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* Present a conceptual model to elucidate potential mechanisms underlying
cardiovascular health disparities in LGBTQ adults

 ldentify research gaps in both empirical data and patient populations used in
trials

* Provide suggestions for improving cardiovascular research and care of
LGBTQ people
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NIH Sexual and Gender Minority Research Office

SGM populations include, but are not limited to, individuals who identify
as lesbian, gay, bisexual, asexual, transgender, two-spirit, queer, and/or
intersex. Individuals with same-sex or -gender attractions or behaviors
and those with a difference in sex development are also included. These
populations also encompass those who do not self-identify with one of
these terms but whose sexual orientation, gender identity or expression,
or reproductive development is characterized by non-binary constructs
of sexual orientation, gender, and/or sex.
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Current Terminology

R Gender ldentity
O [cmale /Woman /Gir!

O \l¢ /Man /Boy
_- Other Gender(s)

Gender Expresswn
e Feminine
— Masculine

= Other

h Sex Assigned at Blrth

Female Male Other/Intersex

Om——— ()t Gender(s)
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Current Terminology

R Gender ldentity

Ol -cmale /Woman /Girl
Omeeeeeeeeee——— |5 /Man/Boy
e Other Gender(s)

Gender Identity: One's internal sense of being male, female, neither, both, or another
gender. Everyone has a gender identity. For transgender and gender non-conforming
people, their sex assigned at birth, or natal sex, and their internal sense of gender

identity are not the same.
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Current Terminology

Gender Expression

Feminine
Masculine
Other

Gender Expression: Outward manifestations of one's gender identity as presented by
one’s vocal tenor, body shape, hairstyle, clothing selection, behavior, etc. Many
transgender people seek to align their gender expression (how they look) with their
gender identity (who they are), rather than with the gender associated with their sex
assigned at birth. For example, a transgender man who was assigned female at birth
may want to have a masculine gender expression, whereas someone who was assigned
female at birth and identifies as genderqueer may want to have a more androgynous
(neither masculine nor feminine, or both masculine and feminine) gender expression.
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How Many?
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Perception

Just your best guess, what percent of Americans today would you say are
gay or lesbian?

All numbers are in percentages

Less 5% 10% 15% 20% More

than to to to to than No
Mean 5% <10% <15% <20% 25% 25% opin.
2015 23 9 11 14 7 20 33 6
2011 25 4 9 17 9 17 35 8
2002%
Men 21 8 11 16 [ 15 25 16
Women 22 7 14 12 Y 17 24 19

“Asked of a half sample with wording, with separate questions:

Just your best guess, what percent of men in the United States today would you say are
homosexual or gay?
Just your best guess, what percent of women in the United States today would you say are

homosexual or lesbian?

GALLUP

CEN 5
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How Many People Identify as LGBT?

Americans' Self-ldentification as Lesbian, Gay, Bisexual, Transgender or Something
Other Than Heterosexual

Which of the following do you consider yourself to be? You can select as many as apply. Straight or heterosexual; Lesbian; Gay;
Bisexual; Transgender

— % ldentify as LGBT

10
@ @ 71
y‘
5 35 1
#
0
2012 2013 2014 2015 2016 2017 2018 2019 2020 2021

--Respondents who volunteer another identity (e.g., queer, same-gender-loving; pansexual) are recorded as "Other LGBT" by
interviewers. These responses are included in the LGBT estimate.
--Data not collected in 2018 and 2019.

--2012-2013 wording: Do you, personally, identify as lesbian, gay, bisexual or transgender?

GALLUP

Gallup, 2022

Boston University School of Medicine
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Generational Differences

generations

A Study of the Life and Health of LGB

| 11 RRETER,
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Coming Out Milestones

Generational Differences

Generations
@ Age 1825
11.411.5 123
Sexually attracted ’ i Age 34-41
to same sex Age 52-59
16.3 18.3 19.2
Sex with same-sex
partner ’
14.0 16.0 18.3
Identified self as
LGB 2
16.9 22.0 26.3
Came out as LGB to ‘
a family member
T T 1 1 I 1 1 T T I I T T T 1 1 1
11 12 13 14 15 16 17 18 19 20 21 22 23 24 25 26 27
Mean age
| BU 12 REEDICRL
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* Present a conceptual model to elucidate potential mechanisms underlying
cardiovascular health disparities in LGBTQ adults

 ldentify research gaps in both empirical data and patient populations used in
trials

* Provide suggestions for improving cardiovascular research and care of
LGBTQ people
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1 MILLION

PEOPLE WHO WILL HAVE
A HEART ATTACK OR DIE
FROM CORONARY HEART
DISEASE THIS YEAR

RS,

165 |
MILLION |

AMERICANS AGE20 AND |

OLDER WHO ARE LIVING

WITH CORONARY HEART
DISEASE )

795,000 |

PEOPLE WHO WILL
HAVE A STROKE ’ ‘
THISYEAR =0/

356,000

CARDIAC ARRESTS THAT
OCCUR OUTSIDE A HOSPITAL
EACH YEAR

HARD
NUMBERS

By AMERICAN HEART ASSOCIATION NEWS.

