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HEALTH LAW: PEER-REVIEWED ARTICLE
Using Policy and Law to Help Reduce Endometriosis Diagnostic Delay
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Abstract

Despite high incidence of endometriosis internationally and
domestically, many patients wait a decade after symptom onset for an
accurate diagnosis. This article suggests why diagnostic criteria should
be clarified and why endometriosis screening should be incentivized
among members of the public, clinicians, and health care organizations.
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Background

Up to 10% of American women aged 15 to 44 and roughly 176 million women worldwide
suffer from endometriosis—a painful condition in which tissue, similar to that which lines
the uterus, grows outside the uterine wall—making it one of the most common
gynecological diseases.123 Despite its high incidence, individuals on average wait 7
years after the initial onset of symptoms to receive an accurate endometriosis diagnosis,
usually when they undergo surgery.45 Many factors (eg, disease complexity,
compromised access to health care, and insufficient research) likely fuel diagnostic
delay and are exacerbated by lack of awareness among the public and clinicians.46.7

In individuals with the condition, endometrial lesions and scar tissue typically form in the
pelvic area, affecting the pelvic peritoneum, ovaries, fallopian tubes, recto-vaginal
septum, bladder, intestines, and surrounding organs.8° When a person menstruates,
misplaced endometrial tissue sheds, leaving blood trapped in the abdomen, and this
build-up leads to inflammation, scarring, and adhesions that worsen over time.10
Symptoms are sometimes serious and may include severe pain during menstruation and
intercourse; chronic abdominal, pelvic, and lower back pain; excessive bleeding;
gastrointestinal issues; and infertility.36.° Endometriosis symptoms are often debilitating,
preventing women from attending school and work, damaging relationships, and leading
to anxiety and depression.4 Physicians do not know—and therefore cannot treat—the
cause of endometriosis, although treating its symptoms can alleviate suffering.10 Given
that the cause cannot be treated, it is even more imperative that early diagnosis be
successful and more widespread so that symptoms of endometriosis can be treated
earlier.
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Diagnostic Delay
Several factors—financial, clinical, and social—contribute to diagnostic delay.

Financial factors. Endometriosis research is significantly underfunded in the United
States. Although funding for endometriosis research in the United States has increased
over the last few years, rising from $13 million in 2019 to $16 million by the National
Institutes of Health in 2022,67 this increase represents a rise from roughly $1 to $2 per
diagnosed patient.6.7 By comparison, Crohn’s disease—which afflicts both men and
women and affects only 0.21% of the US population—received $90 million in funding in
2022, which amounts to $130.07 per diagnosed patient in the United States—65 times
more per patient than endometriosis received.é This disparity is consistent with findings
that US research on diseases that primarily affect women is significantly underfunded
compared to research on diseases that primarily affect men or that affect both men and
women,talthough there are some notable examples to the contrary, such as breast
cancetr.

While endometriosis’ high incidence, severity, and diagnostic delays should alone
inspire increased funding and public attention, there are also significant financial
incentives to reduce diagnostic delays and improve treatment options for endometriosis.
For example, those suffering from endometriosis typically have significantly higher
health care utilization, with the annual economic burden of endometriosis in the United
States being estimated to be between $78 billion and $119 billion.6 During the lag time
between symptom onset and accurate diagnosis, people with endometriosis might
experience multiple emergency visits and hospitalizations, as well as undergo tests and
treatments for conditions that they do not have. In addition, one study found that 75% to
84% of the annual endometriosis costs in Australia are due to productivity loss, as
symptoms cause women to take sick days, quit, or be fired from their jobs at staggering
rates.6 Productivity costs are likely similar in the United States and other peer countries.
All evidence suggests that the short-term costs of investing in endometriosis research
would be greatly outweighed by the long-term benefits of reducing health care utilization
and productivity losses.

