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Abstract

Introduction: Endometriosis is a gynaecological disease with diverse symptoms that are often shared with other disorders and
is characterized by long diagnostic delays. Delayed diagnosis prevents patients from receiving access to care and negatively
impacts both physical and mental health. While technical limitations of the diagnostic procedure contribute to the delay, there
is also significant delay in first seeking consultation as well as getting referred to specialized care that point to social differences
rather than medical factors. This literature review aims to identify social determinants that contribute to these delays in
endometriosis diagnosis.

Methods: A literary search was conducted using PubMed, Psycinfo, and Web of Science. The search yielded a total of 549
articles. Of these, 22 articles were selected based on established search terms and criteria including that the articles had to
present original data, be written in English, be published no earlier than 2012, and have full-text availability.

Results: Factors contributing to diagnostic delay can be related to one of two groups: the patient and the practitioner Patient
factors that increase delay include certain demographic characteristics, the extent of pain normalization, the stigma surrounding
women’s health, and the lack of self-advocacy. Practitioner factors that increase diagnostic delay include dismissive attitudes,
the lack of knowledge and technical competence concerning endometriosis, and their relationship with patients as a position of
authority.

Discussion: Many identified factors share similar themes but are manifested differently amongst patients and practitioners,
particularly those relating to the lack of familiarity with endometriosis and the normalization or dismissal of symptoms. Shared
findings point to larger societal factors influencing both patients and practitioners.

Conclusion: The findings of this review provide insight into social determinants that contribute to the long delays associated
with endometriosis diagnosis. Future research should be aimed at establishing interventions for identified factors and also
address larger shared social beliefs and misconceptions that maintain stigmas about women’s health.
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Introduction

Endometriosis is a gynaecological disease characterised
by the presence of endometrial-like tissue located outside of
the uterus, resulting in chronic inflammation, pelvic pain, and
infertility [1]. The tissue is typically located anywhere in the
pelvic cavity, including the uterosacral ligaments, rectouterine
pouch, ovaries, bowel, and bladder, but it can also arise in
distant sites, including the lungs, liver, and brain [1-3]. The
heterogeneity of the disease has been well appreciated, with
symptoms of endometriosis including dysmenorrhoea, pelvic
pain, dyspareunia, abdominal pain, menorrhagia, irritable
bowel syndrome, constipation, and intermenstrual pain,
among others [4]. Their symptoms can negatively affect their
ability to work, engage in social events, exercise, do
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housework, and maintain relationships with colleagues and
family [5].

Overall, those with endometriosis report lower well-
being and may have higher levels of chronic stress compared
to women without endometriosis [6, 7]. The exact prevalence
of endometriosis is unknown, but approximations range from
1%to 10% [8, 9]. Prevalence is much higher amongst women
suffering from infertility and chronic pelvic pain, estimated
to be 47% and 42%, respectively [10, 11]. Unfortunately,
until the accuracy of diagnostic measures improves and
education among community members and HCPs increases,
the exact prevalence of endometriosis will remain unknown.

At present, there are no non-invasive tools or
biomarkers to diagnose endometriosis reliably. The most
widely used diagnostic tool is laparoscopy with additional
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confirmation from histology [12]. Transvaginal ultrasounds
are used as supportive evidence to guide laparoscopic
surgery [12, 13]. Considering the invasive nature of
laparoscopy, healthcare professionals (HCPs) often treat
symptoms empirically rather than finding underlying
pathology [12-14].

Globally, people with endometriosis face severe
diagnostic delays, defined as the time between the onset of
symptoms and the diagnosis of the disease [15]. A study
comparing the diagnostic delays in the United States and the
United Kingdom reported the average delays to be 11.7 years
and 8 vyears, respectively [16]. Several studies have
demonstrated that diagnostic delays are highly variable
across countries; the exact delay ranges from 1 year to 27
years [15-20]. These delays are often due in part to the
patient’s lack of recognition of a medical issue, believing
their symptoms to be disruptive, but not worthy of being
reported to a medical professional [17, 21]. Once the
symptoms have been disclosed, practitioners have difficulty
classifying the symptoms, leading to a misdiagnosis or a lack
of diagnosis altogether [17, 19].

Delays in diagnosis prolong the suffering of those
affected by endometriosis with many stating that their
symptoms, general health, and quality of life were negatively
impacted [16]. Furthermore, diagnostic delay poses a
substantial financial burden on those affected and the
healthcare system, due to loss in productivity and healthcare
expenses [21].

Alongside research aimed at medical limitations of
diagnostic tools, it is essential to investigate causal factors
that contribute to diagnostic delays. Social determinants of
health, defined as non-medical factors that impact health,
have been implicated in a broad range of health-related
outcomes across various settings and populations [22].
Social determinants of health encompass the relation
between social factors such as level of education, societal
resources and systems, race, and health [22]. The goal of this
review is to identify current health inequities and social
determinants that lead to these diagnostic delays among
people with endometriosis. This insight will aid in the
development of interventions to diminish these delays,
ultimately improving the quality of life among those
affected. Endometriosis diagnosis provides access to
symptom treatment, including pain reduction and infertility
prevention, as well as decreases the psychological distress
seen in those without a diagnosis [23].

Methods
Criteria

This literature review analyzed articles investigating
health inequities and social determinants contributing to
diagnostic delay among people with endometriosis. Only
studies published in English with full-text availability were
selected for review. Additionally, articles were limited to
those published from January 2012 to December 2022.
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Articles that did not contain original data, such as reviews,
were excluded.

Review Methods

Searches were conducted on PubMed, PsycInfo and
Web of Science. The following string search was used on all
databases: “(delay* OR diagnosis OR diagnostic delay* OR
social determinant* OR health inequit* OR health
determinant* OR social inequit* OR social OR
environmental factor* OR environmental determinant*)
AND (endometriosis)”. All results yielded were manually
reviewed by three reviewers (KD, HF, KT).

