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The significance of diagnostic delay in endometriosis

Editorial

Endometriosis is a common gynecological disorder, which affects
5-15% of women of reproductive age, with a varied prevalence'
depending on the population in question and the presence of infertility?
and an unpredictable rate of progression.> Endometriosis has a chronic
nature which often leads to deterioration in quality of life and high
psychological morbidity.** Epidemiological studies highlight a high
prevalence of chronic pelvic pain in community care settings, with
almost half of these women diagnosed as having endometriosis.®

The gold standard for diagnosis of endometriosis is surgery, which
is advocated as a second line investigation after failure of therapeutic
intervention for the management of chronic pelvic pain.” Despite
progress, the diagnosis of endometriosis remains a clinical challenge
with many patients left undiagnosed with an estimated average delay
of up to 10.4years.>*'® Two thirds of women with endometriosis
are initially misdiagnosed and almost half are examined by five
physicians or more before a correct diagnosis is made.'" Diagnostic
delay is significantly longer in women presenting with pelvic pain
in comparison to those presenting with infertility.>!>"* In addition,
delay before surgical diagnosis of deep infiltrating endometriosis is
significantly longer for patients with advanced stage IV disease than
for those with stage I, IT or I1I disease.'* The endometriosis-associated
costs to society are aggravated by delayed diagnosis and empirical
treatments, as are the costs to the individual when disease symptoms
interfere with daily function.>'>1¢

Diagnostic delay in endometriosis is normally considered as
the time interval between the appearance of symptoms and the
performance of diagnostic surgery. Recently, Nnoaham et al’
described a delay of 6.7 years in affected women, which was mainly
due to delays in referral from the primary care physician to the
gynecologist, with women reporting an average of seven visits before
specialist referral. Ballard et al.'” investigated possible reasons for the
diagnostic delay in endometriosis using a qualitative questionnaire
given to women attending a pelvic pain clinic.'” The authors found that
delays in the diagnosis of endometriosis occur at both an individual
patient level and at a medical healthcare system level. At an individual
level; women bore symptoms due to inaccurate perception of normal
versus abnormal pain, embarrassment, endurance and individual
coping strategies; while general practitioners and family doctors tend
to normalize symptoms, symptoms are intermittently suppressed
through hormones and nondiscriminatory investigations such as
a normal transvaginal scan are relied upon. They highlighted the
importance of an early diagnosis for women who suffer at physical,
emotional, and social levels when they remain undiagnosed. Other
possible reasons for this delay may be related to a lack of awareness
or knowledge, or simply lack of confidence in surgery results. Early
diagnosis of endometriosis refers, by definition, to early surgery, since
surgery is the gold standard for diagnosis. But early surgery is not
advocated for all patients. In certain cases, empirical treatment is
strongly recommended.

Laparoscopic surgery under general anesthesia is most commonly
required to reach a definitive diagnosis of endometriosis, but this is
expensive and potentially associated with complications.'®
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Numerous reasons have been advocated in an attempt to explain
the diagnostic delay of endometriosis. Traditionally these could be
divided into three groups:

i. Disease related factors, such as overlapping of endometriosis
symptoms with other morbidities (i.e., urinary tract infection, in-
terstitial cystitis, pelvic inflammatory disease and others), and the
lack of good nonsurgical methods of diagnosing the disease or at
least predicting its presence.

ii. Patient related factors, including symptom endurance due to
inaccurate perception of normal versus abnormal pain, embarras-
sment, and individual coping strategies.

iii. Physician related factors, such as lack of awareness or knowled-
ge, or simply lack of confidence in surgery results.

Although these traditional explanations for the delay in diagnosis
may account for a large portion of the delays, I would like to point out
some additional factors that may be even more substantial. These have
to do with health care medical policy. There is a considerable void
in clinical guidelines to direct clinicians regarding the appropriate
investigation and appropriate modality, timing and provision of
adequate treatment. These could be explained by several factors
including:

i. A diversity in symptoms (cysts, pain, infertility or a combination
of these) and in clinical settings (adolescence, chronic pain patien-
ts, patients desiring fertility, etc.), has led to lack of guidelines.

ii. Many of the existing recommendations advocate delaying surgery
resulting in a delay in diagnosis.

iii. Due to a shortage in adequately powered randomized controlled
trials that aim to answer some of the important clinical questions,
good evidence-based recommendations cannot be made.

iv. Some of the existing clinical recommendations are too general at
best and contradicting and confusing at times (i.e. Does surgery
for ovarian endometrioma improve fertility performance or impair
ovarian reserve and which type of patient should it be recommen-
ded for?).

In conclusion, many physicians in community practice are
still largely unaware of the role of specialized care in the optimal
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management of endometriosis. It is important to dedicate efforts and
resources to research and perform randomized clinical trials that will
aid in establishing significant evidence based guidelines in an attempt
to minimize the delay in diagnosis of endometriosis.
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