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28 April 2017

#undiagnosed

Our Big Ambition is that
every family affected by
a syndrome without a name
has the support they need,
when they need it, regardless
of whether they have a
diagnosis or not.

Hello
Did you know that approximately
6,000 children are born in the
UK each year with a syndrome
without a name?
Life for the families of these children is extremely isolating.
SWAN UK (syndromes without a name) is the only
dedicated support network available for them in the UK.
But many of the families who could benefit from our
support still don’t know we exist.
We know they are out there, but we don’t know where
they are.
So we’ve set ourselves a target to find them and double
our membership in 2017.
This Undiagnosed Children’s Day we’re asking you to help
us achieve this.
In this pack you’ll find out what Undiagnosed Children’s
Day is all about, ideas of how you can fundraise and how
it will help, what resources we can offer you and how you
can send us your donations.

Don’t forgot to keep us updated with your plans and
progress by emailing fundraising@undiagnosed.org.uk.
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Being undiagnosed
‘I genuinely thought we were the
only family in this situation’
Imagine wondering if you will ever
hear your child’s voice. If you will ever
see them take their first steps, gain
independence or even if they will live
to adulthood.

and alone.

Imagine realising that you may never
get an explanation about why your
child has complex health problems or
physical and/or learning disabilities.

Siblings often miss out as caring for
the undiagnosed child takes up so
much of the parents’ time. It can
also be hard to explain to family and
friends when they ask the dreaded
question ‘what’s wrong with them?’

This is what life is like for many
families accross the UK
When families first discover there
is a problem with their child’s
development, health or learning they
assume they will go to the doctor
who will perform some tests. They
expect the results will come back,
they will be told the cause of their
child’s problems and then if available,
treatment will start.
It’s often a huge shock when they
discover it might not be that simple.
That in fact they might never find out
the cause.
With no diagnosis for their child’s
condition, families can feel isolated
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Many families struggle to access the
basic services and treatments that
their child needs.

Many families would like to have
more children but without a genetic
diagnosis they have no idea if other
children would be affected.
For these families SWAN UK can be
a lifeline. We are the only specialist
support available in the UK.
Many families affected by
undiagnosed genetic conditions are
still lonely and isolated, still leaving
appointments with no information,
not knowing where to turn for
support. Still thinking they are the
only family in this situation. We want
to find them.

Key stats
Approximately 6,000 children are born in the UK each year
with a syndrome without a name – a genetic condition so
rare that it is likely to remain undiagnosed.
Around 50% of children having genetic testing through the
NHS won’t get a confirmed diagnosis for their condition.
Approximately 30-50% of children with severe learning
disabilities/congenital abnormalities may not have a
diagnosis to explain the cause of their disabilities.
The impact of raising a child with an undiagnosed genetic
condition has a significant impact on parents:
– 87% experience feelings of isolation and exclusion;
– 61% experience anxiety, low mood and depression;
– 43% find it difficult to cope.
7 out of 8 undiagnosed patients feel they have not been
provided with enough information and support
during the diagnosis process.
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Helen’s story
Our SWAN, Emily, has just turned
ten years old. When she was born
we didn’t know there was anything
wrong, but at four and half months
old she developed infantile spasms
and our lives changed. As time went
on Emily missed milestones. The
infantile spasms turned into a more
generalised version of epilepsy. It
became obvious Emily had profound
disabilities. We were referred to
genetics and Emily had a huge
number of tests, including an MRI
which suggested her problems were
due to a genetic cause - although we
still don’t know what this cause is.
Now, at the age of ten, she is a happy
little girl, but is more like a one year
old in most areas. Initially, not having
a diagnosis was awful.
We went from attending
mainstream mum and baby classes
to feeling completely isolated as
it was too painful for me to take
Emily to groups when she was so
obviously left behind.

SWAN UK has been great, just
knowing someone is always there,
that we can meet up with others
facing the same uncertainty as us
has been a lifeline.
In 2009, we took the very difficult
decision to have another child
Thankfully, our second child was born
with none of the same issues as her
big sister, and it has been amazing
(and at times heart-breaking) to see
the ease with which she masters her
milestones. Having an undiagnosed
sister is quite hard for our now almost
seven year old, but she is a fantastic
little big sister – patient, helpful and
loving.
Having been able to meet other
siblings via SWAN UK meet-ups
and other events has helped her to
realise she is not alone, and that
there are other children like her.

