CARERS OF WEST LOTHIAN
Newsletter

Winter 2009

Issue 58

West Lothian teenagers selyessly devoted
to caring

for severely autistic siblings

Taken from Sue Gyford’s article
in the Edinburgh Evening News

“l wouldn’t choose anything
else from the life I've had,
itls just been so fulylling, the
opportunity of looking after
Alastair is so much greater
than the stress.”

So says 16-year old David
Balfour, who has spent most
of his life helping care for his
brother.

Alistair, 13, has complex

needs, including severe autism,
development delay and epilepsy.
He attends a special school in

Lanarkshire, but must have someone

with him constantly at home. Alistair
doesn’t speak but is full of character,
with a winning smile and cheeky

sense of humour. But he is also a
whirlwind of energy — so much so
that at dinner time he sits himself
a chair, which is screwe e poor,
to be strapped in IS \parents,

ensuring minimum mayhem. The
close bond between David and
Alistair and their close age, means
that David has naturally slipped into
the role of carer, but they also have
an older brother Martin, 20. David
helps to feed Alistair (through a tube
— anything he eats from a plate is

a bonus!) and keeps him company
when his parents need to take their
eyes off Alastair to shop, cook, or do
housework, or he carries out those
tasks himself.

The family receives around ten
hours a week of care paid for by
West Lothian Council, and two or
three nights a month respite care for
Alistair, but apart from that, it is down
to the family to carry out most of the
essential tasks. Life got even more
complicated around seven years
ago when the boy’s dad Drew, 54,
was struck down with ME (Chronic
Fatigue Syndrome). He was
bedridden for months, leaving David
(then 13) and his mum Alison caring
for both Alistair and Drew.

His life of caring means he has
missed out on many things other
children take for granted. The
family has never had a holiday
together, and having friends over

is pretty much a no-no because
Alistair becomes distressed from the
sensory overload. David doesn’t
regret the responsibility put on him
at an early age he says there have
been beneyts from having to grow
up so fast — he is good with people,
obviously a conydent communi

arers .

West Lothian

and as a musician and songwriter,
pours his emotions into his music.
He says it sometimes fibafpeso, him,
however, how little people appreciate
the impact his caring duties have on
his schoolwork and social life.

Several years ago he beneyted from
the support offered by Carers of
West Lothian, which he says was a
revelation,

“| got to do stuff that | liked, that
I never thought I'd be able to do

before, like going to laser-quest,
bowling or the cinema — | found

that really enjoyable.”

David plans to train as a youth

pastor at Bible College after taking

a gap year to work as a church

youth worker — all this once he has
ynished his Highers at James Young
High School. He is determined

that his caring responsibilities will

not end with adulthood, his career
development will all take place wi}bin
easy reach of home. g

cont. overpage

Managehient Comaadeg
staff and volunteers, (™ )
wish you ALL o
a merry Christmas and b
wishes for the New Year

L

I'he Frimcess Raoval Trosi



West Lothian teenagers selyessly devoted

to caring for severely autistic siblings

cont.from front page

Lindsey Storrie, 13

cares for 15-year old
brother Liam

“He needs help getting
about, because he can’t
really speak and he can’t do
very much by himself.”

Says Lindsey Storrie, talking
about her brother, Liam, 15,
who has severe autism.

When Liam comes home from
Pinewood Special School in
Bathgate, Lindsey, 13, helps him to
live as normal a life as possible. “I
help make something for him to eat
and help him around the house. |
take him to the park sometimes,

or take him for a walk or a bike
ride. | can go out with my pals but
sometimes just to give my mum a
wee break | take Liam to the park
instead.o

She admits that having to be
constantly vigilant can be wearing:
“Sometimes it’s stressful. Liam'’s got
a thing that's wrong with him that

he gnaws bits of paper and plastic
and he'll eat bottle lids. He does
that every single day and we have to
watch out for him.o

The modest teenager adds: “It's
not really had much effect on my
life, I love spending time with him, it
doesnit really bother me.o

Twice a week,
Liam goes to

the Tree Club,

an after-school
club at Blackburn
Community
Centre, and the
family receives
two nights’ respite care a month
when he stays with another family.
Apart from that, his care is all carried
out by his family, including Lindsey’s
sister Cassie, 20. Younger siblings
Lauren eight, and Ronan six, also
live at the family’s Whitburn home.
Mum Heather, says: “He puts up with
a lot of bullying out in the street. The
other kids would try and make a fool
out of him and Lindsey would stick up
for him. He gets a wee bit lost if she
is staying at a friendis for the night.o
Though she loves to spend time

with her brother, Heather is aware
that Lindsey has also dealt with the
inevitable consequences of having

a sibling with special needs: “When
Liam was diagnosed, the doctor said
that he would be a vegetable for the
rest of his life. Lindsey was just a
baby and as she was getting older
she did for herself a lot. | think that
did take away from her childhood a
bit.0

Lindsey recently joined the West
Lothian Young Carers Partnership
at the Scottish Young Carersi Festival
in West Linton, and says: “It was
good; they were saying this is the
time to just come out and have fun
without having to help anyone.6

She says she has been inspired by
growing up with Liam, and would like
to work with autistic children when
she leaves school: “I think | have
learned a lot about kids like Liam and
know what they need and when they
need it.0
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Chairis Remarks

H ello again,

Technology is a wonderful thing,
particularly when it is used to

help people with disabilities and

it enables them to do things they
otherwise couldn’t. My wife Moira
has suffered from MS for many
years and recently we were asked
to take part in a short yim which
was being made to show how
modern technology can be used to
make people’s lives better.

My wife has a home environmental
control system and community
care alarm system which together
form part of a ‘TELECARE' system
installed and maintained free of
charge by the NHS and the Local
Authority. With the help of these
little gizmos she can control access
to and from the house, answer

the telephone and make calls,
control all aspects of the TV, Video/
DVD/satellite systems and home
lighting. Over and above this she
has personal alarm buttons, smoke,
yre and pood detectors which can
alert her to danger and movement
detectors which can also double up
as an intruder alarm system.

As her carer | get great peace of
mind from having these systems in
place and it has a dramatic effect
on my caring role, but primarily it
helps her to be more independent
and less reliant on others to do the
simple things in life. But as with
everything there is a down side
—yes, you thought it was too good
to be true! Sadly these gizmos run
on electricity and | reckon it must
cost us at least yve pounds a year
in running costs; | will let you decide
if it's worth it!

Till the next time.....

Paul Weddell
Chair, Carers of West Lothian
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