Results

The searches yielded 264 articles on PubMed, 63
articles on PsyclInfo, and 222 on Web of Science, resulting
in 549 articles in total. After reviewing the yielded articles,
16 duplicates were removed. 7 articles from PubMed, 12
articles from PsyclInfo and 3 articles from Web of Science
were selected based on the established exclusion criteria.
Additionally, 384 were irrelevant to the research question,
104 did not contain original data, and 23 were unavailable in
English. Thus, 22 articles were included in this literature
review (see Figure 1). See Table 1 for a summary of results.

Various factors contributing to the delay in
endometriosis diagnosis emerged following a thorough
examination of the literature. Themes surrounding the
perception of symptoms, the interpersonal dynamics that
permeate consultations, and an overall unfamiliarity with the
disease consistently appeared throughout the selected
articles. Although not the sole contributing factors, the
authors elected to divide the findings into patient-related
factors and HCP-related factors as documented by a past
analysis of healthcare use and social determinants [20].

Patient Characteristics

There are several patient characteristics that impact
speed of endometriosis diagnosis including age, ethnicity,
and knowledge about endometriosis [24-28]. Furthermore,
the normalization of pain, the internalized stigma
surrounding women’s health, and the capacity to self-
advocate are also important contributors [18, 25, 28-36].

Social Demographics

One study within the literature review suggests that
doctors’ biases towards the ethnicity of their patients can
impact the diagnostic process for endometriosis [26]. van der
Zanden et al., interviewed 43 general practitioners (GPs) in
the Netherlands with varying degrees of experience. They
found that some of the GPs reported being quicker to refer
patients to a specialist if they were of a different ethnicity
than themselves [26]. These doctors claimed the variability
in diagnosis according to ethnicity was related to
communication. For example, one GP reported perceived
communication discrepancies when discussing pain and
treatment options with non-western European patients,
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particularly [26]. Thus, the study suggests that biases held by
doctors towards the ethnicities of their patients can
contribute to how quickly they issue referrals to specialists.

Identification

Screening

Included

Microsoft Word, Version 16.43 (20110804)

Articles retrieved from
databases (n=549)

- PubMed (n=264)
- Psyclnfo (n=63)
- Web of Science

Duplicates removed
(n=16)

(n=222)

v

(n=533)

Articles screened

A 4

Articles included (n=22)

Figure 1. Flow diagram of article selection.

Table 1. Summary of review results

- Not relevant to

- Did not report

- Unavailable in

Articles excluded
(n=511)

research question
(n=384)
original data (n=104)

English (n=23)

Study Sasr;;péle Sample Characteristics Methods Factors Related to Diagnostic Delay
British women (between ages of
22-56 years) with self-reported
medical diagnosis of Self-report HCP-related factors: Dismissive
[5] n=34 endometriosis questionnaires attitude
Patient-related factors: Normalization
Austrian and German women of pain
(mean age of 32 years) with
histologically diagnosed Self-report HCP-related factors: Lack of
[18] n=171 endometriosis questionnaires knowledge and technical competence
American women (between
ages of 18-49 years) with
diagnosis or suspected
diagnosis by physician of Self-report Patient-related factors: Social
[24] n=638 endometriosis questionnaires demographics
Australian women (mean age of Patient-related factors: Social
34.4 years) with a surgical Semi-structured demographics, stigma surrounding
[25] n=26 diagnosis of endometriosis interviews women’s health issues, self-advocacy
Semi-structured Patient-related factors: Social
focus group demographics, self-advocacy
[26] n=43 Dutch general practitioners discussions
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Study S%'TZEIE Sample Characteristics Methods Factors Related to Diagnostic Delay
HCP-related factors: Lack of
knowledge and technical competence,
power imbalance

Publicly available online posts
by Australian women with Autobiographical Patient-related factors: Social
[27] n=49 endometriosis written accounts demographics
South Korean women (mean Patient-related factors: Social
age of 37.7 years) with surgical demographics, normalization of pain,
or laparoscopic diagnosis of Semi-structured stigma surrounding women’s health

[28] n=14 endometriosis interviews issues, self-advocacy
Patient-related factors: Normalization
of pain

Caucasian Italian women Unstructured

(between ages of 24 to 50 interviews and HCP-related factors: Lack of

years) with surgical diagnosis self-report knowledge and technical competence,
[29] n=74 of endometriosis questionnaires power imbalance

British women with

laparoscopic and confirmatory

histologic diagnosis of Self-report Patient-related factors: Normalization

[30] n=101 endometriosis questionnaires of pain
Patient-related factors: Normalization
of pain, stigma surrounding women’s
health issues

Narrative blog posts by women | Autobiographical HCP-related factors: Dismissive

[31] n=80 with endometriosis written accounts attitude
Patient-related factors: Normalization
of pain

British women (mean age of
33.5 years) with reported Self-report HCP-related factors: Dismissive

[32] n=34 diagnosis of endometriosis guestionnaires attitude
Patient-related factors: Stigma
surrounding women’s health issues

Australian women (mean age of | Online discussion
31 years) with endometriosis, groups and semi- HCP-related factors: Lack of
general practitioners and a structured knowledge and technical competence,

[33] n=59 gynecologist interviews power imbalance
Patient-related factors: Social
demographics, self-advocacy

International adult patients
(mean age of 35.4 years) with HCP-related factors: Dismissive
self-reported clinical or surgical | Self-report attitude, lack of knowledge and

[34] n=997 diagnosis of endometriosis questionnaires technical competence, power imbalance

Self-report
International, English-speaking | questionnaires
individuals with surgical and semi-
diagnosis or clinically structured

[35] n=895 suspected endometriosis interviews Patient-related factors: Self-advocacy
Patient-related factors: Self-advocacy