A sampling of U.S. data fron

103 MILLION

ADULTS WITH HIGH
BLOOD PRESSURE

6.5 MILLION

AMERICANS AGE 20 AND
OLDER WHO ARE LIVING
WITH HEART FAILURE

38 PERCENT

RISE IN THE NUMBER OF HIGH
BLOOD PRESSURE DEATHS
BETWEEN 2005 AND 2015

Source: "Heert Disease asd Stroke Stotistics-
saciotion,”

®

23 MILLION
ADULTS WITH
TYPE 2
DIABETES
s—=— v

15 PERCENT

ADULTS WHO
SMOKED IN
2015

(v

56 MiLLION
PEOPLE 40 AND OLDER
‘WHO ARE ELIGIBLE FOR
CHOLESTEROL-LOWERING

STATINS qm E

38 PERCENT
ADULTS WHO
'WERE OBESE
ASOF 2014

Published Jon 31, 2048

Why CV Health?

1 of every 3 deaths

caused by
heart disease
and stroke

wering your
Blood pr
odhs

by about 50%
event Each ywar, an astmted
785,000 /J \ e
Seco Amancans wi hav Py niad
.,,...u,,,“.,'ﬂ...s thoir firt heart attack 3
heartdisease
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US Cisgender Men Ages 18-64, NHIS 2013-2014

B Gay (APR) Bisexual Heterosexual * p <0.05
e

Any Functional Limitation *

e

Heart Disease

R}

Hypertension

0 0.2 0.4 0.6 0.8 1 1.2 1.4 1.6

Jackson et al. BMC Public Health 2016
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US Cisgender Women Ages 18-64, NHIS 2013-2014

Functional limitations
Bisexual (APR)

Lesbian (APR)

Heterosexual (Ref)
Stroke

* p < 0.05

Cancer

0 0.5 1 1.5 2 2.5

Jackson et al. BMC Public Health 2016
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Health Outcomes: Transgender Adults

Transgender Group

Cisgender Group

Transgender vs Transgender vs

(n=691) (n=150765) Cisgender, OR Cisgender, Adjusted OR?

Variable No. % (SE) No. % (SE) (95% C1) (95% C1)
I:eneral health fair or poor 183 26.17 (0.03) 27002 17.02 (<0.01) 1.73 (1.24, 2.40) 1.75 (1.27, 2.42)'
Physical health not good (days per month)® 664 6.28 (0.93) 147 604 3.85 (0.04) 2.43 (0.61, 4.24) 2.37 (0.64, 4.11)°
Mental health not good (days per month)® 671 5.41 (0.74) 148307 3.67 (0.04) 1.74 (0.28, 3.19)° 1.70 (0.22, 3.17)f
Lifetime history of diagnosed chronic conditions

Diabetes 116 13.88 (0.02) 19788 10.69 (<0.01) 1.35 (0.95, 1.90) 1.37 (0.96, 1.95)

Kidney disease 40 4.29 (0.01) 5284 2.65 (<0.01) 1.65 (0.96, 2.84) 1.70 (0.98, 2.95)

Arthritis 235 29.84 (0.03) 53481 27.85 (<0.01) 1.10 (0.81, 1.50) 1.16 (0.86, 1.57)

Asthma 99 13.50 (0.02) 19859 14.15 (<0.01) 0.95 (0.65, 1.37) 0.94 (0.65, 1.37)

Chronic obstructive pulmonary disease 66 7.87 (0.02) 12693 6.91 (<0.01) 1.15 (0.75, 1.78) 1.18 (0.76, 1.83)

Skin cancer 55 5.68 (0.01) 13419 5.71 (<0.01) 0.99 (0.63, 1.58) 1.04 (0.65, 1.68)

Cancer (other than skin) 55 432 (0.01) 14387 6.64 (<0.01) 0.63 (0.42, 0.95) 0.65 (0.43, 0.99)

Stroke 46 474 (0.02) 6134 3.01 (<0.01) 1.60 (0.83, 3.09) 1.75 (0.93, 3.29)

Angina or coronary heart disease 49 5.71 (0.01) 9195 4.54 (<0.01) 1.27 (0.78, 2.07) 1.37 (0.83, 2.25)

fMyocardial infarction 68 7.29 (0.01) 9029 446 (<0.01)  1.69 (1.13, 2.51) 1.82 (1.22, 2.72)

