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GET YOUR ROARSOME ON!
Support SWAN UK this Undiagnosed Children’s Day!
On the 26 April we will be celebrating
our seventh annual nationwide
awareness day, Undiagnosed
Children’s Day.
The aim of the day is to raise awareness
of undiagnosed genetic conditions
and, throughout April, to raise funds for
SWAN UK (syndromes without a name).
SWAN UK is the only dedicated support
network in the UK for families with
children and young adults affected by
undiagnosed genetic conditions.
This year’s theme is lions and we will be
celebrating the bravery and resilience
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shown by children, young adults and
siblings affected by undiagnosed genetic
conditions every day.
Having an undiagnosed genetic
condition affects the whole family, which
is why these families demonstrate fierce
loyalty and protection.
We want to show how families affected
by undiagnosed genetic conditions
come together and support each other
through the challenges they face on a
daily basis, just like a lion pride.
This year we are asking you to make
the loudest roar to help us celebrate
these amazing families!

FUNDRAISE FOR US
The SWAN UK network is one large community, one large
family, one large pride – support these fierce families for
Undiagnosed Children’s Day.
We have some brilliant fundraising
activities and ideas for this year’s
Undiagnosed Children’s Day.

everything you need. Claim your free
t-shirt today by emailing fundraising@
undiagnosed.org.uk. We also send
balloons, wristbands, collection tins
Do something brave and get
and stickers. Visit our online shop to
sponsored: Whether it’s skydiving,
order your free collection tin for your
holding a tarantula, climbing a mountain Undiagnosed Children’s Day fundraiser:
or learning a new skill, will you take up
undiagnosed.org.uk/shop.
the challenge and get sponsored to put
yourself out of your comfort zone and
Join our virtual marathon: Run, walk,
raise money too?
skip or jump 26 miles over the whole of
April and May and receive a certificate
Host your own fundraiser: Bake sales, and a medal. Email fundraising@
coffee mornings, movie nights, if you’re undiagnosed.org.uk to register. There’s
hosting an event we can kit you out with an £8 entry fee to take part and we’d love
it if you also want to get sponsored!
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Join our readathon: Read as many lion
themed books during April as you can
and get people to sponsor you £1 or £2
per book. We have a great lion themed
suggested reading list for all reading
abilities and ages - see page 9.
Get your workplace fundraising: Ask
your company if they’ll host a bake
sale or coffee morning to raise funds
for SWAN UK. You can also ask about
nominating SWAN UK for their Charity of
the Year, we are happy to help with any
application process.
Calling all schools: We are looking for
primary schools that would like to get
involved. We can provide information
about undiagnosed genetic conditions,
support parents or siblings to hold a
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school assembly and have a fundraising
pack to send out that is full of activities
for children and ideas of how to raise
money for SWAN UK. We’d love to see
all the children dressed up as lions for
the day or hold a non-uniform day with
a lion mask and children bring in a £1
donation. We can provide masks and
help the school to organise the day!
Keep in touch so we can help you,
we want to be able to celebrate your
fundraising and send you a certificate
to thank you for your efforts. We love
to receive and share your photos too.
To get involved in fundraising for
SWAN UK email: fundraising@
undiagnosed.org.uk.

FUNDRAISING FOR SCHOOLS
SWAN UK is a fantastic cause for children to get involved
with and we can support your school with everything you
need.
Children can dress up as a lion for the
day, or you could host a non-school
uniform day and we can provide lion
masks for the children to cut out and
colour in.

