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ABOUT US
SWAN UK (syndromes without a name) is the only UK-wide network that provides
information and support to families who have children and young adults with
undiagnosed genetic conditions.
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. We provide popular online forums, host whole-family events,
produce tailored information and connect families to others who understand the
unique challenges of raising a child with an undiagnosed genetic condition.
More widely, we want it recognised that being undiagnosed is not always a
temporary stage; the genetic cause of some conditions may never be known. And,
we want every child and young adult with a syndrome without a name to receive
high-quality coordinated care and support, both in hospital and at home.

We are run by Genetic Alliance UK, a national charity with over 200 patient group
members. Genetic Alliance UK supports all those affected by genetic conditions,
upskills patient organisations and conducts and supports research and innovation
in this field. We are experts in health policy and, in collaboration with our members,
have driven home positive changes for patients and families. Our aim is to ensure
that high-quality services, information and support are provided to all who need
them.
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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 will be used
to provide services for families affected
by a syndrome without a name.
These could include organising stay
and play sessions or family events,
developing information materials or
putting on an information event. The
money you donate could also help us to
produce leaflets on subjects like genetics
education or social care rights. Here are
some examples of how far your money
can go towards supporting SWAN UK
families:

£30 pays for a big bunch of

£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 pays for an all-day

balloons to be sent to a child having
an extended stay in hospital.

information event about undiagnosed
genetic conditions.

£50 pays for a whole family

‘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

to attend a big day out at a major
attraction.

£500 will cover the cost of a

party for 15 families, bringing them
together and giving them a chance to
meet face-to-face.
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FIVE STEPS TO
FUNDRAISING WITH US
1 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!

3 Promote

2 Join us

We run events throughout the year
alongside our national campaign
Undiagnosed Children’s Day (last Friday
of April). If you, your child’s school, your
workplace or local community group
would like to fundraise alongside these
events then please get in touch.
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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 (see Page 9) 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!

4 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 in this pack (Pages
11-13), and we can send you more if you
need them.

‘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
network who just get it. We belong,
feel supported and are not alone
anymore.’
SWAN UK parent

5 Collecting and banking

Please send your donations to us as soon
as you have finished your fundraising,
and make sure you use Gift Aid wherever
possible as it gives an extra 25% on your
donation at no cost to you. See Page 11
for making donations with Gift Aid.
― Donate through our website: visit
undiagnosed.org.uk and click the
Donate button to make a donation
online.
― Cheques: please put Genetic Alliance
UK or SWAN UK on the cheque and post
it to us at Genetic Alliance UK, Creative
Works, 7 Blackhorse Lane, London, E17
6DS. Include a note to say how the
money was raised with your contact
details - we want to make sure we can
send you a well-deserved thank you
letter!
― Bank transfer: if you want to
transfer your collected funds to us,
email fundraising@undiagnosed.org.uk
and we will send you the details.
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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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A-Z OF FUNDRAISING IDEAS
A Auction
B Bake-off competition, bike ride,

book club, shave you beard off,
birthday fundraiser, bingo, barbeque

C Cake sale, car boot sale, coffee

morning, sponsored cycle, car wash,
craft sale, collection tins

D Dance, disco, dye your hair
E Easter-egg hunt
F Facebook, fancy dress, face

painting, football, fashion show

M Marathon run (or half),

music night, wear a mask

N No chocolate for a month
O Obstacle course
P Picnic, pancake day, photo

challenges, wear pink all day, pyjama
day at school

Q Quiz night
R Run, row, raffle
S Swim, superhero day, supper

G Great North Run, gardening, wear

club, sponsored silence, skydive,
swear box

H Halloween, crazy hair day,

party, twitter, trampolining

glitter, games night, remember to Gift
Aid, guess the baby photo
sponsored hula hoop

I Instagram challenge
J Jumble sale, Just Giving
K Kayaking, karaoke
L Lucky dip

T Treasure hunt, talent show, tea
U Uniform-free day
V Valentine’s day, virtual marathon,

Virgin Money Giving

W Walk, wear a silly wig, wine

tasting, wax your legs/chest!

XYZ Yoga, year of challenges

zumba
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HOW TO GET INVOLVED
We want to hear your fundraising ideas and are happy to support any activity of any
size. We’ll help you to make the most amount possible, and we’ll support you with
health and safety, insurance, working with suppliers, promotion and the media.