Self-report HCP-related factors: Lack of
[36] n=67 Dutch gynaecologists questionnaires knowledge and technical competence
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Study S%'TZEIE Sample Characteristics Methods Factors Related to Diagnostic Delay
International women (from ages
of 19 to over 60 years) with
self-reported diagnosis of Self-report Patient-related factors: Social
[37] n=451 endometriosis questionnaires demographics
South African women (mean
age of 33 years) with
laparoscopic diagnosis of Semi-structured HCP-related factors: Lack of
[38] n=25 endometriosis interviews knowledge and technical competence
British and Irish women (from
ages of 19 to over 60 years)
with self-reported diagnosis of | Self-report HCP-related factors: Dismissive
[39] n=131 endometriosis questionnaires attitude, power imbalance
Swedish women (between ages HCP-related factors: Dismissive
18-55 years) with laparoscopic | Semi-structured attitude, lack of knowledge and
[40] n=9 diagnosis of endometriosis interviews technical competence
Italian Adult women (mean age
of 27 years) with diagnosis of Unstructured HCP-related factors: Dismissive
[41] n=25 endometriosis interviews attitude
Iranian gynecologists and
patients (between ages 22-37
years) with confirmed diagnosis | Semi-structured HCP-related factors: Lack of
[42] n=18 of endometriosis interviews knowledge and technical competence

Age is an additional barrier to diagnosis [25, 26].
Younger patients report having their HCPs insist that they
are too young to present with endometriosis [25] although
symptoms appear in some individuals shortly after first
menstruation [27]. An international survey found that some
individuals experienced the symptom onset of endometriosis
at age 16 or younger [37]. However, women aged 40-49
years experienced shorter delays in receiving consultation
and diagnosis compared to younger individuals [24].

Additionally, it is noted that patients must be aware of
available information on endometriosis and insist that their
HCPs consider it as a possible cause of their symptoms [25,
34]. However, a qualitative thematic analysis found that
most women were not knowledgeable about endometriosis
[28]. In one study, approximately 76% of women were
unaware of endometriosis prior to their diagnosis [27].
Patients demonstrate a lack of knowledge about symptom
presentation of endometriosis and treatment [28].

Normalization of Pain

Normalization of women’s menstrual pain is cited as
paramount to diagnostic delay for endometriosis [29].
Notably, one study found that women whose pain was
initially categorized as normal received a diagnosis
approximately six years later than those whose pain was not
normalized [30]. Women reported beliefs that menstrual pain
was normal, and sometimes considered an essential part of
becoming a woman [31]. Moreover, when family members
of patients experienced similar menstrual pain, it
furtherdelayed some patients from seeking diagnosis as their
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family maintained that pain is expected during menstruation
[31].

Many women believed that the pain they experienced
during menstruation was a universal experience [18, 28].
This hindered the realization that pain, including severe pain,
could indicate a problem or illness [28]. The consistent
normalization or dismissal of discomfort and pain caused
some patients to re-evaluate their interpretations of their
symptoms and the difficulties these symptoms cause in their
lives [32].

Stigma Surrounding Women’s Health Issues
Pervasive stigmas about women’s health issues are

another critical reason for diagnostic delays [28, 33]. Women
seeking endometriosis diagnosis or care have stated that they
must proceed carefully with their HCPs in order to not be
considered hysterical, crazy, or paranoid about their
symptoms [25]. Women may face accusations of fabricating
their symptoms, of being weak, neurotic, and attention-
seeking [31]. In some societies, it can be particularly difficult
for unmarried women to seek care from specialists without
fear of judgement [28]. For example, a woman from South
Korea who participated in a qualitative study stated that
despite receiving a referral, she delayed seeing a
gynaecologist due to concerns about how she would be
perceived by others [28].

Self-Advocacy
The lack of support from HCPs led some patients to

consult the internet for information and immerse themselves
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in a supportive community in order to gather tools to help
advocate for themselves [28, 34, 35]. Women in one study
reported that self-advocacy was crucial in order to receive a
referral to a specialist who was in the position to provide
proper intervention [34]. Additionally, GPs reported
providing more referrals or considering endometriosis as a
diagnosis to women who were active in their own medical
discourse and presented their own research to their GPs [26,
36]. Those who advocated for themselves are found to have
shorter diagnostic delays in contrast to women who were
more passive [26, 36]. A study participant reported that
women with endometriosis must educate themselves in order
to effectively advocate for their treatment and ensure that
their doctors possess enough expertise to manage their cases
[34]. Self-advocacy was crucial in obtaining a diagnosis.
Some women resorted to diagnosing themselves with
endometriosis, then continuously asking their HCP to
diagnose them and provide necessary interventions and
treatments [25, 34].

Health Care Practitioner and System

The healthcare system contributes greatly to the delay in
endometriosis diagnosis with contributing factors including
lack of time to spend with patients [28, 38], inadequate
measures to assess pain specific to the disorder [39], and the
lack of standardized diagnostic guidelines [26]. However,
the attitudes and abilities of HCPs also play an important role
in the delay.

Dismissive Attitude

One of the most prominent contributors to the delay of
endometriosis diagnosis is the dismissive attitudes of HCPs.
As noted by Krebs and Schoenbauer in their thematic
analysis of women’s diagnostic experience, the dismissive
attitudes adopted by HCPs can be divided into two subtypes:
disbelieving reported symptoms and normalizing reported
symptoms [31].

Symptom disbelief is rooted in suspicions that it is “all
in [the patient’s] head” [31] or that the patient is
“overreacting” [5]. One study of British and Irish women
with endometriosis found that 89% of participants thought
that their HCPs did not believe their pain levels [39]. Another
qualitative study found that respondents felt they had not
been taken seriously by HCPs with one reporting being told
that her pain was “in her head” [32]. Without symptom
recognition, endometriosis will not be suspected, and thus,
its diagnosis will be delayed.