Depressive disorder 142 19.72 (0.03) 28 886 18.76 (<0.01) 1.06 (0.74, 1.54) 1.06 (0.73. 1.53)

Meyer et al. AJPH. 2017
[BU] 17 REERCRY
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Minority Stress Theory: Cardiovascular Health

Minority
identity
(LGBTQ)

Life stressors

General

Life adversity, financial,
work, family stress, violence

Structural/Institutional |
Laws, social norms

Prejudiced events
(discrimination, violence)

Intrapersonal
Self-stigma, expectations of
rejection, concealment

/
Interpersonal

Sexual orientation

Sex assigned at birth
HIV status

Social support
Family dynamics

Social and clinical determinants

Gender identity

Gender expression
Race/ethnicity Hormone status
Socioeconomic status Neighborhood factors
Coping

Immigration status
Family history/genetics

BLU

Boston University School of Medicine

>

Psychosocial
factors

Psychopathology i\
(depression, stress,

A\
anxiety) \\
A - \
I ' Cardiovascular
E A .
" \ risk factors
Behavioral \~
factors Obesity
(tobacco use, diet *  Hypertension ™
quality, physical % Diabetes
activity) /| High cholesterol
X /
/
/1
/f
Physiological /
factors i/
(ANS reactivity, {
inflammation,
HPA axis)

Cardiovascular
morbidity and
mortality

Caceres et al. (2020)
Adapted from Brooks (1981); Meyer (2003); Hatzenbuehler (2009)
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stroke )
Possible physiological pathways h ea rt fa I I u re

include pain, fear, increased cardiac

Jemctiviy, e duced Boad Aowe cardiovascular disease
the heart, and increased cortisol. . 2
metabolic disease
coronary artery calcification
heart attack

anxiety [ 'ﬁ

depression possble bahuviorsl paieys
— include medication non-adherence,
C h rO n 'C St ress smoking, and physical inactivity.
post traumatic stress disorder




What Constitutes CV Health?

Primary Prevention: Lifestyle Changes and Team-Based Care

2 Physical Activity
Pharmacotherapy + behavior N Perform 2150 mins/week
interventions recommended of moderate or 275mins/week
to maximize quit rates Prevention of vigorous physical activity
of CVD

(4]

Diet Aspirin Use

Emphasis on intake . Low-dose aspirin

of vegetables, fruits, Type Il Diabetes for primary prevention
nuts, legumes, fish Control through now reserved for select
and whole grains diet and high-risk patients
exercise.
Metformin (primary therapy),
SGLT-2 inhibitor or
GLP-1 receptor agonist
(secondary)

DOI: 10.1016/j.jacc.2019.03.010

20 REIERS
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Additional Risk Factors

Life’s . 8
Essential
o

QL

ctwN,
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Tobacco Use

truth
s initiative

Life’
Essential @

transgender
LGB adults adults straight adults

s

Tobacco companies also
began to advertise in
publications
inthe early 1990s,
s often depicting tobacco
' useasa part

of LGBT life.

STRAIGHT

L ________________________________________________________________________________________________________________________________________________________________________________________________|]
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Physical Activity

Life’s .
Essential

ctwN,
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” WEIGHT LOSS
WORKOUTLOG
- Life’s . - -

®ssent|al
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Essential
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Glycemic Status

< J

Life’s

@ Q
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Cholesterol & Lipids

Life’s . a
Essent|a18

'@

[ ctwN,
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Blood Pressure

Life’s ﬁ
B

Blood Pressure Categories . .

SYSTOLIC mm Hg DIASTOLIC mm Hg

LESS THAN 120
ELEVATED 120 - 129 and LESS THAN 80
Ssentlal HIGH BLOOD PRESSURE
(HYPERTENSION) STAGE 1 180150

(HYPERTENSION) STAGE 2 130,08 fhotien n s

‘@

HYPERTENSNE.CNSIS. HIGHER THAN 180 and/or HIGHER THAN 120
(consult your doctor immediately)

©American Heart Association

heart.org/bplevels

QC
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Life’s .
Essential
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Additional Risk Factors

™
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Additional Risk Factors: Vascular Function
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Additional Risk Factors: Alcohol
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HIV
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Limitations of Current Tools

CARDIOLOGY

@ coutkcir  ASCVD Risk Estimator Plus Estimate Risk

Current Age & * Sex * Race *

Systolic Blood Pressure (mm Hg) * Diastolic Blood Pressure (mm Hg) ©

HGDs sl e Gelmeen L2000 Voloe sl W Gl

Total Cholesterol (mgsav) * HDL Cholesterol (mgsdL) * LDL Cholesterol (mg/dL) &
Watue s be Gelween 130 - 320 Wealus sl e Setween 20 - 700 ‘e ool e between 30-300
History of Diabetes? * Smoker? @ *

