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Eam (10} and Sean
(B) Nolan were
ready o don their
wellies when L ar-
rived at the family farm in
Orylgane, Co Wexlord.

Thie two boys werne sertled,
charmy and atentive as they
carried buckets, spronged
sitage and introdwced me o
the weanlings they call their
WL

I wind a happy day in
a tranguil rural landscape
buit ot every day is g0 easy,
aocording o their parents,
Margaret and Paul

Bath boys have moderare
intellecial disability, spesch
and language delay as well
a8 ADHD and social anxbeny

Inn fifth and thind class
in primary school now, the
waork they div is at junior
ard senior infant level and
i s omly i che kst year that
their parems have been abile
1o have a conversstion with
them. When they were very
voung, however, everything
seemed very normal with
btk by

Their mum, Margaret, tells
us what hagppened:

WASN'T REACHING
DEVELOPMENTAL
MILESTONES

“Lizam was a happy, healthy
child. We were farming and
warking sway, happy out. It
was when [ was expecting
Sean a year and a hall laver
that we began 1o notice that
things weren't really right
with Liamn. He was haviing
tantrums and his speech
wasi't coming on. He made
noises but could say no
waords and he'd get very frus-
trated. As soon as Liam was
born - again a happy, healtly,
by — whe stared o look into
Liam's problems.

TONGUE SURGERY
AND HEARING TEST

A dpesch therapist pointed us
in the direction of & pasdia-
trician and the Central Remme-
dial Clinic. Some pongue tie
surgery followed which didnt
solve the speech problem
amd we also had his hearing
checked in case that was the
reason he wasn't talking, His
hearing, howesver, was fine.
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Sean with dad, Paul Nolan
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FRAGILE LIFE

Wexford farming couple, Margaret and Paul Nolan,

hadn't heard of Fragile X Syndrome when their

two boys, Liam and Sean, were diagnosed with it
in 2004. Theirs is a story of challenge and success
that also highlights the therapeutic value of living

on a farm. Margaret Hawkins reports.

SHOCKED WHEMN WE
LOOKED UP FRAGILE X
At that stage the pasdiatri-
cian said she would screen
Liam for chromosomal
disorders and also for Fragile
X Syndrome. We had never
heard of Pragile X. She men-
tiomed that Sean, who was
now one year old, should be
sereened a5 well. We were
shocked ar that.

We ‘Googled' Fragile X the
mimaste we got home and a
low of what we read matched
up. My background was in
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By grace are ye saved
throngh faith, and that
not of yourszlves:
it is the gift of God
ot of works, lest any
mizn shounld boast
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midecular genetics so 1 oould
meake sense of the scien-
tific links and the genetic
CORCEpL.

It ook a long six months
o ged the official disgnosis.
During that time we still held
ot hospe that even if Liam
hacl it maybse Sean didi’,
bt it eranspied that both of
thern did.

FIRST AND LAST THING
YOU THINK OF
Since then I've been tested
and i's me that's carrying
the pre-mutation gene for
Fragile X. I went through
stages of feeling “God, 1 gave
them this.” It was often the
first and lase thing I'd think
of each day. You can't blame
yourselll but every parent
feels like that sometinmes
and you can't help thinking
whaat their lives would have
been like if they didn't have
Fragile X.

1t's like an ache deep in
your bones that never leaves
ol — s griel, really. Our
boys were born healthy and
happy. They were going to

g0 oo oollege and be the best
in the warld an whatever they
wanted to be. Then all of a
auidden o ceiling was put on
their potential.

POTENTIAL NOW IS
THAT THEY CAMN LIVE
INDEPENDENTLY, WITH
SUPPORT

Their potential for us now is
that, please God, they may
e abbe 1o live independently,
with support, in time o
ocome. “It has taken us years
e dscljuast v thean change in
ouir hopes and dreams but
we're getting there. Mow we
appreciate all the things that
they can do rather than whan
they can't do,” she says.

LIVING OM A FARM
HAS HELPED HUGELY
“Living on a farm helps a
huge amount in taking care
of the boys,” Margaret says.
“Doing repetitive
muscular jobs like brush-
ing of shawelling helps calm
the boys down and allows
ke o comne ot of their
tantrums, The presence off

animals helps oo, So often
I've brought ane or other out
1o the field o nin after the
spock when they were having
bad days or high days. We
have plenty of those. Wet
clays can be a nightmare,
o0, as the boys hate being
cooped up.” CL

WHAT IS FRAGILE
X7

HOW COMMON 15
Im?

Fragie X is second only to
Drown Syndrome in causing
—_— 2k

I in 250 women and | in 700
men are carriers of Fragile X

SOME FEATURES OF
FRAGILE X

g PR B

Fragile X Syndrome is the
most comiman inher-
ited cause of imtelectual
impairment affecting one
ini 4000 boys and one in
G000 girls

The gene that causes Frag-
ile X is found at the tip of
the X chromasome and
appears as a fragjle’ site
—hence the name Fragle
X Syndrome. The FMAI
gene shuts down and fails
to produce 3 protein vital
fior brain development
Genetic testing is available
Early intervention is
impartant

PAUL NOLAN, LIAM AND SEAN'S DAD SAYS:
“I was warking part timee off the: farm when the boys were sl
but when we discovered about the boys one of us had to stay

home more.

