
to have an Assistance Dog there with 
the Partner?  
If there are objections, then we may have 
to help in the discussions. (There is no 
guarantee however, as there are still some 
Schools that only think of “Health and 
Safety” without considering the extent of 
selection and training that goes into an 
Assistance Dog)

Poppy and her family made the decision 
to get a therapy dog through Supporting 
Paws and haven’t looked back since. Poppy 
has ADHD, Sensory Processing Disorder 

and has recently had an Autism diagnosis 
as well, and for a long time their family 
life has been strained due to Poppy’s 
conditions. Poppy has never liked being out 
side, going out as a family has been both 
challenging and rare, and simple everyday 
things like walking to the park or going to 
the shops have always been a struggle for 
the family, so something needed to change. 
Since new family member Bailey has been 
around, every aspect of their lives has 
improved. Wendy told us “It was hard 
going at first having a dog as there was a 
definite adjustment period which Poppy 
found quite difficult, but once that period 
was over, things have just got better and 
better.”

As the weeks have gone on, Poppy has 
spent more time outside since April 
this year than she has done the entire 
year! “Poppy has always hated sitting or 
touching grass, now she willingly lays on 
it with Bailey by her side – this was a huge 
moment for Poppy!” The family can enjoy 
days out together, walks to the local park, 
the things all of us take for granted.  
Wendy went on to tell us what a calming 
influence Bailey has on everything, 
including their family life. “The whole 
family feel calmer” Wendy said, before 
joking that Dad David doesn’t have much 
time for DIY now with Bailey around!

I think it’s safe to say, the family’s 
experience with Supporting Paws has 
been brilliant. “We’ve been incredibly 
lucky” Wendy told us. She went on to say 
“Charlotte and Kate have made training 
enjoyable and flexible and what I really like 
is that they don’t single any variation of 
a disability out, but they take the time to 
make sure it’s the right option for you.” 
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Joe is 4 years old and lives in East Sussex 
with his Mum Nicola and Dad Ben. Joe 
loves building with his Duplo, painting 
and listening to music. He also loves doing 
his sums, reading books with us and also 
swimming! 

On asking Nicola for further information 
about when it all started, Nicola told us 
“Joe was always a very happy baby” but 
at 15 months old Nicola and Ben noticed 
what appeared as ‘lost’ interest in the 
world and stopped responding to his name. 
For a while, Joe had a series of colds, so 
Nicola and Ben put his changes down to 
loss of hearing which was tested. It was 
this that started the long road to Joe’s final 
diagnosis of Autism at the age of 3 and a 
half which was a real breakthrough and 
Nicola and Ben felt they could at last tackle 
the issues Joe presented. 
“We wanted to do everything we could 
for Joe” Nicola told us. Communication is 
top of Nicola’s agenda for Joe and to be 
sure he has equal opportunities to access 
the wider curriculum, build up social 
interaction skills and address his sensory 
processing issues with The Sound Learning 
Centre. 

Nicola has experience of working with 
adults who have ASD on a 1-2-1 basis 
and so felt concerned about what the 
future held for Joe. This spurred research 
into ABA therapy which Nicola took 
upon herself to learn to try some of the 
techniques recommended, “He responded 
really well and the enthusiasm that 
came from him was amazing” Nicola told 
us. As well as ASD, following Joe not 
making developments in his speech, he 

received a further diagnosis of Oromoto 
Dyspraxia and they have now sourced 
a highly specialised speech therapist. 
Knowing there was help there for Joe, this 
kickstarted the family’s fundraising with 
Tree of Hope. 

The family’s fundraising is going from 
strength to strength and they have raised 
in the region of £10,000! The family made 
use of a local popular running event in the 
early stages – the Hastings Half Marathon, 
which Joe’s Dad Ben took part in and it 
was at this point they felt a real sense of 
support from the local community, and 
their local pub really got behind the cause. 
They held a cricket fundraising tea which 
has turned into an annual event and the 
family have also benefited from a grant 
from the Jack O’Donnell Foundation to 
name but a few things the family have had 
going on. A family friend has recently set 
herself the challenge of swimming the 
length of the English Channel in support of 
Joe’s campaign!

