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a word of welcome...
Mike McDonald – our chief executive

Gordon
Carpenter

I am proud to welcome you to our 2013/14 Annual Report as your new Chief
Executive.

– our chairman
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Firstly, I must acknowledge the achievements of my predecessor, Nuala
O’Kane, under whose leadership the Trust was transformed into the
forward thinking, professional organisation it is today. We often speak of
organisational development as a ‘journey’ and we have certainly travelled
a long way in recent years; though there is still a long and continuously
challenging path ahead of us.
2013/14 proved to be a physically transforming year for the Hospice building,
too. Thanks to a £480,000+ grant from the Department of Health we were
able to totally refurbish our internal environment and we are shortly to embark
on the completion of this strategic “Fit for the Future” project with the introduction of an inclusive, interactive
play area for our children and their siblings. This has been made possible through further grants as well as the
generous support of our local communities. Many people have contributed to the success of this project and I
thank them on behalf of the Trust and applaud their efforts.
I’m pleased to say that despite another economically challenging year we have been able to hold our own and
produced a more-or-less ‘on budget’ performance. This is testament to the commitment of our entire staff team,
whose enthusiasm remains undiluted. I am particularly thankful to have the support of my Senior Team in Dot
Gillespie and Liz Gratton as we develop ambitious plans for the Trust in the coming months and years – including
a return to ‘full service’ delivery and alternative ways to help our children and families.
It goes without saying that huge thanks goes to our generous supporters and army of volunteers, who continue to
give of their money or time to help the Trust even though they face economic challenges themselves. Without this
support we simply would not exist and we are all grateful for their commitment to our cause.
Secondly, you will notice that this year we present an “Impact Report” as a departure from the usual annual
publication. This document aims to show you how we have made a difference to our children and families during
the previous 12 months; indeed how we ‘make every moment count’, a consideration which underpins
everything we do. I hope you find the change to be equally refreshing and informative.
Lastly, though by no means least, I want to pay homage to Dr Gordon Carpenter for his stewardship of the Trust
as he steps down at the end of his term as Chairman. I, for one, give thanks for his wise counsel and leadership
so freely given and I am sure everyone who knows Gordon will echo this sentiment.
And so I return to our ‘journey’ – the challenges we face will necessitate change and I am confident that we
have the skills, knowledge, and support to continue to develop as an organisation to be proud of as we strive to
provide the very best care to those who need us most throughout Staffordshire and Cheshire.
Thank you everybody.

what we do...
Provide palliative care and support for children aged up to 19
with life-limiting and life threatening conditions and their families.
Support a range of specialist services from palliative care to
music therapy offered by dedicated and experienced staff.
Care for children and families at our purpose-built house and
also in their own homes across Staffordshire and Cheshire.
We are there for the whole family on their journey and beyond.
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where we do it...
In addition to the service and support provided in the family
home we are proud of our dedicated Hospice facility in
Trentham, Stoke-on-Trent. Our children and families provide
our inspiration, our sense of purpose and our cause and the
Hospice facility is centred around this ethos. In 2013/14 our
physical environment was very much improved with the help
of a £480,000+ Department of Health “Improving Hospice
Environments” grant and we have ambitious plans to create
further facilities within our grounds as our service delivery
grows.

...
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flourish by developing
their potential

help to keep
families together
see a child;
not a condition

Prevention of health
deterioration
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our families told us...
“Thank you all
very much for last
weekend. It was
so kind of the chef
to bake a cake for
T’s birthday. A big
thank you to you all
for making the family
welcome.”

“Everything is
awesome – I
love painting with
Carly!”

“Respite care at
The Donna Louise
allows us to just
do something that
other people may
take for granted
and just get a
night’s sleep.”

“We find the
support invaluable
and never thought
we’d be so
confident letting
others take care of
our child.”

Promoting physical, emotional,
and psychological wellbeing

listening to our service users

what the donna louise means to me...
genetic. My husband and I are both carriers, therefore Ruby had a 25%
chance of also being affected - she was seven weeks old.
We had her tested as soon as we could. It took a week for the results to
come back. Thankfully she is unaffected - the relief is also indescribable.
We then had two choices - to let Batten Disease ruin our family or dust
ourselves down and live. It was not a path we ever expected to go down
but we owed it to James and Ruby to give them both the best possible
life we could, however long or short that maybe for James. We have a
saying ‘Don’t count the days, make the days count’ and that’s just what
we decided to do.
Bravely or stupidly we decided to have another baby. This baby also had
a 25% chance of being affected. So we rolled the dice again. Fortunately,
testing is available during early pregnancy and we were told our baby was
unaffected and Isabel was born in September 2011. So family life took a
life of its own.
The Donna Louise plays a vital role for our family. It’s a place I can go for
a complete rest as James is so well cared for. We go to stay as a family.
The girls love it. There I meet other families and we become ‘normal’
less isolated. I can chat to other mums about feeding pumps, suction
machines, seizures and it’s our norm. To mothers without Special Needs
Children there is a look of horror on their faces!