On Hypertension Treatment? * On a Statin? @ © On Aspirin Therapy? @ ©

cEw,
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Preliminary: Transgender Women ASCVD Risk

* Available upon request

Poteat et al. publication pending

35



Forthcoming Work: Cardiovascular Disease Risk and Outcomes

Among Veterans by Sexual Orientation

* Available upon request

Streed et al. publication pending_

B 36 REEACRY
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* Present a conceptual model to elucidate potential mechanisms underlying
cardiovascular health disparities in LGBTQ adults

 ldentify research gaps in both empirical data and patient populations used in
trials

* Provide suggestions for improving cardiovascular research and care of
LGBTQ people
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Minority Stress Theory: Cardiovascular Health

( Life stressors \ : Psychosocial
factors
General Psychopathology
Life adversity, financial, (depression, stress,
work, family stress, violence anxiety)

Structural/Institutional / v Car.d::) :ascular
Laws, social norms ;"/ Behavioral Tisk lactors
I;l;monty // Tactors Obesity Cardiovascular
entity » Interpersonal i > (tobacco use, diet Hypertension ~— >  morbidity and
(LGBTQ) Prejudiced events \.\ quality, physical Diabetes mortality
(discrimination, violence) \\ activity) High cholesterol
\'\I
\

Intrapersonal \
Self-stigma, expectations of

Physiological

rejection, concealment \'\ factors :/
S Z A (ANS reactivity, {
inflammation,
HPA axis)
J

Social and clinical determinants

Sexual orientation

Gender identity

Gender expression

Sex assigned at birth Race/ethnicity Hormone status
HIV status Socioeconomic status Neighborhood factors
Social support Coping Immigration status

Family dynamics Family history/genetics

Caceres et al. (2020)
Adapted from Brooks (1981); Meyer (2003); Hatzenbuehler (2009)

RERTREAY
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Minority Stress Theory: Cardiovascular Health

i:; AMERICAN Society for
-E'_"_=- ASSOCIATION 0 HEALTH PSYCHOLOGY Health Psychology
© 2021 American Psychological Association 2021, Vol. 40, No. 5, 316-325

ISSN: 0278-6133 hitps://doi.org/10.1037/heal00 1067

Cardiovascular and Cortisol Responses to Experimentally-Induced
Minority Stress

David M. Huebner', Larissa A. McGarrity”, Nicholas S. Perry®, Leigh A. Spivey®, and Timothy W. Smith’

| BU 39 RIS
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Minority Stress Theory: Cardiovascular Health

SBP
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Discrimination and Health

* 20% of LGBTQ people overall —and 47% of
transgender people — reported being
discriminated against because they are part of
the LGBTQ community when going to a doctor
or health clinic

The State of the LGBTQ Community in 2020

A National Public Opinion Study

» 28% of transgender people avoided seeking
health care when they needed it in the
previous year out of concern they would be
discriminated against

* 22% of transgender people had been denied
insurance coverage for preventive screenings
based on gender

et ,
[BU] 41 REPPICRY
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EO on Preventing & Combating Discrimination

Administration  Priorities COVID-19

BRIEFING ROOM

Executive Order on Preventing and
Combating Discrimination on the Basis
of Gender Identity or Sexual
Orientation

JANUARY 20, 2021 - PRESIDENTIAL ACTIONS

Sec. 2. Enforcing Prohibitions on Sex Discrimination on the Basis of Gender Identity or Sexual
Orientation.

(b) The head of each agency shall, as soon as practicable and as appropriate and consistent with
applicable law, including the Administrative Procedure Act (5 U.S.C. 551 et seq.), consider whether to
revise, suspend, or rescind such agency actions, or promulgate new agency actions, as necessary to fully
implement statutes that prohibit sex discrimination and the policy set forth in section 1 of this order.

ol of Medicine 42 mgﬁ)T&?AN] ,T’



Creating a Welcoming Environment

* Display symbols welcoming LGBTQ community

* Include brochures addressing relevant health
concerns

e Update intake forms/EMRs P 7 o
e Staff training re: gender neutral language
« ASK

* Correct name

e

*  Pronouns

Do Tell
* Language for body (anatomy) &‘ R BE

e Recognize that much care being sought is not
specifically related to SOGI

GLMA. Guidelines for Caring for Lesbian, Gay, Bisexual, Transgender Patients.

s 43 IR
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National Academies

The National Academies of
SCIENCES * ENGINEERING * MEDICINE

CONSENSUS STUDY REPORT ° SeX a SSIgn ed at b I rt h

* |ntersex status

Measuring Sex, .

