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Condensation

A Society for Women’s Health Research working groexgews the latest research on
endometriosis and identifies areas of need to in@thagnosis, treatment, and access to quality
care.

Short Title
Assessing Research Gaps and Unmet Needs in Endosisetr
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Abstract

Endometriosis, a systemic disease that is oftemfydaand chronic, affects ~10% of
reproductive-age women. The disease can negaiiwplgct a patient’s physical and emotional
well-being, quality of life, and productivity. Endeetriosis also places significant economic and
social burden on patients, their families, andetycas a whole. Despite its high prevalence and
cost, endometriosis remains underfunded and uredearched — greatly limiting our
understanding of the disease and slowing much-nkeiedevation in diagnostic and treatment
options. Due in part to the societal normalizabbmvomen’s pain and stigma around menstrual
issues, there is also a lack of disease awarengssggpatients, health care providers, and the
public. The Society for Women’s Health Researchveoed an interdisciplinary group of expert
researchers, clinicians, and patients for a rounetaeeting to review the current state of the
science on endometriosis and identify areas of te@dprove a woman'’s diagnosis, treatment,
and access to quality care. Comprehensive andliatgvlinary approaches to disease
management and increased education and diseasenasgaifor patients, health care providers,
and the public are needed to remove stigma, iner@agly and accurate diagnosis and
treatment, and allow for new advancements.

Key words
chronic pain, endometriosis, infertility, pelvicipastigma, women'’s health
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I ntroduction

Endometriosis is a painful, chronic, and inflamnmatdisease that is characterized by the growth
of endometrial-like tissue outside of the uterud affects approximately 10% of reproductive-
age women, an estimated 200 million women and teensiwide! Common symptoms of this
systemic*® debilitating disease include variable experienuk severity of dysmenorrhea,
dyspareunia, chronic pelvic pain, and infertilityas well as back pain, and bladder or bowel
problems (e.g., painful urination or bowel movensghf°*?Other individuals are
asymptomati¢:'***Prevalence of endometriosis is highest in wometh imfertility or chronic
pelvic pain, reaching 25-50% and 71-87%, respdgtf/e’ Although data are limited, there is
some evidence that approximately 40% of adult calse® spontaneous regression of disease in
follow-up studies a few months after initial exaation* However, longer-term follow-up
studies in baboons, which have spontaneous endosistsimilar to humans, suggest
endometriosis is a progressive disease, with peddegression’

Although the cardinal symptoms of endometriosispaieic symptoms, comorbidities are very
common in women with endometriosis. Nearly 95% ofiven with endometriosis reported at
least one or more comorbid disorders, such as mgrdepression, anxiety, irritable bowel
syndrome (IBS), interstitial cystitis/painful blagtdsyndrome, chronic fatigue syndrome,
fibromyalgia, uterine fibroids, and ovarian cy&t4° Endometriosis is also associated with
increased risk for several types of cancer (ovabasast, cutaneous melanoma), systemic lupus
erythematosus, rheumatoid arthritis, and cardiavasciseasé'**

Endometriosis can negatively affect all aspects pétient’s daily life, including sexual
relations, appetite, exercise, sleep, emotiondteshg, social activities, childcare, and work
and household productivify:?® Total workplace productivity loss averages 6.3reqer week,
with the majority of that loss due to presenteeiatne total household productivity loss
averages 4.9 hours per wegk.

Endometriosis is also costly, at an estimated $68lidn per year in excess health expenditures
in the United StateS* Estimated direct costs in the U.S. are $12,11&p#ent per yeat:

Claims data show that average annual health cate (medical and prescription) are more than
three times higher for women with endometriosis parad to patients without endometriosis,
even five years pre- and five years post-diagrfo$ig® Annual health care costs for women with
endometriosis treated in referral centers are amil costs for other chronic diseases that
receive more resources such as diabetes, Crotsgag#, and rheumatoid arthrifis.
Endometriosis-associated costs can be greater dieygeon the severity of disease, presence of
pelvic pain, and presence of infertili.

