Standing with families
in 2020/21

Reaching every In good times
family
and bad times
Thousands of families across
Scotland are living with the
terrifying heartbreak that their
child might die young, and that
number is rising.

We’re determined that no‑one should face the
death of their child alone. As the single specialist
provider of hospice services for babies, children
and young people across Scotland, our aim is to
be there for each and every one of these families
and keep the joy alive, even in the face of death.
We simply couldn’t be there for those children
and families without your love and support.
You’re amazing.

There has been a 25% increase
in the number of children we
have supported in the last five
years, prior to the pandemic.

The pandemic has brought unprecedented
uncertainty and many CHAS families have felt
particularly vulnerable. Despite a year like no
other, we’ve been able to support 441 babies,
children and young people, and thousands of
parents and siblings. Our hospital teams have
supported hundreds more. And you’ve stood
with these families in their darkest days.
We’ve got more work to do to ensure that we
can reach the families that need us most – in
really tough days, at end of life, and after a
child dies. Families like the Adger’s want to
thank you for the love you’ve shown, helping
them realise they’re never alone.
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Lauren Adger lives in Paisley
with her husband, David,
and their two daughters, Iris
and Suzi. CHAS have been
supporting the family since
2017 when their world
“came crashing down”.
“When my beautiful baby daughter died
suddenly in my arms, my world came
crashing down. Fearne wasn’t even eight
months old when she fell ill with a virus and
was admitted into hospital. Despite all their
efforts, Fearne passed away in the early
hours of 29 April 2017.
“It’s impossible to express how traumatic
and heartbreaking this was, and still is. We
couldn’t bear the thought of the staff taking
her away from us to lie in a mortuary all on
her own. Thankfully, we were able to take
Fearne to Robin House.

“Fearne spent the next two weeks in the
Rainbow Room where we were able to spend
time with our darling daughter.
“We were introduced to Amanda, the CHAS
Chaplain, who helped us organise Fearne’s
funeral and ensure the service was special
and personal. Even after the funeral,
Amanda checked in with us regularly. We
felt like she really understood our grief and
didn’t try to cheer us up like other people
did ‑ she just listened.
“When our daughter, Iris, was born on
5 February 2019 there were so many mixed
emotions, but we were so pleased. Then, in
April 2020, we were thrilled to find out we
were expecting another child. But our joy
quickly turned to sadness when my 20 week
scan showed our baby boy, Bertie, had no
heartbeat. We broke down as the horror
and despair hit us like a tonne of bricks.

“CHAS cared for Fearne and
saved our lives, and I don’t
believe this is an exaggeration.”

“Throughout everything we’ve been through
– good and bad – Amanda has stayed in
touch and is somebody we can lean on for
support anytime. Robin House is the most
amazing place in the world. It’s the last place
any parent ever expects or hopes to find
themselves, but they helped us in a way I
could never express in words.
“We can never thank CHAS enough for what
they did for us.”
Love,
Lauren, David, Fearne, Iris, Bertie and
Suzi too x

“Once again Amanda and CHAS
were there for us through every
heartbreaking moment.”

“The annual CHAS Remembering Day
means so much to us as it’s an opportunity
to do something in memory of Fearne and
Bertie. Last year’s service was moving and
poignant, and we lit candles at home as
the children’s names were read out. Also
because it was online, our extended
families could take part too.
“On 30 December 2020, I gave birth to a
gorgeous baby girl called Suzi and she’s
doing absolutely great! She and Iris are
adorable together.
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Home
With many CHAS families shielding and unable
to leave their homes, we quickly adapted.
Supporting families at home
We switched our staff capacity into our CHAS
at Home teams to reach across the country.
This meant that families could receive the care
they needed in the comfort of their own homes,
including emergency or unplanned care.
Our nurses are highly skilled in looking after
children with exceptional health care needs
which means often home visits are planned for
four to six hours.
Over

70%
increase in home
visits from last year

“CHAS has been amazing this
year. The team’s attitude is very
much ‘how can we do that’ rather
than ‘we can’t do that’. They
haven’t let a global pandemic
stand in their way!”

Nearly

2,000
home visits in every
local authority

Sally, Sia’s mum

174 visits
from Home Support
Volunteers providing
practical and sibling
support, giving families
much needed respite
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Working in partnership
Ever changing restrictions meant that at
times we had to prioritise end of life care and
emergency care. So in order to support all the
families in need, we worked closer than ever
with community staff and NHS care providers
to help families access the care they need in
their local area, at the time they need it.
Close partnership working has been, and will
continue to be, key in ensuring we support
families in the most impactful way. We’ve
worked to support children’s care packages and
stood by our NHS colleagues in the national
effort where there might have been staff
shortages.

