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Abstract

Endometriosis is a common yet under-recognised chronic disease with one in nine (more than 830,000) women and 
those assigned female at birth diagnosed with endometriosis by the age of 44 years in Australia. In 2018, Australia was 
the first country to develop a roadmap and blueprint to tackle endometriosis in a nationwide, coordinated manner. 
This blueprint is outlined in the National Action Plan for Endometriosis (NAPE), created from a partnership between 
government, endometriosis experts and advocacy groups. The NAPE aims to improve patient outcomes in the areas 
of awareness and education, clinical management and care and research. As researchers and clinicians are working to 
improve the lives of those with endometriosis, we discuss our experiences since the launch of the plan to highlight areas 
of consideration by other countries when developing research priorities and clinical plans. Historically, major barriers for 
those with endometriosis have been twofold; first, obtaining a diagnosis and secondly, effective symptom management 
post-diagnosis. In recent years, there have been calls to move away from the historically accepted ‘gold-standard’ surgical 
diagnosis and single-provider specialist care. As there are currently no reliable biomarkers for endometriosis diagnosis, 
specialist endometriosis scans and MRI incorporating artificial intelligence offer a novel method of visualisation and 
promising affordable non-invasive diagnostic tool incorporating well-established technologies. The recognised challenges 
of ongoing pain and symptom management, a holistic interdisciplinary care approach and access to a chronic disease 
management plan, could lead to improved patient outcomes while reducing healthcare costs.

Lay summary

Endometriosis is a chronic disease where tissue like the lining of the uterus is found in other locations around the body. 
For the 830,000 people living with endometriosis in Australia, this often results in an immense burden on all aspects 
of daily life. In 2018, Australia was the first country to introduce a roadmap and blueprint to tackle endometriosis in a 
nationwide coordinated manner with the National Action Plan for Endometriosis. This plan was created as a partnership 
between government, endometriosis experts and advocacy groups. There are several other countries who are now 
considering similar plans to address the burden of endometriosis. As researchers and clinicians are working to improve 
the lives of those with endometriosis, we share our experiences and discuss areas that should be considered when 
developing these national plans, including diagnostic pathways without the need for surgery, and building new centres of 
expertise in Endometriosis and Pelvic Pain.
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Introduction

As researchers and clinicians are working to improve the lives 
of those with endometriosis, this piece aims to highlight 
the significant financial burden experienced by the large 
number of affected individuals in our communities. We 
focus on the National Action Plan for Endometriosis 
(NAPE) (Australian Government Department of Health 
2018), developed as an initiative by endometriosis advocacy 
organisations (Australian Coalition for Endometriosis 
(ACE) 2018), with government support, to help support 
new advances in diagnosis and treatment. We outline the 
successes thus far and suggest approaches to help tackle the 
still ongoing health inequalities experienced by those with 
endometriosis that may be useful both to those in Australia 

and to the number of countries that have announced an 
intention to develop a similar plan for endometriosis.

Pelvic pain is an umbrella term for a multitude of 
conditions related to the bladder, bowel, reproductive 
organs, musculoskeletal and peritoneal spaces of the 
pelvis. Under this umbrella sits endometriosis, a condition 
where tissue similar to the lining of the uterus is found 
in various locations outside the uterus (Johnson et  al. 
2017). Endometriosis affects around one in nine women, 
transgender, non-binary and gender-diverse people 
assigned female at birth in Australia by the age of 44 
(Rowlands et al. 2021), with an estimated diagnostic delay 
of between 6.4 and 8 years (Armour et  al. 2020b, O’Hara 
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et al. 2020). Box 1 outlines the care pathway for those with 
endometriosis in Australia. The disease can negatively 
impact all aspects of an individual’s life, including work, 
education, sexual and social relationships, self-identity 
and body image (Moradi et  al. 2014, Melis et  al. 2015, 
Armour et al. 2020b, Van Niekerk et al. 2021). Endometriosis 
has been associated with a loss of productivity in the 
workplace (Armour et al. 2019a), and it is not uncommon 
for people with endometriosis to have to work reduced 
hours due to their symptoms; over one in ten people with 
endometriosis have reported losing their job because of the 
disease (Armour et al. 2020b).

