The difference you’ve made
to keep the joy alive
in 2019/20

Reaching every family
CHAS supports 477 babies, children and young people in our
hospices and in families’ homes. We support many more through
our hospital teams, and thousands of parents and siblings.
We strive to deliver world-class care for children who die young, and their families. It’s the hardest
of times for families, and even harder during the coronavirus pandemic.
We make sure that no matter how short the time they have together may be, it’s filled with
happiness and fun. We help parents to celebrate the lives of their children while they are together,
and to honour their memory when they are gone. We make sure that even in the face of death, life
flourishes. And in the pain of grief, help keep the joy alive.
Every week, 3 children in Scotland die from a life-shortening condition.
We haven’t a moment to lose if we are to reach every child that needs our support and we couldn’t
do any of it without you.
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My world came tumbling down
Lindsey Currie and her 15 year old son Cody have been
supported by CHAS for over 12 years. Cody has chronic lung
disease, epilepsy and cerebral palsy and has been coming to
CHAS for respite care since he was a toddler.
Support when I needed it the most

“Life as a single parent with
a child with complex needs and
a short expected lifespan is very
frightening, yet utterly beautiful.”

“Every day you fear may be your last with them
and every birthday is an incredibly happy
achievement, but also incredibly frightening
because getting older may mean your child is
nearing the end of their life.
"Throughout his life, the staff have supported
Cody and me through the hard times.”
I was petrified
“Last year, my world came tumbling down
when I was diagnosed with aggressive breast
cancer. Suddenly, I wasn’t thinking about Cody
dying and what I would do; suddenly it was me
dying and what would happen to Cody. I was
petrified and turned to the one place I knew
would be able to help - Robin House.
“Cody stayed at Robin House when I was bed
bound from intensive chemotherapy and
CHAS provided care in the house every Friday
during the weekly chemotherapy.”

“Every member of staff at Robin House - and I
mean everyone - provided both Cody and me
with emotional and practical support during
what has been the hardest time of my life.
“When faced with possible death, there is an
urgency to get things put into place but also
enjoy every minute. I was worried about how
I would pay for all the wishes I had for Cody.
CHAS booked shows and concerts for Cody
to attend and applied for grants towards the
garden he wanted to create. It helped me
focus and keep me motivated between my
treatments.”
CHAS came to my rescue
“Just when I thought things couldn’t get worse,
coronavirus happened. Our lives were thrown
into chaos. His carers weren’t allowed in our
home. My breast cancer nurse contracted
Covid-19 and so I had to isolate from Cody. I felt
completely overwhelmed but CHAS immediately
provided rapid support and help. Robin House
opened their crisis bed for Cody and provided
care for him so I knew he would be safe and
surrounded by people he loves.

“When I went for surgery, staff made sure I
knew everything that was happening through
their virtual children’s hospice. They sent me
beautiful photos of all his escapades, and every
night they helped Cody and me to have a video
chat so I could read his bedtime story and
catch up on the day’s news. It was so important
to me to be able to see him and see his
reactions. It was reassuring and also allowed
him to interact with me.”
I am not alone
“Now we are back at home, Robin House
has continually called to check if we need
anything. I know they will continue to be here
for us both throughout this journey. When I
say I could not have got through this without
CHAS – I mean it. I’m more grateful than
anyone could ever imagine because I know
that we are not alone.”

“CHAS scooped me up and
sprang into action, offering
comfort and calm and practical
support. They were the family I
needed when I needed it most.”

Hospice
Our hospices - Rachel House in Kinross and Robin House in
Balloch – offer care and support to the whole family led by
CHAS’s nurses, doctors and other care staff.

Over

10,700
overnight stays
for children and
family members

Highlights
• We provide a range of fun-filled activities
which includes music therapy, play therapy,
sensory activities, memory making, forest
school, sibling support, home and school
visits, and arts and crafts. The creation of
our virtual hospice, established during the
coronavirus crisis, has brought the hospice
to families in their home during a very
difficult time.

• As medicine advances, some of the young
people we support survive into adulthood.
Over recent years, the CHAS Transitions
Team supported 287 young people and
bridged the gap between child and adult
services in Scotland for 99 young people
aged 18-21.

• Our social work support expanded providing
money advice, improving the consistency
and co-ordination of bereavement support
and supporting extremely vulnerable
children and families.

138

new referrals
accepted

Memory-filled days
For some families, the first time they come to
visit our hospices is when their child has died to
spend precious time together making memories
before they say goodbye.
Brooke Wallace explains how CHAS helped her:
“Nothing is too much for them, if they can make
it possible then they will. We had 11 amazing
memory-filled days and nights at that wonderful
hospice that we will forever class as Hunter’s
home and our second home.”
Hunter spent time in the Rainbow Room, a private
suite where parents can spend time with their
child before a funeral. Brooke said: “When we
were in the Rainbow Room, the nurses would
check in on Hunter even after he passed. To
parents like us, that meant everything. They
treated our son with so much respect.”

