Beyond Sex as a Biological Variable: Addressing
Chronic Debilitating Conditions Among All Women

Dr. Melissa A. Simon

George H. Gardner Professor of Clinical Gynecology
Vice Chair, Research

Department of Obstetrics and Gynecology

Director Center for Health Equity Transformation
Northwestern University Feinberg School of Medicine
October 20, 2021

#HealthOfWomen2021


https://orwh.od.nih.gov/research/2021-womens-health-research-conference

Structure, Design and Inputs Dictate Output

MODEL CALCULATIONS

You have to ask the right questions and
st g ”Garbage In-garbage Out” Paradigm

involve the right people at the table to
get the output that is most ARRAGE — ARRAGE
representative of the issue you are DATA MODEL | RESULTS
trying to improve.

PERFECT | GARBAGE | GARBAGE

Asking the right questions is CRITICAL DATA MODEL | RESULTS
to developing the right solutions.

You have heard today that we know that sex and gender along with the intersection race/ethnicity, SES, stress, and
many other social and economic and political factors (“the determinants”) profoundly influence cells physiology,
metabolism, biological function, symptoms, manifestations of disease, responses to treatment, etc..
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Population of the United States

334, 518, 250 as of Today October 20, 2021

169,375,471 are FEMALES 50.6% (about 40% are non-white- and our demography is
evolving to increasing proportions of non-white persons)

Median age is 38.3 years



Dollars in Millions

Figure 1: NIH Annual Budget and Women's Health Research Spending, FY2019-FY2020
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NOTE: The annual budget of ORWH has remained relatively flat since 2003 — ranging from $41 million - $45 million
Sources:

1. Women's health spending data derived from NIH RCDC data system frozen file.
2. NIH total budget excludes buildings and facilities (B&F) costs; data derived from NIH Office of Budget "Appropriations History by Institute/Center" file, https://officeofbudget.od.nih.gov/approp_hist.html.
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Disparities in Chronic Debilitating Conditions

Mental Health: Not only do women bear the brunt of mental health disparities in
the US, when the data are examined by race and ethnicity, it is clear that minoritized
groups are more likely to experience risk factors that can cause mental health
disorders and more likely to persist. AND there are wide access gaps to care

Menopause- Black women experience more symptoms than white women- yet are
substantially underrepresented in clinical trials

The burden of Cardiovascular Disease, Diabetes, Obesity, Osteoarthritis and many
other chronic debilitating conditions are shouldered by Black and Latina/x women—
and in almost every study women of color are underrepresented

Black and Latina/x women have a higher risk of dementia and Alzheimer’s
associated Diseases.

Preventive Services that can prevent chronic debilitating conditions have substantial
research gaps that limit the applicability of guideline and recommendation
concordant care- (lung cancer screening; Low implementation/uptake in practice;
use of preventive medications; behavioral counseling, etc).




Chronic Debilitating Conditions Disproportionately Impact
Women- Especially women who are medically underserved,
minoritized and marginalized

* Not just “more symptoms”, but also “atypical” symptoms and poorer
responses to first-line treatments

“Comorbidity” in women is likely a proxy for poorly understood (and
inadequately treated) complex morbidity.

Dana E. King, Jun Xiang, Courtney S. Pilkerton. JABFM 2018, 31 (4) 503-513
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BLUS: The Evoling The Structure/Design of the Research Pipeline

Demography of Diversity over
the next 20 years
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50.6% Females in the US The Structure/Design of the Research Pipeline
PLUS: The Evolving

Demography of Diversity over
the next 20 years

o . Investigator Initiated Research- Standing
Majority of submitted  parent Announcements-(PA, PAR)

and funded allow for the most time to create
research pro posals the proposals and tend to be the most
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The majority of women’s health research is submitted and funded via RFA’s

which are less often issued and most often associated with a budget cap
and short timeline for submission
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Limits time to create a strong innovative proposal
Forces sacrificing other work or home/personal activities

Requires more grant research administrative support in a shorter period of time
”

Research 2

Structural Inequities: Findings | IMPACT?
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The Current Siloed Nature of NIH Funded Research in Women’s
Health- where is the woman in women’s health research?
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So... our current research funding design that NIH’s structure
creates does not aligh with NIH’s Mission to “turn discovery into
health”

The structure of NIH does not readily allow scientists to
comprehensively and adequately address the transdisciplinary and
nuanced sex- and gender- specific research needed to address the
whole woman and especially women of color and thus does not
meet the true women’s health clinical care needs...(50.6% of our
US population)
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What We Need Now:

A definition of chronic debilitating conditions

RCDC codes that accurately capture women’s health conditions- including
Menopause, Menstrual Disorders, PCOS, etc.

* |Increased workforce dedicated to women’s health research at NIH and across the
country. (how do we do this emerging from Covid-19’s impact?)

Standing study sections that comprise women’s health research (including obgyn)
experts

Standing grant funding opportunities such as standing parent announcements but
that requires grant making authority—

* Standing parent announcements receive higher proportions of cutting edge
research that pushes scientific boundaries of innovation that ultimately
improves detection, diagnosis, treatments and cures. If we are lacking this for
women’s health research — then we are unable to adequately meet the health
care needs of 50.6% of the population.



Now more than ever- we need to be intentional

* Increase research funding to focus not just on women, but ensure diversity in the populations of
women- sex and gender are important but so are race/ethnicity, ses, etc

* The current NIH Structure does not meet the needs of 50.6% of the US population- women.

* Creating a Center or an Institute that focuses on the advancement of Sex and Gender Research or
Women’s Health Research at NIH is a pressing need.

* This could evolve in several ways, the creation of a new Center or Institute vs. the graduation of
ORWH from an Office to a Center/Institute vs. the creation of a Center/Institute through
multiple offices/centers.