James was born perfectly healthy in March 2008 and met all of his
important milestones. By 18 months he was walking (as long as he held
our finger) and he could say the odd word - dadda, ozza (Oscar the cat).
He was into everything - taking the coals out of the fire, pinching my
lunch, pulling the cats tail and helping us decorate by putting his full arm
into the paint tin! It was all done with the cutest smile! I was pregnant with
my second child and life was good.
In September 2009 the seizures started. Not full blown how you would
imagine, but short quick jerks that floored him. He had 40 in a few hours
and he was admitted to hospital. The tests and the medication started ...
My daughter Ruby was born two months later in November 2009. By this
time it was clear that something was seriously wrong with James. He had
stopped crawling, walking, standing and was struggling to sit. He was a
different boy - like something had been switched off.
During Christmas of that year James’ seizures changed so I contacted
the hospital and we were given a glimmer of hope - that it could just be
epilepsy that needs controlling. We felt so relieved and hopeful.
We were then called into the hospital on the 9th of January 2010 to meet
with James’ consultant. We thought it was to discuss the new type of

seizures. It was a Saturday and we were to go to Outpatients. I hated
going to Outpatients as it was so very, very busy. However, when we
arrived it was empty...two nurses were waiting for us...alarm bells started
to ring.
When we were called in to see the consultant we were told that he had a
diagnosis...
James had Infantile Batten Disease. No treatment. No cure. James would
not live beyond 5 years old. He was 22 months at the time.
I don’t have the words to describe how hearing that felt. They just don’t
exist. Devastated, heartbroken, shocked, crushed just don’t come close.
Infantile Batten Disease is a neurological degenerative disease. James is
basically missing one of the enzymes which clears the rubbish from his
brain cells. Therefore, the cells are dying as they fill up with this rubbish.
The sheet we were handed said that ‘over time affected children suffer
mental impairment, worsening seizures and progressive loss of sight
and motor skills. Eventually, children with Batten Disease become blind,
bedridden, and demented. It is always fatal.’
It was hard to take this all in. Through our crying we heard the Consultant
asking for Ruby’s date of birth. He then told us that the condition was

“"Coming to The Donna Louise is great because it allows me to be a mum and not a nurse"” says mum Amanda.

We really would be in a mess without the help of The Donna Louise.
During our stay I can be a mother to all three of my children and not
a nurse. I have the time and the energy to play with them. I leave the
Hospice a new woman. This respite is key to staying upbeat and positive.
James is now 6 and he likes to prove Doctors wrong. Yes he is poorly
- he’s severely visually impaired, immobile, tube fed as he’s unable to
swallow, he can’t speak but he loves life. He goes to school where he
has friends. He loves hydrotherapy and the sensory room. He smiles
to show us he’s happy. He has started opening his eyes wide to
communicate with us and if we’re really lucky we get a laugh or giggle.
He loves cuddles and when you’re rough with him, wiggling his legs or
arms. He loves his sisters and they are so good with him. Ruby is now 4
and Isabel is 2. They are so caring and
thoughtful. And
yes it’s hard, it’s 24/7 - it’s exhausting.
It’s the hardest
job I’ve ever done and I was Deputy
Head of
an inner city school before but I love
every minute I have with James.
We are not sure what the future holds
for James but we do know it would
be a lot harder without the care and
support of The Donna Louise.

the harrisons family story

helping families cope...
We have extended our services to offer flexible support to
families not just in The Donna Louise Hospice building, but
also in their own home.

as a central link with fellow professionals and also offers
practical help for our families by attending meetings or
helping them find the best services available.

Our new Care Co-ordination Service was launched this
year as specialist support to families liaising with multiple
professional and social care organisations. Our team acts

We have enhanced our Care Team staff with the
development of new roles of Senior Care Development
Workers who, as experienced staff, have a wider range of

skills to help look after our children.
To encourage younger people into the charity sector, who
are interested in working with children, we welcomed our
first apprentice Kirsty Gough. With the support of mentors
from the Care Team, Kirsty combined practical experience
with studying for professional qualifications.

A chance to
recharge

The Care Co-ordination Team:
Tracey Powell, Liz Smith and Debbie Askey.

Kirsty Gough with Theo Powell

Being a
parent and
not a nurse
Spending time
together as a
family

wellbeing for the whole family

How the
helps andservice
families what
value

An
opportunity
to relax

Creating time
to focus on
siblings

We offer a range of creative and therapeutic services to promote wellbeing with activities not just for children but the whole
family. Our specialist team work together to create an individual plan for each child, tailored to their own needs and work
hand-in-hand to create counselling support.

Art

Play

The skill of our team is in allowing children and families
to express their feelings in paint was demonstrated with
our first art exhibition held in September 2013 at Yarnfield
Park. Hope in Every Painting showcased a range of
paintings which each told their own story.

