WHAT IT FEELS LIKE...
TO FIND OUT

ONE OF YOUR TWINS WILL.

NEVER WALK

LIZ LOCKLEY’S SON GEORGE HAS SPINAL MUSCULAR ATROPHY,
A CONDITION FOR WHICH THERE IS NO CURE. HIS TWIN, HARRY
IS UNAFFECTED. WHERE DO THEY GO FROM HEBE?

o the rest of the world, my life seemed perfect.
Until a few months ago, I would have said it was,
too. | married James, my university sweetheart, in
December 2009 and, a few months later, I found
out that I was pregnant with twins. The boys,
George and Harry, arrived in January 2011 — they
were beautiful, everything we had hoped for.
They weren't identical, but I had bought two of
everything — they looked like peas in a pod in
their outfits. George was the leader: he learnt to
do everything first, whether it was lifting his head, rolling over or sleeping
through the night. Before long, Harry would follow suit.

Every day, it seemed, something new happened — but, at nine months,
George's progress began to plateau. A child’s first step is a milestone, but,
as Harry wobbled onto two feet, I became increasingly concerned that
George had not. Then George stopped crawling. Everyone kept telling me
I was worrying unnecessarily, but I knew something was not right.

Two months later, James and I were sitting in a room at Great Ormond
Street Hospital, being told that our son had spinal muscular atrophy (SMA)
type II, a muscle-wasting condition that meant he would never stand up,
never walk. A chest infection could end his life. We were told that there was
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The life that James and I had dreamt of for our family was suddenly
taken away, but we had to be strong: we had so much to learn and
so many challenges to face. Top of that list was getting George
mobile. Some reports show that people affected by SMA have above-
average intelligence, and mobility is crucial to any child’s cognitive
development. Unfortunately, the NHS is unable to provide the latest
mobility aids for George. A SnapDragon power chair, which costs
£19,000, would allow him to move forwards, backwards, up and
down, and remain in a standing position. It would mean that, instead
of looking longingly at the world around him, he could investigate it
for himself.

We tried out the chair a few weeks ago. | was worried about how I
would feel, seeing him in a wheelchair for the first time, but I couldn’t
help but smile when I saw the big grin on his face as he moved about
and gained some freedom at last. There was even a platform for Harry
to ride on.

My boys are incredibly close. 1 have been amazed at their under-
standing of their abilities and limitations at such a young age. George
has already learnt how to use Harry’s mobility to his own advantage
— if his favourite toy bunny is out of reach, he knows just who to ask
for help. Harry is always willing to oblige. The horrible irony of the
situation is, of course, that George will grow up unable to do many
of the things he will see Harry, his twin, doing. But much is being
discovered about the condition every year. We will find our way.

I do worry about the future: how will George cope at a mainstream
school? How will his needs intensify as he gets older? How will I help
him become the person he wants to be? Our life is going to be very
different from the one I had hoped for, but this doesn’t mean it will be
worse. We will have to find new ways of doing things and build new
dreams together that meet the needs of both our boys.

Somec days arc still a struggle, and 1 do sometimes think “Why us?”,
but I know 1 have a lot to be thankful for. I have two wonderful little
boys. George’s diagnosis has made me realise what is important in life.
Many challenges lie ahead for us, both practically and emotionally, but
throughout all this George has continued to smile. That, more than
anything, is what has given me the strength to stay positive. ©

To learn more about spinal muscular atrophy or discover more about
George, visit aboutgeorge.co.uk