Symptom normalization does not deny the experience of
symptoms, yet it also does not accept them as signs of
pathology. It is rooted in the belief that painful cramps and
other irregularities with menstrual cycles are normal
experiences for menstruating women [34, 40]. One
participant of a qualitative study on living with
endometriosis recounted being told by an HCP that she “was
unlucky” and that she just had a “painful menstrual cycle”
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[41]. This failure to recognize symptom complaints as signs
of endometriosis further prolongs its diagnosis.

Lack of Knowledge and Technical Competence

The shortcomings in recognizing the signs of
endometriosis and using the appropriate diagnostic tools
have been acknowledged by both patients and HCPs
[26, 29, 33]. Most HCPs are concerned with treating the
symptoms and finding an “easy explanation” rather than
determining its cause [40]. Therefore, considering that most
presenting symptoms are pain and menstruation
abnormalities, many patients are prescribed analgesics and
hormonal contraceptives and preventing an actual diagnosis
from being made [42]. Furthermore, a Dutch study found that
many GPs are unfamiliar with the true prevalence rate of
endometriosis and believe it to be quite rare [26]. This at least
partly explains the high misdiagnosis rates, with symptoms
commonly misattributed to chronic pelvic pain syndrome,
bleeding disorders, and irritable colon syndrome among
others [18].

Unfortunately, even when endometriosis is considered,
HCPs do not necessarily take the appropriate steps to
diagnose the underlying pathology. While GPs are more
likely to dismiss symptoms or misdiagnose endometriosis,
they have also been noted to refrain from giving
gynaecological referrals based on personal beliefs [26]. For
example, GP participants in a Dutch study reported that they
were less likely to provide a referral to younger patients due
to the invasive diagnostic procedure and their opinion that
the diagnosis would negatively impact the patients’ lives
[26]. Similarly, gynaecologists have been reported not to use
all diagnostic tools available to them [36]. For instance, one
participant in a global study explained that her gynaecologist
failed to diagnose her with endometriosis due to not
performing a biopsy despite the laparoscopy discovering scar
tissue [34]. As previously mentioned, confirmation via
biopsy is considered the gold standard of endometriosis
diagnosis [12]. Therefore, even when patients gain access to
specialists, insufficient technical proficiency can delay
diagnosis and proper treatment.

Power Imbalance

HCPs who participated in an endometriosis study
indicated that patients' reluctance to disclose specifics of
their symptoms contributes to diagnostic delay [33].
However, many failed to recognize their intimidating status,
contributing to patients' hesitancy to discuss such sensitive
topics. In a study conducted by Young and company,
Australian women described going into consultations feeling
“nervous,” “scared”, and “confronted” due to HCPs’
demeanour [26]. This fear also interfered with asking
questions to avoid appearing ignorant [39]. As mentioned
previously, self-advocacy is an important contributor to
diagnosis [34]. However, this factor is contingent on HCPs’
empathy, respect, and receptiveness [29]. The significance of
this attitude is highlighted in a study which found that
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patients who had positive experiences with their HCPs and
described them as “understanding,” ‘“empathetic,” and
“transparent” not only had shorter diagnostic delays, but also
experienced less distress [29]. Thus, HCPs’ demeanour can
play a role in patient disclosure and influence diagnostic
delay.

Discussion

This literature review resulted in the identification of
social determinants that contribute to the diagnostic delay of
endometriosis. Findings were grouped into patient-related
factors and HCP-related factors.

Although unique social factors emerged within each
group, there was also significant overlap between the groups.
Specifically, the patient and HCP lacked awareness and
knowledge of endometriosis, limiting their ability to identify
and treat the condition [26, 28]. Patients frequently had to
turn to alternate resources to learn about endometriosis due
to the incompetence of HCPs, the healthcare system, and the
lack of societal awareness in general [35]. This lack of
knowledge functioned in tandem with the normalization of
pain and the stigma surrounding female health in preventing
patients from receiving a diagnosis. Beliefs that severe pain
during menstruation is normal, unwillingness to discuss
reproductive organs, and general shame all contributed to
women suffering in silence [18, 28, 33]. These beliefs about
women’s health also influenced HCPs in how they perceived
their patients, viewing them as neurotic and attention-
seeking [31]. These perceptions resulted in dismissive and
disrespectful attitudes, further discouraging patients from
seeking diagnosis and treatment [5, 33]. The power
imbalance between HCPs and their patients also hindered
communication and limited the patients’ abilities to advocate
for themselves [25].

Overall, these findings suggest that larger societal
beliefs related to women’s health influence both patients and
HCPs and prevent women from receiving effective
healthcare. Female patients face stereotypes and are often
mischaracterized as being hysterical, resulting in HCPs
questioning the legitimacy of their claims and not valuing
their input [43]. This incredulity can be internalized by
patients and cause them to mistrust themselves. Societal
attitudes towards menstruation and women’s reproductive
health, in general, are rampant with misinformation, further
obstructing women’s ability to receive well-informed
treatment [40, 44]. This lack of knowledge is partly due to
women and women’s health issues being heavily
underrepresented in medical research [45]. Endometriosis is
underfunded and under researched, especially within
younger age groups partly because of reluctance to perform
pelvic examinations on sexually inactive, underaged patients
[46, 47]. Educating the general population, expanding
research on women’s reproductive health, and modifying
attitudes towards female patients are crucial to reducing
diagnostic delays and improving women’s experiences in the
healthcare system.
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Conclusions

This literature review aimed to identify health inequities
and social determinants that influence delays in the diagnosis
of endometriosis. The analysis of the current literature
determined that diagnostic delays occur among both patients
and HCPs. Taken together, these findings provide insights
into larger issues within the global healthcare system,
specifically in relation to the treatment of female patients.
Future research should aim to examine potential solutions
and interventions to reduce these delays and improve the
quality of care received by patients with endometriosis.