The costs of endometriosis

The cost of illness burden associated with endometriosis, 
calculated using the WERF EndoCost tool is approximately 
AUD $9.6 billion per year or roughly $30,000 per person 
with endometriosis per year (Armour et  al. 2019a). Like 
other countries (Nnoaham et  al. 2011), the majority 
of these costs reflect lost productivity (Armour et  al. 
2019a). However, there are also a large number of out-of-
pocket expenses reflecting the costs of pharmaceutical 
medications, investigations, surgery, carer support, 
fertility treatment (such as in vitro fertilisation) and 
allied health and complementary therapies including 
dietary changes and medicinal cannabis (Armour et  al. 
2019a, 2021c, Sinclair et  al. 2019, O’Hara et  al. 2020). 
Consequently, those with endometriosis have to contend 
not only with reduced income (e.g., part-time work, use 
of sick leave, missed opportunities) but also considerable 

expenses related to disease management. The financial 
issues are highlighted in several articles written by those 
with endometriosis discussing the ‘crippling’ financial 
consequences (Aubusson 2019, Burke 2021, Maslen 2021). 
Box 2 outlines the experiences of some of the endometriosis 
support and advocacy organisations in Australia. Despite 
the significant evidence demonstrating the financial and 
personal burdens of endometriosis in Australia (Moradi 
et al. 2014, Armour et al. 2019a, 2020b, O’Hara et al. 2020), 
funding targeted at this disease is still insufficient. While 
the Australian Government has released approximately 
AUD $22.5 million in funding as of September 2021 
(Australian Government Department of Health 2021d) 
as part of the NAPE (Australian Government Department 
of Health 2018), this seems insufficient given the cost of 
illness burden is estimated at over AUD $20 million per 
day. Indeed, when compared to diseases with a similar 
prevalence and cost of illness burden such as diabetes and 
heart disease (Simoens et al. 2012), endometriosis receives 
a fraction of this funding (NHMRC 2021).

While health economics are compelling, it is the 
qualitative research that captures the lived experiences and 
concerns of people and allows exploration of unexpected 
findings that quantitative surveys may not reveal. 
Qualitative studies have documented the quality-of-life 
issues associated with endometriosis (Hawkey et al. 2022), 
pointing to disruptions in education and employment; 
these studies also highlight the prohibitive costs associated 
with endometriosis management, which span difficulties 
paying for additional supplies of tampons and sanitary 
pads to expensive out-of-pocket surgeries and infertility 
treatments (Moradi et  al. 2014, Roomaney & Kagee 

Box 1 The Australian Healthcare System and care pathway for those with endometriosis

While there is variation across the different states and territories in Australia (including if the individual is living in an urban, rural 
or remote area), in general, gynaecologists typically lead the care for endometriosis in Australia, while the condition is monitored 
by general practitioners (GPs) (Young et al. 2016). However, this varies depending on access to gynaecology services, and in some 
rural or remote locations, the majority of care may be provided by the GP. There is currently a lack of information on the pathways 
via which those with endometriosis access the Australian healthcare system but people with endometriosis report often having to 
see several general practitioners and gynaecologists prior to getting diagnosis and treatment for their endometriosis (Armour et al. 
2020b, Evans et al. 2021, Hawkey et al. 2022).

