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INTRODUCTION

Endometriosis has been associated with a loss of productivity in
the workplace.! Australian research has shown that over half of
those with endometriosis have had issues with their workplace
due to their symptoms, most commonly having to work reduced
hours, while over one in ten people reported losing their job.?
In Australia, endometriosis is associated with both absenteeism
from work, along with significant reductions in productivity when
at work (presenteeism), leading to a cost of illness burden of ap-
proximately $9.7B AUD per year, with the majority of the costs

Endometriosis is known to impact work productivity. The COVID-19 pandemic re-
sulted in a shift in working practices for many, with an increase in working from
home and/or flexible working hours. The aim of this online cross-sectional study
was to determine if these changes resulted in changes in symptom management
and productivity in Australian people with endometriosis. Three hundred and
eighty-nine people responded to the survey. The majority of respondents found
that their endometriosis symptoms were much easier to manage, and they were
more productive. A key factor was flexibility in work hours and the increased ability
to self-manage their time.

endometriosis, productivity, workplace, covid, disability

due to productivity loss.® As part of the national action plan for
endometriosis, released in 2018, there are a number of recom-
mendations supporting women with endometriosis in the work-
place, namely the legal obligations by employers with respect to
the potential disability caused by the disease.® Unlike the United
Kingdom where an Endometriosis Friendly Employer Scheme®
exists, Australia currently has no formal, evidence-based recom-
mendations on specific factors that may improve the quality of
life and ability to work productively for those with endometriosis.

The workplace changes associated with the government's
COVID-19 policy response, including state-wide lockdowns that
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have often meant non-essential workers are able to work partially
or completely from home, have provided a unique opportunity to
examine the impact of flexible working arrangements on endo-
metriosis symptom management. The aim of this cross-sectional
survey was to explore how endometriosis affected people’s work
prior to the pandemic, what changes (if any) occurred due to
COVID-19, and how these changes (positively or negatively) af-
fected people’s abilities to work and manage their symptoms.

MATERIALS AND METHODS

In order to understand how workplace changes during the COVID-19
pandemic affected women with endometriosis, an online question-
naire comprising 32 items and one free-text open qualitative ques-
tion was developed by the authors. The questionnaire was hosted
on the Quialtrics platform and had a completion time of 15-30 min-
utes. Questions included demographics, nature of endometriosis
diagnosis, symptoms and treatments, employment arrangements
and the impact of employment arrangements and initiatives on
their endometriosis management. The questionnaire also included
the validated Endometriosis Health Profile-30 (EHP-30)” and Fatigue
Severity Scale (FSS).2 Women were eligible to participate in the
study if they were between 18 and 55 years of age, were able to
speak English, had a diagnosis of endometriosis from a health pro-
fessional, were currently living in Australia, and were working in a
workplace setting separate from their home prior to the COVID-19
pandemic. Recruitment occurred primarily through email distribu-
tion to Endometriosis Australia members, as well as via social media
and university media promotions. In order to preserve anonymity,
a direct link was provided for distribution. Informed consent was
obtained from all participants, with the questionnaire introduction
and participant information sheet outlining that completion of the
questionnaire implied consent. The questionnaire link was active
for 6 weeks between 7 September, 2020 and 16 November, 2020.
The study was approved by the Southern Cross University Human
Research Ethics Committee (approval 2020/131). Data were ex-
ported from the Qualtrics platform into SPSS, and descriptive sta-
tistics, including frequencies and percentages, were calculated for
variables of interest.

RESULTS

Three hundred and eighty-nine people with a self-reported di-
agnosis of endometriosis responded to the survey and were in-
cluded in the analysis.

Negative impact of endometriosis at work
before COVID-19

When asked how having endometriosis has impacted their em-
ployment, nearly two-thirds (65.0%) of respondents reported

taking unpaid leave to manage their endometriosis, including an-
nual or long service, as they had exceeded sick leave allowance.
In open comments, respondents reported fatigue, pain or other
symptoms impacting their capacity to work productively. A similar
proportion of respondents (64.0%) reported feeling judged when
trying to manage symptoms, while others commented on the bur-
den of ‘hiding’ symptom management from fellow employees or
employers. Nearly one-third (31.18%) reported missing out on a
promotion during their career as a consequence of their endo-
metriosis symptoms, while 15.93% reported being passed over
for projects due to their endometriosis. One in seven (14.71%)
respondents even reported being fired as a result of managing
their endometriosis.

Workplace hardships impacting endometriosis

Women with endometriosis reported several hardships experi-
enced at work. Approximately half of the respondents highlighted
the inability to manage work schedules (55.27%), not being able
to have work hour flexibility (50.89%) and feelings of judgement
or stigma (47.56%) as workplace hardships they had faced. Over
one-third (39.85%) of women feared job loss or firing due to their
endometriosis, and a similar proportion of respondents (35.22%)
indicated they perceived their employer to be unknowledgeable
of the impact of the workplace environment on management of
endometriosis symptoms. More than two-thirds (71.97%) of re-
spondents had spoken with their employer about how their en-
dometriosis was affecting their work, of which two-thirds (69.91%)
received a positive response, and approximately one in eight
(13.28%) received a negative response. Nearly one in ten (9.24%)
respondents did not disclose their endometriosis at work because
they did not feel comfortable to do so.

