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AMERICAN MEDICAL ASSOCIATION HOUSE OF DELEGATES
Resolution: 921
(1-23)
Introduced by: Women Physicians Section
Subject: Addressing Disparities and Lack of Research for Endometriosis

Referred to: Reference Committee K

Whereas, endometriosis is defined as a medical condition in which endometrial-like tissue from
the uterus grows in a location outside of the uterus'; and

Whereas, an estimated 11% of women in the United States have endometriosis, though this
was noted to be a conservative estimate, as the actual percentage of patients with this condition
would likely increase when considering individuals with symptoms below the clinical threshold or
a patient population containing of all individuals with uteruses?; and

Whereas, endometriosis is the third most common cause of gynecological-related
hospitalization and when patient populations are stratified by diagnostic indicators, the incidence
of endometriosis were found to be as high as 71.4%*%; and

Whereas, endometriosis is one of the most common reproductive conditions among women
compared to 11% of women of reproductive age experience infertility, 5-10% experiencing
Polycystic Ovarian Syndrome (PCOS), and 0.7% experiencing cervical cancer®”’; and

Whereas, although novel mechanisms contributing to the development of endometriosis have
been suggested, there is currently no single, widely accepted etiology for endometriosis®'%; and

Whereas, symptoms of endometriosis vary from asymptomatic to severe pelvic pain, and
bleeding, many symptoms of endometriosis can have multiple causes, making endometriosis
difficult to diagnose'"; and

Whereas, the most common classification system of endometriosis, the revised American
Society of Reproductive Medicine (rASRM) classification system, was created in 1968 and
considers endometriosis involvement of the peritoneum, fallopian tubes, ovaries, and cul-de-
sac, but has been found to have numerous disadvantages, indicating the need for additional
research to improve this system'13; and

Whereas, the length of time for a patient to receive an endometriosis diagnosis appears to have
decreased in recent years, a diagnosis of endometriosis typically takes an average of 4-11
years, and the amount of time for diagnosis in Black and Hispanic women is considerably higher
14,15, 31; and

Whereas, multiple studies have suggested that diet may play an important role in alleviating
endometriosis symptoms, however, the studies are limited with small sample sizes, which
further points to the growing need for additional endometriosis research and awareness'®'8; and

Whereas, in the current endometriosis research that does exist, small sample sizes are
common, which prevents the creation of evidence-based guidelines for practitioners'®-'8; and
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Whereas, endometriosis has been found to have a significant negative impact on the quality of
life of those diagnosed, including increased cost of healthcare, higher healthcare resource
utilization, and decreased productivity at both home and workplace'®-2'; and

Whereas, black and Hispanic patients are less likely to receive a diagnosis of endometriosis
than their White or Asian counterparts, further contributing to a delay in diagnosis and placing a
disproportionate healthcare burden on these patients??; and

Whereas, the American Journal of Obstetrics and Gynecology has previously noted the
prolonged period between presentation of endometriosis symptoms and treatment for or
diagnosis of endometriosis, as well as the health disparities this may cause'®; and

Whereas, a majority of recommendations for practice regarding endometriosis from the
American Academy of Family Physicians are based on consensus, expert opinion, and disease-
oriented evidence rather than research, indicating the need for additional endometriosis
research to improve endometriosis guidelines for physician practice??; and

Whereas, the American College of Obstetricians and Gynecologists has multiple practice
guidelines based on scientific evidence that outline different combinations of medication and
surgical intervention as treatment options for endometriosis, but many are dependent on a prior
diagnosis of endometriosis?4; and

Whereas, the American Society of Reproductive Medicine has multiple fact sheets on
endometriosis available for patients, but no practice documents for practitioners specifically
dedicated to endometriosis®’; and

Whereas, it is clear that additional research is needed to understand symptoms, causes, and
treatment of endometriosis, however the National Institute of Health (NIH) dedicates only
0.038% of the overall NIH budget to endometriosis research?; and

Whereas, endometriosis research continues to remain an extremely underfunded area of
women’s health research, even after recent legislation increased endometriosis research
funding from $13 million to $26 million in 2020%"; and