Australia’s national healthcare scheme called Medicare provides access to free health services in a public hospital setting. Aus-
tralian residents can opt to pay out of pocket for private health insurance with 44.9% of the population choosing this additional 
private health cover as of December 2021 (Australian Prudential Regulation Authority 2022). When purchasing private health 
insurance, consumers have the option to purchase hospital cover only, ‘extras’ or combined hospital and ‘extras’ cover. This ‘extras’ 
cover usually includes cover for allied health services such as physiotherapists, dieticians and acupuncture, which is otherwise not 
normally covered by the Medicare system. Private health cover, irrespective of the level of cover, provides access to private hospitals 
and ‘upgraded’ facilities in public hospitals such as access to single-occupant rooms.

Some gynaecologists and GPs charge no out-of-pocket fees (so called ‘bulk billing’); however, most will levy a fee or surcharge 
on top of the Medicare rebate. In general, when seeing a health professional who does not offer bulk billing, the consumer pays the 
full fee upfront and then the Medicare rebate portion is then refunded directly into their bank account.
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2018). We have recently collected qualitative data via an 
open-ended survey question from a community sample 
of 133 Australians aged 18–50 years with self-reported 
endometriosis (unpublished data). We asked participants 
to describe (i) the financial impact of endometriosis and 
(ii) how workplaces might better support them. The main 
financial concerns identified included costs of surgery, 
work productivity, healthcare and complementary 
treatment provider appointments, tampons/pads and 
pain medication. Participants described being burdened 
by excessive debt and even having to sell their homes to 
pay for treatment. The financial burden often extended 
to family and friends, with participants owing family 
members tens of thousands of dollars. Many women felt 
that debt related to pain medication and treatment was an 
investment in their future financial lives: 

I recently had a very expensive excision surgery that I could 
not have afforded without family support. Since this sur-
gery, I feel I am capable of working, but the pain was a large 
contributor to me not having a job before surgery.

Workplaces have a substantial role in ameliorating 
this burden (Armour et  al. 2021a), with participants 
commenting that supportive workplaces with flexible 
work arrangements, paid sick leave and female staff that 
understand menstrual health helped to offset financial 
concerns. Such support is imperative when considering 
the physical and mental health problems arising from such 
gendered poverty and economic distress: 

It’s very isolating. To be left with impossible medical costs 
not covered by Medicare or health insurance. To work my 
absolute hardest but not bring in enough money to fully 
cover my medical and living costs. It’s lonely. It’s demor-
alising.

Further in-depth qualitative research is needed to 
understand how the economic inequalities facing people 
with endometriosis can be best addressed and where 
support is needed most.

The changing landscape of diagnosis

While the time to diagnosis in Australia is decreasing 
(Armour et  al. 2020b), most likely due to the publication 
of clinical guidelines and increased awareness, diagnosing 
endometriosis remains a significant challenge for 
healthcare providers. Historically, direct visualisation at the 
surgery with histological confirmation has been the gold 
standard method of diagnosing endometriosis (National 
Institute for Health and Care Excellence [NICE] 2017). 
However, surgery is one of the most expensive diagnostic 
tools that exist; it is also potentially risky, less accessible 
than other traditional diagnostic methods such as imaging 
and subject to significant operator knowledge and skill. 
The combination of risk and an inability to readily access 
surgery as a diagnostic tool may be a significant factor in 
the ~6–8 year diagnostic delay (Armour et al. 2020b, O’Hara 
et al. 2020) and has led to significant research effort aiming 
to find means by which individuals can be diagnosed 
based on clinical symptoms and physical examination 
findings. However, most patients are aware that surgery 
is the gold standard method and may not consider an 
alternative method truly diagnostic (Leonardi et al. 2021). 
This can exacerbate the diagnostic delay for patients with 
endometriosis, contributing to the ongoing costs for the 

Box 2 What are the experiences of people in endo-
metriosis support and advocacy groups?