mask templates for the children
to cut out and colour in or you can
make your own (how-to video coming
soon).
―― Readathon - get sponsored to read as
many lion books as you can in April,
There is a fun filled activity pack for
we have a suggested lions reading list
schools with quizzes, colouring in and
but any book counts. See page 9 for
activities for the classroom. We can also
more details.
arrange for someone to come and speak ―― Hold an assembly giving the children
at an assembly about the charity and
information on what life is like for
what it means to be undiagnosed.
undiagnosed children and their
families.
Here are some ideas of how you could ―― Display a collection box at the
host a lion themed activity at your
canteen or in the staff room so people
school to celebrate Undiagnosed
can donate their loose change.
Children’s Day:
―― Virtual Marathon - complete 26 miles
over a month, this could be in PE class
―― Dress as a lion for the day or in nonor set as homework. See page 8 for
school uniform and bring £1 donation
more information.
to school.
―― Hold a bake sale - can you make
―― Play sleeping lions - the classic game
cupcakes that look like a lion?
where you get the children to lie down
and keep as still as they can, anyone If you are a teacher or a parent whose
that moves is out of the game.
child’s nursery school or school would
―― Play our “guess the lion” quizlike to be involved, please email
wonderful fun for the whole
us for more details fundraising@
classroom.
undiagnosed.org.uk.
―― Write a story or comic strip about a
time when you were brave.
―― Make your own lion mask - we have
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Five ways we can help teachers get
their classes involved:
1. Providing you with a fun resource pack
for your students, filled with ideas for
the classroom and assembly activities
for the children to help them understand
the what it is like to live with long term
health conditions.
2. Arranging for an assembly to be
given by a parent of a child with an
undiagnosed genetic condition (subject
to availability).
3. Providing collection tins/ buckets and
balloons so you can have a collection on
the day or ongoing throughout April.
4. Sending thank you certificates for
your children to celebrate their amazing
efforts.
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5. Sending you experience videos of
our inspiring children and their siblings
describing their everyday acts of bravery.
A pack of lions is called a pride, and we
are using this idea to show the pride that
SWAN UK families have in their children
as shown in the videos.
We’d love to see photos of how you
celebrate!

CASE STUDY: MEET BRODY
Brody is a lovely, funny five-year-old
who loves music, especially Take That,
singing and building with his lego. He
has autistic traits and does not like any
changes to routine or loud noises. Brody
is taking part in the 100,000 Genomes
Project. His mum Mish told us:
‘We realised that things were going to
be different when Brody was six months
old. Brody has significant difficulties
with his learning,Global Developmental
Delay, hypotonia,hypermobility, anxiety
caused by unfamiliar situations,rigid
and controlling behaviour. His autistic
spectrum behaviour and mobility issues
mean he needs his wheelchair.
Having a child with additional needs
means you have to constantly shout to
make yourself heard and you have to be
proactive in order for things to happen. I
have had to go out and research to get Brody support to help him.
It’s difficult to know what the future will be for Brody. A diagnosis would help
explain why things are the way they are and help us to find other children like
Brody who are further down the line and see their outcomes.
It is hard to plan without a diagnosis. The best thing so far on our journey however
is seeing the progress Brody is making; his biggest accomplishment to date has
been taking his first unaided steps.
SWAN UK has given me a sense of community, as I have been in touch with
other SWAN UK members discussing our children and swapping stories. We feel
hopeful about the future.’
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VIRTUAL MARATHON
What is a virtual marathon?

A virtual marathon is a race that can
be run (or walked or cycled) from any
location you chose. You can run, jog,
walk or be pushed on the road, on a
trail, on the treadmill, at the gym or on
a track. You get to run your own race, at
your own pace, and all you need to do is
time it yourself. Once you’ve completed
the marathon and sent us your time
sheet, your finishers pack, including
medal and certificate will be send
directly to you.

How much does it cost?

The cost is just £8 per person. Email
fundraising@undiagnosed.org.uk for
details on how to pay your entrance fee.

How long do I have to
complete the virtual
marathon?

How do I track my miles
and time?

There are numerous ways you can do
this - you can use your smart phone, a
fitness tracking band or watch or you
can event plan your route on Google
Maps online and just check the time
when you start and finish. When you
email to regsiter we will send you a form
to help you keep track.

What do I do once I have
completed the virtual
marathon?

It’s easy, just send us your completed
form. Make sure you include your name
and address so we can send you a
finishers pack.

Do I have to fundraise?

No, the registration fee is all that is
required to take part. However, we’d be
You can start walking, jogging or running delighted if you would like to fundraise
the 26.2 miles (42.2km) during April
by getting sponsored by using the page
2019 and must complete the marathon
on 16.
by the end of May 2019 to receive your
medal and certtificate.
Don’t forget to take photos of you

Can children take part?