Despite the prevalence of endometriosis and itsfsignt burden on women, their families,
society, and the health care system, the diseas®lsrfunded and under-researcffedls such,
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scientific progress has been slow, and diagnosticteeatment options remain limited. Societal
factors such as clinical gender bias and inequitiése treatment of pain based on gender have
been well-documenteti*® and may contribute to the under-prioritizatioreatlometriosis
research funding. Furthermore, endometriosis symgtitat are associated with menstruation,
infertility, and/or bowel issues are often met wstitietal stigmd’“°and thus may further
complicate addressing this disease.

To this end, the Society for Women’s Health Redeé®8WHR), a nearly 30-year-old nonprofit
organization, convened an interdisciplinary expeoup of researchers, clinicians, and patients
for a roundtable meeting to evaluate both diagnsstnd treatment in endometriosis. The goals
of the meeting were to a) review current practieeflect on the barriers affecting diagnosis
and treatment; and c) highlight research prioritieghe future of endometriosis care. Below we
summarize discussions from the roundtable.

M ethods

SWHR designed the roundtable to create an intemadialogue between thought leaders in the
field, including researchers, clinicians, patieaisq industry and government officials. SWHR
selected participants with diverse perspectivel vagards to expertise, training, background,
gender, and geographic location. Discussions webting attendees prior to the roundtable
identified topics that experts considered top ftigs to address in an interdisciplinary setting.
An SWHR facilitator moderated the roundtable, aatignts gave personal testimonies, which
organically led to discussion among the group.ahscriptionist captured minutes from the
meeting, and these minutes were used to ident#més — including barriers to diagnosis and
treatment and priorities for the future — that mfed the structure of this paper.

Diagnostics

Current Practice

Laparoscopic visualization with or without histologonfirmation is currently the only way to
definitively diagnose endometriosis and remainsgibid standard for diagnosis in clinical
guidelines from many national and internationaf@seional societies, including the American
College of Obstetricians and Gynecologists (ACGY,European Society of Human
Reproduction and Embryology (ESHRE), the World Endtriosis Society (WES), the National
Institute for Health and Care Excellence (NICEg 8ociety of Obstetricians and
Gynaecologists of Canada (SOGC), and the Americaresy for Reproductive Medicine
(ASRM).2>*“**Most of these guidelines have not been updateumihe past 5-10 years,
although guidelines from the aforementioned grams many experts in the field state that
definitive diagnosis is not always required befimigiating medical therap$?*’ Like with most
surgeries, laparoscopy is invasive and comes wgtawn risks, plus economic and geographic
barriers may limit patients’ acceS$’
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Barriersto Diagnosis

Diagnostic delays remain a significant barrierdoeiving timely and appropriate care for
endometriosis. On average, women experience a délal2 years from the onset of pain
symptoms to surgical diagno$fs*® The delay for patients seeking help due to pedeia is
longer than the delay for those seeking help dueféutility.*>°° Delays in diagnosis can
degrade the patient-provider relationship, caussiphl and emotional damage, impair quality
of life, and add to the significant personal andis@l costs associated with the dise&s&>

Societal barriers and the role of stigma

Stigma around menstrual issues and societal narat@in of women’s pain play a pivotal role in
diagnostic delay. One study found women wait orraye 2.3 years from the onset of symptoms
before seeking helff Women may not recognize their pain as a treatinéition, especially if
this pain began at menarcheSocietal normalization of women’s pain and thdt@’ around
topics like menstruation or painful sex can preweamen from seeking care or discussing
symptoms with and receiving support from frien@snily, and health care providers (HC®S).

