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angelman sync.lromc.a
what is it?

Angelman Syndrome (AS) is a rare genetic disorder that affects around 1
in every 15-20,000 people. People with Angelman Syndrome develop a
bit differently to other people, they might have difficulty learning, be
unable to speak and have problems with movement and balance. Most
people haven't heard of AS, and it can be very difficult to understand
because there is so much to learn. We want to help you understand that
even though someone with Angelman Syndrome may be different to you,
they still have activities they enjoy, family & friends that they like to spend
time with and also things they find a bit tricky - just like you.

People with Angelman Syndrome may have very similar characteristics.

A characteristic is the way you look or act. Lots of people with Angelman
Syndrome have blonde hair, blue eyes and big smiles. But not everyone

is the same. Some have brown or black hair and some may have green

or brown eyes. Some people will be happier than others and some might
be grumpy! Some like playing with water or eating chocolate but others
don’t. Some people can walk and some need to use a wheelchair. Most
people with Angelman Syndrome can’t talk so they may be learning to use
an iPad or other tablet to talk for them. If someone uses an iPad to talk for
them, it's the same as using their real voice and we need to listen to what
they say because it might be very important or interesting.

REMEMBER - just because your sibling or friend can’t talk, they can
understand what you say and they have feelings just like you. They like to
feel happy, loved and important. We can make them feel important and
happy by treating them with respect and using respectful language when
we talk to them or about them to our friends.




characteristics

Can you use the faces on this page and the next to make your brother,
sister or friend with AS2 Can you draw yourself2 Do you look similar or

very different?




characteristics




Angelman Syndrome - characteristics
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chromosomes & DNA

In all the cells in our bodies, we have 22 pairs of chromosomes and two
extra chromosomes that say whether we are male or female (females are
XX, males are XY). For each pair, we get one copy from our mum (the
maternal copy) and one from our dad (the paternal copy). A chromosome
is a structure which is inside the nucleus or middle, of a cell. Each
chromosome is made up of protein and DNA. DNA stands for
Deoxyribinucleic acid. It's a very big word so we say DNA instead. DNA is
what makes every human unique and different. It's very important that at
conception, (when a baby is made) the right number of chromosomes are
passed from mum and dad, and that those chromosomes are not damaged
in any way. Sometimes, if the chromosomes are damaged or the wrong
amounts are passed on, the baby may not develop properly. This is what
happens in Angelman Syndrome. If the Chromosome 15 which comes from
the mum is damaged or broken in a very specific area, the baby will have
Angelman Syndrome. You can read more about how Angelman

Syndrome is caused on our website.

www.angelmanuk.org/what-is-angelman-syndrome

INSIDE THE CELL

Cell MNucleus Chromosome DNA Gene
(Segment of DNA)



DNA models

You can use pipe cleaners like the example below or anything else you
can find at home to make your own DNA model. You could try lollipop
sticks, lego, cotton buds, straws, pom poms or even sweets!

When you have finished making your model, try labelling it with as many
things you can think of that make you special and unique!

We'd love to see them! If you are under 13 ask an adult to upload them to
our facebook group or Instagram.

Choose two colours for the out-
side strands and 4 colour for the
middle strands

Take one pipe cleaner in each of
the other colours and cut them
into 5 equal strips

Repeat with the other twisted
strand and the other two middle
colours you chose, then sellotape
the middle section together

e,

Take the two colours (one of
each) for the outside strands and
twist them together

Take one of your twisted strands,
and two of your middle colours and
lay them out, alternating the colours

9
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Repeat this step so you have two
twisted strands

Twist each of the smaller strands
around the outside so they are
attached

Now you can gently twist your double helix model so that it looks more like
the DNA that you are made of! Well done
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Angelman Syndrome - Science

CELL
MODEL
UPD

T EI EDPTDRANRSI
HSTALERMHCLRCGT
ENRUOCNOETIGMUC
OMICSETIETRSURI

THERAPY
RESEARCH

MOSAIC

ICD
GENE

R UATSULSCGEATIDM

ASO

YTLASLIOCOCCGIUZPPFP

DNA
MUTATION

R ACDETITUOIRPNYHR
ETRLPONMOSATICI
S I I SUUEUTUOLMEN
EOSANDTIOSTEASOT
A NPEETIOCODULUOTEMHTI
R OREITSOARIUPAN
CENSDGMEROPSMG
HONREMOSOMORAMHTCEC

CRISPR

THEORY
TRIAL
CHROMOSOME
IMPRINTING

DRUG
SCIENTIST
PROTEIN

Play this puzzle online at : https://thewordsearch.com/puzzle/1981933/




your DNA

What's in your DNA2 What makes you different to your brothers & sisters
or your friends?

Are you a good listener? Do you like to make people laugh? Maybe
you're great at baking or playing a musical instrument... colour in your
DNA and tell us what makes you unique in the space below!




Now try doing the same activity but tell us about your brother, sister or
maybe a friend. What makes them different to you?

Do you think it’s good that we are all different2 Why?




origami DNA

If you'd like to try a harder challenge, have a go at making this origami
model of DNA with the template on the next page. You could colour in the
different sections or write something different about yourself or the person
you know with Angelman Syndrome that makes them unique.

2 Hold the paper so that the
thick lines are diagonal and
the thin lines are horizontal.
Fold the top segment down
and then unfold.