Yes absolutely! The SWAN UK Virtual
Marathon is for all ages and abilities.
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completing your marathon and share
them with us - maybe you could even
make a montage!

READATHON
Are you brave enough to take on the challenge of the
Undiagnosed Children’s Day readathon?
Read as many books as you can in the month of April - get friends and family to
sponsor you (you can use the sponsorship form on page 16) per book to raise money
for Undiagnosed Children’s Day 2019. Can you read all the books on the list?
□□ The Butterfly Lion by Michael Morpugo
□□ We’re going on a Lion Hunt by David Axtell
□□ How to be a Lion by Ed Vere
□□ The Lion who wanted to Love by Giles Andreae

□□ A Lion in Paris by Beatrice Alemagna
□□ The Snow Lion by Jim Helmore
□□ The Lion, Witch and the Wardrobe by C.S Lewis
□□ The Lion Inside by Rachel Bright
□□ The Lion and the Unicorn by Shirley Hughes
□□ The Very Brave Lion by Jellycat
□□ How to Hide a Lion by Helen Stephens
□□ How to Hide a Lion at School by Helen Stephens
□□ How to Hide a Lion from Grandma by Helen Stephens
□□ Library Lion by Michelle Knudsen
□□ Andy and the Lion by James Daugherty
□□ That’s not my Lion by Fiona Watt
□□ The Lion and the Mouse, A Classic Fable, various
versions available

Let us know if there are other lion
themed books you discover!
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TOP TIPS FOR
FUNDRAISING WITH US
Plan your event

Decide the date and check if it clashes
with anything else locally or nationally.
Check any legal or health and safety
issues. Make sure you have enough time
to promote and get people involved so
you get as much support as possible
for your event. Budget for any expenses
you might incur and make sure it is
financially viable. Remember, we can
help make your event a success!

Promote

Tell everyone you know about what
you’re up to. Use social media, local
press, and think about who you want to

be involved and how to let them know
about your event. Use your JustGiving
page and add it to the bottom of your
email signature. Explain why you
personally want to raise money for us
– people will respond to your story. Ask
your employer about match funding too.
Keep us in the loop and send pictures, so
we can promote what you are doing on
social media with our community!

Materials

We can provide t-shirts, hoodies, running
vests, collection buckets and tins,
balloons and stickers, flyers, wristbands,
information leaflets, and posters.
Whatever you need to make your event a
success we can send to you, and usually
at no cost. Donation and sponsorship
forms are included at the end of this
pack and we can send you more if you
need them.
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Collecting and banking

contact details - we want to make
sure we can send you a well-deserved
thank you letter!

Please send your donations to us as soon
as you have finished your fundraising,
and make sure you use Gift Aid wherever
―― Bank transfer: if you want to transfer
possible as it gives an extra 25% on your
your collected funds to us, email
donation at no cost to you. See Page 16
fundraising@undiagnosed.org.uk and
for making donations with Gift Aid.
we will send you the details.
―― Donate through our website: visit
undiagnosed.org.uk and click the
Donate button to make a donation
online.

‘We felt isolated and alone before
we found SWAN UK; we didn’t fit
anywhere. Joining SWAN UK was
life-changing for us. We are part of a
―― Cheques: please put Genetic Alliance
network who just get it. We belong,
UK or SWAN UK on the cheque and
feel supported and are not alone
post it to us at Genetic Alliance UK,
anymore.’
CAN Mezzanine, 49-51 East Road,
London, N1 6AH. Include a note to say SWAN UK parent
how the money was raised with your
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ONLINE FUNDRAISING
Online fundraising is one of the easiest ways to raise
money!
If you are fundraising then it’s a good
idea to set up an online page where
people can sponsor you or donate.
Setting up a JustGiving or Virgin Money
page is simple. You just need to let
people know what you are doing to
raise money, why we are important to
you, the date of your activity and to
set a target. The money will then be
automatically transferred to us.
justgiving.com/fundraising
uk.virginmoneygiving.com/giving
Get in touch if you need a hand
setting up your page: fundraising@
undiagnosed.org.uk.