I chose to raise funds for SWAN UK
through my orchestra. I put SWAN
UK on the suggestions list, the
committee agreed and I just had to
Having no diagnosis meant there were liaise with SWAN UK to provide some
no support groups as you would have collectors and collection buckets.
for a known condition, so we had
Some of our local SWAN UK parents
nowhere to turn.
were happy to come along and after
one of our members announced why
I discovered SWAN UK in its early
we were supporting SWAN UK, our
stages when Emily was about four. It
very generous concert-goers donated
was fantastic to suddenly have people an amazing £428 which I know will be
who understood and just ‘got it’.
put to very good use.
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About SWAN UK
Many people don’t realise that it’s
possible for disabled children and
young adults to be undiagnosed.
It can take years for genetic testing
results to come back and even then
they don’t always provide answers.
Some children and young adults will
never get a diagnosis.
Here at SWAN UK we want it
recognised that being ‘undiagnosed’
is not always a temporary stage; the
genetic cause of some conditions may
never be known.
SWAN UK is part of the charity
Genetic Alliance UK. We were
established in 2011 thanks to a fiveyear grant from the Big Lottery Fund.
We received further funding from the
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Big Lottery Fund with a three year
grant in 2016 which covers part of our
annual costs but we have to fundraise
for the rest.
We currently have around 2,500
members, with more making contact
every day. We know however there
are many more families who need our
support.
All the money you help to raise during
Undiagnosed Children’s Day 2017
will have a significant impact on our
ability to continue supporting our
existing members and reach out to
new ones.

What we do
We work in partnership with
our community to develop
ways to overcome the issues
affecting them.
– We support families in hospital and at home offering
24/7 access to support and information.
– We run regular events to bring families together and
provide opportunities to make precious memories.
– Our events also provide opportunities for siblings to
make new friends who understand how difficult having an
undiagnosed brother or sister can be.
– We educate professionals about the issues faced by
families affected by undiagnosed genetic conditions
and help improve services so all families receive
high-quality coordinated care and appropriate
testing/treatment.
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Your support
The money you raise will have a
direct impact on the lives of the
families we support.
It could pay for balloons to be sent
“You really made a family day out
to a child in hospital or for a family
come true, it was so amazing for us,
to attend one of our family day trips
thank you again it really means a
allowing them to enjoy a rare day out lot.”
to make precious memories in a safe
and welcoming environment.
It could enable us to send leaflets
and newsletters to every child
“Thank you so much for the
development centre and children’s
balloons, what a lovely surprise.
hospital in the UK so no family
Had a yucky week of lots of
affected by an undiagnosed genetic
infections and backwards and
condition ever leaves an appointment
forwards to the hospital for oxygen empty handed and not knowing
and IV’s so it’s been lovely to see
where to turn for help.
him smiling this afternoon.”
Or perhaps it could help us to recruit,
Your money could enable a family
train and support a SWAN UK Parent
to access the right information that
Rep who will act as a point of contact
means their child gets the support
to bring families together and educate
and treatment they require or access local professionals.
to appropriate testing.
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Where your money goes
–£
 2 will cover the cost of a newlsetter for a new family
providing vital information.
–£
 30 will cover the cost of sending balloons to a child
during a long or traumatic stay in hospital.
–£
 100 will allow us to send out SWAN UK information
packs for key services to share with families.
–£
 1,000 will cover the cost of training and supporting
a SWAN UK Parent Rep to educate local professionals
about undiagnosed genetic conditions.
–£
 1,500 will allow us to provide bi-monthly Stay
and Play sessions in one of our Local Network areas for a
year.
–£
 2,500 will cover the cost of a family fun day for 50
undiagnosed children, their siblings and parents and
carers at a specialist centre.
–£
 3,500 will cover the cost of a day trip for 25 families
to make precious memories.
–£
 5000 will cover the cost of an all day information event
about undiagnosed genetic conditions.
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Fundraising ideas
There is no science to fundraising,
just keep it simple and fun!
–Calling all detectives!

This year we are asking everyone to
become detectives and help us track
new families affected by undiagnosed
genetic conditions who could
benefit from our support. Can you
incorporate the detective theme into
your fundraising?
Perhaps all the children at your
child’s school or nursery could pay
£1 to dress up as mini detectives for
Undiagnosed Children’s Day?
Or maybe you and your work
colleagues could have a photo shoot
using our detective props and
then share the photos on your work
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social media accounts along with our
text to donate number?

Eventastic!

Events are always fun - especially if
you rope your friends, family, local
community or sports clubs in!
Perhaps you could have a detective
themed event? Maybe a murder
mystery evening or a game of Cluedo
where everyone donates to play?
Maybe you could include some
detective themed games at your
event? How about ‘Baby Who?’ and
look for clues to guess which of your
friends or colleagues is in the photo?

