apologize and have a
discussion if there has been an
issue. Our boy has grown up!

To all the parents of little ones
our advice would be this: -
your child will reach wherever
they are meant to be in the end
but may need to take the
scenic route instead of the
motorway. Take your time to
enjoy their childhood; don't
always want them to reach the
next stage, as all too soon they
will be grown up.

16p11.2 duplication
Adam Barkworth

Jan Barkworth

This is my 18 year old son
Adam. We have had quite a
heart breaking journey with
Adam over the years. He was a
mainstream child with
learning difficulties and a
diagnosis of ADHD up to year
6. | started to suspect autism
around year 6, but was told it
was all in my mind. He started
year 7 and within 3 weeks the
SENCO rang me with concerns
and agreed she felt autism to.
Sadly we had to move house
and change his school and the
new high school wasn't as
supportive and that halted
Adam’s assessments. By year
9, Adam was suffering terrible
anxiety attacks, motor tics and
struggling to communicate. |
had to fight to get his Ados
done, by then he had had
genetic testing which showed
he has 16p11.2 duplication. He
scored 21 in his Ados and was

diagnosed Autism/Tourette’s/
social anxiety; sadly he has

regressed so much he pretty
much missed years 10 and 11

of high school. He started a
specialised 6th Form with full
time one to one support (very
rare for them to allow]. They

worked so hard to reduce his
anxiety and help him
communicate in various ways.

Adam started at another
specialised unit today with full
time support, still non verbal
socially - unless he knows you
enough to feel safe around
you, he’s now classed as
learning disabled, yet he's self
taught himself graphics design
and got his own Facebook
page https://m.facebook.com/
AdamsGraphicsDesign/ where
he will do logos, etc for people
with the help and support of
myself. Two days ago we
produced a price list for his
work and within 2 days he’s
had 3 orders. Today he's
become registered self-
employed!

My boy, who on paperwork is
classed as complex and will
always need some level of
support, now owns his own
business doing what he loves,
working from the comfort of
his own bedroom with the
added bonus of no verbal
communication with clients, to
heighten his anxiety. Instead
he can do it all via online with
my support. Don't ever give up
hope for your child; they can
achieve with the correct
support and environment. I'm
such a proud mum today |
never thought he would be
classed as owning his own
business at any age, let alone
at age of 18!

18p deletion
Christian, aged 20 months
Shel Fuchs

I am writing this to tell the
story of our son. We first found
out about his medical
problems around the age of 2
months old, but just recently
found out about his genetic
disorder. At 2 months old we
found out he was silently
aspirating on all consistencies
and refluxing so bad that he
was aspirating on that as well.
We were immediately admitted
to the hospital, where they
placed a feeding tube. We've
been through multiple tubes
and are now just currently an
AMT Mini-One Gtube. After the
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