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Endometriosis is a chronic condition affecting ~10% of women globally. Little is known about the impact of the coronavirus disease 2019 (COVID-19) pandemic on their care. This brief report is aimed to explore the impact of COVID-19 on the care of people with endometriosis around the world, their priorities in relation to their clinical care during and coming out of the pandemic, and whether they believed that endometriosis makes them more vulnerable to COVID-19. An internet-based survey collected data in five languages between May 11, 2020, and June 8, 2020. Only participants with a surgical or radiological diagnosis of endometriosis aged 18 years or over were included. A total of 6,729 eligible respondents completed the survey with 80.7% [95% CI (79.7, 81.6)] reporting a negative impact on their care. This included difficulties obtaining medication (20.3%), cancelled/postponed gynaecology appointments (50.0%), and cancelled/postponed procedures (37.2%). More than half worried that their endometrioses make them more vulnerable to COVID-19 [54.2%; 95% CI (53.0, 55.4)]. The top three priorities were remarkably consistent around the world: contact with gynaecologists, knowing when procedures would be performed, and support with mental health (20.3% prioritising this aspect during the pandemic and 13.0% as restrictions begin to ease). This study shows the substantial impact the COVID-19 pandemic has had on people with endometriosis and describes how they would like care prioritised moving forwards. The findings regarding significant support needs for mental health add further weight to the growing recognition of attending to such issues as part of good patient-centred care.
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INTRODUCTION

The coronavirus disease 2019 (COVID-19) pandemic meant an abrupt change in healthcare provision around the world. Whilst the primary focus was (rightly) on the care of those infected with severe acute respiratory syndrome coronavirus 2 (SARS-CoV-2) and public health measures to prevent transmission or identify those most at risk, individuals with chronic conditions saw their treatments halted, cancelled, or changed, with little information available and extremely limited access to clinicians (1–3). Endometriosis is a chronic disease associated with pelvic pain and infertility, affecting ~10% of women and known to have high personal, societal, and financial costs (4). Due to its chronic nature, many of those affected rely on long-term medication, whilst others require one or more procedures (surgery or fertility treatment) (5, 6).

During the challenging times of the COVID-19 pandemic, the lives of people across the world have been majorly impacted. The lockdown restrictions have affected all domains of life: work routine, healthcare, education and leisure time, and for some employment or personal relationships status. Recent studies on the psychological impacts of the pandemic on the general population have shown increased psychological distress, higher than the already expected upwards trend even before the pandemic (7), and specifically a rise in depressive and anxiety symptoms (8). A recent study on the COVID-19 pandemic and endometriosis in Turkey has provided some evidence that people with endometriosis worry about the management of their condition during the pandemic (3). Additionally, several reports have been published that highlight the expected worsening of chronic pain conditions during the pandemic (9–11). Therefore, endometriosis with a chronic pain component and increased prevalence of psychological disorders could be perceived as a condition at high risk for worsening of both endometriosis-associated pain symptoms and mental health. We, therefore, considered it important to understand both how COVID-19 had affected access to care relating to endometriosis and what people with the condition would prioritise whilst the pandemic continued and as health services begin to return to a “new normal.” This study aimed to determine this on a global level.



METHODS

An online survey (JISC: https://www.jisc.ac.uk/online-surveys) was undertaken between May 11, 2020, and June 8, 2020 [Ethics Approval: The Central University Research Ethics Committee, University of Oxford (reference number R69636/RE001)]. The survey was prepared in English and translated by native speakers into French, German, Spanish, and Portuguese. The study was advertised widely on social media by researchers and clinicians in endometriosis, women and reproductive health, and relevant support groups around the world (see Acknowledgements section below). The survey (available as Supplementary Materials) assessed a variety of areas relevant to endometriosis, the COVID-19 pandemic, and the impact of the pandemic on endometriosis-associated care and symptoms. These included endometriosis symptomatology and any change after the onset of the COVID-19 pandemic, mental health, social support, access to care, and personal experience of COVID-19. Additionally, we asked what aspects of healthcare would be a priority to the participants during the COVID-19 pandemic and with the ease of lockdown restrictions.