Care 24
We’ve also continued Care 24. This is our
collaborative approach with NHS Lothian
which set out to address the lack of
home‑based end of life nursing care available
to families whose children were dying.

This year the success of the service was
evaluated by our partners Edinburgh Napier
University and Edge Hill University, and
showed that we provided consistent high
quality care; we ensured families have a choice
over their preferred place for end of life care;
and that our service has a positive impact
on the wider understanding of paediatric
palliative care.

“Because our nurse was so lovely
and was just so open and honest,
she could have said the sky was
falling down and I would have
believed her. It was that kind of
relationship.”
CHAS family
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Virtual hospice
With the pandemic continuing to rapidly change the ways
in which we deliver care, we recognised from the outset
the need to support families virtually. This wouldn’t have
been possible without your support.
Within weeks of lockdown, we established the
world’s first virtual hospice. So, for families
who couldn’t come to the hospice, we brought
the hospice to them.
We adapted in line with the changing nature of
restrictions, and will continue to do so.
Through this pioneering service, which was
co‑designed with families, we were able to
support those who needed our care in many
ways, including:

•

Practical advice on COVID-19 to help
reduce stress and anxiety.

• Kindness calls to check-in with families, and

• Nursing, medical and pharmacy advice

by phone and video to ensure families
continued to receive a high quality service.

• Bereavement support for families to share
their grief and connect with other families
– including our first-ever virtual candlelit
service and virtual remembering days.

• Money and benefits advice for families
facing financial difficulties.

• Activities for children, and their brothers

and sisters, to reduce isolation and boredom
– including storytelling sessions, music
therapy and play therapy.

identify families in crisis who might need
extra support.

“Although we are all apart, we
are still together.”
CHAS family
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5,319

visits to our virtual
hospice by children
and families

1,583

hours of virtual
delivery

170

unique families, on
average, reached
every single month

633

hours of remote
consulting by telephone
and video providing
nursing, medical and
pharmacy advice

100%

positive feedback
from families,
resulting in increased
quality of life

“CHAS has helped us in so many ways throughout.
From the weekly kindness calls you made to us for a
chat to see that we were okay, to the virtual hospice
activities that brightened all our days with fun
music sessions – and of course, the Clowndoctors
bringing smiles to our faces. You guys are real
superheroes and we are more grateful than you
could know, for all you do for families like ours.”
CHAS family
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Hospice
We’re proud that throughout the pandemic,
our hospices have remained open.
Prioritising care
Whilst we’ve had to prioritise end of life and
unplanned care, we’ve also been able to offer
support for symptom management; deterioration
in clinical condition; care package breakdown;
and support whenever a family’s resilience is
challenged by these difficult circumstances.
Due to restrictions, we had to reduce the
bed capacity at each of our hospices in
order to keep everyone safe. Nevertheless,
our bereavement suite, the Rainbow Room,
remained open. Still, we were able to provide
vital care and we’ve had an average of 70.4%
available occupancy throughout the year.

Supporting young people
Our transitions team has had a positive impact
on families’ lives whose children have survived
into adulthood by supporting five young people
into adult services; and providing them with the
best possible quality of life.

“Ava loves the Jacuzzi, music
therapy sessions, and just being
made a fuss of really and we all
love the long lies we get there!
Ava shows us she is happy by
giving a little smile or responding
with her eyes, and she does that a
lot at Rachel House!”
Fiona, Ava’s mum
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216

admissions of babies,
children and young
people to our hospices

Nearly

1,500
children’s
bed nights
provided

56

Rainbow Room
nights provided

Volunteers at the heart
of CHAS
Volunteers are at the very heart of CHAS
and although we had to stand down
public‑facing roles, we adapted to online
delivery. We developed engagement plans
to stay connected with our volunteer force
during this challenging time; and worked
collaboratively with other charities to
exchange good practice.

8,900
hours generously
donated by over

750

CHAS volunteers

“I really missed my volunteer shifts at Robin
House. I’ve been working from home and have
missed engaging with people ‑ now I’m back as
a gardener, I’m really enjoying the company and
feel I’m doing something worthwhile.”
CHAS volunteer

Fun and laughter
Our activities team, who are based in our
hospices, continued to come up with innovative
ways to provide fun activities virtually.
Everything from superhero and princess visits,
and arts and crafts, to writing letters, and
storytelling. Families have told us that this has
reduced the boredom of lockdown, helped them
feel less isolated and re‑energised them.

