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MPs not stressed
by paying their way
IT'S astonishing that I am
asked to feel sorry for MPs who
are stressed out in their jobs.

With the weight of the world
on their shoulders, they are now
offered free counselling services
to help them.

Not only am I asked to feel
sorry for them, but I'm also
footing the bill for their consul-
tations.

I live in the real world, with a
son who is affected by muscular
dystrophy.

I also represent many other
families who live with this life-
threatening condition.

Tax dollars should be benefit-
ing families who desperately
need help to ease the pain and
suffering of their children in far
worthier causes.

MPs are averaging $150,000 a
year, with loads of extras. Let
them pay for their own counsel-
ling and see taxpayers' money
put to better use.
Boris M. Struk, Muscular Dystrophy
Association. North Melbourne
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To the ends of the earth
Making a difference to the lives of muscular dystrophy sufferers has prompted
Margaret Romeo to go to great lengths to find a cure. ANNA PRYTZ explains

I N training for a gruelling trek through
Nepal, Margaret Romeo is proving she
really would scour the earth to find a cure

for muscular dystrophy.
After her nephew Jack was diagnosed 13

years ago with Duchenne muscular dys-
trophy, a degenerative muscle wasting dis-
ease that particularly afflicts young males,
the devoted aunt became heavily involved in
fundraising.
Eventually Ms Romeo started working as a

respite co-ordinator at North Melbourne's
Muscular Dystrophy Australia.
"I saw the daily struggles that Jack and his

family and so many families like them were
going through," Ms Romeo said.
"I just wanted to be able to make a

difference in their lives, so it's very satisfy-
ing to be involved with MDA."
So dedicated is Ms Romeo to helping find a

cure that she has taken part in two intensive
challenges to raise funds. She is taking a
crash course in mountain climbing to
prepare herself for the Challenge MD Nepal
2009 trek.
"It's daunting. I'm not all that fit but once

I'm there I'll just concentrate on my motiv-
ation and that's what gets you through every
step," she said. "All I have to do is think of
Jack, he's my inspiration."
In October, the group of hikers will

experience the historic villages, protected

forests and breathtaking glaciers of
Kathmandu, putting themselves through an
arduous test of physical endurance.

"We ascend slowly up to about 3700 feet and
most of the terrain will be pretty rough so it
will be intense. But then it wouldn't be a
challenge if it was going to be easy, would
it?" she said.
Ms Romeo said the decision to undertake

the challenges, which have previously in-
cluded cycling through Vietnam and
southern China, was easy once you had
spent some time with an MD sufferer.
"We just take our normal lives for granted

but when you see kids with MD who never
get the chance to ride a bike it hits you that
each step really is a gift," she said.
"I have three wonderfully healthy children

and when I see them running around I just
thank God for that every day."
Though researchers continue to find a cure

or viable treatment, Ms Romeo said raising
money was often a difficult task.
"The way the economy is going at the

moment it's hard for people to really give to
anything," she said.
"But MD is such a constant problem and

there are so many people out there whose
lives are always affected by it that we need
to do as much as we can to try and beat it."
To donate, phone 9320 9555.

Margaret Romeo with her nephew Jack, who has Duchenne muscular dystrophy. Pict...: GLENN DANIELS N4mNV311
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THE FACTS
DMD affects one in 3500 males,

making it the most prevalent of
muscular dystrophies;

It is caused by an absence of
dystrophin, a protein that helps
keep muscle cells intact;

Onset for DMD is early
childhood from about two-six years,
with some symptoms visible in
infancy;

DMD eventually affects all
voluntary muscles, and the heart
and breathing muscles. Survival is
rare beyond the early 30s.
Source: mda.org.au
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A full-on life
Lucy Burns is disabled but not diminished, writes Cheryl Critchley

FEEL like a loser complaining about
my crazy work/home. schedule after
meeting Lucy Burns.

We working mums constantly
whinge about juggling 50 tasks,

making quality time for the kids and
struggling to walk more than two steps
without tripping over a toy train.

But just try doing all that with muscular
dystrophy (MD).

Burns, 40, was diagnosed with facio-
scapulohumeral muscular dystrophy
(FSHD), one of the most common forms of
MD in adults, at 19.

FSHD causes irreversible and progres-
sive muscle-wasting and weakness. Sev-
eral members of Burns' family, including
herfather, grandmother and some cousins.
also have it.

Burns' symptoms are now moderately
severe. She walks but needs a stick.

"It's a muscle weakness so your muscles
waste away." she explains. "I can't raise
my arms above my head."

Burns spent most of her 20s in denial,
but, after having her children, she started
deteriorating.

Ruby. 8, and Ella, 5, cope well. They do
more for themselves than most children do
at their age. such as slake their own
breakfast. Burns' husband is also support-
ive. All members of the family take it one
day at a time.

MD has no cure, so at some time Burns
will have to rely on a wheelchair. Her
daughters also have a 50 per cent chance
of developing the disease.

But their feisty mother refuses to let it

define her life. She wants to be seen as a
mother, GP and businesswoman first, and
is a wonderful role model for all parents
who have physical limitations.

Burns is a navy doctor at HMAS Cerbei'us
and recently started an online gift-box
business, www.betterthanflowers.com.au

She has also set up Australia's Biggest
Book Group. which she hopes will help
increase awareness of MD and raise
$500,000 to help research and cure the
disease. It will choose a book you can buy
online, and the proceeds go to MD. The first
is Cate Kendall's I'ersace Sisters.