Data were extracted and analysed in SPSS (Version 26). Responses from participants not meeting inclusion criteria (≥18 years old; self-reported diagnosis of endometriosis by surgery or imaging) were excluded, and free-text responses were translated into English by native speakers of the relevant languages and categorised by two researchers (LD and KV). The data were analysed as a single dataset (across 84 countries) and then at a continental level (Europe, North America, Latin America and Caribbean, and Oceania). Chi-squared tests were conducted to explore how the priorities of people with endometriosis might differ between the continents. Finally, the results are also presented per country for countries that each comprised more than 5% of the sample (United Kingdom, France, the USA, Brazil, Germany, and Australia). The data comprised of categorical variables thus results are presented as frequencies and percentages.



RESULTS

A total of 7,246 respondents completed the survey with 6,729 meeting inclusion criteria. The mean age of eligible responder was 32.5 years (range: 18–73 years). Respondents were from around the world, with the greatest proportion in Europe (Europe: n = 4,517; North America: n = 963; Latin America and Caribbean: n = 656; Oceania: n = 378; Asia: n = 36; Africa: n = 27; and unknown location: n = 152).

Overall, 64.6% reported no impact of the pandemic on the availability of their usual treatments for endometriosis (n = 4,267). However, 20.3% (n = 1,337) reported difficulty obtaining repeat prescriptions, 10.5% having to change their hormone and/or painkiller (4.5 and 7.0%, respectively), whilst 9.5% had to stop a medication altogether (hormones: 3.4%; painkillers: 6.6%). The impact on planned care was much greater: 50.0% of responders reported cancelled/postponed appointments with gynaecologists, and 14.7% described cancelled/postponed primary care appointments; 37.2% had procedures cancelled/postponed (surgery: 27.0% and fertility: 12.0%). Overall, 80.7% [95% CI (79.7, 81.6)] reported an impact on their current or planned treatments. These proportions were similar around the world (Tables 1, 2).


Table 1. Alterations to current and planned treatments.
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Table 2. Alterations to current and planned treatments and priorities during and as restrictions ease.
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Respondents considered that during the pandemic, the most helpful things would be the following: contact with their gynaecologist (32.6%), dates booked for future surgery/fertility treatments (20.5%), and mental health support (20.3%). Improving the availability of medication and contact with primary care was less popular (11.1 and 8.6%, respectively). As restrictions ease, priorities are arranging cancelled/postponed procedures (42.7%) or appointments with their gynaecologists (32.1%) and mental health support (13.0%). Considerably less chose medication availability (5.3%) or primary care appointments (3.8%). Whilst trends appear similar across regions statistical comparisons of the proportions showed significant regional variations for what the participants would find most helpful during the pandemic [[image: image] = 115.0, p = 0.000] and once restrictions ease [[image: image] = 127.8, p = 0.000]. Nonetheless, contact with gynaecologist, arranging procedures, and mental health support were the top three priorities across regions for both priorities during the pandemic and as restrictions ease even though the order of these three varied between regions (Figures 1, 2).
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FIGURE 1. Priorities during the pandemic. Regional results for Europe (N = 4,398), Oceania (N = 370), North America (N = 939), Latin America, and Caribbean (N = 642) to the question “During the pandemic, what one thing would be most helpful to you, relating to endometriosis?” For clarity, the graphs include answers that had more than 2% frequency. Regions are defined as per WHO recommendations. Data presented as frequencies (No.).
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FIGURE 2. Priorities as restrictions ease. Regional results for Europe (N = 6,334), Oceania (N = 370), North America (N = 951), Latin America, and Caribbean (N = 649) to the question “As restrictions begin to ease and healthcare starts to go back to normal, what one thing do you think should be prioritised with regards to endometriosis?” For clarity, the graphs include answers that had more than 2% frequency. Regions are defined as per the WHO recommendations. Data presented as frequencies (No.).


More than half of respondents worried that their endometrioses make them more vulnerable to COVID-19 [n = 3,635, 54.2% 95% CI (53.0, 55.4); only n = 22 did not answer this question].



DISCUSSION

Our data demonstrate the considerable impact the COVID-19 pandemic has had on the care of people around the world with endometriosis. In fact, of 6,729 eligible respondents, 5,428 (80.7%) indicated they had been affected in at least one way. It was essential that clinical practise in obstetrics and gynaecology changed during the pandemic to protect both patients and healthcare staff (12–14). However, understanding what is important to people with endometriosis will be essential as we redesign/reprioritise services.