S R * Anatomy inventory

and Sexual Orientation e Gender identity

7 ﬁ:f * Sexual orientation
I * Name
* Pronouns
44 RRTREN



Evidence-Based SOGI Data Collection

OPEN & ACCESS Fraaly available online @PLOS | one

Do Ask, Do Tell: High Levels of Acceptability by Patients

Collecting sexual orientation and gender identity

of Routine Collection of Sexual Orientation and Gender c==un information in the emergency department : the divide

Identity Data in Four Diverse American Community
Health Centers

Sean Cahill'*, Robbie Singal”, Chris Grasso®, Dana King®, Kenneth Mayer”, Kellan Baker®,
Harvey Makadon®

1 1he fey [em— York Ustvresty Wagn L Wow Yok, NY,
Uledtedt Skatme f America, 2 1 boewy Ittt te, oo, MA, Inend Stetrs of Amenca, 31he by bt hitnleth hised Dvacenss: Mok CratroManant Mediad
Schocl. Bosmon MA, Unites States of Arresica Vashingsza, OC. Armesica. 5 The

Boston, WA, Urited States of Armesica

Risks, Benefits, and Importance of Collecting Sexual
Orientation and Gender Identity Data in Healthcare Settings:
A Multi-Method Analysis of Patient and Provider Perspectives

Allysha C. Maragh-Bass, PhD, MPH, Maya Torain?* Rachel Adler, ScD, RD>* Eric Schneider, PhD?*
Anju Ranijit, MD, MPH?? Lisa M. Kodadek, MD Ryan Shields? Danielle German, PhD, MPH
Claire Snyder, PhD®® Susan Peterson, MD! Jeremiah Schuur, MD, MHS®
Brandyn Lau, MPH? and Adil H. Haider, MD, MPH?*

ORIGINAL CONTRIBUTION

Is It Okay To Ask: Transgender Patient

Perspectives on Sexual Orientation and
Gender Identity Collection in Healthcare

Allysha C. Maragh-Bass, PhD, MPH, Maya Torain, BS, Rachel Adler, ScD, Anju Ranjit,
MD, MPH, Eric Scl er, PhD, Ryan Y. Shields, MD, Lisa M. Kodadek, MD, Claire F.
Snyder, PhD, MHS, Danielle German, PhD, MPH, Susan Peterson, MD, Jeremiah Schuur,
MD, MIIS, Brandyn D. Lau, MPH, and Adil 1. Haider, MD, MPH, FACS

ik

between patient and provider perspectives

Lisa M Kodadek,' Susan Peterson, Ryan Y Shields,’ Danielle German,* Anju Ranijit,”
Claire Snyder,®” Eric Schneider, Brandyn D Lau,*'®""'? Adil H Haider®

Home » American Journal of Public Health (AJPH) » July 2020

Sexual Orientation and Gender Identity Data Collection: Clinical and Public Health
Importance
Carl G. Streed Jr MD, MPH, Chris Grasso MPH, Sari L. Reisner ScD, and Kenneth H. Mayer MD

[+] Author affiliations, information, and correspondence details

Accepted: April 13, 2020 Published Online: June 10, 2020
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Perspective

Ensuring That LGBTQI+ People Count — Collecting Data on
Sexual Orientation, Gender Identity, and Intersex Status

Kellan E. Baker, Ph.D., M.P.H., Carl C. Streed, Jr, M.D., M.P.H., and Laura E. Durso, Ph.D.

April1, 2021
N Engl | Med 2021; 384:1184-1186
DOI: 10.1056/NEJMp2032447

Courtesy of Lauren Beach, JD, PhD

Boston University School of Medicine
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SOGI Data Collection in Ambulatory Settings

1 - Strongly Disagree 2 - S hat Disag 3- I 4 - Somewhat Agree 5 - Strongly Agreell Missing answer Mean (SD)
N=301 n (%) n (%) n (%) n (%) n (%) n (%) n (%)
10. In ing the question about sexual ori ion, please tell us whether you agree or disagree:
10a. | understood what the question 21 (7.0%) 5 (1.7%) 18 (6.0%) 27 (9.0%) 225 (74.8%) 5 (1.7%) 445 (1.15)
was asking about me
10b. | understood all of the answer choices 19 (6.3%) 3 (1.0%) 9 (3.0%) 32 (10.6%) 228 (75.7%) 10 (3.3%) 454 (1.08)
10c. The question was easy for me to answer 20 (6.6%) 5 (1.7%) 11 (3.7%) 32 (10.6%) 225 (74.8%) 8 (2.7%) 449 (1.12)
10d. | would answer this question on 22 (7.3%) 3 (1.0%) 16 (5.3%) 33 (11.0%) 217 (72.1%) 10 (3.3%) 444 (1.15)
a registration form at this health center.
10e. This question allows me to accurately 26 (8.6%) 8 (2.7%) 23 (7.6%) 39 (13.0%) 195 (64.8%) 10 (3.3%) 427 (1.26)
document my sexual orientation
10f. | think this information is important for 24 (8.0%) 10 (3.3%) 25 (8.3%) 37 (123%) 197 (65.4%) 8 (2.7%) 427 (1.25)

my medical provider to know about me

15. In answering Question 13 (“What is your current gender identity?"), please let us know whether you agree or disagree:

