


Extraordinary care for extraordinary children

Hello and welcome to the autumn edition
of our magazine, We Are Demelza.

In this issue we mark the 25th
anniversary of our first hospice opening
its doors; we touched on it in our spring
edition, but so much has happened and
so many events have taken place since
then to celebrate 25 years of providing
extraordinary care to extraordinary
children.

In these pages, you'll find photos of
those early days — from when we built
the first hospice in Kent, to building and
opening a second brand new hospice
in South East London, to the care and
support we're offering right now in the
community in East Sussex.

You’ll read how our charity shops,
supported by shoppers like you, have
grown from a single store in Herne Bay to
a whopping 29 stores across Kent, East
Sussex, and South East London - and
about their successes these past six
months.

We have updates on our fundraising
efforts (emphasis on the fun!), as we've
welcomed thousands of supporters back
to our most popular summer events

and challenges and raised hundreds of
thousands of pounds in the process.

And most importantly of all, you'll read
the stories of the families we support,
and how our care has enabled them to
go on living their best lives. We'll hear
from Sharon, mum to Fenton, as she
shares how Demelza’s support helped
her switch off from being a carer for the
first time in nearly 16 years. We'll also
hear about Lara, who received music
therapy during an 18-month admission
in the London Evelina Children’s Hospital,
and what that support meant to her and
her family.

Every story you'll read has been made
possible by your incredible ongoing
support, and we hope you see the
impact of that as you read on and
explore the work we’ve done, the work
we're doing, and the work still to come.
Thank you.

Oliver
Storytelling Officer
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Cracking construction: Demelza Kent looks
unrecognisable from when ground was broken

25 years ago - now we have over six acres of
beautiful buildings, accessible playgrounds, and
gorgeous gardens.

A fresh lick of paint: Our charity shops have always been at home on
their local high streets - but with the new signs and paint job, they're
even more eye catching than before!

Theright car for the job: We've
always been lucky to have
specially kitted-out vans and
mobility vehicles, so we can take
children with the most complex
needs, and their families, where
they need to go.
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Made to order: We still use the same kitchen as

we did 25 years ago - and Pie (bottom right) still
ensures we provide delicious, nutritious meals to all
the children and families who stay with us.

still going strong: Demelza South
East London opened in 2009 - with
an opening ceremony attended by
Jayne Torville (top left), and children
like Ryan (bottom left) are still
enjoying the facilities today.



A summer of FUNdraising

From clown rallies and motorcycle club visits to fun runs and
matched funding campaigns; the ways we fundraise might
have changed over the years, but the unerring generosity of
our supporters certainly hasn't!

Miles in May q q
The Demelza Miles in May challenge,

which tasked participants with racking We use Demelza as a fumily to
up 37 miles of walking, running, biking, .

scooting, skipping or jumping in May, rque memories, and | would
was a hit - with a huge £25,000 raised like to help them make some
overall. One star fundraiser, Jayden money for all they do to say

took on the challenge in honour of his thank you and to raise
brother_Thomqs, who has.q condition awareness for my
called Ilssencepr\oly and is supported brother as well.”

here at Demelza; Jayden ended up
smashing his target, travelling more Jayden, Thomas’
than 200 miles and raising over £350 brother
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Feeling inspired?

To find out what
fundraising
opportunities and
events are happening
near you, visit page 16




Fenton

Sharon
and Fenton
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Demelza nurses came out to greet us from the car, and they
knew Fenton by name and spoke directly to him — not at him.
It was like a lead coat had been lifted off my shoulders and |
could breathe for the first time in years.”



Care where it’'s needed most

Demelza’s creative therapies team, which has long provided the
children and families we support with a safe space to explore
their emotional, cognitive and social needs, are always looking at
innovative ways to deliver this service to more families.

For Claire, Demelza’s music therapist
in South East London, this has recently
taken the form of regular sessions
with young person Lara who has

been resident in The London Evelina
Children’s Hospital for more than 18
months.

The family was already being
supported with visits from Demelza
nurse and team lead Lottie and her
colleagues and, in order to relieve some
of the social isolation Lara might be
feeling, Lottie made a referral for her to
receive music therapy.

Normally one-to-one music therapy
sessions are offered on-site at
Demelza, at the family home, or at a
child’s school - but Claire worked hard
to figure out the logistics of delivering
sessions in the Evelina for the first time,
to meet Lara’s unique needs.

“It required some problem-solving,”
said Claire. “Normally | can travel

by car and bring a whole range of
instruments and equipment to support
my sessions, but using public transport
to get to the hospital meant | was
limited to whatever | could carry. I'm so
pleased that my efforts are paying off.”
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The sessions Claire delivers on the
ward give Lara a chance to socialise
and relax — she is non-verbal, but her
mum, Umesh shares that she can see
a positive change in her during the
sessions and that she responds in her
own way.

It's also a form of short-term respite for
Umesh; she spends hours on the ward
every day, but while Lara is enjoying
her music therapy, Umesh can take

a break from the constant care. She
tends to use this time to step out of the
room, grab a coffee and refresh herself,
knowing that Lara is in safe hands and
enjoying herself.

Len Goodman: a tribute

In April this year, we learned of the sad death of Len
Goodman, Vice President of Demelza for nearly 20

years.

Len, a professional ballroom dancer
and former head judge of BBC's ever
popular “Strictly Come Dancing” was
a passionate supporter, devoted to
fundraising, as well as singing the
praises of all who work at Demelza
whenever given the opportunity.

He never missed the chance to take
on a TV quiz show for Demelza, taking
home the money on “Tipping Point:
Lucky Stars”, “The Weakest Link” and
“Celebrity Chase”. And keeping the
audience on the edge of their seats
while he banked the money!