This is the largest study of the experiences and wishes of those with endometriosis during COVID-19. A small Turkish study (n = 261) described 53.6% believing management of their endometriosis was affected by the pandemic with 83.9% being scared of having endometriosis-related problems during this period (3). Our findings agree with Urology and Dermatology studies, suggesting a significant impact on benign services (1, 2). Concerns have also been expressed about the impact on those with chronic pain, both in terms of difficulties accessing treatments, such as physiotherapy and psychology and the possibility of medication issues due to telephone prescribing (9).

Worldwide, respondents to our survey were remarkably consistent about the top three priorities during and immediately after the pandemic. Interestingly, the announcement of the first lockdown in the countries that we have received the most responses from happened within 7 days between March 11, 2020, and March 23, 2020. Even though the restrictions themselves differed between countries, with some going into national lockdowns whilst others introduced regional lockdowns or other less strict measures, they all saw an immediate change in healthcare services that had to adapt to deal with the new pandemic. Therefore, it is not surprising that, across countries, we see similar impacts on treatments and priorities of people with endometriosis. Whilst it was perhaps not surprising that contact with gynaecologists and knowing when procedures would be performed was important, we did not expect to see such a high proportion prioritising mental health. There has been an increasing focus on comorbid mental health conditions in people with endometriosis over recent years (15, 16); however, guidance on the management of the condition has not been updated to reflect this (5, 6). Our data have important implications on how we design services during the current infection wave and beyond. There has been a large shift toward telemedicine in all specialties (17) and ensuring the availability of gynaecologists to provide this service will be important, arguing against them being redeployed to cover emergency services as commonly occurred during the height of the first wave. It appears that talking to a primary care physician is not the priority. Given the considerable pressures placed on primary care services during the pandemic (18), this should not be recommended as a substitute for gynaecology appointments. Mental health support, on the other hand, can be delivered virtually, both standalone and in the context of pain management (11). Given the increasing prevalence of psychological distress since the onset of the COVID-19 pandemic (7, 19), it would seem prudent for healthcare providers to invest in this area for all affected not just those with endometriosis and/or chronic pain. This will be of even greater importance if concerns about increasing numbers of chronic pain patients as a consequence of this pandemic are borne out (10).

Additionally, we were concerned to see that more than 50% of those with endometriosis worried that this disease might make them more vulnerable to COVID-19. This may be because the known link to altered immunological responses has been misinterpreted as endometriosis being an autoimmune condition (4), plus additional concerns for those with thoracic endometriosis. Given that so far there is no evidence to support this belief, we consider it essential that clinicians address this issue with their patients, and education campaigns should be considered.

The size of the response over a 4-week period demonstrates the importance of this topic to those with endometriosis, and our global coverage, captured in five languages, is a strength of the study. Nonetheless, as with any survey study, there are limitations to these data. We could not access medical records to confirm the diagnosis. However, respondents who did not describe a surgical or imaging diagnosis were excluded and at the time of data collection, a face-to-face study or contact through designated hospital clinics was not a possibility. Whilst we did assess for comorbid long-term medical conditions, we did not explore how these or other aspects of the health of the participants, such as postpartum or mental health conditions, may have influenced their healthcare priorities. Additionally, it is likely that the participants may not be representative of the background population of those with endometriosis. Instead, they may represent those who interact regularly with endometriosis support groups or whose particular worries relating to their endometriosis during the pandemic had led them to visit support group sites for advice during the time our study was advertised. Nonetheless, the study was advertised globally, and we received respondents from across the globe, such as areas of the world that are usually overlooked in endometriosis studies. Given the inherent differences in healthcare systems around the world, it is perhaps surprising that we did not find more variation in the priorities of the participants or the impact of the pandemic on them. However, slight variations in the order of the top priorities between regions could be explained by differences in the healthcare systems; for example, in Latin America and the Caribbean the second highest priority is mental health support, this may reflect the large treatment gap in mental health in many of the countries in the region (20).



CONCLUSIONS

The COVID-19 pandemic has affected the care of the majority of people with endometriosis. Moving forwards, it will be important to prioritise the components most valued by those suffering from the condition. Whilst surgery or fertility-related procedures may be challenging at times of high infection/transmission rates, contact with gynaecologists via telemedicine and the provision of remote mental health support need to be prioritised.
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