1 Fold in half lengthwise. Make
all creases as firm as possible
(use your fingernail!)

5 Turn the paper over.

8 Fold the other edge away
from you. Partly unfold
both edges.

7 Fold the white edge
without letters up.

10 Twist and turn e
the paper while ——
pushing the
ends towards
each other.

11 Now let go!

Be brave!

3 Fold the top two segments
down along the next
horizontal line. Unfold.

6 Fold along the first diagonal
line. Unfold and fold along
the second diagonal line.
Repeat for all diagonal lines.

9 You can now see how the
model is starting to twist.

12 Admire your
completed DNA
double helix!

Only another
2,999,999,989
(or so) more to
" complete your
whole genome!

o
-

Origami model: Alex Bateman, Thoki Yenn
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respect

lts very easy to show respect to people with Angelman Syndrome. You do
this by treating them the same way that you would want to be treated. This
means that we are kind to them, we don’t shout or bully them or use words
which might make them feel bad. We should listen to what they are saying
or trying to say even if we don’t really understand them. We should help
them if they need it but we should also try to teach them to help themselves.
This might mean not doing everything for them or letting them help us when
we are cooking or tidying up. We can also show respect in the way that we
talk to or about people with Angelman Syndrome. lts not nice to call
people bad names just because they are disabled or different.

Can you think of words or names that we shouldn’t use? Instead of using
these words can you think of other words that sound nicer to use instead?
Make a list of words on the next page that you’ve heard that might make
your friend or sibling feel bad. And then cross out those words with a red
pen or crayon and swap them for words or names which would make them
feel happy or important.

doep't forget please
and thz%rnk y ou

RE SPECT

1
speak court __ : -:_ L




respect




respect

Part of showing respect is accepting that everyone has ‘human rights’.
Human rights are standards or laws that protect the dignity of all human
beings. This means that everyone is equal and should betreated the same
regardless of age, gender, colour, language, religion, place they were born,
whether they are rich or poor or whether they are disabled. Treating people
with respect and dignity means that we understand the rights of others and
we do our very best to make sure that everyone is treated fairly. Disabled
people are sometimes treated badly or unfairly by other people. Sometimes
this is because people are scared of things that they don’t understand or
they think that people with learning disabilities are not as clever as other
people. We know that this isn’t true!

1. If you have a friend or a sibling with Angelman Syndrome or another
disability what can you do to make sure that they are treated fairly?

Maybe you could you hold an awareness day at school or talk about
Angelman Syndrome in your school assembly? If you need help please get
in touch with AngelmanUK and we can send some things to help you.

AU



respect

2. Can you make a word cloud using words which show respect for others?
Add your own as you go along. You can draw your diagram here or use an
app on your iPad or computer.

Respect, Dignity, Human Rights, Inclusion, Choice, Education, Care, Love,
Friendship




Angelman Syndrome - Respect
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have a go

What does respect mean to you? How do you show respect for others and
yourself?

Try thinking of some words that link to having respect that can help finish

off this acrostic poem. Some examples might be: T - treating others how
you would like to be treated or E - everyone’s feelings are important.

r
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showing respect

What are some of the things you do to show respect? Share some of your
ideas for showing respect at home, school and to your friends and family.
If you have any extra ideas you can use the space around the clouds.




emoji story

Can you write a story using emoijis about a day in the life of your brother,
sister or friend with Angelman Syndrome? You can use the emojis to write
about how you feel about life with your sibling or friend with AS. We know
that you may have bad days or negative feelings sometimes and its ok to
talk about the bad things as well as the good.

. =) £an) ::c . .
!ﬂﬂ! é U K/k;\) JA\-.

Our sibling trustee, Sian, has written one as an example about her brother
Gareth who has AS...

— N o —~
OeRYQAUTYaH A
Gareth laughs a lot, he loves hugs but sometimes gets frustrated if we don’t
understand what he wants. He always waves to people he meets and wants
everyone to clap when he does something good. He gives kisses by licking
your cheek! Two of his favourite things are birthdays and Christmas, he
loves presents. He finds going to the toilet very VERY funny!

AU —



dream activity

Draw an activity that you wish you could do with your brother, sister or
friend with AS Think about why you can’t do this activity right now and
what you can do to change this. For example, maybe you would like to
paint a picture with them but they can’t hold a brush, Could you paint with
your hands or feet instead?




communication

Using the Proloquo2Go communication boards in the pack see if you can
have a conversation without using your voice. You could use a PODD book
or an app on an iPad if you have one in your house. Just a suggestion,
why don’t you stick the two boards together so you make one core board.

Can you ask for your favourite food or activity?

How do you ask to use the toilet?

Can you talk about the weather or if you are too hot or too cold?
Can you tell someone that you are hurt or not happy?

Have fun using them to say different things.

If you can’t use your voice, how do you talk about the things that are
important to you? Think about how hard it must be for someone with
Angelman Syndrome to do this all the time. lts no wonder they get
frustrated or cross sometimes is it2 Write down ways that you can make
communication easier at home or school. Think about using photographs,
symbols, real things like a hair brush or a cup (these are called ‘objects of
reference’) or having an iPad or communication book available all

the time.



Angelman Syndrome - Communication
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have a go

Let’s try another acrostic, this time using the word ‘angelman’. What do
you think of when you think of someone with a learning disability like

Angelman Syndrome?
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Angelman Syndrome - food and drink
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DNA

Now you’ve completed your activity pack, why don’t you have another go
at thinking about the DNA that makes your brother, sister or friend with AS
different but amazing in their own way. Can you think of anything different
that you didn’t write down or draw before?
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