The family have already done so well 
with their fundraising and are already 
seeing the benefits. “Joe is showing great 
progress” said Nicola “and he is now 
able to speak simple words and is now 
communicating more effectively. He is now 
playing independently and we are now in 
a place where he is ready to  explore social 
play, which is our next challenge” 

Nicola went on to tell us that Joe is no 
longer isolated and is gaining the skills 
needed to become more independent 
in the world. On asking Nicola what 
advice she would give to parents who 
are fundraising or thinking of starting 
fundraising, she said  “Although it is 
daunting, if you set a realistic goal and 
start telling people about the cause and 
what you’re doing for your child, you do 
come around to the idea.” Nicola went on 
to say that their confidence has grown as 
the campaign has gained momentum and 
doing their first event really helped them 
to settle into the fundraising.

Nicola told us how helpful Tree of Hope 
have been for their fundraising and how 
being linked to a charity has been so 
reassuring for them and has encouraged 
much more fundraising activity and 
has opened the possibility of funding 
elsewhere from Trust and Foundations. 

“Tree of Hope have very good fundraising 
knowledge and ideas and have provided 
opportunities for publicity. We genuinely 
don’t think we would have had the success 
we have without Tree of Hope!”

Joe’s Wish 
to 

Talk

“Tree of Hope have 
very good fundraising 
knowledge and ideas 
and have provided 
opportunities for 
publicity. We genuinely 
don’t think we would 
have had the success 
we have without Tree of 
Hope!”

It’s always so fantastic when a family start seeing the benefits of their fundraising and really brings home what 
Tree of Hope do and why we continue to support our families. Joe’s family have been fundraising with us since 
Summer 2018 and we wanted to catch up with Joe’s Wish to Talk to see how Joe and the family are getting on! 



Here at Tree of Hope we are always looking 
for new and useful opportunities for families 
to take advantage of and we are particularly 

excited about this one!

Meet AV1! A telepresence avatar 
designed to reduce the loneliness felt by 
children and young people experiencing a 
long-term or life-limiting illness. AV1 makes 
it possible to take part in school, allowing 
up to 25 hours a week of education, or to 
be anywhere with family and friends, via 
an app on their phone or tablet. It acts as 
the child’s eyes, ears and voice, allowing 
them to participate on their terms. Each 
AV1 can be used by only one individual at a 
time and is accessed through a live secure 
encrypted stream, with no data stored and 
no recording possible.

In the UK, at least 72,000 children are 
missing out on their childhood due to long-
term illness. That means there is an 
empty desk in every sixth classroom, which 
is a big concern. Hence our excitement for 
No Isolation, who we believe are creating 
a game changing solution in connecting 
people, in what can be very tough and 
isolating circumstances. 

Schools across the country have given AV1 
magnificent feedback and it has already 
changed the lives of so many. Having an 
illness or condition can be hard enough but 
pairing that with not being able to see and 
interact with people daily, can feel even 
worse. 

Makayla is a user of AV1 and 
we have been able to share her 
story: 

Due to her ME, Makayla is not able to attend 
school full time and was forced to give up 
her favourite sports and hobbies, which 
included dancing and swimming. Makayla 
has tried to combat the social isolation and 
loneliness she feels through interfaces such 
as Instagram, since this is where she can 
make friends who cannot see that she is 
sick, making her feel more “normal.”

“I was behind at school and struggling to 
get in very often. AV1 means I can do extra 
hours of school now, while in bed. It takes 
the pressure off.” Robbie, as she calls her 
robot, “is part of the family  now.”

Makayla’s Mum, Michelle, has also seen 
the way in which Robbie and No Isolation 
helped improve the day-to day quality of 
Makayla’s life.

“This is the first time in 8 years that I’ve had 
hope with Makayla’s education. Hearing the 
lessons coming from her bedroom I could 
have cried. We don’t have a normal life, but 
Robbie has given her some normality.”

AV1 costs around £40-£55 a week, whereas  
E-learning platforms will cost around £135-
£300 a week and home tutoring as much as 
£250-£600 a week, making it an incredibly 
reasonable alternative. 