List of Abbreviations Used
HCP: healthcare professional
GP: general practitioner

Conflicts of Interest
The authors declare that they have no conflict of interest.

Ethics Approval and/or Participant Consent
No ethics approval or participant consent was needed to
conduct this literature review.

Authors' Contributions

KD: Conducted a literature review on Psyclnfo, analyzed
collected articles, made contributions to the introduction
and methods, drafted the discussion and conclusion, revised
the manuscript, and gave final approval of the version to be
published.

HF: Conducted a literature review on Web of Science,
analyzed collected articles, made contributions to the
introduction, methods, and results, formatted the references,
revised the manuscript, and gave final approval of the
version to be published.

KT: Conducted a literature review on PubMed, analyzed
collected articles, made contributions to the introduction
and results, drafted the abstract, revised the manuscript, and
gave final approval of the version to be published.

Acknowledgements

The authors would like to acknowledge and thank Shay
Freger for his contributions to the completion of this
literature review.

Funding
This literature review was not funded.

References

[1] Kennedy S, Bergqvist A, Chapron C, D’Hooghe T,
Dunselman G, Greb R, et al. ESHRE guideline for the
diagnosis and treatment of endometriosis. Human
Reproduction. 2005 Oct 1;20(10):2698—704.
https://doi.org/10.1093/humrep/deil35

Page 7 of 10


https://www.urncst.com/
https://doi.org/10.26685/urncst.450
https://doi.org/10.1093/humrep/dei135

UNDERGRADUATE RESEARCH IN NATURAL AND CLINICAL SCIENCE AND TECHNOLOGY (URNCST) JOURNAL
Read more URNCST Journal articles and submit your own today at: https://www.urncst.com

[2] Machairiotis N, Stylianaki A, Dryllis G, Zarogoulidis
P, Kouroutou P, Tsiamis N, et al. Extrapelvic
endometriosis: A rare entity or an under diagnosed
condition?. Diagnostic Pathology. 2013 Dec
2;8(1):194. https://doi.org/10.1186/1746-1596-8-194

[3] Samani EN, Mamillapalli R, Li F, Mutlu L, Hufnagel
D, Krikun G, et al. Micrometastasis of endometriosis to
distant organs in a murine model. Oncotarget. 2017
Apr 6;10(23):2282-91.
https://doi.org/10.18632%2Foncotar
get.16889

[4] Ballard KD, Seaman HE, de Vries CS, Wright JT. Can
symptomatology help in the diagnosis of
endometriosis? Findings from a national case-control
study—Part 1. BJOG. 2008 Oct;115(11):1382-91.
https://doi.org/
10.1111/j.1471-0528.2008.01878.x

[5] Grogan S, Turley E, Cole J. ‘So many women suffer in
silence’: A thematic analysis of women’s written
accounts of coping with endometriosis. Psychology &
Health. 2018 Nov 2;33(11):1364-78. https://doi.org/
10.1080/08870446.2018.1496252

[6] Rush G, Misajon R, Hunter JA, Gardner J, O’Brien
KS. The relationship between endometriosis-related
pelvic pain and symptom frequency, and subjective
wellbeing. Health and Quality of Life Outcomes. 2019
Jul 16;17(1):123. https://doi.org/10.1186/s12955-019-
1185-y

[7] van Aken M, Oosterman J, van Rijn T, Ferdek M,
Ruigt G, Kozicz T, et al. Hair cortisol and the
relationship with chronic pain and quality of life in
endometriosis patients. Psychoneuroendocrinology.
2018 Mar 1;89:216-22.
https://doi.org/10.1016/j.psyneuen.2018.

01.001

[8] Gao M, Scott K, Koupil I. Associations of perinatal
characteristics with endometriosis: A nationwide birth
cohort study. International Journal of Epidemiology.
2020 Apr 1;49(2):537-47. https://doi.org/10.1093/ije/
dyz140

[9] Eskenazi B, Warner ML. Epidemiology of
endometriosis. Obstetrics and Gynecology Clinics of
North America. 1997 Jun 1;24(2):235-58.
https://doi.org/10.1016/S0889-8545(05)70302-8

[10] Meuleman C, Vandenabeele B, Fieuws S, Spiessens C,
Timmerman D, D’Hooghe T. High prevalence of
endometriosis in infertile women with normal
ovulation and normospermic partners. Fertility and
Sterility. 2009 Jul 1;92(1):68-74. https://doi.org/
10.1016/j.fertnstert.2008.04.056

[11] Moradi Y, Shams-Beyranvand M, Khateri S,
Gharahjeh S, Tehrani S, Varse F, et al. A systematic
review on the prevalence of endometriosis in women.
Indian J Med Res. 2021 Mar;154(3):446-54.
https://doi.org/10.4103/
ijmr.lIJMR_817 18

Drinkell et al. | URNCST Journal (2023): Volume 7, Issue 3
DOI Link: https://doi.org/10.26685/urncst.450

[12] Parasar P, Ozcan P, Terry KL. Endometriosis:
Epidemiology, diagnosis and clinical management.
Curr Obstet Gynecol Rep. 2017 Mar 1;6(1):34-41.
https://doi.org/10.1007/s13669-017-0187-1

[13] Agarwal SK, Chapron C, Giudice LC, Laufer MR,
Leyland N, Missmer SA, et al. Clinical diagnosis of
endometriosis: A call to action. American Journal of
Obstetrics and Gynecology. 2019 Apr 1;220(4):354.e1-
354.e12. https://doi.org/10.1016/j.ajog.2018.12.039

[14] Mounsey AL, Wilgus A, Slawson DC. Diagnosis and
management of endometriosis. American Family
Physician. 2006 Aug 15;74(4):594-600. https://pubmed.
ncbi.nlm.nih.gov/16939179/