Other ideas for events
include:

– Coffee mornings, barbeques, garden
parties, any sort of party!
– Concerts, pub quizzes (maybe a quiz
about detective shows!), golf days,
cricket matches, sponsored walks.
– Babysitting, lawn-mowing, car
cleaning, bag packing at your local
supermarket.
– Bake sales, clothes sales, car boot
sales, auctions.
– Sponsored diets, head or beard
shaves!

If you host an event make
sure you print off our
detective props, take
lots of photos and share
them with us on social
media using the hashtag
#undiagnosed!

Don’t forget to let your
local press know about
your fundraising, this can
be a great way to raise
extra funds!
Resources available:

Leaflets, balloons, collection tins,
collection buckets, ribbons and
table cloths, colouring in sheets of
the SWAN UK logo and animated
characters and detective props to
print off and cut out.

Feeling a bit more
adventurous?

Why not take your pick from
sponsored runs, swims, bike rides
and countless other challenge events
which take place all over the UK and
abroad? See undiagnosed.org.uk for
more information.
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Ask people to dig deep!
Make a collection at work, your
place of worship or any group you
belong to
Don’t forget to let people know why
(Little heads up, there can be some
SWAN UK is so important to you –
restrictions on where you can collect
they are much more likely to donate if so please check the collection
it’s personal to you.
guidelines on our website or email us
for more information).
One of the simplest ways to fundraise
is to simply ask people for donations.

Ways to donate:
TEXT SWAN11 £3
(or any amount upto £10) to 70070
Why not share this on your social
media accounts or send to all your
email contacts?
Make an online donation
bit.ly/swanukvirginmoney
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Ask your company/ employer to
make a donation
Lots of companies like to support
causes that mean something to their
staff, so spread the word and tell
everyone what SWAN UK means to
you. Many employers will also match
fund any money raised by their
employees so don’t forget to check if
your employer offers this.

Get involved online
However you decide to fundraise, make sure you let your friends and followers
on social media know what you are doing and ask them to support you – if
you’ve set up your own fundraising page on Virgin Giving or Just Giving you
could share this, or you could just share the SWAN UK Text to Donate details:

Why not take some photos of yourself using our
detective props at the back of this pack and share them
on your social media with our text to donate details?
TEXT SWAN11 £3 (or any amount up to £10) to 70070
Twitter
Follow us at
twitter.com/SWAN_UK
The SWAN UK Bloggers and
Parent Reps will be taking over
our Twitter account on the day,
they’d love it if you popped over
to say hi!
Facebook
Like our Facebook page
and share our posts
facebook.com/
SWANchildrenUK
Keep an eye on our Facebook
page on the day to see all our
fabulous mini detectives and for
a special request from one of
our swans!

YouTube
View our videos on our YouTube
channel youtube.com/user/
SWANchildrenUK
Instagram
Visit our Instagram account
instagram.com/
swanchildrenuk
To help us count down to the
big day we’ll be running an
Instagram photo challenge every
day in April, check our account
on April 1st (no joke!) to find
out how you can get involved!
Don’t forget to ask your
friends, family and colleagues
to follow our social media
accounts too.
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The money bit
Here’s how you can donate the
money you raise:
By debit/credit card

You can pay in your money through
Just Giving or Virgin Money Giving.
Simply follow these steps:
1 Find the SWAN UK page by
searching for SWAN UK using the
‘search for a charity’ box.
2 Select ‘Make a donation’.
3 In the ‘Amount’ section, select
‘Other’ and enter the amount that
you have raised.
4 Follow the payment instructions.
Please leave your name, or the name
of the person/organisation who has
registered for Undiagnosed Children’s
Day and the code UCD in the message
box (this is only visible to SWAN UK).

By cheque

Please make all cheques payable to
‘SWAN UK’ and send them to:
SWAN UK, Genetic Alliance UK, Level
3 Barclay House, 37 Queen Square,
London, WC1N 3BH.
Please include a note with your name,
or the name of the person/
organisation who has registered for
Undiagnosed Children’s Day.

By cash

If you would prefer to pay the cash
you raised directly into our bank
account, please contact us by
emailing fundraising@undiagnosed.
org.uk.

Unless your donation is a direct
donation (not from an event) please
do not select Gift Aid.