Whereas, in 2022, endometriosis, a condition affecting approximately 11% of women, is
allocated only $27 million of the $45 billion NIH research budget, while inflammatory bowel
disease, a condition affecting 1.3% of all patients, is allocated $195 million dollars for
research?3%; and

Whereas, current AMA Policy H-525.988 currently supports increased funding for women’s
health research, but fails to specifically highlight the dire need for endometriosis research and
does not take measurable action or advocacy to achieve these increases in research; and

Whereas, endometriosis research continues to remain significantly underfunded since the
passage of this H-525.988 and its subsequent modification in 2010, indicating a persistent
policy gap and the need for an additional resolution to specifically address this gap for patients
with endometriosis; therefore be it

RESOLVED, that our American Medical Association collaborate with stakeholders to recognize
endometriosis as an area for health disparities research that continues to remain critically
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underfunded, resulting in a lack of evidence-based guidelines for diagnosis and treatment of this
condition amongst people of color (Directive to Take Action); and be it further

RESOLVED, that our AMA collaborate with stakeholders to promote awareness of the negative
effects of a delayed diagnosis of endometriosis and the healthcare burden this places on
patients, including health disparities among patients from communities of color who have been
historically marginalized (Directive to Take Action); and be it further

RESOLVED, that our AMA advocate for increased endometriosis research addressing health
disparities in the diagnosis, evaluation, and management of endometriosis (Directive to Take
Action); and be it further

RESOLVED, that our AMA advocate for increased funding allocation to endometriosis-related
research for patients of color, especially from federal organizations such as the National
Institutes of Health. (Directive to Take Action)

Fiscal Note: Modest - between $1,000 - $5,000

Received: 10/5/23
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RELEVANT AMA POLICY

Sex and Gender Differences in Medical Research H-525.988

Our AMA:

(1) reaffirms that gender exclusion in broad medical studies questions the validity of the studies' impact
on the health care of society at large;

(2) affirms the need to include all genders in studies that involve the health of society at large and
publicize its policies;

(3) supports increased funding into areas of women's health and sexual and gender minority health
research;

(4) supports increased research on women's health and sexual and gender minority health and the
participation of women and sexual and gender minorities in clinical trials, the results of which will permit
development of evidence-based prevention and treatment strategies for all women and sexual and
gender minorities from diverse cultural and ethnic groups, geographic locations, and socioeconomic
status;

(5) recommends that all medical/scientific journal editors require, where appropriate, a sex-based and
gender-based analysis of data, even if such comparisons are negative; and

(6) recommends that medical and scientific journals diversify their review processes to better represent
women and sexual and gender minorities. [Res. 80, A-91; Appended: CSA Rep. 4, 1-00; Modified: CSAPH
Rep. 1, A-10; Reaffirmed: CSAPH Rep. 05, A-16; Modified: Res. 004, A-23]

An Expanded Definition of Women's Health H-525.976

Our AMA recognizes the term "women's health" as inclusive of all health conditions for which there is
evidence that women's risks, presentations, and/or responses to treatments are different from those of
men, and encourages that evidence-based information regarding the impact of sex and gender be
incorporated into medical practice, research, and training. [CSAPH Rep. 05, A-16]

Racial and Ethnic Disparities in Health Care H-350.974

1. Our AMA recognizes racial and ethnic health disparities as a major public health problem in the United
States and as a barrier to effective medical diagnosis and treatment. The AMA maintains a position of
zero tolerance toward racially or culturally based disparities in care; encourages individuals to report
physicians to local medical societies where racial or ethnic discrimination is suspected; and will continue
to support physician cultural awareness initiatives and related consumer education activities. The
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elimination of racial and ethnic disparities in health care an issue of highest priority for the American
Medical Association.

2. The AMA emphasizes three approaches that it believes should be given high priority:

A. Greater access - the need for ensuring that black Americans without adequate health care insurance
are given the means for access to necessary health care. In particular, it is urgent that Congress address
the need for Medicaid reform.

B. Greater awareness - racial disparities may be occurring despite the lack of any intent or purposeful
efforts to treat patients differently on the basis of race. The AMA encourages physicians to examine their
own practices to ensure that inappropriate considerations do not affect their clinical judgment. In addition,
the profession should help increase the awareness of its members of racial disparities in medical
treatment decisions by engaging in open and broad discussions about the issue. Such discussions should
take place in medical school curriculum, in medical journals, at professional conferences, and as part of
professional peer review activities.