We are also on Facebook Donate! This is a really easy way to get
your online community of friends to support your cause.
To create a Facebook fundraiser, just click ‘Fundraisers’ in the
left menu of your News Feed and follow the instructions.
Or you can also attach a donate button to your posts so people
can easily donate - don’t forgot to tell them a bit about why
SWAN UK is important to you.
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WHY WE NEED YOUR SUPPORT
If SWAN UK fulfil their
ambition, families will have
access to the best possible
information and support.
Living with the unknown

Without a diagnosis life can be very
isolating for families, often they feel
as if they don’t fit in and it can be very
difficult to answer questions about their
child.
Most families don’t know what the future
holds for their child. Will they walk? Will
they talk? Will they have a shortened life
expectancy? Will future children in the
SWAN UK - what we’re doing
family be affected? No parent or family
should have to go through something
for families
like this alone, which is why SWAN UK
6,000 children are born in the UK each
provides such an important support
year with a syndrome without a name network.
a genetic condition so rare it is unlikely
to be diagnosed. SWAN UK currently
supports 2,644 parents of children with
undiagnosed genetic conditions.
In our 2016 members survey, 76% said
‘isolated’ best described their experience
of parenting a child with an undiagnosed
genetic condition. SWAN UK have 19
Parent Reps, and hosted 69 family
events last year to tackle that isolation
and provide much needed support.
Help us to keep providing vital support
and information to these families!
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WHERE THE MONEY GOES
Money raised for SWAN UK on
Here are some examples of how
Undiagnosed Children’s Day 2019 will far your money can go towards
be used to provide support for families supporting SWAN UK families:
affected by a syndrome without a
name.
pays for a big bunch of balloons
to be sent to a child having an extended
These could include organising stay
stay in hospital.					
and play sessions or family events,
developing information materials or
pays for a whole family to attend
putting on an information event.
a big day out at a major attraction.

£30

£50

‘SWAN UK makes me feel like I am not
alone, that I am not imagining this
journey and that people have walked
in my shoes and they understand how
I feel. It’s a magical place to be and I
am so thankful that we are part of this
amazing support network.’
SWAN UK parent
The money you donate could also help
us to produce leaflets on subjects like
genetics education or social care rights.
‘He still has the card that came with
the balloons stuck on his bedroom
wall, and reads it to me often at
bedtimes. The balloons arrived when
he was having such a bad time, and
the confidence boost they’ve given
him has just kept going.’
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£500 will cover the cost of a party

for 15 families, bringing them together
and giving them a chance to meet faceto-face.					

£1,000 covers the cost of training
and supporting a SWAN UK Parent Rep
to educate local care professionals and
services about undiagnosed genetic
conditions.

£2,500 allows us to run a day

trip for 25 families to make precious
memories.

£5,000 allows us to run

information events around the UK to
help parents understand why genetic
conditions can be so difficult to
diagnose.							
		

DONATION FORM
Here is my donation of:
Amount

£

I enclose my cheque/ postal order made payable to Genetic Alliance UK or SWAN UK.
Or please debit my Maestro/ MasterCard/ Visa/ American Express/ Charity Card
Card Number
Expiry Date 					

Issue Number (Maestro only)

CVV code
Signed 						Date

Contact details
Name:

Address:									Postcode:
Phone:
Email:

Gift Aid

Boost your donation by 25p of Gift Aid for every £1 you donate
□□ (Please Tick) I want to Gift Aid my donation and any donations I make in the future or have
made in the past 4 years to Genetic Alliance UK. I am a UK taxpayer and I understand that if I
pay less Income Tax and/or Capital Gains Tax then the amount of Gift Aid claimed on all of my
donations in that tax year, it is my responsibility to pay any difference.
Please inform us if you want to cancel this declaration, change your name or address or no
longer pay sufficient tax on your income.