Please send us any money you raise within two
weeks of your event. If you think there may be a
delay please let us know by emailing fundraising@
undiagnosed.org.uk.
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The legal bit
Please be aware of any legal
requirements that might affect
your activities
– All materials must state ‘SWAN
– If you are planning to hold a public
UK is a part of the charity Genetic
collection for SWAN UK, you will
Alliance UK, registered charity
need a permit from your local
numbers 1114195 and SC039299’ and
authority. We would need to see a
must be approved by SWAN UK.
copy of this before issuing materials
such as collection buckets.
– If children/young people are
involved in fundraising, please make – If you plan to collect on private
sure that they have permission from
property such as a shopping centre,
their parent or guardian, and are
you must obtain permission from
properly supervised by a responsible
the landowner or manager.
adult.
– Think safety! Please ensure that
– If you are planning to hold a raffle
your event does not pose any risk to
where tickets are sold before the
yourself or other people attending.
day of the draw, please note that
there are some legal guidelines
– Please note that we cannot accept
around this. Please contact
any responsibility for any loss,
fundraising@undiagnosed.
damage or personal injury.
org.uk for more information.
– Consider what insurance you may
need in place. Many external venues
will have Public Liability Insurance,
but you should always check with
them that this will cover your event.
– If you plan to sell alcohol at an
event, you may require a licence
from your local authority.

Please remember – SWAN
UK is not a charity. It is
part of the charity Genetic
Alliance UK, registered
charity numbers are
1114195 and SC039299.
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Detective Props

UNDIAGNOSED CHILDREN’S
DAY FUNDRAISER!
What:
When:
Where:
Why:

For more information contact:

All money raised will go to SWAN UK (syndromes without a name),
the only dedicated support network in the UK for families affected by
undiagnosed genetic conditions.
SWAN UK is run by the charity Genetic Alliance UK.
Registered charity nos: 1114195 & SC039299.
For more information visit undiagnosed.org.uk.

#undiagnosed

_________________________

_________________________

_________________________

_________________________

_________________________

_________________________

_________________________

_______________

_______________

_______________

_______________

_______________

_______________

_______________

Amount

Y /N

Y /N

Y /N

Y /N

Y /N

Y /N

Y /N

Gift Aid?

#undiagnosed

_________ _______

_________ _______

_________ _______

_________ _______

_________ _______

_________ _______

_________ _______

Postcode

All money raised will go to SWAN UK (syndromes without a name), the only dedicated support network in the UK for
families affected by undiagnosed genetic conditions. SWAN UK is run by the charity Genetic Alliance UK. Registered
charity nos: 1114195 & SC039299. For more information visit undiagnosed.org.uk.

Address

Name

To all UK tax payers - please increase your donation to us at no extra cost! By ticking the Gift Aid box below your donation could be worth
an extra 25p for every£1. We, who have given our names and addresses below and have ticked the box headed ‘Gift Aid’ want Genetic
Alliance UK to reclaim tax on the donation below, given on the date shown. We understand that each of us must pay an amountof income
tax or capital gains tax at least equal to the amount reclaimed by Genetic Alliance UK on the donation.

I’m raising money for SWAN UK by __________________

UNDIAGNOSED CHILDREN’S DAY
SPONSORSHIP FORM

Detective Props

Detective Props
props
Detective
We know there are thousands of families
in the UK affected by undiagnosed
genetic conditions who aren’t accessing
our support.
This year we are asking you to become
detectives and help us track them down!
Step 1: Simply cut out the items, stick
them to a lolly stick or pencil.
Step 2: Strike your best detective pose!
Step 3: Take lots of photos, share the
best ones on your social media channels.
Don’t forget to tag us, include the hastag
#undiagnosed and if possible, our text to
donate number.

Sherlock hat

Magnifying
Magnifying
glass
Glass
Detective
Props

Moustaches

Colouring in sheets
We’d love to see your pictures once
you have coloured them in - ask a
grown up to take a photo and share
on their social media channels!
Don’t forget to ask them to
tag us and include the hashtag
#undiagnosed.
Maybe you could also give your art
work to some of your family and
friends and ask them to make a
donation to SWAN UK in return?
If you’d like more of our colouring
in sheets email info@undiagnosed.
org.uk to request our kids pack.

#undiagnosed

Detective Props

#undiagnosed

#undiagnosed
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Thank you for
your support!
Text to donate
Text SWAN11 £3
(or any amount up to £10)
to 70070

Donate online
justgiving.com/swanuk

We know so many families
are out there who still need
our support. Our aim is
double our membership
by 2017 – to do this we
need your help!
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My fundraising ideas

Notes

SWAN UK (Syndromes Without A Name) is a support network run by
Genetic Alliance UK offering information and support to families
of children and young adults with undiagnosed genetic conditions.
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 180 patient organisations.
Rare Disease UK is a multi-stakeholder campaign
run by Genetic Alliance UK, working with the
rare disease community and the UK’s health
departments to effectively implement the UK
Strategy for Rare Diseases.
Genetic Alliance UK
Registered charity numbers: 1114195 & SC039299
Registered company number: 05772999

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

SWANchildrenUK
SWAN_UK
SWANchildrenUK
SWANchildrenUK