The Endo Help Foundation holds monthly Talking Endo 
support group meetings across Geelong and the Bellarine 
(near Melbourne, Victoria, Australia) for those with Endo-
metriosis and other pelvic pain conditions. A regular topic 
of discussion is the cost of endometriosis and the extra stress 
and burden that creates. It has been noted across several 
meetings that many attendees do not own houses, and some 
live with their parents to cover the high cost of treatment. 
Many in our group talk about not having the money to go 
out or socialise because they spend all their money on medi-
cation and other treatments, so they can maintain a good 
enough quality of life to continue to work. Very long wait 
times on public hospital lists have meant that many women 
have also cashed in their superannuation to pay for surgery 
by a private surgeon. Many have spoken about feeling pres-
sure to not complain about the financial burden that they 
endure, as they are the lucky ones, able to cash in their 
super, or live with their parents to get the care they need 
through the private system. The financial burden of this dis-
ease is impacting women’s ability to work and live to their 
full potential and means many will not be able to retire 
securely.

In a recent discussion in the Endometriosis Australia 
closed patient forum, people overwhelmingly shared their 
number one concern was how significantly endometriosis 
impacted their ability to work. Having their employment 
and earning potential inhibited by the disease feeds into a 
vicious cycle of affordability of living with endometriosis. 
Overall, the community felt it was a combination of outgo-
ing expenses, including the cost of surgery, specialist and 
general practitioner appointments, allied and complemen-
tary health appointments, medications, private health 
insurance, and lifestyle health considerations, that com-
pounded the overall expense of living with endometriosis. 
Coupling these significant outgoing costs with limits put on 
their earning potential, it is a real challenge for patients to 
survive and thrive when living with this insidious disease.
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patient and the healthcare system. Additional costs are 
incurred when surgery is intended to be diagnostic and 
therapeutic, but the therapeutic element is abandoned 
(Leonardi et  al. 2019b). This regularly occurs when the 
endometriosis stage is more severe than anticipated and the 
surgeon does not have the necessary skill and/or the patient 
is inadequately consented for the necessary procedure.

Besides surgery, other methods for diagnosis have 
been evaluated. Over 15,000 papers appraising non-
invasive endometriosis diagnostic tests were systematically 
reviewed and found that the diagnostic accuracy of 
endometriosis biomarkers in blood, urine and endometrial 
tissues was too low for an effective clinical tool (Liu et al. 
2015, Gupta et  al. 2016, Nisenblat et  al. 2016a,b,c. The 
diagnostic tools with the most potential were found to 
be specialist endometriosis ultrasounds (eTVUS) and MRI 
(eMRI); however, using these individually were not found 
to be sufficient to replace surgery. Currently, in Australia, 
laparoscopy costs AUD $6500 whereas an eTVUS scan costs 
AUD $260 and an eMRI costs AUD $440.

Researchers have been researching novel strategies 
to overcome the current limitations of more rapid and 
affordable non-invasive diagnosis. These include devising 
ways to visualise the most difficult to diagnose superficial 
endometriosis and to combine the diagnostic potential of 
eTVUS and eMRIs, using artificial intelligence to create an 
algorithm that predicts the probability of a diagnosis of 
endometriosis (Leonardi et al. 2019a, 2020). This hopes to 
alleviate some of the risks and accessibility issues faced by 
many people trying to obtain a timely diagnosis (Surrey 
et  al. 2020). A new combined imaging tool may offer 
a lower-cost gateway to diagnosis and a more efficient 
clinical workflow. Considerable cost savings will ensue 
for the Australian Healthcare system and those with 
endometriosis. This tool may also be enhanced by adding 
other diagnostic, clinical information and demographics, 
which may be derived from large disease registries such as 
the National Endometriosis Clinical and Scientific Trials 
(NECST) Registry (see below).