B
URNS' daughters could be genetic-
ally tested for MD, but the test does
not detect the degree to which they

might be affected - some people have
only a mild form.

What's the point?" she says. "There's
no treatment, no cure. Basically I'm just
going to wait and see if they get it.

"One of the messages I want to get out
for my daughters is that having a disability
does not mean you can't do things. You can
still get married, have a family. have a job.
look pretty and have a great life. I want to
provide my daughters with a good role
model in case their hand in life is dealt
from my deck."

Net link: www.australiasbiggest

bookgroup.com

WHAT DO YOU THINK?

Email critchleyc@heraldsun.com.au
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Feisty mum: Lucy Burns and daughters Ruby and Ella take life one day at a time. Picture: DARRYL GREGORY
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$16m Ferrari
in world free
from care

JOHN
CONNOLLY

COMRADES, as you were struggling under
the combined weight of the global meltdown,
Mexican pig flu, the Swan budget and
appalling football results, it was sunny and
wealthy in Maranello, Italy.

While the big story was the sale of the
"magnifica" pontoon tendered 1957 Ferrari
250 TR for about $16 million which, as
predicted in this column, set a world record for
the most expensive motor car to be sold at
auction for many of the Europeans, North
Americans, Saudi Arabians and Japanese in
town, it was just a nice weekend with the kids.

Now, it has to be said that Maranello is not
exactly Monte Carlo in the excitement stakes.
However, last weekend all the hotels in town
were booked out and, as one Canadian bidder
put it: 'Maranello came to life."

Now you get a picture of what this quaint
Italian village is like when the auction isn't on.
The fact is that it is still dominated by Enzo
Ferrari despite his death 21 years ago.

One of Enzo's closest workmates says: "As
a businessman Enzo was brilliant, but as a
human he was zero."

This is not surprising, because Enzo had
lived with death since childhood, and this
included spending time in a home for
incurables. His son Dino was born with, and
died from, muscular dystrophy. He didn't
recognise his other son, Piero, from his
mistress Lina Lardi, for 33 years. When Enzo's
wife Laura died in 1978, he gave Piero the
family name and the remaining 10 per cent of
the company that he still owned after the Fiat
rescue deal in 1969.

Piero, who lives in the Ferrari family home
outside Modena, joined everyone for lunch on
Saturday. Of course, a Saturday lunch for you
usually means a bowl of pasta, a cheap red and
some San Pellegrino mineral water while you
watch a succession of Holdens, Toyotas and
Mazdas race trams up and down Melbourne's
Lygon Street. Out at the Ferrari test track at
Fiorano, there was a catered lunch for media
and VIP bidders outside the house where
Enzo died.

Naturally enough, Enzo's last house was
right in the middle of the test track. So sitting
at the tables under the umbrellas offered a
perfect view of the Ferraris from the auction,
including the Testa Rossa, doing some hot

laps. And it just got better from there. Late in
the afternoon Ferrari had organised for the
factory to be part of the Mille Miglia course so
that we could see what really expensive old
cars look like.

Naturally enough, although the Mille
Miglia winning car was a Type 37 Bugatti, the
drivers were Carlo and Bruno Ferrari.

Anyway, after that display of classic car
flesh, there were cocktails in the logistica
building and a special video presentation of
Ferrari's version of Disneyland, Ferrari
World, in the Middle Eastern desert.

The memorabilia auction got under way at
one o'clock on Sunday and even at that time
it was standing room only.

A very serious petrolhead paid close to
$120,000 for a glass-top crystal dining table
with a V12 engine underneath. Someone
looking to go on holidays this Christmas paid
$250,000 for the Ferrari motor coach.

Then it was on to the real thing. In all the
publicity surrounding this auction, one thing
that was missed was the 1967 Ferrari 330 P4,
which fell shy of its reserve but attracted
bidding up to $12.8 million.

The last car of the day was the Testa Rossa.
Ten minutes isn't all that long, but when
you're bidding in increments of about $1 mil-
lion, it can seem like a lifetime.

The Testa Rossa was driven, motor scream-
ing, on to the stage. RM's very chubby and
very dry auctioneer Peter Bainbridge tried to
start the bidding at $8 million but had to
accept $7 million. And up it went. At
$8 million, Peter got a little testy and asked
the audience to hurry on. At $10.5 million
things slowed down a little but Peter said he
could wait. At $12.5 million the car was on sale
At $16 million, including buyer's premium, the
Ferrari went to a buyer on the phone.

In case you are interested, a 1956 Ferrari
250 GT Berlinetta (Tour de France) went for
$4 million and the 1959 Ferrari 250GT
California went for slightly less than that.

Just to make you feel really bad about your
life, next weekend I am re-creating Hunter S.
Thompson's legendary road trip to Las Vegas
but in an almost new, fully optioned Corvette.
Have a nice time in Lygon Street.
jc@jcp.com.au
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Top attraction: The curvaceous 1957 Ferrari 250 Testa Rossa IV fetched a cool $16 million

Ref:  51733781

Brief: MUSCU

Copyright Agency Limited (CAL) licenced copy

Weekend Australian
Saturday 23/5/2009
Page: 36
Section:  Other
Region:  Australia  Circulation:  309,000
Type: National
Size: 535.70 sq.cms.

Page 2 of 2