Barriers related to understanding of the disease

The etiology of endometriosis is not fully undemioRetrograde menstruation, coelomic
metaplasia, genetics, immune dysfunction, oxidativess and inflammation, and stem cells are
all thought to play a role in the pathogenesishefdiseas&>*°>Some experts argue
endometriosis should be considered an amalgamatidisorders due to the diversity of
symptoms and symptom severity, as well as diffexsnic lesion types (e.g., superficial
peritoneal endometriosis, deep infiltrating endartosts, ovarian endometriomas, extra-pelvic
endometriosis§?*° This lack of clear understanding about the dissatmlogy and the

spectrum of symptoms, including gynecologic and-ggnecologic issues (described above),
can also contribute to diagnostic delay.

For example, chronic pelvic pain, the most commaeeported symptom of endometriosis, is not
specific to endometriosis. Other gynecologic dissasich as pelvic inflammatory disease,
uterine fibroids, and adenomyosis, as well as ngregologic diseases including IBS, interstitial
cystitis/painful bladder syndrome, and fibromyalgian have symptoms that overlap with those
common in endometriost§.The process of ruling out these other diseasesaanibute to

delays in diagnosis and treatment of endometriésigher, these conditions are highly
comorbid with endometriosis, so delays can occHGPs do not recognize that endometriosis
can co-exist with other pain conditions, particiylérsymptoms persist.

Provider-related barriers

On average, women with endometriosis make sevés vstheir primary HCP before being
referred to specialist§,and nearly three-quarters of women experiencesdiaginosis® In
addition, the short time allotted for HCP visitsymmt allow for adequate evaluatioh.
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One survey of general HCPs found that half couldname three of the main symptoms of
endometriosis. Additionally, nearly two-thirds didt feel comfortable in the diagnosis and
follow-up of women presenting with endometrio¥ighis can have serious implications, as only
24% of surveyed practitioners made referrals witlilay of additional examinations when
endometriosis was suspect&dinother survey of gynecologists found nearly 508keved that
earlier diagnosis of endometriosis cannot prevMemicourse of the disease since there is no
effective treatment: This survey demonstrates that HCPs may not ma&éegal to a specialist
even if endometriosis is suspected, despite thdHat evidence suggests diagnostic delays
cause physical, emotional, and social harm forepést®

Stigma also plays a role in provider-related dedagieagnosis. HCPs may trivialize symptoms,
be quick to dismiss symptoms as “normal,” or fastamfortable discussing symptoms with
their patients, particularly younger women, whoawerage have a longer delay in diagndsis.

There is currently no validated set of screeningstjons routinely used for HCPs to ask women
about their menstrual pain, even though implemerttas practice could facilitate earlier
diagnosis of endometriosis and other causes ofqehin>**° Standardized screenings, such as
those used to identify violence against women duginvell-woman visit, could be used as a
model in screening for endometriosis. Taken togethadequate HCP training and societal
normalization of menstrual pain create signifidaatriers for patients in need of referrals to
specialists when endometriosis is suspected.

Barriers with current diagnostic tools

In addition to the lack of disease awareness andatmn, the absence of noninvasive or less
invasive diagnostic tools (e.g., biomarkers, ramfjat imaging) may contribute to diagnostic
delay. One survey found that nearly two-thirds yrigrologists agreed there was a significant
delay in diagnosing endometriosis, which they pattributed to the absence of a valid
noninvasive diagnostic te3tThis suggests that the invasiveness of laparossapgery itself
may be one reason HCPs delay diagnosis. Lack ekado a specialist with expertise in
laparoscopic surgery for endometriosis and/or @sce coverage also remain critical barrférs.