In young women, early screening of menstrual 
disturbance with tools such as the Period ImPact and Pain 
Assessment (PIPPA) tool (Parker et al. 2021) and a stepped 
pathway of first-line treatment and emphasis on healthy 
lifestyle measures provides a lower-cost diagnostic pathway 
for the early management of painful periods and possible 
endometriosis. Given that over 50% of young women in 
Australia report regular non-menstrual pelvic pain (Armour 
et al. 2020a), early screening and subsequent diagnosis, if 
warranted, are vital. There are several initiatives to help 
improve menstrual health literacy amongst the general 

population including the EndoZone project (www.
endozone.org.au), a digital health platform and gateway to 
endometriosis research and evidence-based information 
and Menstruation Matters (www.menstruationmatters.
com.au), an online resource that includes the PIPPA tool to 
help screen for problematic symptoms and evidence-based 
self-care advice.

Challenges with the current clinical 
management of endometriosis in Australia

The historical paradigm through which endometriosis is 
managed adds to the cost burden. Still considered a single 
disease, unified through the histological presentation of 
cells within tissue excised from the peritoneal cavity, the 
heterogeneity in patient presentations, symptoms, lesion 
appearance and eventual outcomes is seldom recognised 
when designing patient management pathways (Colgrave 
et  al. 2021). This results in a trial-and-error approach 
to settle on the clinical management acceptable to the 
patient (Poulos et  al. 2019). The prevailing model of 
endometriosis care in Australia reflects this westernised 
biomedical approach, with a single provider caring for a 
person living with the disease. The solo-provider model 
has been associated with persisting symptoms, long delays 
in diagnosis, repeated surgeries and low care satisfaction 
(Agarwal et al. 2021). As few as 24% of Australian women 
with endometriosis are satisfied with the management of 
their condition, with barriers to accessing interdisciplinary 
care that addresses functioning beyond infertility and pain 
one of the main reasons for dissatisfaction (Evans et  al. 
2021).

A blinkered view of endometriosis as the sole cause 
of pelvic pain means that coinciding and comorbid 
conditions are left unrecognised and untreated, with the 
misconception that previously treated endo ‘is back’. This 
can lead to the unnecessary risks and cost burden of repeat 
surgeries that do not treat myofascial pain or microbiome 
issues, as examples. The complexity of endometriosis 
increases the imperative for comprehensive screening and 
appropriate, affordable treatment options.

Issues with funding and reimbursement are 
also significant barriers to adequate and affordable 
endometriosis care. In Australia, individuals diagnosed 
with endometriosis may be eligible to access a general 
practitioner-led chronic disease management plan 
(CDMP) (Australian Government 2021), designed to 
facilitate coordinated care for people with chronic 
diseases. As part of the CDMP, individuals can access 
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up to five Medicare-subsidised visits to a range of allied 
health services (e.g., physiotherapy, psychology, dietitian). 
Although endometriosis meets the criteria for a chronic 
disease in Australia (O’Hara et  al. 2018), only 15.4% of 
surveyed endometriosis patients reported having a CDMP 
(O’Hara et  al. 2020). Although this may initially appear 
to indicate a significant untapped opportunity for those 
with endometriosis to access interdisciplinary care, the 
availability of CDMPs may not remove the financial 
barrier to accessing affordable treatment for many. General 
practitioners remain the gateway to accessing allied health 
services, as the coordinators of the plan, and require a 
knowledge of available qualified allied health practitioners. 
Furthermore, the availability of five sessions, across all 
allied health fields, may limit the individual’s ability to 
access regular effective management due to financial 
burden as the subsidy provided is often ~50% or less of the 
total cost. The inclusion of various treatment providers in 
the CDMP promotes an interdisciplinary approach where 
the care team consists of individual providers, across 
multiple treatment locations, rather than one co-located 
care team. The inclusion of individual treatment providers 
may not facilitate the shared care arrangement that 
facilitates effective and coordinated treatment.