CHAS simply couldn’t operate without volunteers.

888

volunteers

55,836
hours donated

“We want volunteers involved in our children’s
care… we don’t see the difference between
staff and volunteers… we want to get more
involved in volunteering ourselves…”
Parent

We’re proud that our volunteer survey showed
over 95% of volunteers feel their contribution
is valued.
“Volunteering means more independence,
because I’ve got somewhere I can get to easily
and I’ve got a reason to get up and go. It also
gives me a social life as well because I’m
making friends. It just gives me a purpose.”
Ellie McConnell, Volunteer

Home
CHAS operates in every part of the country. For many families,
the CHAS at Home service is a lifeline.

492
hours of care
every month
(on average)

1,156
visits to family

homes all over
Scotland

Respite, emergency and
unplanned care
CHAS at Home offers nursing care in the
home to give families a much-needed
break and has continued to respond
quickly to urgent situations, such as
a sudden deterioration in the child’s
condition, and provide emergency or
unplanned care at home.
We support children with incredibly
complex and exceptional health care
needs, including children who need a
ventilator to breathe. Whilst many families
receive community nursing care, our
staff are, uniquely, able to offer day-long
respite breaks in their own home, led by
trained nurses.

Our cavalry
“Had it not been for CHAS at Home we
would have been housebound. They were
very much the cavalry and allowed us to get
out of the house once a week together to
help protect our sanity. They cared for and
loved Willow and helped our family. We will
always be grateful.”
Willow’s dad, David

Practical help and
sibling support

966

hours of support
Our Home Support Volunteers are on hand
to provide practical and sibling support to
help ensure families get the right support
at the right time.
One parent said that the volunteers help
had been invaluable in packing for their
visit to Robin House: “I was crawling to our
last visit. Literally on my hands and knees.
I needed a break and wasn’t sure I would
have made it without help.”

“Without your help I’d be stuck in the house
24/7 and would be very isolated, but I know
you’re just a phone call away.”
Parent

Reducing hospital admissions
We work closely with community groups and
other health professionals to help reduce the
need for children to be admitted to hospital
or hospice. One child said: “CHAS makes me
feel free. It’s freedom. I used to have to go into
hospital for two weeks at a time.”
We also work closely with hospital teams to
transfer children with complex care needs
from hospital, who are usually in a high
dependency or intensive care unit, to one of
our hospices.

End of life care
We continue to be involved in care at the end
of a child or young person’s life in all settings,
whether this is in hospice, home or hospital.
Our collaborative approach with NHS Lothian
continues to provide Care 24, supporting
families around the clock who want to be at
home for end of life care, with staff from our
hospice teams and NHS community children’s
nurses working together.

Hospital
Through our increased hospital presence, working in partnership
with our NHS colleagues, we are able to support more babies,
children and young people and their families than ever before.
A pioneering partnership
We launched the first hospital-based
Supportive and Palliative Care Team in
Scotland at the Royal Hospital for Children
in Glasgow. This is a partnership between
CHAS and NHS Greater Glasgow and Clyde.
We supported 67 babies, children and
young people in the first six months.

last night on earth
“We had the pleasure of being one of the
first families to work with the Supportive
and Palliative Care Team whilst Ellie was in
the Paediatric Intensive Care Unit (PICU) in
hospital. Comparing this visit to last year’s
was such a different experience thanks to
them. They went above and beyond to take
care of Ellie’s palliative needs; physically and
emotionally, as well as mine and the kids.

“Thanks to them, I was able to spend Ellie’s
last night on earth with her in PICU. I got to
fall asleep beside her for the last bedtime and
wake up next to her on her last morning. What
an absolute godsend they were to us and
future families who sadly need to follow the
same path as we did. Forever grateful.”
Ellie’s mum, Amanda

Specialist care
Our Diana Children’s Nurses (DCNs) and wider teams continue to offer specialist care to families in
Edinburgh, Glasgow and Aberdeen hospitals. On average, each month 15 children and families are
supported by DCNs.

Helping families to find hope
“At the heart of my role is identifying the
hope that can be found, even in the worst of
situations. One mum said to me that I gave her
hope when all around her people were taking
it away - it’s about instilling confidence in
parents when they feel like there’s nothing else
that can be done.
“We can’t save their child’s life, but what we
offer instead is an environment where they can
do something lovely with their child to create
precious, cherished memories that will endure.”
Caroline Porter, CHAS Diana Children’s Nurse

Nearly 40% of children with a life-shortening condition
die before reaching their first birthday.
This reinforces the importance of children’s palliative care in neonatal units to support new
parents and very young babies who will likely live for only a short period of time. We have
pioneered palliative medical, nursing and social work in neonatal wards in partnership with
NHS Lothian and Simpson’s Memory Box Appeal (SiMBA).

