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Dr Warner took on notice the following question(s):
Dr Warner: Are you after data on the cost of endometriosis treatment?

THE CHAIR: The cost and then who—I mean, it is hard to track who is not getting treatment, but is it
the case that people who are getting diagnoses and treatment generally tend to be in middle-
income and above groups?

Dr Warner: Yes. The Women’s Health Matters ACT survey data would have given you quite a bit. The
difficulty with the current data is that it collects data on people who are already diagnosed, and the
people who are already diagnosed tend to be the ones who can afford it, particularly in the ACT. The
ACT has both the benefit and the disadvantage of being very small, very concentrated, but there are
only a couple of specialists who deal with endometriosis. If you have a bad experience with one, you
may or may not try again. We are limited in pathways and we are limited in other options, whereas
in New South Wales, if you go to Sydney, if you go to one specialist and you do not like them, there
are 20 other options. In the ACT, there are two or three and they might have a 12- or 24-month
waiting period.

| would suggest that the current data reflects the better economic status, because people can afford
to get a diagnosis, they can afford to keep going to specialists, and they can afford to go interstate to
get a diagnosis; whereas the ones who actually need the most help, which is those who cannot
afford it—those who are Indigenous people of colour, those who are disabled, those who are
LGBTIQ—do not have those options and therefore do not pursue the diagnosis; they just live with
the pain. | can certainly take it on notice and will come back to you if | can find any.

THE CHAIR: That would be great. Thank you. | imagine people in those categories are often also
unaware of the existence of this potential diagnosis, so | am wondering if you have views. You spoke
earlier about education. How do we help address that entire pathway, not just for clinicians but also
for the general population?
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Dr Warner: The answer to the Member’s question is as follows:
Cost of endometriosis treatment

The economic burden of endometriosis in Australia is substantial, falling on both individuals and the
health system.

At the individual level, a 2019 Australian study estimated the cost of endometriosis at AUD$30,900
per person per year. Lost productivity accounted for 84% of these costs, and costs increased with
pain severity, with costs for people reporting severe pain six times higher than those reporting
minimal pain [1].

At the system level, an estimated $247.2 million was spent on endometriosis in the Australian health
system in 2020-21, with around 86% of that expenditure attributed to hospitals. Around 83% of
total expenditure was attributed to people assigned female at birth / females of reproductive age
(aged 15—44 years). These estimates include payments from all sources of funds: Australian and
State and Territory Governments, private health insurance, and out-of-pocket patient payments, but
are likely to underestimate total spending where data are lacking on endometriosis-related services,
such as primary care and medicines [2].

The total economic burden of endometriosis has been estimated at between $7.4 billion and $9.7
billion per year, with most of the burden driven by lost productivity and reduced workforce
participation [2—-4].

Who is accessing diagnosis and treatment

The available data can only partially answer this question — those who fall through the gap are, by
definition, largely absent from datasets. However, the evidence that does exist points clearly to a
socioeconomic gradient in access.

Australian Institute of Health and Welfare data on endometriosis-related hospitalisations provides
the most direct evidence. The age-standardised rate of endometriosis-related hospitalisation in the
highest 20% of socioeconomic areas was 1.3 times the rate in the lowest 20% of socioeconomic
areas. Most endometriosis-related hospitalisations were partly or fully funded by private health
insurance (57%), and almost two-thirds (65%) took place in a private hospital. The rate of
endometriosis-related hospitalisation in major cities was 1.5 times the rate in remote and very
remote areas — a pattern that contrasts sharply with all female hospitalisations, for which the rate in
remote and very remote areas is twice the rate in major cities [5].

This pattern is consistent with the structural barriers to access. Definitive diagnosis has historically
required laparoscopic surgery (although contemporary clinical practice increasingly supports
symptom- and imaging-based diagnosis pathways), which is primarily accessed through the private
system. The community has consistently identified that the combination of surgery costs, specialist
and GP appointments, allied and complementary health appointments, medications, private health
insurance, and lifestyle health costs compounds the overall financial burden of living with
endometriosis, and that inhibited employment and earning potential creates a vicious cycle of
affordability [4].

The current Chronic Disease Management Plan model provides only five allied health sessions, with
the subsidy often covering 50% or less of the total cost, limiting the ability of those with financial
constraints to access regular, effective management. Public gynaecology clinics have historically
focused on investigations, hormones, and surgery, rather than interdisciplinary care [4].

Taken together, these indicators suggest that those receiving diagnosis and treatment are more
likely to be people with greater financial resources, private health insurance, and geographic
proximity to specialist services. Those most likely to be missing from the data are people in lower
socioeconomic groups, rural and remote communities, and First Nations women, who face
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additional barriers that are well-documented in the broader literature on First Nations women's
healthcare access [6].

The establishment of the National Endometriosis Clinical and Scientific Trials (NECST) Registry — a
longitudinal, population-based data collection on diagnosis, treatment, and patient-reported
outcomes has the potential to address important evidence gaps, and its findings will be important
for understanding the full equity picture over time [7].

Robinson Research Institute is currently undertaking a study on adolescents who are at the start of
their diagnosis which will look at costs prior to surgical diagnosis, along with a survey on accessibility
of a diagnosis. This data has not yet been analysed or published but will also contribute to the
knowledge base in the future.
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