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Journey so far’s been
full of challenges

Jessica’s mum Claire’s description of Ring
Chromosome 20 Syndromebeing“a
progressiveillness”that“youjust don’t
know howitis goingtodevelop”is
exemplified by the challenging journey
theyoungsterhasbeenonsince
diagnosis.

Priorto her condition being confirmed
in August 2015, Jessicawas“a very fit
andactivelittlegirl”.

But, almostovernight, her seizure
activity increased to up-to-40 per day,
which putamassivestrainon herbody
andsaw her sleep for much of the time.

InOctober 2015, in consultation with
Jessica’s neurologist, her parents Claire
and Chris chose to withdraw as many of
theanti-epilepticdrugs (AEDs) Jessica
was taking as possibleand explore
alternative treatmentmethods.

Amonth later, Jessicabegan her
ketogenicdiet, with the supportofher
neurologistand dietician atthe Royal
Hospital for Childrenin Glasgow.

Jessica“adapted well”to her changein

diet, withmum Clairesaying:“The
challenge of theloss of her normal food
choicesandtreats, and every meal being
weighed and consumed witha 50 per
centfatcontent, was methead-on.

“Sincestarting thediet, Jessica’s
visible seizureactivity hasnowreduced
to 10-to-15 visible status seizures per
day.

“Status seizures that previously could
last up to 30 minutes have almost
disappeared and complex partial
seizurestend nottolastanylongerthan
30seconds.”

Claireadded:“We can’'temphasise
enough thatwe gotour little girl back;
herenergylevelsimproved, shewas
much brighterand alertand was back to
being theactivelittle girl she once was,
playing with herfootball teamsand
attending dance classes again.

“Werealise, however, thatthe dietcan
onlybetolerated by the bodyfora
limited period and, as such, werequirea
long-termtreatment for the syndrome.”

Calling all crafters and shoppers
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Glasgow, SEC 26 - 29 October

Stock up on your craft stash and
buy your Christmas presents!

Crafting Supplies ¢ Stitching ¢ Knitting * Dressmaking
Papercraft « Jewellery Making ¢ Beading
Demonstrations * Workshops ¢ Christmas Gift Ideas

To book visit www.ichfevents.co.uk
and use code ACGL when
purchasing or call 01425 277 988

Loving family Jessica
with parents Claire and
Chris and sister
Jennifer

Close bondAll Saints Primary pupil Jessica with big sister
Jennifer
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A brave Cairnhill
youngster battling a
“rare and devastating
disease” that affects
only 100 children
across the world is
doing her bit to help
fund research into her
condition.

Jessica Sullivan, 10,
was diagnosed with
Ring Chromosome 20
Syndrome, which impacts
on brain functioning and
development and causes
intractable epilepsy, two
years ago.

As the condition is a
chromosome syndrome,
there is no cure and Jessica
suffers from 10-to-15 “visible
status seizures” every day.

The All Saints Primary
School youngster is also
under astrictketogenic diet,
with every meal having to
be weighed and consumed
with a 50 per centfat content,
in what has proved to be an
effective way of helping her
condition.

Jessicabenefitsimmensely
from the love and care of her
parents Claire and Chris, both
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Girl 10,
battling
arare
disease
while
aiming
toboost
research
from
charity
events
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