Young women in particular face extended delays fthetime they first speak to their HCP
about symptoms to receiving a diagnosis of endaasest One study found that women under
the age of 19 waited on average 12 y&afne possible explanation is that teens, parents, a
primary care providers may be hesitant to see/tefargynecologist due to feeling uneasy about
gynecologic pelvic exams in a non-sexually actigang woman. Further, some HCPs and
gynecologists are reluctant to recommend or perfamrimvasive diagnostic procedure, like a
laparoscopy, in young girf&:%?
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The current gold-standard guidelines for diagnosingometriosis only examine whether
endometrial lesions are present. The most commesdy disease staging system is also based
on the location and amount of lesions within thivipeavity ®* However, most evidence has
demonstrated there is a marginal relationship anieagumber of lesions, the severity of
disease, its symptoms, and overall impact on qualitife (except for a correlation between
deep infiltrating endometriosis sites and somesygfepelvic painf* For example, a woman

with revised ASRM stage 4 endometriosis, whichoisstdered “severe,” may experience fewer
life-disrupting symptoms than a woman with stags@lometriosis, which is classified as
“minimal,” suggesting that these adjectives shawdtlbe used interchangeably with the numeric
stages of disease. Further, current diagnostidesdse staging guidelines provide little
predictive value regarding outcomes (e.g., paiiefrer fertility) or recurrence risk®’ This may
be in part because the current approach doesk®trito account the inflammatory and systemic
nature of the disease or the rare but burdensoesepce of extra-pelvic endometriosis.

Requiring a laparoscopy in order to receive a d@fesndiagnosis can also greatly impede
research if women'’s participation in research reggua history of disease documented by
surgery. This can create a selection bias in @imesearch studies, particularly if comparisons
are to women who underwent laparoscopies for atigkécations, for which there may be
overlapping etiology. It also greatly precludes glagion-based studies, which in turn has
limited our understanding of the disease and thiemgpopulations it affects.

Future of Endometriosis Diagnostics

Due to the invasiveness and costliness of lapapysecmninvasive diagnostics for endometriosis
in both clinical practice and research are greatigded. Presently, there are some noninvasive
and less invasive tools that may help identifyaiartypes of endometrial lesions. For example,
transvaginal ultrasounds or magnetic resonanceingdyIR1) can be used to diagnose ovarian
endometriomas and deeply infiltrative endometriasigh as lesions involving the bladder,
rectovaginal septum, and sigmoid cof8iSensitivity and specificity rates for non-ovarian
endometriosis using transvaginal ultrasound ar@&%-and 90-100%, respectivelyHowever,
transvaginal ultrasounds are not reliable diagna@stls for superficial peritoneal disease, which
is the most common type of endometriosis. Impolyadtagnostic accuracy is lower if imaging
is not performed by individuals with appropriataiming, which can limit its usefulness as many
sonographers do not receive endometriosis-sperifiting®®’° However, many studies have
shown that competency greatly improves after brafing program$® 2 suggesting a new
avenue for increasing the number of experts availabhd thereby increasing women’s access to
state-of-the-art imaging for endometriosis.

In addition, researchers are exploring the usearharkers for early diagnosis as a noninvasive
approach, but more investment in this area is ree@atat to be fruitful. Current blood-based
biomarkers under investigation include regulatdrgeme expression (microRNAS),
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inflammatory markers, tumor markers, growth factarsd hormonal markers, as well as
endometrial and menstrual effluent biomarkérs However, none of these tests have been
validated in large heterogeneous samples nor leyelteen proved to have adequate sensitivity
and specificity to be used clinically outside aesh setting. Testing of biomarkers on
populations that reflect the diversity of thosehathie disease is needed.

Given the heterogeneity of endometriosis and melfgathways that are involved in the etiology
of the disease, there may not be one universaldriosn that can accurately diagnose all forms
of the disease. A combination of multiple biomaskeray be necessary to diagnose the disease
or define different subtypes of endometriosis, Whiould open up avenues for more
personalized treatments. However, discerning ttiarimation will require large, diverse, and
highly phenotyped patient populations, with dethjeospective data collection on severity and
characteristics of pelvic symptoms (e.g., dysmdreay non-menstrual pain, dyspareunia,
infertility), associated comorbidities (e.g., otlpain conditions, autoimmune disease), and
location, appearance, and extent of lesions. Ozgéinns such as the World Endometriosis
Research Foundation (WERF) have already begungakeps to achieve this. The WERF
Endometriosis Phenome and Biobanking Harmonis&rofect (EPHect) was established to
standardize the reporting and pathological proogdsir endometriosis research and facilitate
large-scale international collaborations in ordeadvance understanding of the dis¢8gg.

