What’s Ina name?

or decades, millions

of patients with

symptoms like irreg-

ular periods. pelvic

pain, excess body hair

and acne have been
told they have polyvystic ovary
syndrome. or PCOS. Many of
them struggle to get a diagno-
sis and encounter stigma when
they do. and treatment options
are imperfect.

An international consortium
of doctors and researchers has
now concluded that the root of
these problems is the condition's
name. Many patients diagnosed
with “polycystic ovary syn-
drome” don't have ovarian cysts
atall —but they often have wide-
spread hormonal and metabolic
dysfuncton.

So PCOS has been renamed
PMOS. or polyendocrine met-
abolic ovarian syvndrome.
members of the consortium an-
nounced in a paper published in
The Lancet recently, drawing on
a vears-long process.

The renaming process in-
volved 36 organisations and
surveys of thousands of patients
and health professionals. The
consortum pursued it, its mem-
bers wrote in the paper, because
the previous name didn’t accu-
rately describe the condition,

“contributing to delayed diagno-
sis, fragmented care and stigma.
while curtailing research and
policy framing™

They said they hoped the
name change would transform
how patients understand the
condition — which affects 10 per
cent to 13 per cent of reproduc-
tive-age women, according to
the World Health Organization,
as well as transgender people —
and how doctors treat it.

Whena condition is seen as
affecting one organ, everything
from research funding to edu-
cation to clinical guidelines “is
all in that box" said Dr Helena
Teede, an endocrinologist and
professor of women's health at
Monash University in Australia
2nd the lead author of the paper.
“And'm this conditon, it was in
the wrong'bax ”

That means medical stu-
dents often learn about the
tondition only in gynaecology
courses, despite it being an en-
docrine condition that affects
many body systems. Beyond gy-
Naecological symptoms, PMOS
%an cause hair and skin chang-
% and it is associated with in-

e ——

PCOS is now PMOS and doctors hope this change will improve
care for millions of women. Magglc Astor repor'tq
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creased risk of obesity, Type 2
diabetes, cardiovascular disease
and obstructive sleep apnoea.

Medical education on the
condition has focused so heavily
on the ovaries that the gynaecol-
ogists and reproductive endo-
crinologists who commonly see
PMOS patients often don’t refer
them to be screened for those
other conditions or warn them
that they are at higher risk, sev-
eral experts said.

t is common for patients to

be confused by a PCOS diag-

nosis if they don't have cysts,
or to be frightened by the pros-'
pect of developing them because
they believe incorrectly that the
cysts may be cancerous, said
Dr Christine Carlan Greves, an
ob-gyn at Orlando Health Wom-
en's Institute, US, who was not
involved with the name change.
She added that she hoped con-
versations would become less
singularly focused on the con-
dition's effects on reproduction,
because “there’s so much more
to a woman's life than that”.

Dr Melanie Cree, a profes-

sor of paediatric endocrinology
at the University of Colorado
Anschutz, US, and a co-author
of The Lancet paper, said that
when she applied for grants
through the National Institutes
of Health to study the condition,
the applications were typically
directed to the institute within

Medical students
often learn about
the condition only in
gynaecology courses,
despite it being an
endocrine condition
that affects many
body systems
P=dorver=sa—xi—n
the NIH that covers reproduc-
tive health, which has a relative-

ly small budget.

Dr Cree said she hoped that
with the name change, PMOS
research would become eligible

for funding through the NIH in-
stitutes that cover, for example,
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diabetes and heart disease. (A
spokesperson for the Depart-
ment of Health and Human
Services did not immediately
respond to a request for com-
ment.) Health agencies in other
countries, and nongovernmen-
tal organisations that fund re-
search, could similarly expand
funding opportunities.

Over the next three years, Dr
Teede said, members of the con-
sortium will conduct an interna-
tional campaign to communicate
and explain the name change.

he change could have im-
meédiate implications for
some patients, prompt-
ing doctors to recommend
more screening for metabolic
and cardiovascular problems.
Typically, several experts said,
patients are prescribed birth
control for their symptoms, if
they're not trying to get preg-
nant. But, while that can be very
effective and will still be part of
treatment for many patients, it
doesn’t address the condition's
full effects.

With a broader understand-
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ing of the syndrome, new treat-
ments may emerge. But much
more research is needed, Dr
Cree said. Because funding has
been limited, patients are usual-
ly treated with drugs that were
approved for other conditions.

Dr Basma S. Faris, an assis-
tant professor of obstetrics, gy-
naecology and reproductive sci-
ence at the Icahn School of Med-
icine at Mount Sinai, US, who
was not involved in the paper,
said patients with PMOS should
be monitored closely for insulin
resistance and cardiovascular
risk factors like high cholester-
ol, and counselled about nutri-
tion and other lifestyle changes.
She also noted that PMOS was
associated with a greater risk
of endometrial cancer, which
women should be made aware of
5o they can be on the Jookout for
early symptoms.

Dr Faris said she hoped the
name change would “redirect
us into thinking about this as a
long-term chronic condition and
not just a period problem”
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