Working in partnership
We work in partnership with NHS Lothian, NHS Greater Glasgow and Clyde, and NHS
Ayrshire and Arran, to fund joint medical posts. In partnership with NHS Grampian, we fund
a consultant paediatrician in the Royal Aberdeen Children’s Hospital.
Project ECHO uses video technology to share knowledge and skills with health
professionals from the NHS, local authorities and charities to promote learning across
Scotland and support the highest quality care for families. So far, there are 7 communities
of practice set up and over 275 participants.

How we raise and spend
your money
Where we
receive our
funds from
■ Fundraising income
■ Statutory income
■ Investment income

What we spend
our funds on
52%

44%

■ Charitable activities
■ Cost of raising funds

79%
21%

4%

We spent over £17 million on our charitable activities.
For more detailed information, the CHAS Annual Report and Accounts 2019/20 is available on
our website.

The demand for our services
is growing and the need is
becoming increasingly complex.
Coronavirus has made fundraising much
harder, so we need your support more than
ever. With each and every donation we receive,
we are able to continue to provide our vital
services and introduce new services that
support Scotland’s most vulnerable children.

Did you know?
• Our services are free to children and families
who need it.

• We receive public funding for our work:
£6 million from the Scottish Government, and
£700,000 through The Convention of Scottish
Local Authorities (COSLA).

• For every £1 of statutory funding, CHAS
generates £5.12 of public value, reducing
demand on health and care services
elsewhere. (Source: Research from York
Health Economics Consortium)

We depend on the
overwhelming support and
generosity of the people of
Scotland.
Support from existing and new corporate
partners; charitable trusts and foundations;
high profile event attendees; sponsors; and
tens of thousands of individuals enabled us to
support families.
Across Scotland, community groups worked
tirelessly to raise funds, whilst others attended
and organised events.
Our charity shops broke new records thanks
to everyone that donated stock and our loyal
customers.
Many supporters made regular small donations,
both directly and through the Local Hospice
Lottery.
And, we are deeply grateful to those supporters
who have remembered CHAS in their will.

“Joy is when I come in to hand in a
cheque, to feel the warmth and caring of
the staff and see the children. It makes me
feel very fortunate and humble.”
Supporter

Thank you
To everyone who has raised
funds to enable us to provide
our services, here are just
some of the people whose lives
you have touched and made
an incredible difference.

“I’m lonely. I can go months without
seeing anyone the same age as me. I help
and look after all my younger brothers
and sisters. Here I can meet other people
my age who understand what it’s like.
It’s easier to speak to others here. I can
bond with people like me. It’s a chance to
be myself. Caring is a real struggle and
CHAS understands how much I do.”

“CHAS makes me feel better. I didn’t like
being different at school. I didn’t want
to go to school in my wheelchair. CHAS
came to my school and helped me to tell
people about myself.”
Child

Sister

“Their staff - from the cleaners to the
social workers and care team - all are
amazing. There is compassion and an
openness to listen and make you feel
valued, worthy, loved and appreciated.
There are times our own families can
look us down or mistreat us, but when
in the house or dealing with the CHAS
staff have never felt unwelcomed or
apart. They welcome families and you
feel like you are a piece to their family
jigsaw and you click in place.”
Parent

Looking to the future
CHAS is a truly magical organisation. In hospice, home and
hospital, we support children who die young. Knowing that you,
your child, brother or sister is going to die young might seem
unimaginable. But for thousands, this is their daily reality.
Children’s palliative care is all about
striving to make things possible – in the
face of overwhelming odds – for families
going through the hardest time. Our staff
and volunteers are the most dedicated and
creative people you could meet. It was a
great honour to be appointed to lead the
team in February.
Although in the early part of 2020,
coronavirus fundamentally changed
how we work, we remain committed to
supporting families by:
• rapidly adapting our services to meet
families’ needs in every way we can;
• working in new ways through a virtual
children’s hospice;
• working closely with the NHS and local
authorities to ensure joined up efforts;
and
• maintaining fundraising and funding to
ensure care continues in this massively
challenging time.
We are unwavering in our ambition to
reach every family in Scotland. There
are approximately 16,700 children
and young people in Scotland with a
life-shortening condition. While not all
need our care right now, we are there
for them whenever they need us.

Children and families tell us that they want
CHAS to be there wherever they are. Our
strategic plan 2020-2023 sets out how we
will do that. It is built around the themes of
care, people, growth and partnership:
• focusing relentlessly on the experiences
for children and families, making sure
our care adapts throughout and after the
pandemic;
• working everywhere across hospice,
home and hospital;
• consolidating excellence in all that we
do so we can support more families; and
• looking after everyone in CHAS so our
staff and volunteers offer the best care to
families.
Our work is possible only because of the
generosity of the Scottish public and our
funders. Thank you for being on this journey
with us and for helping make everything we
do for children and families possible.
Rami Okasha,
CHAS Chief
Executive
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