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Using health informatics to address the needs of the endometriosis community
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Abstract

HEndometriosis is an under-recognised chronic pelvic pain condition affecting 1 in 9 women. There are at least 14 co-
morbid symptoms in addition to period pain that are not specific to endometriosis and are often not solicited by health
providers. Thus, despite its prevalence, people with endometriosis are frustrated by an average of 6.4 years between
onset of symptoms to diagnosis. Without a diagnosis, access to medical care is restricted, complications such as
complex pain sequelae and infertility can develop, and mental health can deteriorate. As part of the Australian National
Action Plan for Endometriosis, we surveyed more than 360 people affected by endometriosis across Australia. Their
most important priority was better communication with doctors about endometriosis and pelvic pain. Information
about which period symptoms are normal and which should prompt further action was the next most common need,
followed by being able to access methods to help people manage pain better. EndoZone is a digital hub designed
to primarily address these 3 priorities. EndoZone has a quick test to see if period pain is normal, a printable health
report to take to health professionals and pages for clinicians which provide rapid access to resources to care for
patients more effectively. Self-care pain management techniques are available as well as descriptions of treatments
available from a range of health care providers. A research section outlines projects that develop new diagnostics and
treatments for future generations, with opportunities for the endometriosis community to support. Thus, EndoZone is
a virtual meeting place for all sectors of the endometriosis community in Australia and internationally. Underpinning
the EndoZone platform are health informatic algorithms that are trained over time to personalise individuals experience
based on patterns of platform use and user’s feedback. This ensures EndoZone responds both to the changing needs
of the endometriosis community and to the individual needs of particular subgroups of the endometriosis community.
By using co-creation models and health informatics we have designed a responsive digital space to help people with
endometriosis have better health experiences. The website www.endozone.org.au or www.endozone.com.au is being
launched on the 29th March 2022.
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