[15] Husby GK, Haugen RS, Moen MH. Diagnostic delay in
women with pain and endometriosis. Acta Obstetricia et
Gynecologica Scandinavica. 2003;82(7):649-53.
https://doi.org/10.1080/j.1600-0412.2003.00168.x

[16] Hadfield R, Mardon H, Barlow D, Kennedy S. Delay in
the diagnosis of endometriosis: A survey of women from
the USA and the UK. Hum Reprod. 1996 Apr;11(4):
878-80. https://doi.org/10.1093/oxfordjournals.humrep
.2019270

[17]1Nnoaham KE, Hummelshoj L, Webster P, d’Hooghe T,
de Cicco Nardone F, de Cicco Nardone C, et al. Impact
of endometriosis on quality of life and work
productivity: A multicenter study across ten countries.
Fertility and Sterility. 2011 Aug 1;96(2):366-73.e8.
https://doi.org/10.1016/j.fertnstert.2011.05.090

[18] Hudelist G, Fritzer N, Thomas A, Niehues C, Oppelt P,
Haas D, et al. Diagnostic delay for endometriosis in
Austria and Germany: Causes and possible
consequences. Human Reproduction. 2012 Dec
1;27(12):3412-6. https://doi.org/10.1093/humrep/des316

[19] Santos TMV, Pereira AMG, Lopes RGC, Depes DDB.
Lag time between onset of symptoms and diagnosis of
endometriosis. Einstein (Sao Paulo). 2012
Mar;10(1):39-43. https://doi.org/10.1590/S1679-4508
2012000100009

[20] Ballard K, Lowton K, Wright J. What’s the delay? A
qualitative study of women’s experiences of reaching a
diagnosis of endometriosis. Fertility and Sterility.

2006 Nov 1;86(5):1296-301. https://doi.org/10.1016/
j.fertnstert.2006.04.054

[21] Surrey E, Soliman AM, Trenz H, Blauer-Peterson C,
Sluis A. Impact of endometriosis diagnostic delays on
healthcare resource utilization and costs. Adv Ther.
2020 Mar 1;37(3):1087-99. https://doi.org/10.1007/
$12325-019-01215-x

[22] Braveman P, Gottlieb L. The social determinants of
health: It’s time to consider the causes of the causes.
Public Health Rep. 2014 Jan;129(1_suppl2):19-31.
https://doi.org/10.1177/003335491412915206

Page 8 of 10


https://www.urncst.com/
https://doi.org/10.26685/urncst.450
https://doi.org/10.1186/1746-1596-8-194
https://doi.org/10.18632%2Foncotarget.16889
https://doi.org/10.18632%2Foncotarget.16889
https://doi.org/10.1111/j.1471-0528.2008.01878.x
https://doi.org/10.1111/j.1471-0528.2008.01878.x
https://doi.org/10.1080/08870446.2018.1496252
https://doi.org/10.1080/08870446.2018.1496252
https://doi.org/10.1186/s12955-019-1185-y
https://doi.org/10.1186/s12955-019-1185-y
https://doi.org/10.1016/j.psyneuen.2018.01.001
https://doi.org/10.1016/j.psyneuen.2018.01.001
https://doi.org/10.1093/ije/dyz140
https://doi.org/10.1093/ije/dyz140
https://doi.org/10.1016/S0889-8545(05)70302-8
https://doi.org/10.1016/j.fertnstert.2008.04.056
https://doi.org/10.1016/j.fertnstert.2008.04.056
https://doi.org/10.4103/ijmr.IJMR_817_18
https://doi.org/10.4103/ijmr.IJMR_817_18
https://doi.org/10.1007/s13669-017-0187-1
https://doi.org/10.1016/j.ajog.2018.12.039
https://pubmed.ncbi.nlm.nih.gov/16939179/
https://pubmed.ncbi.nlm.nih.gov/16939179/
https://doi.org/10.1080/j.1600-0412.2003.00168.x
https://doi.org/10.1093/oxfordjournals.humrep.a019270
https://doi.org/10.1093/oxfordjournals.humrep.a019270
https://doi.org/10.1016/j.fertnstert.2011.05.090
https://doi.org/10.1093/humrep/des316
https://doi.org/10.1590/S1679-45082012000100009
https://doi.org/10.1590/S1679-45082012000100009
https://doi.org/10.1016/j.fertnstert.2006.04.054
https://doi.org/10.1016/j.fertnstert.2006.04.054
https://doi.org/10.1007/s12325-019-01215-x
https://doi.org/10.1007/s12325-019-01215-x
https://doi.org/10.1177/00333549141291S206

UNDERGRADUATE RESEARCH IN NATURAL AND CLINICAL SCIENCE AND TECHNOLOGY (URNCST) JOURNAL
Read more URNCST Journal articles and submit your own today at: https://www.urncst.com

[23] Gevaudan L, Broc G, Chauchard E, Porro B, Le
Borgne M. Endometriosis diagnosis buffers reciprocal
effects of emational distress on pain experience.
Scandinavian Journal of Pain. 2022 May 25;23(1):200-
7. https://doi.org/10.1515/sjpain-2022-0021

[24] Soliman AM, Fuldeore M, Snabes MC. Factors
associated with time to endometriosis diagnosis in the
United States. Journal of Women’s Health. 2017
Jul;26(7):788-97. https://doi.org/10.1089/jwh.2016.6003

[25] Young K, Fisher J, Kirkman M. Partners instead of
patients: Women negotiating power and knowledge
within medical encounters for endometriosis.
Feminism & Psychology. 2020 Feb 1;30(1):22-41.
https://doi.org/

10.1177/0959353519826170

[26] van der Zanden M, Teunissen DAM, van der Woord
IW, Braat DDM, Nelen WLDM, Nap AW. Barriers
and facilitators to the timely diagnosis of endometriosis
in primary care in the Netherlands. Family Practice.
2020 Feb 19;37(1):131-6.
https://doi.org/10.1093/fampra/
cmz041