C. Practice parameters - the racial disparities in access to treatment indicate that inappropriate
considerations may enter the decision making process. The efforts of the specialty societies, with the
coordination and assistance of our AMA, to develop practice parameters, should include criteria that
would preclude or diminish racial disparities

3. Our AMA encourages the development of evidence-based performance measures that adequately
identify socioeconomic and racial/ethnic disparities in quality. Furthermore, our AMA supports the use of
evidence-based guidelines to promote the consistency and equity of care for all persons.

4. Our AMA: (a) actively supports the development and implementation of training regarding implicit bias,
diversity and inclusion in all medical schools and residency programs; (b) will identify and publicize
effective strategies for educating residents in all specialties about disparities in their fields related to race,
ethnicity, and all populations at increased risk, with particular regard to access to care and health
outcomes, as well as effective strategies for educating residents about managing the implicit biases of
patients and their caregivers; and (c) supports research to identify the most effective strategies for
educating physicians on how to eliminate disparities in health outcomes in all at-risk populations.
[CLRPD Rep. 3, 1-98; Appended and Reaffirmed: CSA Rep.1, 1-02; Reaffirmed: BOT Rep. 4, A-03;
Reaffirmed in lieu of Res. 106, A-12; Appended: Res. 952, I-17; Reaffirmed: CMS Rep. 10, A-19;
Reaffirmed: CMS Rep. 3, A-21; Reaffirmed: Joint CMS/CSAPH Rep. 1, I-21]

Reducing Racial and Ethnic Disparities in Health Care D-350.995

Our AMA's initiative on reducing racial and ethnic disparities in health care will include the following
recommendations:

(1) Studying health system opportunities and barriers to eliminating racial and ethnic disparities in health
care.

(2) Working with public health and other appropriate agencies to increase medical student, resident
physician, and practicing physician awareness of racial and ethnic disparities in health care and the role
of professionalism and professional obligations in efforts to reduce health care disparities.

(3) Promoting diversity within the profession by encouraging publication of successful outreach programs
that increase minority applicants to medical schools, and take appropriate action to support such
programs, for example, by expanding the "Doctors Back to School" program into secondary schools in
minority communities. [BOT Rep. 4, A-03; Reaffirmation A-11; Reaffirmation: A-16; Reaffirmed: CMS
Rep. 10, A-19]

8.5 Disparities in Health Care

Stereotypes, prejudice, or bias based on gender expectations and other arbitrary evaluations of any
individual can manifest in a variety of subtle ways. Differences in treatment that are not directly related to
differences in individual patients’ clinical needs or preferences constitute inappropriate variations in health
care. Such variations may contribute to health outcomes that are considerably worse in members of some
populations than those of members of majority populations.

This represents a significant challenge for physicians, who ethically are called on to provide the same
quality of care to all patients without regard to medically irrelevant personal characteristics.

To fulfill this professional obligation in their individual practices physicians should:

(a) Provide care that meets patient needs and respects patient preferences.
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(b) Avoid stereotyping patients.

(c) Examine their own practices to ensure that inappropriate considerations about race, gender identify,
sexual orientation, sociodemographic factors, or other nonclinical factors, do not affect clinical judgment.
(d) Work to eliminate biased behavior toward patients by other health care professionals and staff who
come into contact with patients.

(e) Encourage shared decision making.

(f) Cultivate effective communication and trust by seeking to better understand factors that can influence
patients’ health care decisions, such as cultural traditions, health beliefs and health literacy, language or
other barriers to communication and fears or misperceptions about the health care system.

The medical profession has an ethical responsibility to:

(g) Help increase awareness of health care disparities.

(h) Strive to increase the diversity of the physician workforce as a step toward reducing health care
disparities.

(i) Support research that examines health care disparities, including research on the unique health needs
of all genders, ethnic groups, and medically disadvantaged populations, and the development of quality
measures and resources to help reduce disparities.

AMA Principles of Medical Ethics: 1,1V, VII,VIII,IX

The Opinions in this chapter are offered as ethics guidance for physicians and are not intended to
establish standards of clinical practice or rules of law. [Issued: 2016]





