YOUR SUPPORT MEANS A CURE
FOR ANGELMAN SYNDROME
IN OUR LIFETIME
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Neave, 6 years

Angelman Syndrome is a complex genetic disorder
that primarily affects the nervous system. It affects
around 1 in every 15,000 births and is currently
incurable. Most people have never heard of this
condition despite the estimated 500,000 individuals
living with it.

People with Angelman Syndrome don’t usually talk
and may never walk. They have severe intellectual
and physical disabilities as well as seizures. They
also develop serious problems with sleep, anxiety
and communication.

Based on what scientists know today, there is so
much hope that the cure for Angelman Syndrome
can be found in our lifetime. Clinical trials are being
performed in the UK and worldwide.



esssss OUR STORY

o2t MEET EMILY

Angelman Syndrome is not routinely checked for during the
pregnancy in the UK, and there is nothing that can prepare
new parents for this diagnosis for their child.

Diagnosing Angelman Syndrome remains a challenge due to
being very rare and, in some cases, due to children not having
any apparent symptoms before the age of 6 months.

Since Emily was born, her mother knew that something was
not right with her little baby. Still, it took Emily’s family to visit
every specialist doctor and run countless tests to finally have
a diagnosis. The one that splits any family’s life into before and
after.

Emily was diagnosed with Angelman Syndrome at 11 months
which is earlier than average. Most parents only receive the
diagnosis for their child between 1-3 years after doctors start
investigation upon missed developmental milestones.

Emily, 1 year

Emily’s parents were devastated when they first learnt
about the diagnosis. However, researching about potential
treatments and understanding what FAST UK is doing gave
them hope. A hope that one day their daughter may live a

“Even reading the news about the recent success in
clinical trials makes me cry these days. | can’t imagine
more fulfilling and independent life. what | will feel if the cure for Angelman Syndrome is
found one day. If | ever get to experience it, | will be
the happiest human being on Earth.”

- Emily’s mum




“] was told as a medical student that
Angelman Syndrome is one out of a large
number of untreatable diseases. Thanks to
the hard work of an entire community that

XXX WHO ARE needs your support, we are now able to say

csccse that we can make this disease disappear.”

.:::: FAST? - Laurent Servais

Professor of Paediatric Neuromuscular Diseases,
University of Oxford

FAST UK is a UK operation of the Global FAST family,

founded in 2016. It focuses primarily on domestic

initiatives, including clinical trials for Angelman Syndrome. .

FAST UK also does all it can to raise awareness about $20 M Funded by FAST in research towards a
Angelman Syndrome in the UK and across the globe. cure for Angelman Syndrome

The Foundation for Angelman Syndrome Therapeutics

(FAST) is an organisation of families and professionals

dedicated to finding a cure for Angelman Syndrome and 60
related disorders through funding research, education,

and advocacy.

FAST-funded grants for Angelman
Syndrome research and advancement
of therapeutics

Pharmaceutical companies interested

FAST was founded in 2008 in the USA. Today, with 21  indevelopinga potential therapeutic
operations in Australia, Canada, France, Italy, Spain, and for Angelman Syndrome
the UK, FAST has become the largest nongovernmental

funder of Angelman Syndrome research. And we take this

responsibility seriously. 9 FAST-funded potentially
disease-modifying therapeutics

hﬁ B 4 Clinical trials for Angelman syndrome

cureangelman.org.uk



ccesce HOW CAN YOU HELP

2222e2 FIND A CURE IN OUR LIFETIME?

We need your help to raise awareness about Angelman
Syndrome, and we need a lot of help to raise funds for the
research into a cure for this rare condition.

Our current flagship project is The Natural History Study
(The Study) which is a significant step towards bringing
more clinical trials into the UK.

Treatment
available
to patients

Effective
treatment
found

Natural
History
Study

Clinical
trials

Performing The Study will cost £1m over 4 years.

Your contribution can lead to a cure.

£2k covers an innovative ultra-sensitive
wearable device for one patient enabling
valuable data collection

X

[
H £10k allows one patient to

‘HH l participate in the Study and to line

them up for future trials
*

i £250k pays for 1 year of The Study
completely

We would love to discuss any options on how your
company can support our cause and make a currently
incurable disease curable in the near future.

Get in touch with the team =
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Corporate Donation

We will show you how your money helps

Strategic Partnership

Join us and we will cure Angelman Syndrome together

Employee Fundraising

We will enable team bonding for an important cause

Neve, 11 years

Find out more =
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OUR
EVENTS

We have had some fantastic fundraising events all over
the country, from people holding galas to others running
marathons for FAST UK.

One of the most memorable fundraisers was Art for
Angelman, where we had a raffle for over 200 donated
pieces of art from professional artists. People bought
tickets to come, and as part of the ticket, they were
entered into the raffle. We had 400 people at the
reception, and as a result, 200 people won a piece of art.
The event raised just over £60,000.

Another noteworthy event was run in July 2021 by
Cecilia’s parents. Itincluded a golf event, a cycling
challenge and a raffle. More than £8,000 was raised
thanks to the monumental efforts of one family.

“As well as raising money for scientific
research, we feel that it is as important
to be raising as much awareness as we

possibly can about AS in the UK. Fundraisers
like Art for Angelman not only raise large
amounts of money, but they also do so
much for raising awareness.”

- Tom Keogh,
FAST UK Chairperson



CONNECT
WITH US

We’d love to hear from you.
Email: info@cureangelman.co.uk

We would love to partner with your business.
Please get in touch with us to discuss options and
opportunities, whether it’s employee fundraising
and engagement, commercial opportunities or
one-off events.

#CureAngelmanNow
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