689

children reached

208

hours of virtual
activities delivered
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Hospital – Partnering with
the NHS
Integral to our work across Scotland
is our partnership in hospitals and
this has never been more crucial,
and your support is helping us
do even more.
We’re proud to support our NHS colleagues by
working with them in every children’s hospital in
Scotland; in Edinburgh, Aberdeen and Glasgow.

78%

of children and
young people with a
life‑shortening
condition die in hospital

90%

of children with a
life‑shortening condition
who die in hospital are
under one‑year‑old

Our partnership with Glasgow
Children’s Hospital
This year marked the first year anniversary
of our Supportive and Palliative Care Team in
the Royal Hospital for Children in Glasgow, the
first of its kind in Scotland and fully funded by
CHAS. Thanks to your support, the team has
supported 135 babies, children and young
people across Scotland. We also employ a
Diana Children’s Nurse who is based in
the hospital.
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“I’ve never experienced such
gratitude to live in a country
where we have this level of care
at our fingertips – to have instant
nursing care when your child
needs it most, and for as long as
it’s needed, and to be gifted such
special time to lie with your child
as they sleep in peace.”
Elizabeth Anne, Lee’s mum

Working with the NHS in
Edinburgh and Aberdeen

Project Echo – sharing
expertise across Scotland

Your support has enabled us to fully fund a
Consultant in Paediatric Palliative Medicine
at the Royal Hospital for Sick Children,
Edinburgh. One of our Diana Children’s Nurses
leads a small team of nursing and family
support staff to support families whose babies
need care in the Simpson Neonatal Unit.

Project ECHO is a revolutionary approach to
sharing expertise that uses video‑mentoring
to enable teams to lead virtual clinics. This
takes specialist knowledge right to the
clinicians and increases the capacity to
deliver best‑in‑practice care in families’
communities.

You’ve helped us jointly fund 50% of costs
for a Paediatric Oncologist who has an interest
in paediatric palliative medicine in the Royal
Aberdeen Children’s Hospital (RACH) who
works alongside a Diana Children’s Nurse,
a CHAS at Home nursing team and a Home
Support Volunteer service. Together, this team
provides specialist medical and nursing care,
as well as helping families with practical and
domestic support.

CHAS has set up a small team to run this on
behalf of all practitioners in Scotland. We’ve
currently completed five communities of
practice and have four external communities
of practice in progress.

“We are particularly grateful
to CHAS that despite the
COVID‑19 pandemic, Louise
(Diana Children’s Nurse) and
Dr Fiona (Paediatric Oncologist)
worked in partnership with
the RACH team to ensure that
our plans for Fin’s death were
honoured, and he died in his
own home. We will forever be
grateful for all their support
during the last few years of Fin’s
life. Thank you CHAS.”
Gillian, Fin’s mum
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How and where your donations
made an impact
Where we
receive our
funds from

2%

16%
46%

What we
spend our
funds on

80%

36%

Fundraising income
Statutory income
Investment income
COVID-19 emergency income

20%

Charitable activities
Cost of raising funds

We spent over £14.6 million on our charitable activities. For more detailed information, the
CHAS Annual Report and Accounts 2020/21 is available on our website.

Standing alongside us
The pandemic brought great uncertainty to our
ability to generate income but we’ve been agile
and creative, as have all of our supporters.
We’ve aimed to continue to deliver on our
mission but remained efficient; committing
ourselves to reducing costs and protecting
our income but also transforming how we
deliver care.

For every £1 of
statutory funding we
receive, CHAS is able
to generate £6.24
of public value in return.
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None of this would be possible without the
support we receive through the generosity
of CHAS supporters, the Scottish
Government and Local Authorities. The
Scottish Government announced emergency
hospice funding to address the impact of the
pandemic on the ability to fundraise. This
helped sustain jobs and critically our ability
to continue services during the pandemic.

Unwavering support
In a year like no other, we’re deeply
grateful and humbled by our
supporter’s generosity with time
and money.
Every donation, small or large, we’re able to
expand our services in response to families’
needs, and ensure no family faces the death
of their child alone. Despite the odds, you
stood with families and rallied together
delivering fundraising activities in new and
innovative ways.
From virtual challenge events, quizzes, gigs
and dine-ins; or those who give through
our Local Hospice Lottery or give regular
monthly gifts; or leave money in their Wills;
our supporter’s spirit and love for CHAS has
been unwavering. You’ve raised an amazing
£8.8 million. Thank you.
This includes the incredible gift of Ardoch,
a conferencing centre on the banks of
Loch Lomond, which will support CHAS
into the future.

