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ARE YOU UP FOR 
THE CHALLENGE?

Will you help celebrate our 10th birthday by taking part in 
our new fundraising challenge?

As part of  our 10th birthday celebrations we’re asking you, your family and 
friends to take part in our 10 My Way Challenge to raise vital funds so we can 
keep supporting families for the next 10 years. 

Choose your challenge:
Choose an activity of your choice based around the number 10 - this could be 
all on one day or over the course of 10 days!

Choose your date:
You can pick any day you want to complete your challenge but to help you 
decide we are running four #10MyWay ten day challenge periods:
- Half term: 1-10 June 2021
- Summer holidays: 1-10 August 2021
- Half term: 21-31 October 2021
- Christmas: 1-10 December 2021

Choose your fundraising platform:
Share on Facebook or Instagram, set up JustGiving Page, or ask people to 
sponsor you using the form at the back of this pack.

Don't forget to share your 10 on social media, using the hashtag 
#10MyWay and tag us so we can repost.

Sign up to tell us what you are doing by registering here - you'll 
get a medal and a certificate once you complete your challenge!

http://eepurl.com/hzlewj
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We are the only dedicated support in the UK for families 
affected by a syndrome without a name - a genetic 
condition so rare it is often impossible to diagnose.  

Affected children and young adults by are often profoundly disabled with 
complex medical needs and/or learning disabilities. Some may die young.

Covid-19 has had a devastating effect on our community and our 
ability to support them. 

Families are more isolated than ever, struggling to keep their children safe and 
trying to navigate through a fractured health service to access the test and 
care they need.  We urgently need to implement new ways to support their 
mental wellbeing and update our information. The money you raise could 
help us start sending balloons to children who are in hospital, run information 
events or family events (Covid-19 permitting).

Membership applications are down almost 50% which means we know 
families are not being effectively sign-posted to us and are struggling alone. 
We desperately need to restart a programme of targeted outreach to find 
them.

We currently have no grants to support our work in England, 
Scotland and Northern Ireland and all other income sources have 
dropped due to the pandemic. 

Will you help by taking the #10MyWay challenge?

WHY WE NEED YOUR HELP
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WHAT WILL YOU DO 10 TIMES? 

- Jump for 10 minutes every day for 10 days 

- Bake (and eat!) 10 cakes

- Run, walk or cycle 10K (could you do it 10 days in a       
   row?) 

- Clap, smile or roll over 10 times 

- Invite 10 friends or family members to a picnic and  
   ask them all to make a donation

- Slide down a slide 10 times, or swing as high as you    
   can 10 times

- Dye your hair 10 different colours

- Do a sponsored silence for 10 minutes every day for          
  10 days
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MEET EVAN AND LOUISE

Hello, I’m Louise and I live in North 
Yorkshire with my partner Richard, 
two and a half year old Evan, who is 
my SWAN. 

I heard the term ‘SWAN’ quite early into 
our journey with Evan, but just thought 
it was a term that someone had made 
up. It wasn’t until Evan was around two 
years old that I found out exactly what 
SWAN UK was all about and the support 
that it offers to families like ours. 

We realised something was different 
with Evan the day he was born as he was 
transferred from York hospital to Hull 
Neonatal Intensive Care Unit for cooling. 
What we had known as ‘normal life’ 
disappeared, and we created our new 
normal.  It’s a journey no one asks to be 
on and no one really wants to be on, but 
you have to embrace the path you have 
been given and make sure you live your 
best life and provide the best life for your 
child and family. 

In the beginning I felt guilty.  I 
questioned every single thing I had 
done in life to try and find a reason 
why this had happened to us.  

Now I feel less to blame and have half 
accepted that Evan’s condition is “one 
of those things”, although knowing this 
doesn’t actually make you feel that 
different. 

If I was given the option to change one 
thing, I would change other people’s 
ignorance.  People are so uneducated 
where disability is concerned, and I’ll 
admit I probably was too before Evan 
was born. People don’t get it when you 
say you don’t know what’s wrong, so in 
some ways it would be nice to say Evan 
has got ‘insert name of condition’, but 
instead I just say ‘Evan is a SWAN’. The 
worst thing about being undiagnosed 
has to be the unknown, not knowing 
what the future holds. I don’t think 
about the future, I live every day as it 
comes.  If I think too much about the 
future it scares me. 