COVID-19-related workplace changes

Prior to COVID-19, over two-thirds of respondents (68.6%) were
in full-time employment, with just over one in five (22.0%) in part-
time employment and one in 14 (7.1%) in casual employment. The
remainder were in other employment relationships (eg freelance
or student). During COVID-19, more than two-thirds (68.57%) of
respondents indicated their workplace or employment arrange-
ments had changed, most commonly working from home for at
least some of their normal work hours (72%). Table 1 outlines the
changes in wellbeing and productivity reported due to changes in
working environment due to COVID-19.

Table 2 outlines the relative importance of changes in the
workplace that may improve their working environment.

When asked what novel workplace initiatives would be ben-
eficial in managing endometriosis at work, healthcare benefits
(72.64%) and rest periods (70.44%) were rated as extremely or
very important by over two-thirds of respondents. Psychology and
counselling programs (50%), mindfulness programs (46.54%) and
assisted exercise programs (46.23%) were also identified as being
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extremely or very important by half of respondents, with only mi-
nority support for coaching or mentoring programs. Qualitative
comments indicated that flexible working arrangements, in terms
of hours and working from home, were the most useful workplace
initiatives to assist in management of endometriosis.

DISCUSSION

Nearly all people with endometriosis had identified that prior to
the changes that occurred due to COVID-19 the need to man-
age their endometriosis symptoms had significant impact on
their work life, with nearly two-thirds of women having to take
unpaid time off work to manage their endometriosis symptoms.
The major factor impacting work productivity, as identified by
more than half of respondents, was the inability to undertake
flexible working arrangements, in relation to work hours or loca-
tions. Given that fatigue and non-cyclical pelvic pain are common
symptoms presenting in those with endometriosis,? and these
symptoms are strongly associated with lost productivity (includ-
ing presenteeism and absenteeism),” it is unsurprising that work-
place inflexibility would have a significant effect on symptom
management and productivity.

While COVID-induced workplace changes have been challeng-
ing for many in the community, for our respondents with endo-
metriosis many of these changes were beneficial, with eight out of
ten reporting that COVID workplace changes had made manage-
ment of their endometriosis symptoms easier. As a result of easier
endometriosis management and flexible working arrangements,
they also felt more productive, with more than half indicating they
were more productive as a result of COVID workplace changes.
This is in line with previous qualitative research in Australia which
found that while COVID-19 negatively impacted many aspects of
the lives of those with endometriosis, a ‘hidden benefit’ from the
pandemic was the ability to work from home, allowing them to
better manage their symptoms.°

Workplace flexibility in relation to time management and work-
ing from home were identified by women with endometriosis as

TABLE 1 Reported changes in wellbeing and productivity
%

Management of endometriosis symptoms during

COVID-19
Much easier 55.59
Somewhat easier 23.82
About the same 18.53
Somewhat harder 1.47
Much harder 0.59

Changes in productivity during COVID-19
Much more productive 29.29
Somewhat more productive 33.73
About the same 26.92
Somewhat less productive 7.40
Much less productive 2.66

the most important factors which could improve management of
endometriosis in the workplace. Other important interventions
included the introduction of 20-minute rest periods, access to
healthcare benefits, to healthcare services such as counselling,
mindfulness or assisted exercise and to physical aids (ergonomic
chairs, heat packs, props). There are pre-existing legal provisions
for this kind of workplace flexibility as part of the flexible work ar-
rangements provided by the Australian Government under the Fair
Work Act (2009)."" However, currently these are linked to disabil-
ity, and many of those with endometriosis would not necessarily
self-identify as having a disability and both they, and their employ-
ers, may not be aware of the workplace flexibility requirements.

There are several limitations to this study. Firstly, all endome-
triosis diagnoses were self-reported and could not be confirmed
due to the anonymous nature of the survey. However, a self-
reported diagnosis of endometriosis is accurate in most cases.'?
Secondly, recruitment via social media and support organisations
tends to recruit those with more severe impacts on quality of life'3
and therefore caution must be taken extrapolating these results
to the entire endometriosis population.

TABLE 2 Suggested workplace changes to improve endometriosis management

Extremely
important
Flexibility and some level of freedom in time 63.69%
management in working from home
Childcare support, eg assistance for childcare and 11.38%
child minding
Healthcare support, eg having access to 35.69%
healthcare services, healthcare team
Physical aids, eg ergonomic chair/heat packs/ 48.00%
props for aiding sitting comfort
Practical support, eg assistance with homecare 16.62%

duties

Very Moderately Slightly Not at all
important important important important
23.38% 9.23% 1.85% 1.85%
14.77% 14.15% 8.00% 51.69%
32.23% 19.08% 7.08% 4.92%
32.00% 12.62% 6.46% 0.92%
21.54% 22.15% 20.00% 19.69%
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CONCLUSION

COVID-19 restrictions have demonstrated that for those with
endometriosis, changes in working arrangements mostly
around the ability to self-manage working hours and rest
breaks, improved both their own quality of life and also their
productivity. Given the potential benefits to both employees
and employers, a series of guidelines to help accommodate the
needs of those with endometriosis should be developed for an
Australian context.
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