Corporate partners helped us to deliver activity
packages to CHAS families, provided Personal
Protective Equipment for our care teams, as well
as supporting virtual fundraising opportunities.
Our trust partners enabled us to fund and
subsequently open a new kitchen at Rachel
House, and we saw an increase in support from
our current philanthropic donors and new donors.

Our best designers
Children and families use their creativity and
imagination to create wonderful designs for
the CHAS alphabet.
Every letter in the alphabet is truly unique, having
been individually designed by one of the children
or young people your support helps us care for, or
one of their family. At the very heart of every letter
is a personal story and a moment that can be
treasured forever.
Here’s a peek at a couple of the letters in our
ever-growing alphabet and the inspiration behind
the design. Can you spot them in this publication?

Designed by Freddie,
in memory of his sister.
“Bright and colourful to
remind him of his sister.”

Designed by Olivia.
“O is for Olivia and
she loves music, so we
created musical notes.”

13

A reflection from our
Chief Executive
For nearly 30 years, families across Scotland have
been able to turn to CHAS for world‑class emotional,
practical and medical support. This care begins from the
point a child’s condition is diagnosed or recognised, and
extends right the way through to either bereavement, or
transition to adult services.
CHAS staff and our dedicated volunteer
force have worked harder than ever over the
course of the year to make a real difference
by offering integrated palliative and end of life
care and respite for the whole family.
This, of course, is also made possible through
working in partnership with NHS and Local
Authority colleagues. Their resilience,
creativity and enthusiasm has shone through.
I’m privileged to be able to lead and guide
CHAS through what has been incredibly
tough time for all. It’s certainly not been an

easy road and you’ve stood with us. I really
want to recognise how important that has
been and will continue to be in the months
and years ahead.
Despite the challenges of the pandemic,
we’ve never strayed from our four key priority
areas and these remain our focus across the
country: rapidly adapting our current services
to evolving care needs; working in new ways
and adapting to the needs of children and
families; working closely with the NHS and
Local Authorities to ensure joined up efforts;

“We received so many
lovely messages of support
and people have given so
generously, so I would like to
say a personal thank you to
everyone for their kindness
and their donations.”
Lisa, Jaxon’s mum
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and maintaining fundraising and funding
to ensure care continues in this massively
challenging time.
Our aim is to reach every family in Scotland
that needs us, but the hard truth is that right
now, CHAS is not able to do that. Quite simply
we need to expand our services, and to do that,
we need sustainable resourcing. That requires
continued support from statutory partners,
and raising more money from caring, generous
people like you.
We’re determined to learn from our experiences
and are committed to remaining flexible with
our service model as we strive to reach every
family who needs us. Working together, we can
ensure that all children with life‑shortening
conditions live their best possible lives;
and that when the time comes, no family has to
face the death of their child alone.
Thank you,
Rami Okasha

“We’re truly blessed to have such
a service as CHAS in Scotland,
and I can’t thank you enough for
doing all you can to make your
work heard, along with the voices
of these families, who would be
absolutely lost without you. x”
CHAS family
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CHAS reaches families all
across Scotland in hospice,
home and hospital
Hospice

CHAS at
Home team

All over Scotland
- CHAS at Home travel across the
country
- Family support services
- Virtual children’s hospice
Aberdeen
- CHAS at Home team
- Royal Aberdeen Children’s Hospital
Balloch
- CHAS at Home team
- Robin House Children’s Hospice

Hospital

Edinburgh
- Care 24
- Simpson Centre for Reproductive Health
- Royal Hospital for Children and Young
People
Glasgow
- Royal Hospital for Children

Inverness
- CHAS at Home team
Kilmarnock
- University Hospital Crosshouse
Kinross
- CHAS at Home team
- Rachel House Children’s Hospice

Contact details:
CHAS Head Office, Canal Court, 42 Craiglockhart Avenue, Edinburgh, EH14 1LT
t: 0131 444 1900 e: support@chas.org.uk

www.chas.org.uk
Children’s Hospices Across Scotland (known as CHAS) is a Scottish charity, SC019724, regulated by the Scottish Charity Regulator (OSCR).