Prior to becoming members of 
SWAN UK we felt alone and very 
rare, but once we joined the 
community we had the realisation 
that there are others out there just 
like Evan. 

For us, SWAN UK means that it’s ok to be 
undiagnosed and that there’s support 
for all the beautiful SWANs out there. 
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WHERE THE MONEY GOES

‘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 member

£30 pays for a big bunch of 
balloons to be sent to a child having 
an extended stay in hospital.   
  

£100 pays for a virtual 
information event.

£250 pays for a virtual wellbeing 
event and goody bag  for 10 parents.

£350 pays for a virtual disco and 
goody bag for 20 children.  

£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.

£5,000 allows us to run 
information events around the UK to 
help parents understand why genetic 
conditions can be so difficult to 
diagnose.       
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SENDING US YOUR MONEY

 ―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. 
You can find our handy donation form in this fundraising pack. This has all the 
information that we need you to provide so we can process your donation and 
make sure we thank you after! This can be returned by email or as a hard copy 
- let us know if you want us to email or post a version to you. 

If you are a UK tax payer please send us your details so we can claim an extra 
25% on your donation. There is a form and more information about this on 
page 14.

We've also included our sponsor form which you can use to collect your 
sponsors the good old fashioned way if you prefer not to set up an online 
donation page. Once you've collected your sponsor money, you can send it to 
us through our website, bank transfer or cheque. 

There are a few different ways that you can make sure we receive your hard-
earned donations: 

 ― Donate through our website: visit undiagnosed.org.uk and click the donate 
button to make a donation online.

 ― Bank transfer: if you want to transfer your collected funds to us, email 
fundraising@undiagnosed.org.uk and we will send you our banks details.

 ― Cheques: please put Genetic Alliance UK or SWAN UK on the cheque and include 
a note to say how the money was raised, along with your contact details. We're 
moving office soon so when you're ready to post please drop us an email to 
fundraising@undiagnosed.org.uk and we can confirm where you should send it 
to

If you have any questions about banking your money, email: 
fundraising@undiagnosed.org.uk.

http://undiagnosed.org.uk
mailto:fundraising@undiagnosed.org.uk
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TOP TIPS FOR SOCIAL MEDIA

If you're sharing photos on your social media about your 
#10MyWay challenge why not add a donate button or 
sticker? 



Page 7

DONATION FORM

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.

Here is my donation of:

Amount       

I enclose my cheque/ postal order made payable to 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

Can we keep in touch?
 □ Please tick if you would like us to keep you up to date about future 

opportunities to fundraise and support our work. 
By signing up to this mailing list you will receive regular updates on our work, stories from our community and information about fundraising opportunities. You can unsubscribe at 
any point by emailing info@undiagnosed.org.uk. You can read the way we use and store your data on our website: geneticalliance.org.uk/privacy-policy/

£

http://geneticalliance.org.uk/privacy-policy/
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SPONSORSHIP FORM

Full name Home Address Postcode Donation 
amount

Gift 
aid

Date paid

Sponsorship form continued overleaf...

MY #10MYWAY CHALLENGE IS:

Name:
Address:         Postcode:
Phone:
Email:

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.
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... Sponsorship form continued 

Full name Home Address Postcode Donation 
amount

Gift 
aid

Date paid

*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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FUNDRAISING CHECKLIST

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

Donate online at
undiagnosed.org.uk

THANK YOU FOR YOUR 
SUPPORT

mailto:fundraising@undiagnosed.org.uk
mailto:fundraising@undiagnosed.org.uk
http://undiagnosed.org.uk
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SWANchildrenUK
SWAN_UK
SWANchildrenUK
SWANchildrenUK

Registered charity numbers: 1114195 & SC039299
Registered company number: 05772999

Genetic Alliance UK is the largest alliance of organisations 
supporting people with genetic, rare and undiagnosed 
conditions in the UK. Our members and the people they 
support are at the heart of everything we do. We run:

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

SWAN UK (syndromes without a name) is the only UK-wide 
network providing information and support to families of 
children without a diagnosis;