Put on an event

There are so many ways to get your
fundraising on: from work cake sales and
community quiz nights to a sponsored
event or challenges such as running
a marathon or skydiving. Fundraising
events are a great way to get lots of
people involved, spread awareness of
SWAN UK and raise money for a good
cause.

Online Fundraising

Online fundraising is one of the easiest
ways to raise money for your event
or challenge. 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.
justgiving.com/fundraising
uk.virginmoneygiving.com/giving
Another easy way to raise money for
SWAN UK is to do your online shopping
through easyfundraising or Amazon
Smile. If you select Genetic Alliance UK
as your chosen charity in the account
settings, online retailers will donate a
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Sponsorship

Use the sponsorship form on page 12
to get people to sponsor you to do
an activity, running, walking, cycling,
reading. Set yourself a challenge that
people can sponsor you to do.

percentage of whatever you spend at no
cost to you.
easyfundraising.org.uk
smile.amazon.co.uk
We are also on Facebook Donate! This
is a really easy way to get your online
community of friends to support your
cause. You can create a Facebook
fundraiser, just click ‘Fundraisers’ in the
left menu of your News Feed and follow
the instructions. You can also attach a
donate button to your posts so people
can easily donate.
These online platforms send us your
donations directly, you don’t need to do
anything.

HEALTH AND SAFETY
We know this can be the daunting bit, but
thinking about health and safety is a must.
For all events you need to think about
public liability insurance, risk assessments,
first aid provision, licensing and food
hygiene, to protect yourself and anyone
taking part. Remember, we are here to help
you!

The venue

Most venues have public liability insurance
and a risk assessment that covers events or
activities in their spaces. Ask your venue for
a copy of the public liability insurance and
risk assessment and make sure your type of
event is covered by their insurance. If not,
you will need to purchase extra insurance,
this can usually be done for a one off fee
but you will need a risk assessment. Don’t
let this put you off! It is much easier than
you might think and we can help you.

First aid

If you’re taking part in an activity with a
supplier or professional events organiser,
they should have full first aid provision.
Venues should have a nominated first
aider on site. Make sure you ask how
the organiser is prepared for first aid
emergencies. If you’re putting on your
own event, it might be necessary to have a
designated first aider at the event. You can
hire St Johns Ambulance service and other
suppliers if necessary. Talk to us if you are
unsure what you need. If you are hosting a
sizeable activity it is good practice to let the
emergency services know so that they are

prepared. You can do this through the local
authority event’s team. Talk to us if you
want help to think this through!

Collections

If you want to collect money in public areas,
you will need a collection permit from
your local council. This is free, but does
take about six weeks to obtain. You will
also need to collect in buckets that state
the charity your collecting for, the charity
number and the contact details. You will
need copies of the permit on you while you
are collecting. We can organise this all for
you, just let us know what you’d like to do.
If you are collecting on our behalf, you also
need to obtain written permission from us.
Just contact our fundraising team and we
will send this to you, along with any buckets
or tins you need.

Food health and safety and
selling alcohol

If you purchasing food from a vendor or
caterer, they should have an up to date
food hygiene certificate and insurance. Ask
for a copy of this. If you plan on making
your own food, you need to make any
purchaser aware that it has not been made
in a professional kitchen and as such is
consumed at their own risk. You need
a license to sell alcohol at your event. If
you’re ever in doubt about what you’re
allowed to do, contact the events team at
local authority where your event is to take
place, they will be able to advise what you
need and what is possible.
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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, Creative Works, 7
Blackhorse Lane, London, E17 6DS

□ 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

Gift Date paid
aid

Sponsorship form continued overleaf...
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... 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.
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.
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Postcode

Donation
amount

Gift Date paid
aid

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

We couldn’t do what
we do without your
wonderful support!

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), the only UK-wide
network providing information and support to families of
children without a diagnosis;

Rare Disease UK, 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, Creative Works, 7 Blackhorse
Lane, London, E17 6DS
Registered charity numbers: 1114195 & SC039299
Registered company number: 05772999

SWANchildrenUK
SWAN_UK
SWANchildrenUK
SWANchildrenUK

