The Birmingham Post

THE SATURDAY INTERVIEW

* SATURDAY January 28 2006 45

One morning when  289-year-old
Steph Cuiler was about o leave her
London home to go to work as a
fashion designer, she heard a knock
on the door.

It was not the postman, as she had
thought, but her parents whom she
had assumed were having breakfast
where they lived in Coventry.

They had come to tell her she was
ahout to go blind

Tht wis just over three years ago
when Steph was o rising star in the
fushion world having landed a job
with Ted Baker straight after grad-
uating in fashion design from Man-
chester Metropolitan University.

She was in her mid-20s, sur-
rounded by very good friends, loving
the cut and thrust of Landon life and
the thrill of seeing people wearing
clothes she had designed as she
walked down a strest.

But all that was to come to an
abrupt end when her parents told
her she had a rare inherited condi-
tion, Leber's Optic Neuropathy,
which meant she was going to lose
her vison.

Sure enough within six months
she waos unable to distinguish
botween tins of baked beans and
pineapple chunks ar packets of
paracetamol and laxontives.

She found herself doing things like
putting intensive lip balm into her
eye, believing it to be ber prescribed
eye cream.

Unable to continue work as a
fashion designer, she had to leave
London, return to ber parents’ house
in Coventry and nimost start all over
ngain,

“I understand why people ques-
tion their identity when something
like this happens, but that genuinely
wensn't my reaction,” says Steph, who
i= petite, pretty and still dresses as
though she moves in fashion circles.

“1 saw it ns 0 practical problem, 1
wanted to know how | was going to
mdapt toit. T thought there had to be
nway,

“1 was told | had about three
manths left of vision. When 1 took
pictures when 1 went travelling 1 did
wonder if 1 was still gring to be able
to see them when | got home,

“But generally 1 was fine while
ovorybody else was upset. 1 thought
‘] can't get warried about something
when I don't know what it's going ta
be tike. I'll have to wait and seo what
happens.™

What happened was that Steph
turned her life around. She is now o
business woman who was recently
nominated for the handbag.com and
Barclays Business Plan Awards.

She runs her own company, Open
Eyed, which advises organisations in
all sectors on how to comply with the
Disability Discrimination Act.

“It's a one-stop shop,” she says.
“Whether a company wants to know
about aceessibility or cloar signage or
Eritish sign language inwrpmum I
can supply what they need.

“Disabled people have an annonsl
spending power of nround £80 hillion
per yeur in the UK so thare is a strong.
business case as well as o legal case
for complying with the Act.”

Tha sped with which Steph has
adjusted to her condition is quite
nstonishing.

“It's becouse | had help,”

Steph, spenking approcintively of her
loyul friends, close funily and vari-
ous orgonisations that have given
her training and advice, "1 couldn't
have monaged without it. 1If 1 nocd
some help then Il ask. 1 can't be too
stubborn about it.”

Steph is probahly o very easy
perscn to help beeause she doos far
more than her share of the deal
which makes helping her a very
rewnrding experience,

And she i good fun. She has a
mohile phone which talks her text
messages to her,

T eallit Stephen becnuse it sounds
like Stephen Hawking,” she says. T
have to remember to take Stophon
wherever 1 go, The phone fsn't
working properly at the moment.
Stephen and 1 hivve fallen out.”

Steph, who has one sister, was
born in 1976 in Shi
mother was a care nasi
fther, now n self-employed wvintion
consultant, used to be in the RAF.

She learnt to be adaptable early an
becnuse, ns a result of her father's
wark, the family moved around a lot
resnlting in Steph going to ten dif-
ferent schools.

“Every couple of years 1 was the
new girl," says Steph. “1 had to be
able to adapt and make friends. 1
think that's quite n geod skill to have,
1 really enjoyed school. 1 did OK and
1 did have lots of friends.”

Doubtless that adoptability is
what has stood her in good stead in
coming to terms with the loss of her
wight.

Steph knew she was interested in
fnshion from the age of 14,

“1 was always very arty and crea-
tive,” she says. "Art was my favourite
subject so T knew that was what 1
wanted to do.”

After schoal Steph went to Cov-
entry University to do a one-year
foundation course in art before going
on to study fashion design in
Manchestor.

Having the strength
and the vision to adapt

Her coup, almost seven years
ago, was being taken on by Ted
Baker after she gradusted.

Stoph moved to Lendon to work
s a design assistant to the designer
clothes store.

“I pot a buzz out of it.” she says. *T
was working on women's casual
wear, 1t's always nice when you see
people in the street wearing what
you have designed, especially at
first ~ though sometimes you'ro sick
of the sight of it by that time. You've
made so many changes to it by the
time it's gone into production.”

Then Steph made an unusual
career move, She left Ted Baker to
work for & company that supplied
Marks & Spencer.

“It was quite bold to leave Ted
Baker becnuse it was such o good
Jjob, Onee peaple get there they tend
o stay,” says Steph.

“But | wantad to career on pro-
gressing. Marks & Spencer was o
different market, o different kind of
garment and hod different price
paints, It was o big challenge but it
was equally good.”

1t was while she was designing
for Marks & Spencer that she went
on holiday in New Zealand.

