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About this submission 

This submission was prepared by Ms Isabelle Barnes, Ms Zoe Crittenden, Ms Natalie 
Townsend, Ms Ella McConnochie, and Prof Deb Loxton and is made on behalf of the 
Centre for Women’s Health Research, the University of Newcastle.   

This submission focuses on findings from a qualitative study of 220 Australian women 
with Asherman’s Syndrome. The study draws from data collected between June and 
August 2024, via an online survey conducted by Asherman’s Australia. Key themes and 
quotes relating to women’s lived experiences of Asherman’s Syndrome are presented. 
While these quotes and findings are not representative of the population, they provide 
valuable insight into the lived experience of Asherman’s Syndrome – an under-
researched chronic women’s health condition.  

The findings presented in this submission are expected to be published in a peer-
reviewed women’s health journal in late 2026.  
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Background 

Asherman’s Syndrome (AS) is an acquired gynaecological condition characterised by 
intrauterine adhesions.1,2 Most cases arise following pregnancy-related procedures 
such as dilation and curettage (D&C).1,3 Procedures involving sharp instruments (i.e. 
curettes) have a higher risk of causing scarring, compared to procedures which use 
vacuum or pharmacologically assisted evacuation.4-10  

Despite claims that AS is a rare condition, clinical studies have estimated the 
prevalence to be as high as 45%, depending on the population, and incidence after a 
uterine curettage between 15% and 40%.11 Given the lack of consensus regarding the 
prevalence and incidence of AS, describing the risk of AS as “rare” and “uncommon” 
prior to procedures known to cause the condition could be viewed as problematic.12-14  

AS often goes undetected by standard clinical examinations and diagnostic scans (e.g. 
ultrasounds) and diagnosis typically requires invasive procedures, such as 
hysteroscopy.3 Subsequent diagnostic delays and underdiagnosis can worsen 
symptoms and lead to additional health challenges for women with AS.15,16  

Women living with AS report significant physical and reproductive consequences17 
including menstrual symptoms,18,19 infertility,20,21 recurrent pregnancy loss,22,23 and 
chronic pain. However, there is a lack of research on the psychological impacts of AS. It 
is vital to comprehensively understand the impact AS has on women’s lives more 
broadly to inform the development of effective women-centred and holistic care.  

 

Australian women’s lived experiences of Asherman’s Syndrome 

Thematic analysis of comments among Australian women with AS identified the 
following key themes:  

• Inadequate risk communication 
• Barriers to effective care 
• Preventable harms 
• Dismissal, medical gaslighting and erosion of trust 
• Time loss and mental health strain 
• Self-advocacy and information seeking 
• Variability in care and uneven outcomes 

 

Inadequate risk communication 

Many women reported absent or inadequate pre-procedural counselling on the risks of 
AS prior to medical procedures, such as D&Cs. When mentioned by practitioners, 
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women reported the risk of AS was often downplayed, leading to women feeling misled 
after later being diagnosed with AS.  

Barriers to effective care 

Women reported multiple barriers that led to delays in, and prevented access to, 
diagnosis and treatment for AS. These included a lack of knowledge and awareness 
about AS among health practitioners and long travel distances and/or high costs 
associated with seeking specialist care. 

Preventable harms 

Women frequently discussed the prevention of AS through safer practices, timely 
interventions and adherence to evidence-based protocols. Specifically, women felt that 
alternative treatments to curettage procedures may have reduced their risk of 
developing AS. 

Dismissal, medical gaslighting and erosion of trust 

When seeking healthcare for symptoms associated with AS, women reported frequent 
instances of medical gaslighting. Such experiences left women feeling dismissed and 
ignored, without appropriate healthcare, and with greater mistrust towards health 
professionals more broadly.  

Time loss and mental health strain 

Many women felt that the persistent challenges associated with AS diagnosis and 
treatment lead to significant and ongoing mental health issues. Some women reported 
greater anxiety during fertility treatments, persistent fear of miscarriage, and regret over 
the time lost due to lack of treatment, which impacted their ability to build their 
families. 

Self-advocacy and information seeking 

The lack of awareness and information available regarding AS led women to online 
communities and resources to seek answers for their symptoms. Through these online 
networks (e.g. Facebook groups), many women reported that they have become 
“expert” patients and credit knowledge sharing between peers as a driving force in their 
own AS diagnosis and subsequent treatment.  

Variability in care and uneven outcomes 

Women consistently reported varying experiences in care for AS. Some described 
access to highly skilled specialists who performed hysteroscopic surgery and offered 
holistic, empathetic care. Others reported barriers that forced them to seek costly care 
interstate or privately.  
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Recommendations 

Findings revealed that the harms of AS reported by women can extend beyond fertility 
loss, to include avoidable physical injury, psychological distress, and mistreatment by 
medical professionals. Women in this study consistently called for improved 
approaches to prevention, diagnosis, and treatment of AS.  

These findings stress the urgent need for further population and clinical research into 
AS, including assessing practitioner knowledge and evaluating current guidelines for AS 
care. Such research is essential to improve the evidence base which informs 
prevention, diagnosis and treatment pathways for AS.
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