Join Us

Post

By signing up to this mailing list you will receive quarterly and monthly updates on our
work, stories from our community, information on research and fundraising, as well as
details of local meetups. You are able to unsubscribe at any point. You can read the way
we use and store your data on our website: geneticalliance.org.uk/privacy-policy/

Genetic Alliance UK, CAN Mezzanine,
49-51 East Road, London, N1 6AH

□□ Please tick if you would like to join
our mailing list
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Please return this donation form to the
address below:

SPONSORSHIP FORM
Name:
Address:									Postcode:
Phone:
Email:
What I’m doing and why I’m doing it:

Gift Aid*

If you are a UK taxpayer you can raise even more money by adding Gift Aid. If you donate using Gift Aid
then the taxman will add 25% to the donation at no extra cost to you or them. Please ask donors to fill in
the below, in their own handwriting, providing full name, home address, postcode and tick the Gift Aid
box if you’re a UK taxpayer for us to be able to claim tax back on the donation.

Full name

Home Address

Postcode

Donation
amount

Sponsorship form continued overleaf...
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Gift Date paid
aid

... Sponsorship form continued
Full name

Home Address

*GiftAid - if I have ticked this box I confirm that I am
a UK Income or Capital Gains Taxpayer. I have read
this statement and want the charity named above to
reclaim tax on the donation detailed above, given on
the date shown. I understand that if I pay less Income
Tax or Capital Gains Tax in the current year than the
amount of Gift Aid claimed on all of my donations it is
my responsibility to pay any difference. I understand
the charity will reclaim 25p of every £1 that I have given.
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Postcode

Donation
amount

Gift Date paid
aid

Remember: you must provide your full name, home
address, postcode and tick the Gift Aid box for the
charity to claim back on your donation.
Please let us know if you want to cancel the declaration,
change your name and/or address or no longer pay
sufficient tax on your income and/or Capital Gains.

FUNDRAISING CHECKLIST
□□ Decide what activity you are doing.
□□ Choose a date.
□□ Find a venue - see if you can negotiate free or discounted hire for a charity
event.
□□ Get people involved - friends, family, colleagues, schools, local businesses.
□□ Promote - Posters, local press, Facebook, Twitter, Instagram, shout it from the
rooftops, anything to get your event seen!
□□ Check for legal and health & safety issues - got questions? Contact us!
□□ Set a fundraising target - it is good to have an idea what you’re aiming for
and to make sure this is achievable and realistic, taking into account any costs
involved in setting up your activity.
□□ Set up a Just Giving or Virgin Money Giving page - an easy peasy way to get
people to donate online.
□□ Gift Aid - there is an automatic option to opt in to Gift Aid with online giving but
if you are collecting donations via sponsorship forms please get donors to tick
the box. An extra 25p for every £1 donated really adds up.
□□ Take pictures and share stories - we love to hear what our fundraisers are up
to so we can support you and share with our networks.
□□ Contact our Fundraising Officer so we can help, at fundraising@undiagnosed.
org.uk.
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FUNDRAISING CHECKLIST

THANK YOU FOR YOUR
SUPPORT

Let us know how your
fundraising goes! Keep
in touch at fundraising@
undiagnosed.org.uk

Donate online at
undiagnosed.org.uk
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We couldn’t do what
we do without your
wonderful support!
#ROARsome

Genetic Alliance UK is the national charity working to improve
the lives of patients and families affected by all types of genetic
conditions. We are an alliance of over 200 patient organisation
and we run:
SWAN UK (syndromes without a name) is the only UK-wide
network providing information and support to families of
children without a diagnosis;

Rare Disease UK is a multi–stakeholder coalition brought
together to work with the government to effectively implement
the UK Strategy for Rare Diseases.

+44 (0) 20 7831 0883
fundraising@undiagnosed.org.uk
undiagnosed.org.uk

Genetic Alliance UK, CAN Mezzanine, 49-51 East Road,
London, N1 6AH
Registered charity numbers: 1114195 & SC039299
Registered company number: 05772999

SWANchildrenUK
SWAN_UK
SWANchildrenUK
SWANchildrenUK