15a. | understood what the question was 20 (6.6%) 3 (1.0%) 7 (2.3%) 20 (6.6%) 246 (81.7%) 5(1.7%) 4.58 (1.08)
asking about me

15b. | understood all of the answer choices 20 (6.6%) 9 (3.0%) 8 (2.7%) 25 (8.3%) 234 (77.7%) 5 (1.7%) 4.50 (1.14)
15¢. The question was easy for me to answer 20 (6.6%) 1(0.3%) 9 (3.0%) 21 (7.0%) 244 (81.1%) 6 (2.0%) 4.59 (1.07)
15d. | would answer this question on 21 (7.0%0 3 (1.0%) 14 (4.7%) 17 (5.6%) 242 (80.4%) 4 (1.3%) 454 (1.12)

a registration form at this health center.
16. In answering Question 14 (“what sex were you assigned at birth on your original birth certificate?”), please let us know whether ydlt agree or disagree:

16a. | understood what the question 17 (5.6%) 1 (0.3%) 8 (2.7%) 11 (3.7%) 256 (85.0%) 8 (2.7%) 4.67 (1.00)
was asking about me

16b. The question was easy for me to answer 19 (6.3%) 1 (0.3%) 12 (4.0%) 11 (3.7%) 247 (82.1) 11 (3.7%) 4.61 (1.06)

16¢. | would answer this question on 20 (6.6%) 4 (13%) 14 (4.7%) 15 (5.0%) 238 (79.1%) 10 (3.3%) 454 (1.12)
a registration form at this health center.

17. In answering the gender identity questions (which includes questions 13 and 14), please let us know whether you agree or disagred

17a. This set of questions allows me 20 (6.6%) 5 (1.7%) 17 (5.6%) 18 (6.0%) 231 (76.7%) 10 (3.3%) 449 (1.14)

to accurately document my gender identity

17b. | think this information is important 20 (6.6%) 7 (2.3%) 14 (4.7%) 22 (7.3%) 227 (75.4%) 11 (3.7%) 4.48 (1.15)

for my provider to know about me

Note: Data may not add up to 100% due to rounding. .

doi:10.1371/journal.pone.0107104.1002 Cahill et al. PLOS ONE. 2014
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SOGI Data Collection in Emergency Room Settings

Patients Who Would Refuse vs Not Refuse
to Provide Sexual Orientation, No. (%)

SG M p at I e nts to e m e rge n Cy roo m S Characteristic ?:TSIQSZ) :‘noiRlergsle) P Value
report greater comfort and improved sexsal rientation
. ) Straight 143.5 (10.1) 1271.0 (89.9)
communication when SOGI was Lesbian 0.5 (4.8) 9.7 (95.1) 040
: Gay 3.1(12.0) 22.8 (88.0) '
collected via nonverbal self-report. - et e
Age,y
Non-SGM have no P reference. 18-29 200 (6.5) 288.3 (93.5)
30-44 39.0 (10.3) 341.3 (89.7)
45-59 41.2 (10.3) 359.2 (89.7) 23
260 52.1(13.2) 342.7 (86.8)
Education
<High school 232 (14.2) 139.7 (85.8)
High school 33.8 (7.8) 400.3 (92.2) "
Some college 45.9 (10.5) 392.1 (89.5) ’
Undergraduate degree 495 (11.0) 399.2 (89.0)
Race/ethnicity
White, non-Hispanic 108.5 (10.8) 897.4 (89.2)
Black, non-Hispanic 13.4 (7.8) 157.7 (92.2)
Other, non-Hispanic 40 (4.7) 82.2 (95.3) 53
Hispanic 25.6 (12.6) 177.5 (87.4)
>2 Races 0.9 (5.2) 16.5 (94.7)

Haidar et al. JAMA IM. 2017
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SOGI Data Collection in Surveys

4.07%

seupes age 181049
== age 50 to 64

e g€ 65 and older

~. .. 0.86% .Y ¢ S 093%
S WTC B oTrr g 25%"9.'2%/ -

121% =~ = s N
o 0.97% R F

0.5% +o75% 073% 077% 0.82% 0.85%

0.0% +

2003 2004 2005 2006 2007 2008 2009 2010

Time trends in rates of “refuse to answer” on sexual orientation by age: Washington state
behavioral risk factor surveillance system, 2003—-2010 (unweighted n = 172,628).