In the Australian public healthcare system, gynaecology 
clinics have historically focussed on investigations for 
endometriosis, offering hormones and surgery, rather 
than interdisciplinary care. This is likely in part due to 
the structure of the Medicare Benefits schedule (MBS) in 
Australia, which is a list of the medical services for which 
the Australian Government will pay a rebate to provide 
patients with financial assistance towards the costs of 
their medical services. The MBS does not adequately fund 
interdisciplinary pain management and rewards doctors 
for performing surgery over talking to their patients. For 
example, in gynaecology, MBS rebate amounts are 200 times 
more for surgery vs consulting (Australian Government 
Department of Health 2021a). Gender inequality issues are 
also present in the current MBS structure, impacting people 
with endometriosis. For example, the pelvic ultrasound 
rebate amount (Item 55065) is less than one to scan a 
scrotum (Item 55048) and no MRI rebate exists for the 
investigation of a woman’s pelvic pain.

Self-management for 
endometriosis symptoms

Given the ongoing challenges of pain and symptom 
management, it is perhaps unsurprising that many people 

are choosing to engage in self-management (Armour et al. 
2019c, O’Hara et al. 2020) with as many as 89% of Australian 
women with endometriosis using complementary and 
self-care approaches to manage pain (Evans et  al. 2021). 
People with endometriosis often need to seek regular 
care from general practitioners, medical specialists (e.g. 
gynaecologists), allied health providers (e.g. mental health 
practitioners and physiotherapists) and complementary 
therapists (e.g., massage therapists and acupuncturists) 
(O’Hara et  al. 2020). Similarly, McKay et  al. (2021) found 
that individuals with symptomatic endometriosis reported 
engaging in multiple management options including pelvic 
physiotherapy (26%) and psychology (24%), with only 8% 
of the sample indicating that they were not engaged in 
active treatment (McKay et al. 2021). In addition to seeking 
out support from health professionals, many of those 
with endometriosis are also self-managing by changing 
diets (Armour et  al. 2021c) or using cannabis medicinally 
(Sinclair et al. 2019). All of these self-management options 
come with a cost (Malik et al. 2022), further adding to the 
cost burden on individuals and their families.

The blueprint for tackling this disease

The NAPE, officially launched in July 2018, is Australia’s 
roadmap and blueprint to tackle endometriosis (Australian 
Government Department of Health 2018). It is the first of 
its kind under the Commonwealth Health Portfolio, and 
since then, a further 12 National Action Plans have been 
published (e.g. heart disease and stroke, pain management, 
stillbirth, arthritis, kidney disease, macular disease, rare 
diseases, inflammatory bowel disease to name a few) 
(Australian Government Department of Health 2021c). 
The Action Plan was borne from the advocacy of a group 
of passionate patients and consumer groups, clinicians, 
researchers, and parliamentarians who came together 
to shine a light on endometriosis. The National Action 
Plan represents a coordinated, nationwide approach to 
improve patient outcomes and reduce the cost burden; the 
aspirational goal of the NAPE is to achieve prevention and 
cure. The Plan also aims to provide a better coordinated, 
targeted and accountable way to spend health dollars.

Three priority areas incorporate goals to address the 
knowledge gaps related to endometriosis and to improve 
outcomes for people living with the disease in Australia:

(i) Awareness and education
(ii) Clinical management and care
(iii)  Research

This work is licensed under a Creative Commons 
Attribution-NonCommercial 4.0 International 
License.

https://doi.org/10.1530/RAF-22-0003
https://raf.bioscientifica.com © 2022 The authors
 Published by Bioscientifica Ltd

Downloaded from Bioscientifica.com at 11/24/2022 10:58:50AM
via free access

https://creativecommons.org/licenses/by-nc/4.0/
https://creativecommons.org/licenses/by-nc/4.0/
https://creativecommons.org/licenses/by-nc/4.0/
https://doi.org/10.1530/RAF-22-0003
https://raf.bioscientifica.com


M Armour et al. C353:3

The National Action Plan in 2021 awareness 
and education

In the education sphere, the Pelvic Pain Education 
Program (PPEP) Talk® has been developed by the Pelvic Pain 
Foundation of Australia (The Pelvic Pain Foundation of 
Australia 2021b), the programme is targeted at secondary-
school-aged children and delivers content about menstrual 
periods and what constitutes ‘normal’. This education 
programme is not gender-specific and is tailored to all, 
ensuring that those who may be carers or supporters of 
endometriosis patients in the future will also understand 
the burden and impact of living with such a condition.