Clinical factors. While additional research funding would help close the endometriosis
information gap, underfunding alone cannot account for the current significant
diagnostic delays patients experience. Symptom variation can mean that endometriosis
is hard to diagnose; there are a long list of gynecologic, gastrointestinal, and other
conditions that present similarly to endometriosis.® Hence, no 2 patients with
endometriosis are the same, and symptoms and pain levels vary widely. ldentifying
Patient A and Patient B as suffering from the same condition is often not intuitive,
especially when one presents with acute pelvic pain during urination and another
presents with mild, chronic lower back pain, for example. Lengthy diagnostic delay might
also occur because physicians may be inclined to rule out a long list of other conditions
before they consider endometriosis, especially as diagnosing the condition requires
surgery,® usually a laparoscopic procedure in which “the surgeon can look inside the
pelvic cavity.”12 For these reasons, no policy change can ensure that endometriosis
patients will be diagnosed during their first hospital or obstetricians and gynecologist
(OB/GYN) visit. However, it is likely that these medical realities—that endometriosis
symptoms are easy to mistake for other conditions and that securing a diagnosis
requires laparoscopic surgery—do not fully account for diagnostic delays.

Social factors. Social factors also contribute to the staggering diagnostic delays. First,
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gender bias renders women more likely than men to have their pain and symptoms
dismissed as psychological by their clinicians,13.14.1516.17 gnd Black people face this sort
of implicit bias at higher rates than White people.18 If not dismissed as psychological,
severe pelvic pain is often written off as a “normal” effect of menstruation.19

Another social factor that contributes to diagnostic delays is lack of awareness about
endometriosis among health care professionals in training. While medical students and
OB/GYN residents learn about endometriosis in their education, greater emphasis on
this topic might be needed to improve diagnosis and treatment.20.21As mentioned above,
mistaking symptoms of endometriosis for those of another condition is reasonable,
given their similarity, but failing to consider endometriosis at all in the diagnostic
process when relevant symptoms arise is not. Ensuring that all health care
professionals—not only specialists—actively consider the possibility of endometriosis
when patients present with relevant symptoms would likely drastically reduce diagnostic
wait times.

A final social factor is cost, as the cost of accessing specialized care for diagnosis and
treatment is disproportionately prohibitive for those belonging to marginalized groups
who have lower access to health care.22 More research is needed, however, to
determine how socioeconomic factors impact treatment disparities.23

Policy Improvement

We propose incentivizing hospitals and other health care facilities to ask all female
patients routine screening questions related to endometriosis during intake. Patients
whose answers indicate symptoms associated with endometriosis should have a note in
their file flagging the possible diagnosis. Although screening questions will not be able to
confirm or deny the presence of endometriosis, employing them will ensure that health
care practitioners consider endometriosis among other possible diagnoses. Such a
screening tool would be ideal for a wide range of clinicians to use as a basis for referral
to specialists like OB/GYNs or radiologists who could then make more timely diagnoses.
Indeed, recent clinical research has validated a questionnaire devised to identify
patients at high risk of endometriosis.24 Such tools, when clinically validated, should be
incentivized for broader use, with accumulated data being used to further refine the
screening tools.

Once an endometriosis screening tool has been clinically validated and medically
accepted, one way to ensure that it is broadly implemented in health care facilities is to
mandate its use by law. However, a direct legal mandate forcing physicians to use a
particular screening tool is problematic, in that it would promote government
intervention directly in the practice of medicine when malpractice law and state medical
boards already serve to enforce standard of care.

Instead of mandating endometriosis screening, incentivizing it with a financial reward
may be more successful in encouraging clinicians to implement such screening quickly.
A reward for participating could come directly from the government or from insurance
companies. While it is in insurance companies’ best interest to shorten the
endometriosis diagnostic wait time and reduce health care utilization costs, the federal
government can also require insurance companies to provide this reward to
participating health care providers.
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Conclusion

Ensuring that every health care practitioner—not just OB/GYNs—properly considers
endometriosis as a potential cause of relevant symptoms can play a role in decreasing
the average diagnostic wait time for patients. Promising screening tools have been
developed, and we call for continued research to further refine the tools and for
government or insurance provider incentivization of their use. The use of validated
screening tools could potentially alleviate pain and improve the lives of millions of
women, as well as reduce health care utilization costs and productivity losses.
Furthermore, raising awareness about endometriosis among nonspecialist health care
professionals and the general public by implementing routine screening could promote
greater interest in research and subsequently more funding for it. Given the high
incidence, severity, and costs of endometriosis, improving the standard of care for
endometriosis diagnosis is well past due.
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