“linherited the farm from my father and you just presume
you're going to pass it on to your children It's hard to acoept that
tthe boys won't be able to farm. That thought is there the whiole

time. | suppose in the &

ity there’s more
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an the farm.

“I find it tough too, related to sport. | grew up playing hurling
and gaelic foothall with our locl club but the boys won't be able

o do that.

“Theey are im school in Enniscorthy too which is 2. bit away from
the: community here in ‘Oylgate and even though you know you
are part of the community you feel that you're not quite when the:
boys are not able to be Fwvobeed in the locality Boe other children.

“I'd abvways thought I'd like to g=t irvobved in training young bds
at some point, too, bat I'd find that too hard 2 step to make ot the

momEnt.
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HIGH PRAISE FOR 5T SENAN'S SCHOOL

Margaret and Paul have high praise for the principal and seaff of Se
Senan's Primary School in Enniscorthy town where the boys spend
half the day in mainstream chisses and the other half baing Sught in
resogunce dasses. Both have Shifs, part time, to help them.

“The single biggest contribution to our success has been 5t
Senan's Primary school,™ Margaret says. “The support we got from
day one has been wonderful. You fieed ke you're not on your ocwn
and that there ane others there helping you achieve the rmaximum
patenti fior the boys.”

WHAT THE BOYS ARE LEARNING

Margaret is very proud that Liam is noe reading and writing.

“He gets frustrated sometimes but he & milles better than when he
went to schood first. The boys los computers because they respond
so guickly. Lizm is able to put together pictures and type out sen-
tences for power point projects.

“Sean iz doing one on Friesian cows. They writs up what's hap-
pening on the farm, too, like 2 heifer going to Bothar or u= getting
2 new tractor. They will work away at that because they are so
interested in farming. Sean loves tractors and, in school, he l=armed
to count by counting toy tractors. Dioing things they cn rebte to
keeps them motivabed. ™

HINDERED BY SOCIAL ANXIETY AND
HYPERACTIVITY

The boys — both big Manchester Lnited and 'Done Deal” fans - are
achisving the maximum passible at the moment, Margares says, but
there are two Esues that hinder them day-to-day

“Liam’s biggest issue is anxiety. He"d be very amdous i we went
to school by another route, for example. Routine is king. Both boys
neeed £ lonow wiat's Fappening on 2 constant basis. They keep say-
ing "¥hat do mext, Mam? VWhat do next™

Sean's biggest challenge is hyperactivity. He's the Duracell
bunny, awake at Sa.m. We're hacky, | know, that we have none of
the aggressive behaviour that some parents have to cope with. ks
all fun but it's abways turned on.”

INTELLECTUAL DISABILITY MOST DIFFICULT
TO ACCEPT

Margares finds the boys' intellectual disability the most difficut thing
‘to acoept. “They hawe difficulty thinking things through so safety is
an issue and there is 2 lid on the level that they can learni to. | find
that very hard.”

LUCKY WITH SUPPORTS IN THE AREA

The Molans have been lucky to have: acoess to respite services 2 few
times 3 year in the Ard Acibhinn cervre in Wexford towm.

“¥¥ie were slow to do that,” Mangaret sys, “25 we had to get ower
the feelings around letting them imto an institutional situation bat
they lowed it from day one.” Paul agrees that this is 2 big support.

“¥¥e can plan a night out or 2 weekend away,” he sys. “Holidays
are something we can't do with the boys as that kind of change is
‘too unsetding for them.”

“¥¥e have to mind our own relationship tno,” Mangaret @ys, “so
that we'll stzy strong and be able to provide the best for the boys."™
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DIDN'T OPT FOR SPECIAL SCHOOL

Ftargaret and Paul both e the fact that the boys go to 2 main-
stream rather than 2 spedal needs schoaol.

“The borys tend to mimic befavicur zoin 2 schacl
they copy the behaviour of typical kids 25 opposed to special needs
children. That has made them more acceptable in society and mone
socizble, wes fead

They go on schood tours, to the library - normal stuff rather than
being segregated into specil litde pockets.

The whole ethas in the school is one of inclusion and it just makes
such 2 difference to what their outcome will be.”

MAY BE UNDIAGNOSED CHILDREN OUT THERE

‘We'hen the boys were first dagnosed the Mobn's knew nobody eke
wiha had children who had Fragile 30
“Fart of the rexson for daing this article is to help Gmilizs who are
newly dognosed or who are concemed that maybe their children
e ot meseting their developmental milestones. s is 2 good
news story. Having 2 child with Fragie X is not the end of the world
st getting the diagnosis and help in the form of things like speech
and physiotherapy early on is very important ™

The Molan's have found the Fragie X Society wery helpful

“It's somewhere for families to go.” says Margaret. “There's 2.
website for information and they bring experts from csmtres of

helpdul to get tips on how to cope, for example.”

For more information contact the rish Fragile X Society
(Maria Fanza) at DT 657 30 82

The website address is www fragilex-ireland.org:

Or contact the Irish Fragile X Society, /o Inclusion Ireland,
Uit C2 The Steel Works, Foley Street, Dublin 1.
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videos
online!

Digital Edition

The Irish Farmers Journal — PC, iPad, iPhone, .ie, .tv
the information you want, the facts vou need,
whenever you want, wherever you are.
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