[27]Fernley N. That one doctor. . . Qualitative thematic
analysis of 49 women’s written accounts of their
endometriosis diagnosis. Journal of Endometriosis and
Pelvic Pain Disorders. 2021 Mar;13(1):40-52.
https://doi.org/10.1177/2284026520984366

[28] Yoon Y, Park MA, Park S. Seeking adaptation from
uncertainty: Coping strategies of South Korean women
with endometriosis. Research in Nursing & Health.
2021;44(6):970-8. https://doi.org/10.1002/nur.22186

[29] Facchin F, Saita E, Barbara G, Dridi D, Vercellini P.
“Free butterflies will come out of these deep wounds”:
A grounded theory of how endometriosis affects
women’s psychological health. J Health Psychol. 2018
Mar 1;23(4):538-49. https://doi.org/10.1177/1359105
316688952

[30] Ghai V, Jan H, Shakir F, Haines P, Kent A. Diagnostic
delay for superficial and deep endometriosis in the
United Kingdom. Journal of Obstetrics and
Gynaecology. 2020 Jan 2;40(1):83-9. https://doi.org/
10.1080/01443615.2019.1603217

[31] Krebs E, Schoenbauer KV. Hysterics and heresy:
Using dialogism to explore the problematics of
endometriosis diagnosis. Health Communication. 2020
Jul 2;35(8):1013-22.
https://doi.org/10.1080/10410236.

2019.1606136

[32] Cole IM, Grogan S, Turley E. “The most lonely
condition I can imagine”: Psychosocial impacts of
endometriosis on women’s identity. Feminism &
Psychology. 2021 May 1;31(2):171-91. https://doi.org/
10.1177/0959353520930602

Drinkell et al. | URNCST Journal (2023): Volume 7, Issue 3
DOI Link: https://doi.org/10.26685/urncst.450

[33] Rowe HJ, Hammarberg K, Dwyer S, Camilleri R,
Fisher JR. Improving clinical care for women with
endometriosis: Qualitative analysis of women’s and
health professionals’ views. Journal of Psychosomatic
Obstetrics & Gynecology. 2021 Jul 3;42(3):174-80.
https://doi.org/10.1080/0167482X.2019.1678022

[34] Mikesell L, Bontempo AC. Healthcare providers’
impact on the care experiences of patients with
endometriosis: The value of trust. Health
Communication. 2022 Mar 14;1-13. https://doi.org/
10.1080/10410236.2022.2048468

[35] Shaffi L, King K. Living with endometriosis: The role
of the Internet in supporting the diagnosis and
treatment process. Journal of Consumer Health on the
Internet. 2020 Oct 1;24(4):370-90. https://doi.org/10.
1080/15398285.2020.1816803

[36] van der Zanden M, Arens MWJ, Braat DDM, Nelen
WLM, Nap AW. Gynaecologists’ view on diagnostic
delay and care performance in endometriosis in the
Netherlands. Reproductive BioMedicine Online. 2018
Dec 1;37(6):761-8. https://doi.org/10.1016/j.rbmo
.2018.09.006

[37] Lamvu G, Antunez-Flores O, Orady M, Schneider B.
Path to diagnosis and women’s perspectives on the
impact of endometriosis pain. Journal of Endometriosis
and Pelvic Pain Disorders. 2020 Mar;12(1):16-25.
https://doi.org/10.1177/2284026520903214

[38] Roomaney R, Kagee A. Salient aspects of quality of
life among women diagnosed with endometriosis: A
qualitative study. J Health Psychol. 2018 Jun
1;23(7):905-16. https://doi.org/10.1177/13591053166
43069

[39] Bullo S. “I feel like I'm being stabbed by a thousand
tiny men”: The challenges of communicating
endometriosis pain. Health: An Interdisciplinary
Journal for the Social Study of Health, Iliness and
Medicine. 2020;24(5):476-92.
https://doi.org/10.1177/1363459318817943

[40] Grundstrom H, Alehagen S, Kjglhede P, Bertero C.
The double-edged experience of healthcare encounters
among women with endometriosis: A qualitative study.
Journal of Clinical Nursing. 2018;27(1-2):205-11.
https://doi.org/10.1111/jocn.13872

[41]Rea T, Giampaolino P, Simeone S, Pucciarelli G,
Alvaro R, Guillari A. Living with endometriosis: A
phenomenological study. International Journal of
Qualitative Studies on Health and Well-being. 2020
Jan 1;15(1):1822621.
https://doi.org/10.1080/17482631.

2020.1822621

Page 9 of 10


https://www.urncst.com/
https://doi.org/10.26685/urncst.450
https://doi.org/10.1515/sjpain-2022-0021
https://doi.org/10.1089/jwh.2016.6003
https://doi.org/10.1177/0959353519826170
https://doi.org/10.1177/0959353519826170
https://doi.org/10.1093/fampra/cmz041
https://doi.org/10.1093/fampra/cmz041
https://doi.org/10.1177/2284026520984366
https://doi.org/10.1002/nur.22186
https://doi.org/10.1177/1359105316688952
https://doi.org/10.1177/1359105316688952
https://doi.org/10.1080/01443615.2019.1603217
https://doi.org/10.1080/01443615.2019.1603217
https://doi.org/10.1080/10410236.2019.1606136
https://doi.org/10.1080/10410236.2019.1606136
https://doi.org/10.1177/0959353520930602
https://doi.org/10.1177/0959353520930602
https://doi.org/10.1080/0167482X.2019.1678022
https://doi.org/10.1080/10410236.2022.2048468
https://doi.org/10.1080/10410236.2022.2048468
https://doi.org/10.1080/15398285.2020.1816803
https://doi.org/10.1080/15398285.2020.1816803
https://doi.org/10.1016/j.rbmo.2018.09.006
https://doi.org/10.1016/j.rbmo.2018.09.006
https://doi.org/10.1177/2284026520903214
https://doi.org/10.1177/1359105316643069
https://doi.org/10.1177/1359105316643069
https://doi.org/10.1177/1363459318817943
https://doi.org/10.1111/jocn.13872
https://doi.org/10.1080/17482631.2020.1822621
https://doi.org/10.1080/17482631.2020.1822621