Treatment

Current Practice

There is currently no cure for endometriosis. Ssyraptoms can appear as early as menarche,
management of the disease may span decades, mghingi optimal years for trying to conceive.
Current strategies to manage endometriosis inatueldical and surgical treatments, as well as
complementary approaches designed with the primaay of managing pain and associated
symptoms and possibly restoring fertilft§?

Pain and infertility are two of the most commonsaas women seek treatment for
endometriosis, and the treatment approaches diffexach. Considerations for different
treatment types with respect to age, disease $gvand desire to preserve fertility are reviewed
elsewheré&?®

First-line medical therapies for endometriosisuide non-steroidal anti-inflammatory drugs
(NSAIDs), combined estrogen-progestin hormonal rametptives (cyclic or preferably
continuous), and progestins (oral, injectable, anpd, intrauterine device). Most clinicians
consider first-line medical therapies as those d@natiow-cost, well-tolerated, efficacious, and
easily accessibl& Second-line medical treatments have equal effitatyare more costly
and/or have side effects. These include gonadatmagheasing hormone agonists and



355 antagonists (with or without add-back hormone regitaent therapy) or danazol, an androgenic
356  steroid.

357

358 Laparoscopy with excision or destruction of sumgafilesions and excision of deep lesions can
359  be a first-line or second-line surgical approaattrfeating pairf. Guidelines recommend

360 excision surgeries be performed by surgeons whaiaize in this type of surgefi7.Surgeries
361 that interrupt nerve pathways (e.g., presacralectamy) or hysterectomy (with or without

362 oophorectomy) are third- or fourth-line approacties are used after other treatment options
363 have failed However, even these procedures are not curatiy@ain can recur, often without
364 evidence of recurrent endometriosis lesions.

365

366  Comorbidities are highly prevalent in women witidemetriosis.’ Thus, multimodal

367 approaches to the evaluation and treatment of ahp@in and associated symptoms, including
368 non-pharmacologic therapies, are an importantgfatcomprehensive strategy for managing
369 endometriosis. For example, physical therapisth gfecialty in treating pelvic floor

370  dysfunction may be beneficial for women with asatei myofascial paitf.®* Further, two

371 randomized controlled trials found acupuncturertavigle some patients with relief from

372  endometriosis-related paifi®*A randomized control trial examining the use ofigdound

373  similar effect* Additionally, mental health professionals can phayimportant role in

374 addressing issues such as depression and griénahgre associated with the disease, as well as
375  provide cognitive behavioral therapy techniqueisaag coping and relaxation stratedie®:81°
376

377 Barriersto Treatment

378 Limitations of current therapies

379 Available medical therapies provide relief from engetriosis-related pain for many women, but
380 not all® On average, 11-19% of women report no improverimepain with medical therapy

381 and 5-59% report some degree of persistent pahreand of the study periG8Discontinuation
382 rates for medical treatments range from 5-16% dwsgghificant side effects — such as bone
383 loss, hot flashes, and weight gain — or limitedoafty, restricting their usefulness or

384 longevity®*®Recurrent pain is common after treatment cessatiith 17-34% of women

385  reporting recurrence of pain after stopping trearfie

386

387 Many medical therapies (e.g., combined hormonatracaptives, progestins, and gonadotropin-
388 releasing hormone agonists and antagonists) céenaesed when women are trying to get

389  pregnant.** This forces many women with endometriosis who viishecome pregnant to

390 choose between minimizing debilitating pain withdieation and timing their attempts to

391 conceive while off of their medication.