She stopped off al on optical
illusion room in Puzzle World where
there was & white wall

The iden was that if you closed
one eye, the lines were vertical and
if you closed the other the lines
changed
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enough the lines were vertical
Then she closed heor other eye and
could see nothing at all. “That's
really clever,” she thought

Then she got back into the car
and tried shutting her right eye and
realived that her loss of vision was
no aptieal illusion.

Steph was not unduly bothered
about this. She just thought: “0h"
and decided to go to an opticians
when ghe got bome but it took her
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several wesks to get round to it

“I chosed my left eye and read from
the bigg A to the tiny bottom row with
rio problem.

“I'went to repest the. exercise with
the opposite oye and 1 couldn’t see
the chart, let along the big A.

“The optician naked me to go the
eye hospital a8 & motter of urgency
but stil] no real bells rang.”

Nobody @t the eye hospital
seamid to know what was wrong and
said she would have to see
consultant.

Still not unduly bothered, Steph
nonchalantly rang her parents and
tald them what had happened

After a few more weeks, the eyesight
stops getting worse. Steph's parents
Enew all that because some relatives
suffered from Leber's. However,
Steph did not know the relatives nor
had she heard of the condition.

Amazingly, sho remnined cool oven
after such devastating news.

*1 dicln't knvow what losing central
wision in bath eyes would be like,” says
Steph and thereby mansged not to
worry about it in advance.

Now she knows what it is like but
says she is grateful every day for the
aight she still has.

Her peripheral vision means she
does not tend to knock into things

as she could not read books and
could not use a compaiter.

Sho decided to live with har par-
ents and study at the Queen Alex-
andra College in Harbome, Bir-
mingham for people with visual
impairments.

The college was doe to close for
the summer at the time, but Steph
insisted she could not wait and they
kept the college open for ber -

“That waos what really turned my
lifie around,” she snys. “1 couldn’t do
anything without that course and
there wasn't a plan B,

“They knew that 1 would work
ooy hard and doall the homewark.”

She wis given tapes and through
that learnt how to use n computer
working with the F ecommands
ruther than a mouss.

She had a screen reader which
told her what she was typing and by
the end of the summer considered

I saw it as a practical problem. I wanted to
know how I was going to adapt to it. I
thought there had to be a way

Little did she know that this was
o eall her parents had always
dreaded, They said litthe on the
phone but were down in London to
break the news before she had even
had her brealfast the following day.

Leber's Optic Neuropathy is an
inherited condition which causes
loss of central vision. It usually
affects mon, most commonly in the
late twenties or enrly thirtics, but
the symptoms can happen at any
o, to men ar women.

Usually Lebor's affects one aye
first, so central vision is lost in that
oye over n period of 8 few weoks.

One or two months later, the sec-
ond eye is affected in the enme way.

She can wll if someone s walking
8 her, even if she cannot tell
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But she cannot rend. She knows
from previous experience how to pour
milk into a cup of tea but she cannot
really see whot she is doing.

And that was enough to mean she
had to give up her job s a fashion
designer.

“It's a very visunl industry obvi-
ously,” she says, *It's a very com
tive industry. Even with sight its
hard to cope.”

Steph knew she would have to re-
learn and re-train, but the difficulty
was that all the ways in which she had
studiod in the past were closed to her

herself o be empluyable again,

“I was only going to learn how to
live with Leber'a by going out and
living with it," she says. “Sitting
around ot mum and dad’s house was
not going to help™

Steph, who had always found it
casy fo got jobs, then experionced
filling in hundreds of application
forms nnd not even petting an
intorview,

She did get one job but it only
lasted for four days because the
computer was not suitable,

“I thought ‘bollocks ta you' I've
worked so hloody hard. Ifyou're not
going to give me the chance to show
what [ can do, then you're the ones
that are losing out,” she sayn.

And it was that that

knowledge she needed to act in o
consultancy capacity, but with her
talling computer that was all
posaible

“1 didn't want to lsunch it until 1
was confident I really knew my stuff,”
he says.

Severnl months before she had
been using the tube in London and
asked an Underground employes for
belp because she could not read the

signs,

It has not been unusual for peaple
o be rude to Steph and treat her as if
shes b8 stupid.

“Bat this employes helped me in n
vory appropriste way,” says Steph.
“He didn’t patronise me.

1 thought he must have had some
YE P S

my business, that experience came
back to me."

Training staff to work with people
with disabilities is a large part of her
what her company does.

“You can't expect other people to
fenow what it's like to have a disabil-
ity. People don't know how to react,

“I'm very non-judgmental in my
approach. If people haven't got a clue,
then we'll talk about it That's my

style.

“It's the sttitudinal barriers that
are much mory upsotting than the
physical ones.”

Stoph certainly seems to have no
nttitudinal barriers within horself.

With her business underway and
her new skills under her belt Steph is
greatly Jooking forward to the rest of
2006,

“It's guing to be a brilliant year. T'm
overdus o gwd one,” she says with a
manile,

“T've launched my company and |

gave her the idea to set up a busi-
ness enabling companies to comply
with the Disability Discrimination
Act.

Steph had to do mn enormous
amaunt of rescarch to gain the

can’t kon. I'm ready to get
my own place again.

“Tean't wait now. 1 just want to feel
narmal again. 1 shouldn't use that
word but you know what | mean.”

W Sweph  Cutler's website is ot
www, openeyed.couk




