Strength in numbers
One in nine women
are diagnosed with
endometriosis, yet the
disease continues to
confuse and frustrate
medical experts.
JADE JUREWICZ
investigates.

It’s the club that counts Susan Sarandon,
Whoopi Goldberg, Lena Dunham, Halsey, even
our own Jennifer Hawkins and yellow Wiggle
Emma Watkins as members.
But these celebrities, plus the 730,000
Australian women who join them, would happily
give their membership back in a heartbeat.
For about 200 million women across the
world, endometriosis could be a club they’re
locked into for life.
The condition occurs when tissue similar to
that which typically lines the womb is found in
other parts of the body. A recent landmark
study by The Australian Institute of Health and
Welfare discovered 7 per cent of women aged
between 25 and 29 have the disease.
“Unfortunately, there still remains a lot of
unanswered questions with regards to the
cause of endometriosis, the natural course of
the disease and the treatments,” Adora Fertility
medical director Dr Paul Atkinson says.
AN INVISIBLE TRAUMA
The battle with endo can begin months, even
years, before it is diagnosed due to the poor
understanding of the disease and the invasive
nature of diagnosis. Typically, a woman will
experience unexplained pelvic pain, abnormal
periods and bloating. What follows can be just
as painful mentally and psychologically.
Monique Alva was 22 when she was
diagnosed, but looking back she thinks she
showed symptoms as early as 14. She missed
school, had multiple emergency department
visits and even missed her 21st birthday due to
cramps, nausea, headaches and pain.
“When someone finally sent me to a
specialised gynaecologist, I cried,” she says.
Women Centre clinical psychologist Paula
Watts says her patients often lose trust in their
bodies, as the disease can also affect their
ability to work or on their education, mental
health, relationships and day-to-day living.
“Their quality of life is very much impacted
on,” she says. “As is a woman’s sense of identity;
most women want to have children, so it can
impact on their plans to have or when to have
children.”
THE DIAGNOSIS DILEMMA
So why is a diagnosis often delayed?
Firstly, most women with a period can vouch
for experiencing cramps throughout their cycle.
Secondly, diagnosing endo isn’t simple. In its
first instance, it may be picked up on with a
detailed ultrasound, but when there isn’t
enough to show up and a woman is still
experiencing pain, it is impossible to detect

‘There were so many young women going through what
I was . . . It feels good to not be alone.’

without a laparoscopy. “That’s the Holy Grail,
really, to have a non-invasive diagnostic marker
of endometriosis but unfortunately there is no
reliable non-invasive diagnosis in market yet,”
Roger Hart, of Fertility Specialists of WA, says.
TREATMENT OPTIONS
Once a woman is diagnosed with endometriosis,
she has the options of medical or surgical
treatments, but this gets even more complicated
if she is trying to get pregnant.
“Unfortunately, most of the treatments that
are used to treat endometriosis are hormonal
and contraceptive,” Dr Atkinson says.
He says paracetamol and codeine products are
safe and effective, but short term only for
codeine due to its addictive nature.
“Endometriosis pain can often be a nerve pain
and specific neuropathic pain medications can
be effective in chronic cases,” he says. “These
should be prescribed under supervision of a
chronic pain specialist or a gynaecologist with a
special interest in chronic pelvic pain.”
Lifestyle changes can assist with pain as well
as working to decrease stress and improve sleep.
“Surgery remains a good option but risks and
benefits need to weighed up as surgery can
potentially damage the egg number,” Dr
Atkinson says.

WHERE TO NEXT?
Ms Alva recently went in for a routine
sonovaginography, an intense and in-depth
internal ultrasound, in the hope of finding
out why her pain had increased.
The results, that she had very low follicle
count, left her in tears and questioning
every aspect of her future, from whether
she can or wants to have a baby, to
considering freezing her eggs.
“After a few months, I decided to not freeze
my eggs and to just go with the flow,” she
says. “Nowadays, I really try to not think
about it too much.”
According to Endometriosis Australia
director and co-founder Donna Ciccia,
there is a lot that is known about endo but
even more that remains unknown.
She says the long-term goal is to find out
what causes endo, which will in turn assist
in working towards prevention and better
management plans.
For women with endo, she encourages
them to share their experiences to increase
awareness and empathy for a disease she
says is is often not taken seriously.
Ms Alva found solace in Endo Perth Sisters.
“I am one in nine women,” she says. “There
were so many young women going through
what I was . . . It feels good to not be alone.”
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