Chapter 1: Literature Review

Endometriosis is a health condition that impacts 1 in 10 individuals, occurring when cells that are similar to those present in the uterus, or endometrium, develop and grow outside of the uterus (World Health Organisation, 2023). Currently, estimated waiting times for diagnosis stand at 8-10 years within the UK and it is estimated that within Wales these 9 years (Endometriosis UK, 2024). Symptoms can commonly include chronic pelvic pain, pain present during menstruation, during or intercourse and when urinating or defecating, fatigue, nausea, problems with fertility, depression or anxiety among more (World Health Organisation, 2023) as well as three subtypes of endometriosis that can present in an individual (peritoneal lesions, deep lesions and ovarian endometrioma cysts). At present, there is no genetic biomarkers for endometriosis which are non-invasive, as accurate diagnosis requires surgery it contributes to the growing waiting times for diagnosis (Horne & Saunders, 2019). There is a vast amount of research into the waiting times for medical diagnosis on psychosocial wellbeing, such as depression and anxiety, in conditions such as organ transplant and cancer treatment (Gagliardi et al., 2021), fertility and IVF treatment (Bolvin & Lancastle, 2010) as well as common gynaecological and urogynaecological conditions (Royal College of Obstetricians and Gynaecologists, 2022). However, little investigation has been conducted surrounding those who are currently awaiting formal diagnosis for endometriosis through investigative laparoscopy or for those with a formal diagnosis and awaiting excision surgery. Epidemiological studies have highlighted the psychological impact that endometriosis can have, it was found that depression, anxiety and eating disorders were highly prominent in the 8,200 individuals who were living with endometriosis that took part when compared to 194,000 control participants ​(Koller, et al., 2023)​. 
Quality of life (QoL) is defined by the national Library of Medicine as a concept which captures the wellbeing, both positively and negatively, of an individual’s existence at a specific point in time. The Endometriosis Health Profile (EHP-30) is a health-related QoL scale, specifically anchored towards those experiencing symptoms of or who are diagnosed with endometriosis (Jones et al., 2001). The EHP-30 successfully addresses concerns felt by individuals with endometriosis when clinically compared to general QoL scales to identify the impact of surgical and medical interventions (Jones et al., 2024). The EHP-30 has also been used to compare endometriosis symptoms in both those with and with a diagnosis, exhibiting symptoms experienced by endometriosis and a control population. When compared showed those who experienced endometriosis-related symptoms showed reduced QoL scores than those who did not (Soliman et al., 2017) which suggests the effectiveness of the scale in those pre or self-diagnosed. Catastrophizing can also have an impact on an increase in symptoms of endometriosis, pain severity and depressive symptoms ​(Zarbo, et al., 2023)​ which in longitudinal research has also been shown to have a relationship with decreased chance of pain improvement (Martin et al., 2011) and a reduction in self-reported QoL (McPeak et al., 2018). Research has also identified that diagnostic delay within primary care has been positively associated with a reduction in health related QoL when compared to a control group (Nnoaham et al., 2011). 
This QoL reduction can also be influenced by comorbidities that can occur as a result of endometriosis, such as irritable bowel syndrome, adenomyosis, autoimmune conditions, chronic pelvic pain, migraine, vulvodynia and psychological conditions as discussed previously (Holdsworth-Carson et al., 2022). In research by Koller et al. (2023), the genetic variant DGKB rs12666606 was identified as a potential link to depression in endometriosis. Further evidence shown in systematic reviews shows that high depression scores reported in those living with endometriosis correlates with a reduced QoL score (Szypłowska et al., 2023) and depression was also positively correlated with the severity of pain and endometriosis symptoms (Warzecha et al., 2020). Findings here are not unexpected, as it is approximated those with chronic health conditions are two to three times more likely to suffer from depression (Brown et al., 2015). Although not cited within the National Institute for Health and Care Excellence (NICE; 2024) Guidelines for endometriosis, there is evidence to suggest that within those with clinical diagnosis, a systematic review of 12 publications by Evans et al. (2019) found some evidence for various psychological and mind-body interventions, such as yoga, mindfulness and Cognitive Behavioural Therapy (CBT; Fenn & Byrne, 2013) which may reduce the prevalence of depression, anxiety and stress within the diagnosed population. Hansen et al. (2023) investigated how effective psychological interventions were on QoL reports in endometriosis and chronic pelvic pain, namely Acceptance and Commitment Therapy (ACT; Hayes & Brownstein, 1986) based psychological interventions, which is branched from traditional CBT. When compared to a control trial, there were no differences in the levels of chronic pelvic pain experienced, but on QoL subscales, such as emotional wellbeing, significant improvement was found in individuals assigned ACT-based psychological interventions. However, although this evidence suggests promising alleviations further research is suggested. Notably, research has also shown that a mental health misdiagnosis can also occur within endometriosis diagnoses, as reported by patients who detailed symptoms to medical practitioners (Bontempo & Mikesell, 2020). 