The National Action Plan in 2021 clinical management 
and care

The Royal Australian and New Zealand College of 
Obstetricians and Gynaecologists (RANZCOG) was tasked 
to develop Australia’s first set of evidence-based Clinical 
Practice Guidelines for the Diagnosis and Management 
of Endometriosis; these guidelines were published in 
May 2021 (RANZCOG 2021). These guidelines were 
developed following a similar process used for the National 
Institute for Health and Care Excellence Guidelines for 
Endometriosis (National Institute for Health and Care 
Excellence [NICE] 2017) where a combination of evidence-
based recommendations and an expert consensus was 
used for guideline development. The overall treatment 
recommendations from the 2021 RANZCOG guidelines are 
similar to those in the most recent 2022 ESHRE guidelines 
(Members of the Endometriosis Guideline Core Group et al. 
2022) and report similar levels of uncertainty of benefit 
for many of the interventions. Additionally, RANZCOG 
worked with expert gynaecologists, general practitioners, 
pain medicine specialists, fertility specialists, emergency 
physicians and nurses to create the Raising Awareness 
Tool for Endometriosis (RATE) (RANZCOG 2020). This 
is an online resource to help health professionals and 
their patients identify and assess endometriosis and its 
related symptoms. The Australian College of Nursing has 
introduced a unit of study for nurses and midwives aiming 
to help improve the care and management of those living 
with endometriosis and pelvic pain (Australian College of 
Nursing (ACN), Undated).

The National Action Plan in 2021 research

The NECST Network was established in 2018 (www.
necstnetwork.org.au). This national collaborative initiative 
brings together clinicians, healthcare providers (e.g. allied 

and complementary health), researchers and endometriosis 
advocates to guide and undertake the research that will 
address the identified knowledge gaps in endometriosis 
care. It formalises the multi- and interdisciplinary 
clinical and scientific streams and addresses research in 
not only endometriosis but also adenomyosis and other 
endometriosis-related conditions (e.g. chronic pelvic pain 
in those without a diagnosis of endometriosis).

In addition to those resources and programmes that 
are supported by the National Action Plan, clinicians 
are also developing innovative solutions to address the 
shortcomings with the solo-provider model. Evaluation 
of a Queensland-based clinic for women with persistent 
pelvic pain demonstrated a nearly 20% reduction in 
emergency department presentations over 12 months as 
well as shorter hospital stays, reduced clinic presentations 
and a drop in the use of opiates (Wilkinson et al. 2021).

The way forward

The following are the authors recommendations and are 
based on the principles of the NAPE and the National 
Strategic Action Plan for Pain Management (Australian 
Government Department of Health 2021b) and include 
changes to the MBS system, the establishment of Centres 
of Expertise and pain education for healthcare providers 
and the community:

Clinical management and care

Endometriosis-related pain needs to be recognised as 
a complex condition for the purposes of MBS rebates. 
Currently, the MBS provides the chronic disease 
management plan, which can be used to access pelvic 
physiotherapy and other allied healthcare services, and the 
Mental Health Treatment Plan, which can be used to access 
20 psychology sessions in a year to support the mental 
health needs of people with endometriosis. In addition 
to these, a new MBS item is needed for pain education by 
medical, nursing or allied health practitioners, similar to 
the diabetes educator model which is already funded under 
the MBS (Australian Government Department of Health 
2021b). This item could be used to support patients to access 
individual services and group services, to be delivered by an 
interdisciplinary team, with telehealth services available. 
In addition, MBS rebates need to incentivise gynaecologists 
to provide biopsychospiritual care to patients, rather than 
incentivising surgery alone.
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Centres of Expertise should be established, where 
evidence-based interdisciplinary treatment of pelvic pain 
and endometriosis is offered by trained and experienced 
pain specialists (Australian Government Department of 
Health 2018). Such Centres offer advantages to healthcare 
providers and patients, such as financial incentives by 
increasing cost efficiencies and the provision of world -lass 
care by attracting expert clinicians who use innovative tools 
and techniques to improve patient outcomes, ultimately 
performing to a higher standard than traditional settings 
(Elrod & Fortenberry 2017). Centres of Expertise can also 
offer telehealth to support the needs of individuals in rural 
and remote communities. Given the financial burden of 
presentations and hospitalisations for acute and chronic 
pelvic pain and endometriosis in Australia (Australian 
Institute of Health and Welfare 2019), Centres of Expertise 
for endometriosis represent the logical next step.