As part of the 2013/14 Hospice refurbishment, we have
invested in new equipment to offer our children and
families the opportunity to try new and innovative toys,
which not only stimulate, but are also fun. These range
from small, hand-held toys to stimulate the senses through
to the latest computer technology. One of most popular
games is the interactive board in the main hall which offers
a whole range of activities for all ages. Another impressive
piece of technology is our 3D projector which allows the
children to interact with an image and paddle in water or
catch fish.

A total of 41 paintings were exhibited and a total of
£4,589 was raised from sale of the unique artworks.
As with many of our events it also put us in the media
spotlight with newspaper, TV and radio coverage.

There are also a range of support groups for the whole
family. This year we also introduced the Saturday Club,
a monthly drop-in craft and fun session organised by our
volunteers. It supports 35 siblings from 17 families.

Joe Johnson with his exhibits

Over the coming months we are also completely
replacing our outdoor play area to create a much
larger, inclusive play area where our children are
able to participate in fully inclusive play with their
siblings.

care when it's needed most

beyond hospice care...
End-of-life care is only a very small part of what we do
here at The Donna Louise, but its impact cannot be
under-estimated and we provide support for the whole
family.

siblings
group

play and
stay group

Our counselling service offers bereavement support
to siblings and parents and also the extended family
including grandparents.
Latest projects have included the establishment of a
support group for Dad’s to encourage men to talk openly
about their feelings to fellow dads who understand how
they feel.
A new group has also been established which offers
volunteers mums the chance to become mentors to
families new to The Donna Louise.
This year’s memory day was also welcomed as a special
time for reflection and its success was thanks to the
organising committee made-up of our families.
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in the home and at
hospital
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men's
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support for the whole family

£1.6m

Christine Underwood,
volunteer for more
than three years.

was raised from
voluntary donations
in 2013/14

“Volunteering at The Donna
Louise is just the best job
I’ve ever done.
It’s so happy here and the
staff have a great rapport
with the children. The
Donna Louise means a lot
to me because I am able to
give something back and I
find it really rewarding.”
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Paul Moore - fundraiser
“It’s great to know that I can
make a difference. Being
part of the Hospice Team
means I’m inspired daily by
the journeys of our children
and families. It’s touching to
work with people so keen
to support a local charity,
proving just what a heart our
local communities have.”

Debbie Askey – head
of our care
co-ordination service
“What we do here at The
Donna Louise is really
unique and I’ve seen how
we have grown, so we are
not just respite and day
care, but a whole range
of services and support
groups.”

how we pay for it...
Income
£1,592,709
Fundraising Income
,058
Activities for Generating Funds £58
£402,961
Statutory Income
Charitable Activities
Investment Income

Total Income

£307,231
£11,035

£2,371,994

Expenditure
Fundraising Costs
Governance

£556,088
£42,755
£1,697,281

Care Service

£93,695

Other

£2,389,819

Total

Fundraising Income Breakdown
Individual & Community
Grant Making Trusts
Companies
Legacies

Total

£788,620
£154,166

All figures exclude the Deprtment of Health Capital
Grant for “Improving Hospice Environments” received
during 2013/14 (£478,343)

£560,954
£88,969

£1,592,709

2013/14 financial summary
(for more details see the full set of Accounts available on our website)

7,100
hours were
volunteered in
the Fundraising
Department

302

people had a
tour of The
Donna Louise
House

690

people have brewed
up as part of our
Care 4 a Cuppa
campaign

help support The Donna Louise

there are many ways for you to help support The Donna Louise. Call the Fundraising Team on 01782 654444.

what The Donna Louise means to me...
“To me, The Donna Louise
represents everything
good about my hometown
of Stoke-on-Trent. The
care and support they
give to local children and
families is amazing and I’m
proud to be a Patron!”
Robbie Williams
Patron

our patrons

The Lord Stafford DL | Robbie Williams

our trustees

“As a parent one feels
vulnerable when your child
is ill. Unless you have
direct knowledge, one
cannot understand the
suffering families
go through with terminally ill
children.”
The Lord Stafford DL
Patron

Dr Gordon Carpenter (chair) | Dr John Alexander
Julie Arkle | David Brookfield | David Carr
Paul Farmer | David Gladman | Karen Gladman
Keith Harrison | Lynne Ingram | David Milburn
Prof. Sue Read | James Rushton | Anthony Swift
John Tyler | Valerie Wood

a special thank you to all our dedicated fundraisers, supporters, volunteers –
and, of course, our children and families who provide the reason for being here

keep up to date...
Visit our website: www.donnalouisetrust.org
Sign up for our regular e-newsletter
Follow us on facebook and twitter

chief executive
Mike McDonald

Secretary - Hayley Jones
Treasurer - Valerie Wood
Director of Care - Dorothy Gillespie
Director of Income Generation - Liz Gratton
Bankers - Barclays Bank PLC
Auditors - DJH Accountants Ltd
Legal Advisors - Knights Solicitors Llp
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1 Grace Road, Trentham, Stoke-on-Trent, ST4 8FN

Telephone: 01782 654440 | Fax: 01782 654441

Email: info@donnalouisetrust.org | www.donnalouisetrust.org