Fredriksen-Goldsen and Kim. Res. Aging 2015
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SOGI Data Collection in Surveys

Sexual orientation

Don’t know/not Refuse to

Total sure answer Income Education Race/ethnicity
Weighted % 4 Weighted % Weighted % Weighted % Weighted % Weighted %
Age [95% CI] AOR 195% C1J [95% CI] [95% CI] 195% Cl| 195% CIJ
Total 1.93 [1.84, 2.03] — 0.75 [0.69, 0.82 LIS[L11,1.25] J12.16[11.91,12.42]] 0.16[0.14,0.19] 1.16[1.08, 1.25]

1849  1.57[144,1.72] (3;*** 0.66[0.57,0.76)] 0.92[0.82,1.02] J11.77[11.40,12.16] ] 0.14[0.11,0.19] 1.25[1.13, 1.38]
50-64  1.50[1.37,1.65] (43" 0.41[0.34,0.50 1.09(0.98,121] | 9.69[9.37,10.03] | 0.13[0.10,0.18] 1.10[0.99, 1.23]

65 and 4.04 [3.81,4.27] (ref) 1.68 [1.54, 1.84 2.35([2.18,2.54] J17.68[17.24,18.14] 0.28 [0.22,0.35] 091 [0.8], 1.03]
older

Weighted Item Nonresponse Rates on Sexual Orientation, Income, and Education by Age:
Washington State Behavioral Risk Factor Surveillance System (BRFSS-WA), 2003-2010.

Fredriksen-Goldsen and Kim. Res. Aging 2015
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EHR SOGI Data Collection

Month 2:

Months 3.5:

Month 4:

Months 3-4:

Months 5.7

Month 14:

Ongoing:

En

230 With Palth corter leackrship and comenurity partnars

Establsh a process for adcreising the communly’s Comments and concernrs

Plan time and space for any follow-up engagemant that may be required

Review SOGI questiors (refirn if nesded)
Develop a data collection workfllow and process map

Evaluate EHR functionality for callecting SOGI data. Comricate with EXR
wercior 1o croate forma and update performance, as needed

Establsh a qualty impeowamant proce: avaluate the efficency and
offectivernss of the workfiow; modify as apgropriate

Translate SOGI Questions as neeced

Train ab staff in LOBTGIA» cutural responsiverss

Pr

and aiaess for roadirnss

f SOGI data collction to rekvant staft

o traiving and supervision

Begn making the climcal enmvircrement more welcoming and indiusive for

pocpie of al sexual orentaticen and onder idertities

Pilot SOGI workflow in cne departmant or site (tn

Make refiewenints 1o the workflow and raining as needed

Expand pilot and tran

0 10 Othar departments /sites

Make refieernents 1o the workfiow and trai

NG as needed

Modify electronc health record syitams to accommodate dinic workfiow, as nesded

Continue

a collection and traring to other departmer

Expand 10 all departenents/sites

Maonitor progeess theough quartéely data feedback repcets

Condu

Monitor data quality; respond 10 patient and stalf feedback; tran néw stalf

Tranilate SOGI questions and resources as needed

Anatyze data and report on findegs

Train ab staff in LOBTGIA+ outural respor

* Create ateam
e Admin
e Clinical
e HIT

* Implementation timeline

* Community engagement

The Fenway Institute 2022

Boston University School of Medicine
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EHR SOGI Data Collection

* Optimizing EHR for SOGI data

cm , collection

United States Core Data for Interoperability PY
—— VERSION 2 UULY 2021) —— al

of the Nat oordinato h‘

Meaningful Use Stage 3 (2018)
ONC USCDI v2 (2021)

SOGI data display

Customize SOGI templates
Cross-talk across systems

* Incorporating SOGI data collection
_ into the workflow

e i Teong * Training staff to collect SOGI data
i commcto v e, iohd o o n st U5 g e The Fenway Institute & NORC 2019



EHR SOGI Data Collection: Workflow

SELF REPORT OF INFORMATION
ON SEXUAL ORIENTATION (S0O)
AND GENDER IDENTITY (GI)

PROVIDER VISIT INFORMATION

INPUT FROM ENTERED INTO
HISTORY EHR

SOGI DATA
NOT REPORTED

DATA INPUT REGISTER
AT HOME roiaiih ON SITE

SOGI DATA
REPORTED

INFORMATION
TELEHEALTH ENTERED INTO
APPOINTMENT EHR

The Fenway Institute 2022
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Anticipated Concerns

e o4 * Improving patient satisfaction &

improving reach
 Patient-centered data collection

identity?
Other Transgender Female / Male-to-Female

Howdoyou  Choose not to disclose Female
describe your
aurend Gender Non-conforming Gender Queer

ge

Transgender Male / Female-to-Male

 Medically relevant

Sex W en on - o
your ofiginal | Male Not recorded on birth certificate
birth Uncertain Unknown .
e Supporte professional orgs
How do you Bisexual Choose not to disclose y g
describe your -

' Don't know Lesbian or Gay

cor cm * AMA, NASEM, J.Co., AHA, HHS, etc.