If you think your child could 
benefit from having an AV1, do 
contact Georgie at marketing@

treeofhope.org.uk for more 
information and/or to discuss 

adding to your fundraising 
campaign goals. 

This is the first 
time in 8 years 

that I’ve had hope 
with Makayla’s 

education. Hearing 
the lessons coming 
from her bedroom 
I could have cried. 

We don’t have a 
normal life, but 

Robbie has given 
her some normality.

“

“

AV1 - ‘a child’s eyes, ears and voice in 
the classroom’
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Tree of Hope have 
signed up as a charity 
partner with the super 
hero Tri series. With 
Tree of Hope families 
already taking part, it 
seemed like a logical 
thing to do and as 
confirmed by going 
along to his first event 
as a spectator, our very 
own Deputy Lee can 
confirm “It’s awesome!”

Tree of Hope will have a few spaces at the events to apply 
for, though with a low entry fee, it is an event that many 
of our families can get involved in to raise funds for their 
campaigns as well as a good, fun day out.

The best part of the super hero Series (apart from an 
excuse to dress up as your favourite super hero), is that it 
can be done as a relay so you can spread the event across 
several participants AND our superhero Tree of Hope 
children can take part as well!

 
If you don’t believe us, take a look at the events website 
to see how awesome it is and how it could really support 
boosting your campaign target whilst having a heap of fun 
at the same time. The run up to Christmas, is a time when 
people are feeling generous and pairing with an event like 
this would make a for great profile raising fundraiser! 

Congratulations to Jonty Burger, Kallie Martindale and 
Jasper’s Journey who all took part in the Summer series 
this year!

The next event is the Winter Wonderwheels on Sunday 
1st December 2019 at Dorney Lake, Windsor.

There is a choice to take part in a 1km Lakeside dash, once 
around the lake (5km); or a twice around the lake (10km) 
to choose from. No time restrictions, no obstacles in the 
way; there really is no excuse not to want to have a place 
at this event! 

http://superheroseries.co.uk/winter-wonderwheels-2019

To register your interest get in touch with the families team at 
families@treeofhope.org.uk and check out the SuperHero series 

website too: 
http://superheroseries.co.uk/. 

We can’t wait!



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

Support Tree of Hope
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• You can donate by cheque which needs to be made payable to ‘Tree of Hope’. Cheques can 
be posted to our address: Tree of Hope, Salford House, 19-21 Quarry Hill Road, Tonbridge, 
Kent. TN9 2RN

• You can donate by paying directly into our bank account, details below:

Tree of Hope
Metro Bank

Account Number: 21862665
Sort Code: 23-05-80

Payment Reference: TOHGDonation

• You can set up a standing order from your own bank account for a monthly donation using the 
above bank details

• You can donate online via www.treeofhope.org.uk using the Donate to Tree of Hope button. 
We use a platform called Go Cardless which pay us via direct debit. DD are used for either a 
monthly or one-off donations. 

• To donate by text, text ‘TOHDONATE’ to 70085 with the number of how much you would like 
to donate between 1-20. The cost of a standard rate message plus the amount donated will be 
debited. All donations can be gift aided.

• You can set up a donation or a fundraiser via Facebook, please visit facebook.com/treeofhope.
childrenscharity for details and set up.

• You can now donate by shopping on Amazon, Easyfundraising and selecting Tree of Hope on 
the list of available charities, this is a great way to support, just remember to click Tree of Hope 

Remember to Gift Aid where applicable to add 25% to your donation at no 
extra cost. Please contact accountsreceivable@treeofhope.org.uk to obtain a 

gift aid declaration form. 



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

Who We Help...

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

• Children anywhere within the UK

• 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

What you can fundraise for

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

Therapy, including; physiotherapy, horse 
riding & swimming lessons

Operations and treatment inside and 
outside of the UK

House Adaptations including sensory 
gardens and bathroom adaptions

Please remember to include all 
your fundraising needs at the 
start of your campaign. Speak to our 
Family Support Team on 01892 535525 
for advice.

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 
health care system.

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

www.treeofhope.org.uk
01892 535525

How we help...
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