UNDERGRADUATE RESEARCH IN NATURAL AND CLINICAL SCIENCE AND TECHNOLOGY (URNCST) JOURNAL
Read more URNCST Journal articles and submit your own today at: https://www.urncst.com

[42] Riazi H, Tehranian N, Ziaei S, Mohammadi E, [45] Merone L, Tsey K, Russell D, Nagle C. Sex
Hajizadeh E, Montazeri A. Patients’ and physicians’ inequalities in medical research: A systematic scoping
descriptions of occurrence and diagnosis of review of the literature. Women’s Health Reports (New
endometriosis: A qualitative study from Iran. BMC Rochelle). 2022 Jan 31;3(1):49-59.

Women’s Health. 2014 Aug 30;14(1):103. https://doi.org/10.1089/
https://doi.org/10.1186/1472-6874-14-103 whr.2021.0083

[43]Hoffmann DE, Tarzian AJ. The girl who cried pain: A [46] As-Sanie S, Black R, Giudice LC, Gray Valbrun T,
bias against women in the treatment of pain. Journal of Gupta J, Jones B, et al. Assessing research gaps and
Law, Medicine & Ethics. 2001;29(1):13-27. unmet needs in endometriosis. American Journal of
https://doi.org/10.1111/j.1748-720X.2001.tb00037.x Obstetrics and Gynecology. 2019 Aug 1;221(2):86-94.

[44] Critchley HOD, Babayev E, Bulun SE, Clark S, https://doi.org/10.1016/j.2j0g.2019.02.033
Garcia-Grau I, Gregersen PK, et al. Menstruation: [47]1Shim JY, Laufer MR. Adolescent endometriosis: An
Science and society. American Journal of Obstetrics update. Journal of Pediatric and Adolescent
and Gynecology. 2020 Nov 1;223(5):624-64. Gynecology. 2020 Apr 1;33(2):112-9. https://doi.org/
https://doi. 10.1016/j.jpag.2019.11.011

0rg/10.1016/j.a2j09.2020.06.004

Article Information

Managing Editor: Jeremy Y. Ng

Peer Reviewers: Shay Freger, Olivia Giovannetti

Article Dates: Received Dec 03 22; Accepted Jan 31 23; Published Mar 15 23

Citation

Please cite this article as follows:

Drinkell K, Fajzel H, Tordon K. Patient and practitioner: The impact of social factors on diagnostic delay for endometriosis.
URNCST Journal. 2023 Mar 15: 7(3). https://urncst.com/index.php/urncst/article/view/450

DOI Link: https://doi.org/10.26685/urncst.450

Copyright

© Kimberly Drinkell, Hannah Fajzel, Kiera Tordon. (2023). Published first in the Undergraduate Research in Natural and
Clinical Science and Technology (URNCST) Journal. This is an open access article distributed under the terms of the Creative
Commons Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and
reproduction in any medium, provided the original work, first published in the Undergraduate Research in Natural and Clinical
Science and Technology (URNCST) Journal, is properly cited. The complete bibliographic information, a link to the original
publication on http://www.urncst.com, as well as this copyright and license information must be included.

Funded by the i+l

st journat - Goenmert | (G

Do you research in earnest? Submit your next undergraduate research article to the URNCST Journal!
| Open Access | Peer-Reviewed | Rapid Turnaround Time | International |
| Broad and Multidisciplinary | Indexed | Innovative | Social Media Promoted |
Pre-submission inquiries? Send us an email at info@urncst.com | Facebook, Twitter and LinkedIn: @URNCST
Submit YOUR manuscript today at https://www.urncst.com!

Drinkell et al. | URNCST Journal (2023): Volume 7, Issue 3 Page 10 of 10
DOI Link: https://doi.org/10.26685/urncst.450



https://www.urncst.com/
https://doi.org/10.26685/urncst.450
https://doi.org/10.1186/1472-6874-14-103
https://doi.org/10.1111/j.1748-720X.2001.tb00037.x
https://doi.org/10.1016/j.ajog.2020.06.004
https://doi.org/10.1016/j.ajog.2020.06.004
https://doi.org/10.1089/whr.2021.0083
https://doi.org/10.1089/whr.2021.0083
https://doi.org/10.1016/j.ajog.2019.02.033
https://doi.org/10.1016/j.jpag.2019.11.011
https://doi.org/10.1016/j.jpag.2019.11.011
https://urncst.com/index.php/urncst/article/view/450
https://doi.org/10.26685/urncst.450
https://creativecommons.org/licenses/by/4.0/
http://www.urncst.com/
mailto:info@urncst.com
https://www.facebook.com/urncst
https://twitter.com/urncst
https://www.linkedin.com/company/urncst
https://www.urncst.com/

	Abstract
	Introduction
	Methods
	Criteria
	Review Methods
	Results
	Patient Characteristics
	Social Demographics
	Figure 1. Flow diagram of article selection.
	Table 1. Summary of review results
	Normalization of Pain
	Stigma Surrounding Women’s Health Issues
	Self-Advocacy
	Health Care Practitioner and System
	Dismissive Attitude
	Lack of Knowledge and Technical Competence
	Power Imbalance
	Discussion
	Conclusions
	List of Abbreviations Used
	Conflicts of Interest
	Authors' Contributions
	Acknowledgements
	Funding
	References
	Article Information
	Citation
	Copyright

