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This activity pack is designed for schools and nurseries to 
help them celebrate Undiagnosed Children’s Day 2019.

In this pack you will find activity ideas and resources designed for primary and 
nursery school aged children.  We’d love to see some photos of the results - you 
can share them with us on our social media accounts, Facebook: SWANchildrenUK 
or Twitter, @SWAN_UK - don’t forgot to use the hashtag #ROARsome. You can also 
email them to info@undiagnosed.org.uk.
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ABOUT US

This year on 26 April 2019 we are celebrating the seventh 
Undiagnosed Children’s Day. 
Undiagnosed Children’s Day is a nationwide event to raise awareness of 
undiagnosed genetic conditions and encourage fundraising to support our vital 
work - SWAN UK is the only dedicated support network for families affected by 
undiagnosed genetic conditions.

Children, young adults and siblings affected by undiagnosed genetic conditions 
show their courage on a daily basis – just like lions, they are truly brave. 

 ― These acts of bravery can be ‘everyday’ tasks to other children, but for 
undiagnosed children are big achievements. E.g. learning a new skill, managing 
to do something for the first time or just never giving up trying.

 ― It can sometimes be the smallest things that require courage and strength.
 ― The number of appointments, hospital admissions, operations and therapies 

mean that these children go through more than most adults would cope with. 
Just like lions, they face these challenges with courage, resilience, and strength. 

 ― Having an undiagnosed genetic condition affects the whole family, which is why 
these families demonstrate fierce loyalty and protection, just as you would find in 
a pride of lions. 

Families living with undiagnosed genetic conditions have to take care of each 
other through difficult times. Just like lions, they stick together and tackle 
problems as a group. 

 ― Children often have many hospital appointments and procedures, which their 
families have to support them through. The wider family often also play a role 
such as helping out with childcare for siblings. 

 ― They have to cope with new medications/treatments. It takes hours of therapy, 
dedication and patience to attempt new activities. 

 ― The SWAN UK network is one large community, one large family, one large pride. 

Will you help us make the loudest roar to celebrate these fierce families?

 
 ABOUT THE DAY
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ABOUT SWAN UK

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 the opportunity for families to connect with others 
who understand the unique challenges of raising a child with an undiagnosed
genetic condition through online forums and free whole-family events. We
produce tailored information and help support families so that they feel less
isolated and alone.

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. 
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ACTIVITIES IDEAS

Creative arts and DT
 ― Dress up like a lion
 ― Make a lion face using footprints                   

handprints.
 ― Make a lion mask using the template 

on page 12 or colour in your own lion 
mask using the template on page 13.

 ― Decorate mini pizzas with a lion face. 
 ― Sing some songs about lions.
 ― Colour in the SWAN UK lion characters 

at the back of this pack.
 ― Sing softly like a purring lion or loudly                                         

like a roaring one!
 ― Listen to the Royal March of the Lions 

from Carnival of the Animals.

Understanding the world 
(science and geography)

 ― Use toys and arts and crafts materials 
to create a lion small world area like 
the one on page 5.

 ― What do you know about lions? What 
can you find out about them? Where 
do lions live? Which part of the world 
do you find lions in? What is their 
habitat like? Can you answer all the 
questions in the quiz on page 8.

 ― Make a poster or fact sheet about 
lions and present to your class.

Do something #roarsome for Undiagnosed Children’s Day!

We’ve put together some activity ideas that can be completed at home, nursery 
or school. We’d love to see what you come up with - you can share with us by 
email or social media. Don’t forget to use the hashtag #roarsome!
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PE and games
 ― Play a lion game: can you prowl, 

pounce, roar and sleep like a lion?
 ― Can you show you are brave like a 

lion? Create an obstacle course in PE 
that you can practise prowling and 
pouncing on.

 ― Why not sign up to our virtual 
marathon and see if your class can 
complete it either individually or as a 
team? See page 11.

English
 ― Lion adjectives: think of words to 

describe the characteristics of lions. 
Which of these characteristics do you 
share? How do you show them?

 ― Write about a time you or someone 
you know was really brave.

 ― Read a story about lions such as ‘The 
Lion Inside’ or challenge your class to 
take part in the readathon on page 10. 

Multisensory Activities
 ― Be brave and explore some feely 

boxes! You mi10.ght feel a furry mane, 
some sharp teeth or hear a loud roar 
on a switch.

 ― Make your sensory room totally 
#ROARsome with furry fabrics, jungle 
sounds and creeping vines.

Whole school
 ― Hold an assembly to learn more 

about undiagnosed genetic conditions. 
You can watch our video Elllie’s Story to 
find out more about them. bit.ly/Ellie-
Story.

We’d love to see pictures of your 
activities!
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Photo credit: Disney

LIONS QUIZ

How much do you know about lions?

Get one point for each name you get right.

Q: What is the baby lion 
called?
A:

Photo credit: Disney

Photo credit: Wizard of Oz

Q: What story is this lion 
from?
A:

Q: Where would you find this 
lion?
A:

Q: What was this lion 
missing?
A: 
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How many of these questions can you answer? 

Get one point for each name you get right.

Q: Where do lions live?
A: 

Q: How long do lions sleep for?
A:

Q: What is a baby lion called?
A: 

Q: What is a group of lions called?
A: 

Q: How far away can you hear a lion's roar?
A: 

Q: How fast can a lion run?
A: 

Questions based on facts from National Geographic: https://www.natgeokids.com/
uk/discover/animals/general-animals/10-lion-facts/
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 READATHON 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 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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 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?
You can start walking, jogging or running 
the 26.2 miles (42.2km) during April 
2019 and must complete the marathon 
by the end of May 2019 to receive your 
medal and certificate. 

Can children take part?
Yes absolutely! The SWAN UK Virtual 
Marathon is for all ages and abilities.

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 register 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 
delighted if you would like to fundraise 
by getting sponsored - get in touch and 
we can send you a sponsorship form.

Don’t forget to take photos of you 
completing your marathon and share 
them with us - maybe you could even 
make a montage!
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WHERE THE MONEY GOES
Money raised for SWAN UK  on 
Undiagnosed Children’s Day 2019 will 
be used to provide support 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. 

‘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.’
SWAN UK parent

Here are some examples of how 
far your money can go towards 
supporting SWAN UK families:

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

£50 pays for a whole family 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.     

£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. 

£5,00 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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Photo credit: Disney

LIONS QUIZ

How much do you know about lions?

Get one point for each name you get right.

Q: What is the baby lion 
called?
A: Simbar

Photo credit: Disney

Photo credit: Wizard of Oz

Q: What story is this lion 
from?
A: Aesop’s fables

Q: Where would you find this 
lion?
A: Trafalgar square

Q: What was this lion 
missing?
A: Courage



Page 19

Lion Quiz Answers

Q: Where do lions live?
A: Most lions live in Africa or India

Q: How long do lions sleep for?
A: Lions are the laziest of all the big cats, and can sleep for 
16-20 hours each day

Q: What is a baby lion called?
A: A cub

Q: What do lions like to eat?
A: They eat meat, animals such as zebra, wildebeest, deer

Q: What is a group of lions called?
A: A pride

Q: How far away can you hear a lion's roar
A: 8km

Q: How fast can a lion run
A: 80kmph



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!
#ROARsome

THANK YOU FOR YOUR 
SUPPORT
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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:

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;