In addition, chronic pelvic pain within endometriosis has also been shown to have an impact on QoL, in research by Facchin et al. (2015) samples of participants living with endometriosis and chronic pelvic pain reported lower QoL scores and higher depression and anxiety than those living with endometriosis who were asymptomatic. More recently, in a sample of Italian women with endometriosis diagnosis, 63% of the 1045 participants reported chronic pelvic pain reported an increase in both physical and psychological symptoms (Cofini et al., 2024). Treatment of endometriosis does not necessarily increase QoL, research has shown that although participants were being treated and managed within tertiary care for endometriosis 60% of women with endometriosis still were reporting chronic pelvic pain, and all reported decreased QoL scores (De Graff et al., 2013) which suggests that multidimensional treatment is needed (Sherwani et al., 2024) due to the frequency of depression and anxiety and it’s correlation with chronic pelvic pain among those living with endometriosis (van Barneveld et al., 2022). 
With the additional scientific and societal stigmatisation, especially regarding the gender pain gap (eClinicalMedicine, 2024) existing in healthcare, whereby pain in females is less understood and mistreated when compared to males, painful menstruation, or dysmenorrhea, is normalized within society, described by Wiggleton-Little as a “pain-related motivational deficit” (Wiggleton-Little, 2024, p. 3) and within endometriosis, patients were found to have felt both uncertain and that they were lacking information when uncertain about their diagnosis (Lemaire, 2004). In studies of parents of adolescents aged between 13 – 19 suffering with dysmenorrhea and heavy menstrual periods it was found that there was both a need for diagnosis as well as effective treatment options, as well as highlighting the need for additional information pertaining diagnosis and treatment (Bellis et al., 2019). Interestingly, this was also found within the self-diagnosed or pre-diagnosed population, with Endometriosis UK (2024) reporting that when asked retrospectively about their diagnostic process, 78% of women had experienced one or more medical professional normalise or downplay the severity of pain experienced, which can in turn result in patient’s instilling self-doubt and contributing to diagnostic delay (Ellis et al., 2023). During an assessment of general practitioners on their knowledge and education regarding endometriosis, only 25% felt that they had enough routine knowledge, despite the majority of general practitioners who took part having either a background in gynaecology or participating in further education in gynaecology (Roullier et al., 2021). This stigmatisation is not new, with the term hysteria being used as far back as 1900 BC attested to solely women due to their wandering womb discussed within the Egyptian Papyrus Kahun and Eber (Ghosh, 2022) and continued in texts within the Hippocratic Corpus (Tasca et al., 2012), only lost popularity within society within the 1950s with Freudian ideologies and finally being removed from the Diagnostic and Statistical Manual of Mental Disorders in the 1980s (Tasca et al., 2012). 
Common themes found within research has highlighted that this stigmatisation within endometriosis health care can occur as a result of the normalisation of pain within women when associated with the menstrual cycle and dismissal from medical professionals, often leading to misdiagnosis further contributing to diagnostic delay (Fryer et al., 2024). This issue has been made more prevalent as a result of the global COVID-19 pandemic, which showed that within endometriosis care common themes detected in relation to now needing to self-manage the condition included a change within information seeking strategies, particularly through social media which interestingly resulted in heightened sense of distress, uncertainty and severity of symptoms (Handelsman et al., 2023). This endometriosis-related stigmatization is not exclusive and has been found within the healthcare profession as well as within the social circles of those living with the condition perceiving the pain experienced within endometriosis as something that should be able to be managed by the individual which in turn reduces the likelihood of symptom and pain disclosures (Matías-González et al., 2021; Seear, 2009) contributing to the reduced wellbeing of those with endometriosis (Gupta et al., 2022). This self-management however has only been assessed in those with confirmed diagnoses and although there is little empirical evidence to suggest efficacy and effectiveness of these management techniques (Mardon et al., 2023), little to no research exists within the pre-diagnosed or self-diagnosed population.
Health related internet searches are also on the rise, Eysenbach and Kohler (2003) estimate a minimum global amount of 6.7 million health related searches a day. Hirsch et al. (2017) found that when assessing the information available on the Internet regarding endometriosis to test the readability, quality, credibility and accuracy of the information online only 16 were considered to be credible. Social media has also been used to provide health related information regarding endometriosis. 515 posts on the platform Instagram were assessed by Adler et al. (2024) and placed into categories. Of the 11 subcategories within education, only 4 comprised of information which was at least 50% credible and evidence based. Similarly, when reviewing content on endometriosis on YouTube, it was found that the majority of content was either misleading or inaccurate based on the 52 most viewed and engaged with videos (Lee et al., 2024). However, it was also found that social media content that provided awareness, personal stories and inspiration and support were the most engaged with across Facebook and Instagram platforms by users (Metzler et al., 2022). These posts however can also provide an insight into informational gaps, provide an opportunity for individuals to discuss their experiences as well as to discuss treatment options (Goel et al., 2024).
This research will therefore aim to explore the psychosocial impact and quality of life in both those pre and post endometriosis diagnosis through the EHP-30. Furthermore, additional exploration will be implemented through additional questions designed to explore the current support and information needs, as well as the education of participants to potentially establish effective support interventions for those awaiting formal diagnosis, such as those identified in As-Saine et al. (2019) including interdisciplinary approaches to consider holistic care, alternatives to hormone based treatments, the improvement of disease based knowledge and social support as well as an overall reduction in the stigmatization of women’s gynaecological health conditions.
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