* Examples include: NIMHD and NCATS

e Such a structure would confer grant making authority, augment and enhance and promulgate
increased women’s health research- especially on the three main categories highlighted today in
this conference, and would encourage the development of the science workforce to ensure a more

steady stream of diverse investigators are excited about and supported to increase research that will
improve women’s health across the lifespan.

* On October 5, 2021, Dr. Collins said he had doubled the number of women who are institute directors at
the NIH. He also said that he hoped his replacement would be a woman.
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Instead of this
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This is the road to where we want to go

#LiftHealthForAllWomen



Thank you! Join Me!!!

M-simon2@northwestern.edu

@DrMelissaSimon

http://labs.feinberg.northwestern.edu/simon/

Center for Health Equity Transformation

www.feinberg.northwestern.edu/sites/chet/

@HealthEquityNU

Massive Open Online Course

https://www.coursera.org/course/healthcarejobs

Chicago Cancer Health Equity Collaborative
www.chicagochec.org

Podcast --Skinny Trees
www.skinnytreespodcast.com

T37MD14248; NCI P20 233304; RO1 MD014068; R0O1CA163830; U54 CA203000; CA2022995; CA2022997

U54CA221205; GO8 LM012688; HD050121; P30 CA060553; NCI NCORP 1UG1 CA189828; NIH P30 AG059304

G08 M013188; R34 MH100443 MH100393; R24MD001650; UG30D023189; Pritzker Foundation; Merck Foundation/ NCCN
Pfizer Foundation; Avon and Komen Foundations Lynn Sage Cancer Research Foundation, Friends of Prentice

Illinois Department of Health and Family Services, lllinois Breast and Cervical Cancer Program; American Cancer Society

oy ole
08, 15
(]
® "

CENTER for HEALTH EQUITY
TRANSFORMATION

Health for

(1) ‘A Real Talk:
o 00 || Clinical Trials

LIFTING HEALTH for ALL

Cancer

l Health Equity

18


mailto:M-simon2@northwestern.edu
http://labs.feinberg.northwestern.edu/simon/
https://www.coursera.org/course/healthcarejobs
http://www.chicagochec.org/
https://skinnytreespodcast.wpcomstaging.com/
https://www.feinberg.northwestern.edu/sites/chet/

	Beyond Sex as a Biological Variable: AddressingChronic Debilitating Conditions Among All Women
	Structure, Design and Inputs Dictate Output
	Population of the United States
	Figure 1: NIH Annual Budget and Women's Health Research Spending, FY2019-FY2020
	Disparities in Chronic Debilitating Conditions
	Chronic Debilitating Conditions Disproportionately ImpactWomen-Especially women who are medically underserved,minoritized and marginalized
	Structure dictates function-Change the structure
	NIH Research should aim to PROTECT ALL Populations

	The Structure/Design of the Research Pipeline
	The Structure/Design of the Research Pipeline
	The Current Siloed Nature of NIH Funded Research in Women’s Health-where is the woman in women’s health research?
	What We Need Now:
	Now more than ever-we need to be intentional
	Instead of this
	This is the road to where we want to go
	Thank you! Join Me!!!




Accessibility Report



		Filename: 

		08-SIMON-WHC-CDC-PPT_2021-508c.pdf






		Report created by: 

		VNelson


		Organization: 

		





 [Personal and organization information from the Preferences > Identity dialog.]


Summary


The checker found no problems in this document.



		Needs manual check: 0


		Passed manually: 2


		Failed manually: 0


		Skipped: 1


		Passed: 29


		Failed: 0





Detailed Report



		Document




		Rule Name		Status		Description


		Accessibility permission flag		Passed		Accessibility permission flag must be set


		Image-only PDF		Passed		Document is not image-only PDF


		Tagged PDF		Passed		Document is tagged PDF


		Logical Reading Order		Passed manually		Document structure provides a logical reading order


		Primary language		Passed		Text language is specified


		Title		Passed		Document title is showing in title bar


		Bookmarks		Passed		Bookmarks are present in large documents


		Color contrast		Passed manually		Document has appropriate color contrast


		Page Content




		Rule Name		Status		Description


		Tagged content		Passed		All page content is tagged


		Tagged annotations		Passed		All annotations are tagged


		Tab order		Passed		Tab order is consistent with structure order


		Character encoding		Passed		Reliable character encoding is provided


		Tagged multimedia		Passed		All multimedia objects are tagged


		Screen flicker		Passed		Page will not cause screen flicker


		Scripts		Passed		No inaccessible scripts


		Timed responses		Passed		Page does not require timed responses


		Navigation links		Passed		Navigation links are not repetitive


		Forms




		Rule Name		Status		Description


		Tagged form fields		Passed		All form fields are tagged


		Field descriptions		Passed		All form fields have description


		Alternate Text




		Rule Name		Status		Description


		Figures alternate text		Passed		Figures require alternate text


		Nested alternate text		Passed		Alternate text that will never be read


		Associated with content		Passed		Alternate text must be associated with some content


		Hides annotation		Passed		Alternate text should not hide annotation


		Other elements alternate text		Passed		Other elements that require alternate text


		Tables




		Rule Name		Status		Description


		Rows		Passed		TR must be a child of Table, THead, TBody, or TFoot


		TH and TD		Passed		TH and TD must be children of TR


		Headers		Passed		Tables should have headers


		Regularity		Passed		Tables must contain the same number of columns in each row and rows in each column


		Summary		Skipped		Tables must have a summary


		Lists




		Rule Name		Status		Description


		List items		Passed		LI must be a child of L


		Lbl and LBody		Passed		Lbl and LBody must be children of LI


		Headings




		Rule Name		Status		Description


		Appropriate nesting		Passed		Appropriate nesting







Back to Top