392
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After laparoscopy, disease recurrence rates range30-50%; with up to 55% of women
undergoing an additional surgery within seven y&afgpproximately 20% of women may not
show improvement after initial surgefy.

Even hysterectomy is not a cure for all women witdometriosis. In women with endometriosis
who underwent a hysterectomy where both ovarieg werserved, 7.3% underwent reoperation
within two years due to recurrence of pelvic paid 21.6% underwent reoperation within seven
years®’ Reoperation rates for women who underwent hysiemecand bilateral oophorectomy
were 4% by year two and 8.3% by year seven posetgagomy. Further, reoperation rates can
vary by age at hysterectomy. While bilateral ooglotsmy was associated with a lower
reoperation rate in women over 40 years old, tbelence of reoperation with bilateral
oophorectomy (compared to ovarian preservation)ieasower in women ages 30-39. This
suggests that many, but not all, women experiepegtom relief following hysterectomy.

Furthermore, these reoperation rates only captirergmediation failure among women who
return to the same surgeon and undergo reoperaia;are lacking on those who have pain
return but discontinue engagement with that HCPfanthose who do return to that HCP but
are treated without reoperation. Therefore, these ggcurrence rates are likely an
underestimate. Incomplete excision of lesions,reésensitization, and under-recognized or
under-treated comorbid conditions (e.g., pelvioflmyofascial pain, interstitial cystitis, or IBS)
are likely some of the reasons why symptoms caccredollowing a hysterectomy,
necessitating the need for additional surd&fjIn addition, undergoing a hysterectomy has its
own health risks that extend beyond those relatedgroductive healtff:**3

Current medical and surgical options for endomsisiaim at suppressing or eliminating lesions
in the pelvic cavity. However, the relationship between lesions and $ymg (e.g., pain and
infertility) is not well established or understoddPain can persist or recur after surgery and
recurrent symptoms do not necessarily correlatk mturrent lesions. Further, while medical
and surgical therapies can be effective in all@avipendometriosis-related pain and fertility
issues, they are not always effective and alsood@adress all the symptoms associated with
endometriosis, such as the fatigue, mood disordeysain outside of the pelvis.

Barriers in accessing care
In addition to the lengthy diagnostic delay diseasabove, high costs, insurance issues, stigma,
lack of HCP education, and access to specialistalt&reate barriers to receiving care.

In one survey of young women with chronic pelvianp#hey cited difficulty with insurance
coverage, lack of HCP knowledge or training, arftiadilty getting appointments with
specialists as the main factors impeding theimats to receive optimal care.
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Some employers may not be knowledgeable about esidiosis and therefore quick to trivialize
or assume women are making up or exaggeratingetrezisy of their symptom¥>°
Unsupportive work environments can make it diffidal women to use sick leave, receive an
appropriate amount of sick leave, or take timef@ffHCP appointments.®>°'This can greatly
affect productivity and overall quality of life atork.

Provider-related barriers

As of 2017, there were 35,586 general obstetrigigmecologists in the U.Z.However,
obstetrician-gynecologists are not evenly disteldugeographically. Nearly 50% of counties in
the U.S., in predominantly rural areas, lack alsimpstetrician-gynecologisf.This leaves the
approximately 10 million women who reside in theeanties without ready access to an
obstetrician-gynecologist. Of the general obstnigyynecologists, an even smaller percentage
specialize in the treatment and management endasisfrwhich is imperative for proper care.

Further, the lack of education about endometriast chronic pelvic pain for HCPs may result
in unnecessary and invasive procedures. A commehetef is that a hysterectomy can “cure”
endometriosis, which (as discussed in detail absvedt necessarily true. This can cause HCPs
to suggest hysterectomy as a first- or secondtigement option even though guidelines
recommend hysterectomies be considered a lasifipeoach for only severe and refractory
cases.