Len was always delighted to lend
us his distinctive voice whether
as a question master for one of
our lockdown quizzes, recording
a heartfelt message of thanks to
Demelza volunteers, a voiceover
for our 2019 Christmas campaign

or reading his favourite Christmas
poem - “The Twelve Days of
Christmas” — at our celebration of
Christmas at Canterbury Cathedral
last year.

Kind, charming, generous and a

true gentleman - he will be greatly
missed by all whose lives he touched
at Demelza.

w5




12

Care through the

years

We’ve been providing extraordinary care for
25 years - unsurprisingly, a lot has changed!
Demelza Kent Lead Nurse Helen shares

more on how we've developed our
services to meet families’ needs.
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Clinical needs

“The complexity of children’s medical
needs has increased significantly in my
time here. Due to advances in medical
science, children with serious or life-
limiting conditions are living longer, and
care that used to be delivered only in
hospitals can now be provided in the
community and at our three core sites.

That means our training has also
changed; we have responded by creating
a robust training schedule to make sure
our nurses are ready to deliver the safest,
highest-quality care.”

Facilities

“18 years ago, we had a single bathroom
in the care area at Demelza Kent — we had
to queue the children up and take them
through one by one. It took forever!

Now, all our bedrooms have ensuite
bathrooms with specialised baths,
lowered sinks and wide doors for
wheelchair access. This is only one
example; our facilities have improved from
top to bottom, from overhead hoists in
every room to a fully equipped hydro pool
and sensory room.”

Services

“When | started, we only really offered
respite stays and end of life care; they
were important services, but limited

and mostly clinical. Now, the number of
services we have is so vast and impressive
it can be a little mind-boggling! We're
well-equipped to provide care in the
community now, for example, which was a
direct result of family feedback.

We also have our family support services,
which are comprehensive; we offer
support for siblings, grandparents, parents
and carers through regular online and
in-person groups, residential trips, social
events and more. Our bereavement
support is just as robust, and constantly
developing.”

Looking to the future

“I have a lot of hopes. It would be great to
see a future in which families have more
statutory support, and Demelza’s services
can be in addition to that — making sure
children and families get more of the care
and support they so desperately need.
Whatever happens, | know we’ll be here
supporting families for another 25 years.”



A flaming Feat!

What better way to celebrate 25
years of providing extraordinary
care to extraordinary children
than walking across hot coals?

That's the question Senior Healthcare
Assistant Vicky is asking herself as she
prepares to take on the Firewalk for Demelza
on 3 November this year!

It's an extra special anniversary for Vicky
as she joined Demelza when we opened
the doors of our first hospice, so she has
personally been supporting children and
families for that whole 25 years.

“It's a privilege to work for Demelza,” said
Vicky. “Giving the parents a break from their
day-to-day routine is really rewarding, and
if | can prompt the odd smile or little bit of
movement from the child I'm working with
then it always makes my day. | just love it — |
can‘timagine being anywhere else.”

The Firewalk will see Vicky and her son

Matt — who has volunteered in the Demelza
kitchens and at several of our open days —
walk barefoot across sizzling, red-hot coals
that burn at a scorching 550°C! The event
takes place in the grounds at Demelza Kent,
bringing things full circle for Vicky who was
there when we opened the doors for the first
time in 1998.

To join Vicky and Matt on this adrenaline-

fuelled experience, visit demelza.org.uk/
events or scan the QR code for your area
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Firewalk Kent

Firewalk East
Sussex

Demelza was thrilled to welcome
families from Kent, East Sussex, and
South East London to our Family Fest 25th
anniversary celebrations this summer!
136 families signed up for the events -
that’s 5685 mums, dads, grandparents,
siblings and of course the children and
young people we support.

These mini festivals had everything
families needed to celebrate 25 years
of Demelza. For many, this was a rare
opportunity to mix and socialise with
other families without stress; knowing
their children’s needs were catered

for and they were in safe hands, they
could relax and enjoy the sunshine and
activities on offer.

Chloe, Family Events Coordinator, said:
“Being new to the family events team this
summer it has been fantastic to see so
many families celebrating such a

special year for Demelza. There have
been bouncy castles, discos, face
painting and even our newly created
‘Juice Pong,’ which has been a hit in our
Teen Chill Out Zone!”

Paige, Family Events Lead, added: “It

has been amazing to organise three
regional events to celebrate Demelza’s
25th anniversary with families, in their
local areas. These events would not have

been possible without the enthusiastic
collaborative working across multiple
teams at Demelza and it has been

really special witnessing families come
together, make connections and have fun
as a family.”
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Mark your calendars - these
Fundraising events are on the horizon!

November 2023

Put your mind and body to the test
with the Firewalk for Demelza in Kent
and East Sussex. Make your way
barefoot across sizzling coals, with
temperatures up to a scorching 550°C!

December 2023

Get in the Christmas spirit with carols,
readings and the most beautiful
setting as we come together in the
stunning Canterbury Cathedral for our
annual Celebration of Christmas.

May/June/July 2024

Get ready to get messy! Join us in our
Bubble Rush 5k fun runs as they return
to Deal, Maidstone and Eltham - or,
lead the charge as we introduce an
exciting new fourth location in East
Sussex.

Demelza Kent
(Registered Office)

info@demelza.org.uk
@demelzacharity

Registered Charity No. 1039651

Demelza
South East London

September 2024

Do you love to travel? Are you looking
for a challenge unlike any other? Then
take on a once-in-a-lifetime four-day
trek to the lost city of the Inca, Machu
Picchu.

To learn more about Demelza’s
upcoming events or sign up, visit
demelza.org.uk/events.

You can also pop us an email at
eventbookings@demelza.org.uk

Demelza
East Sussex

< \Ugm »
9 52 th
demelza o7

anniversary

extraordinary care for extraordinary children