Straight (not lesbian or gay)

What are the Cisgender Female

* Privacy and Confidentiality

Select all that apply:  Female-to-Male spectrum(FTM)/ Transgender Male/ Trans Man

Male-to-Female spectrum(MTF)/ Transgender Female/ Trans Woman

e, .
Something else . A u d I t I n g
O breasts  cervix ovaries  uterus  vagina  penis prostate  testes R e St ri Ct e d Vi eW S
Organs present at birth or ' same as current organs
expected at birth to
HIPAA

" breasts  cervix ovaries  uterus | vagina  penis

prostate  testes The Fenway Institute & NORC 2019
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What Can We Do?

R

SCENCES - ENGREERNG - MEDKCONE

CONSINSUS STUDY RIPORY

Understcndmg the Well-Being of

LGBTQI+ Populcmons

. Collect Data: Incorporate sexual orientation, gender identity, and intersex status

measures in surveys and other research and data collection instruments and systems
(e.g., MCBS; CAHPS; HEDIS, especially for SNPs; stratify measures of quality; identify
opportunities to incorporate measures of transgender status in claims)

. Improve Measurement: Continuously refine and improve measures to accurately

capture the full range of sexual and gender diversity

. Fill Data Gaps: Support and conduct rigorous and innovative research across all

domains of well-being to advance understanding of the experiences and needs of
sexual and gender diverse populations

. Facilitate Data Use: Convene government and private stakeholders to facilitate data

access, linkages, and use

. Expand Evidence-Based Programming and Interventions: Prioritize research on

services, programs, and interventions to improve the well-being of sexual and gender
diverse populations

Boston University School of Medicine
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Additional Resources

ices Administrati
742 totaling
author(s) and do

please visit HRSA.gov.

1340 Boylston Street Boston, MA
617.927-6354 | www.igbthealth
Igbtgiahealtheducation@ fenwi

\ 3 EDUCATIO
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Suggestions for Research & Clinical Practice

Clinical Practice

* Ensure collection of sexual orientation and gender identity data in electronic health
records through providing clinicians with training on LGBTQ health disparities and the
proper assessment of sexual orientation and gender identity in healthcare settings

* Incorporate LGBTQ content in the curricula of health professions schools and post-
graduate training

* Require continuing education on LGBTQ health for all practicing clinicians that includes
content on cardiovascular health disparities

* Familiarize yourself with local resources and LGBTQ-specific support groups and
interventions (e.g., tobacco cessation, exercise/weight management groups, etc.)
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Suggestions for Research & Clinical Practice

Cardiovascular Research

* Develop standardized sexual orientation and gender identity measures and integrate these in
current and future NIH-funded cardiovascular prospective cohort studies to allow for data
harmonization

* Integrate biobehavioral measures into cardiovascular research with LGBTQ populations

* Leverage electronic health record data to increase understanding of LGBTQ cardiovascular
health

e Partner with LGBTQ communities for measurement development, study design and conduct,
and research dissemination to ensure research reflects the needs of LGBTQ adults, especially
stigmatized groups

* Develop and test multi-level interventions for cardiovascular risk reduction in LGBTQ adults

* Examine social and clinical determinants of cardiovascular health in LGBTQ adults

* Characterize the role of resilience in buffering the cardiovascular effects of stress in LGBTQ
people
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AHA LGBTQ CV Writing Group

Carl G. Streed, Jr., MD, MPH, Vice Chair
Boston University

‘ Billy A. Caceres, PhD, RN, Chair
Columbia University

Donald M. Lloyd-Jones, MD, ScM
Northwestern

Heather L. Corliss, MPH, PhD
San Diego State University

Monica Mukherjee, MD, MPH
Johns Hopkins

Phoenix A. Matthews, PhD
University of Illinois, Chicago
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AHA LGBTQ CV Writing Group
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AHA Transgender CV Writing Group

Carl G. Streed, Jr., MD, MPH, Chair
Boston University

Lauren Beach, PhD, JD, Vice Chair
Northwestern University

. Tonia Poteat, PhD, MPH

" Billy A. Caceres, PhD, RN : . . _
1 University of North Carolina

Columbia University

Sari Reisner, ScD
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Monica Mukherjee, MD, MPH
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