Endometriosis is the second leading indicatiorhfgaterectomy in the U.S. (the first is uterine
fibroids and/or abnormal bleeding). Endometriosisoaints for 17.7% of all hysterectomies and
is the leading cause of hysterectomy among womedd3d@ars old® Black women are
disproportionately more likely than white womerutaergo hysterectomy for benign
gynecological conditions and are more likely todawmplications from surgefy.

Future of Endometriosis Treatments

Current medical and surgical treatment options $amu suppressing lesion proliferation in hopes
of eliminating pain and/or infertility, even thougfe relationship between lesions and these
symptoms is not well understood. Future treatmantscare should shift toward a patient-
centric, multidisciplinary approach that focusegiom patient as a whole, rather than one
symptom at a time.

Centers of expertise — specialized programs thatige capability and resources related to a
particular medical area — offer one type of patiegnitric model for treating and managing
endometriosis. Centers of expertise in endomegrisie an interdisciplinary approach to patient
care with a team that includes experts in lapam@gcmedical management, pain education,
physical therapy, and psycholo§{.A recent prospective study from a center of exgefor
chronic pelvic pain in Canada found that its inteegblinary approaches were successful in



473 lessening pain, reducing emergency room and playsidsits, decreasing the prevalence of
474  comorbid conditions, and improving functional qtabf life.'® The implementation of

475 comprehensive treatment strategies — like thoseimters of expertise — that address all the
476  needs of the patient, including quality-of-lifeuss, is imperative.

477

478  In addition, current care for women with endomesisds sometimes based on low-value care
479  tests and procedures, meaning they have defined, li@certain benefits, or effectiveness that is
480  no better than less expensive alternatiVé&iven the economic burden of endometriosis,
481 moving toward care that is based on the best dlaidata and funding studies that increase this
482  knowledge base remains a priority.

483

484  More research is also needed to better understenantderlying biology of endometriosis and
485 possible endometriosis subtypes, which could leatketv therapeutic avenues and more

486 individualized treatment plans. Of particular irtgtrare alternatives to hormonal therapy, for
487  those patients who are intolerant to current horhoggimens due to side effects as well as
488  patients who are trying to conceive. Non-hormormiams, such as those modulating

489  angiogenesis or neuroinflammation, are urgentlyladt’? Moreover, future treatments should
490 aim to address the issues most important to pataamd future clinical trials should utilize

491 patient-reported outcomes and include currentlimgt medications as a comparator when

492  possiblet™

493

494 Increased funding is necessary to accomplish theals. Despite the high prevalence and

495 impact of endometriosis, the National Institutesdehlth (NIH) funding for the disease in 2018
496  was $7 million, near the bottom of NIH’s 285 fundiisease/research aréasnsufficient

497  funding means fewer researchers have the opportimngtudy endometriosis, further impeding
498 the advancements that are needed in the field.

499

500 Conclusion

501 Endometriosis places a significant burden on teaasadult women, their families, and society
502 as a whole, yet the stigma surrounding the diseadesocietal normalization of women’s pain
503 continue to preclude fast and accurate diagnolesteve treatment, and innovation in the field.
504

505 The gold standard diagnostic is invasive and cpattilough research into noninvasive

506 diagnostics is underwdy.Currently, medical and surgical therapies focusreating lesions,
507  but often do not address the negative impact enttasis has on a woman’s quality of life.
508 Comprehensive and interdisciplinary approachesttkat patients’ holistic needs into account
509 are needed, along with more research that caniggughts into the underlying biology of the
510 disease, enable new therapies, and create higiiygenadence to help improve care.

511



512  Evidence-based public health campaigns could atpodve disease knowledge among patients,
513 HCPs, and the public. Such campaigns, as well ae training for providers, could also address
514 the stigma associated with endometriosis and ingsoeial support for those experiencing the
515 diseasé® The Society for Women’s Health Research is conemhito improving education and
516 awareness around endometriosis and other conditianslisproportionately, differently, or

517 exclusively affect women in order to improve diagisptreatment, and access to quality care.
518
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