Most healthcare professionals, including medical 
students, are offered minimal training in pain medicine 
(Shipton et  al. 2018). To support the requirements of 
Centres of Expertise, specialised training in endometriosis 
and chronic pelvic pain is required. Currently, training 
models are being offered by The Australian College of 
Nursing in pelvic pain and endometriosis (Australian 
College of Nursing (ACN), Undated) and the Pelvic Pain 
Foundation of Australia provides training via seminars 
to all health professionals (The Pelvic Pain Foundation of 
Australia 2021a). The Faculty of Pain Medicine within the 
Australian and New College of Anaesthetists also offers 
Pain Medicine fee-based online training for all health 
professionals consistent with the National Strategic Action 
Plan for Pain Management (Australian and New Zealand 
College of Anaesthetists 2021). All health practitioners and 
carers should be trained in pain management to improve 
their understanding of pain and associated care plans and 
practices. Part of the challenge is increasing awareness of 
these options for health professionals.

Research

While improved access to expert clinicians and 
interdisciplinary teams is vital, so too are collaborations 
between universities, research organisations, governments, 
and businesses in Australia to undertake highly innovative 
and potentially transformational research. The founding 
of an Australian Research Council Centre for Excellence 
or an NHMRC funded Centre for Research Excellence 
would support interdisciplinary, collaborative approaches 
to address the most challenging and significant research 

problems. While such Centres exist for other reproductive 
health conditions including polycystic ovary syndrome, 
no such Centres exist for Endometriosis and Pelvic Pain.

Awareness and education

Finally, while awareness of endometriosis and its 
symptoms is increasing amongst the general population, 
and this appears to be contributing to the reduction in 
diagnostic delay (Armour et  al. 2020b), overall menstrual 
health literacy is still relatively low in Australia (Armour 
et al. 2021b). Therefore, school programmes such as PPEP 
Talk® are vital, ensuring that parents, a very common 
source of information on menstruation (Armour et  al. 
2019b), also have access to accurate, culturally appropriate 
information so that they can pass this on to their children. 
In addition, the use of simple screening tools such as PIPPA 
may encourage young people to seek medical help when 
needed, rather than feeling their pain is ‘normal’.

Conclusion

The NAPE is an important milestone in the diagnosis and 
management of endometriosis in Australia however much 
is left to be done. While the diagnostic delay in Australia 
is decreasing over time, the emphasis on the need for 
laparoscopic visualisation as the sole source of diagnosis 
may be hindering access to vital treatment. Imaging, 
especially via ultrasound and in the future with artificial 
intelligence assistance, maybe a key technology that can be 
enlisted to help reduce this delay. Once diagnosed, access 
to Centres of Expertise, with highly trained professionals, 
adequately subsidised by the MBS, and providing 
interdisciplinary care are crucial steps forward. Given the 
significant outofpocket cost that endometriosis already 
exerts, access to adequate symptom management is an 
important equity issue. Finally, new tools such as PIPPA, 
and programmes such as PPEP Talk® may help reduce the 
diagnostic delay further by improving menstrual health 
literacy and encouraging health-seeking behaviour.
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