Reboot, Reframe and Re-envision:
Advancing Health Equity within
Behavioral Science

Lori E. Crosby PsyD
July 25, 2024

‘ “» Cincinnati

! Children’s




Positionality
Statement

| acknowledge the potential
influence that my viewpoint as an
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and teaching.
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Learning Objectives

Discuss the importance of centering the lived experiences of patients
and communities in research endeavors aimed at advancing health
equity within behavioral science.

ldentify strategies for actively involving individuals with lived
experiences and communities throughout the entire research process,
to enhance scientific rigor and impact.

Understand the importance of reframing conceptual frameworks and
adopting methodologies targeting social and structural determinants of
health to advance health equity.



Leading with Lived Experience‘

REBOOT




INNOVATION AND DESIGN THINKING IN BEHAVIORAL SCIENCE




Sickle Cell Disease (SCD)

@ Single most common inheritable disease
worldwide

* Highest prevalence among individuals of African
ancestry

M™MP 1in 500 Black Americans have SCD



Racial Bias & Stigma in SCD

Provider bias leads to the
underassessment and under-
management of pain in Black Americans

£ Direct and Indirect consequences of

it stigma on social, psychological, and
physiological health in SCD

= Directly relate to inequity of resources for
patients with SCD.

Booker, 2016; Brousseau et al., 2009; Wakefield et al 2017; Bulgin et al 2018



Design Thinking

Design-Thinking for Innovation

1. Define the challenge/o hi
efine the challenge/opportunity 10. Harate

2. Gather data 9. Implement

Audit F Benchmark

Trends, understand
nrustomer 8. Assess

pmes/refine

7. Prototype / test

4, Incubate 6. Evaluate/Refine

Arts, science, culture,
maditation. elaap on it _ o
G. ldeate/ co-creative, multi-disciplinary
. . visual, brainstorming, future
illuminate
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Developing Patient and Provider Tools
to Improve the Transition to Adult
Healthcare for Adolescents with Sickle
Cell Disease

Cincinnati

NHLBI Grant#: 1KO7HL108720 Children’s

Hospital Medical Center






ADULT CLIN

INTERACTIONS OBSE

PATIENT & PARENT

PATIENT & PROVIDERS

PATIENT & CARE MANAGER

PATIENT & NURSE PRACTICIONER ~
PATIENT & SCHOOL INTERVENTIONIST
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PATIENT MAPPING:
THEMES

SOCIAL ASPECTS OF SCD ATTITUDES TOWARDS

TRANSITIONING

ati

i JNIAs en’s

Hospital Medical Center







says she's spread really
thin with 4 kids

using his disease as an

excuse in school fed up with Dontarius not

taking control of his
life/disease

being put into
behavioral classroom

helps him
remember meds

o mom really involved
not doing well

teachers fed up
with attitude

working to get back on track

School Interventionist i
possibly virtual school .
Care Provider

knows Becca really well Psychologist

she made a special
stop to come see him

H really helped him set goals
used to sit and read to him & take responsibility

during transfusions

hangs out

with friends
high self management

w/ Naomi

low self management
w/out Naomi

©Lori E. Crosby, PsyD; Cincinnati Children’s

does her part so hospital
doesn't yell at her

preferably LA
best friend is older brother y

own a shoe store near NBA team

Business Administration Major
Chick-fil-a??

1older & 1 younger 5

brother, 1younger

sister

TEIB gl looking for a job

Envisioning a Future @

Transfusions every 4 weeks

plays bba

mom says he's on his own at 18

Adult Hematologist

living on his own

unless he has a job and
does well in school

all mom's responsibility

watches bball worried about m

Darice tried to come up w/

creative ways to mix it

he forgets

should be taking everyday, but he doesn't
hasn't had a crises since he was 12

before 12, in hospital a lot

moved around a
lot when younger

mom didn't like
hospital in GA

mom wants him to meet adult doc
high crime rate




HOW CAN WE...

HELP PATIENTS CONNECT SELF-
MANAGEMENT SKILLS TO THE
FUTURE THEY ENVISION FOR
THEMSELVES?




ANTOINE

AGE: 21/ TRANSITIONING

t don't want to g

that fact

©Lori E. Crosby, PsyD; Cincinnati Children’s
Hospital Medical Center & Live Well Collaborative



LELEITA

AGE: 22 / TRANSITIONED

©Lori E. Crosby, PsyD; Cincinnati Children’s
Hospital Medical Center & Live Well Collaborative

;ition.

MANAGEMI

| didn’t feel prepared..but | wouldn't say
| felt ambushed:
MEDICATIO!

Post-it notes
of medical in!

nati
lren’s

edical Center




Conclusions & Next Steps

Model for how healthcare and design teams can work

together to address major health care challenges

Achieved goal of developing patient-centered tools*

Prototypes of tool were tested and evaluated with patients
and providers

R21 Grant application to test the tool with a larger
population

Oe/ Cincinnati
Children’s

Hospital Medical Center
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Alicia’s PROFILE

=

Alicia’s PROFILE

& 7

&\
@ \ "o My Spleea

N

D 6\ O
/ \‘ \ \\7
( i\l‘/\!

Tell us about your Tell us about your Talk to your doctor.
expel’ience. ma nagement skills. Print our your profile or save it on your phone, and

) use it at your next visit to tell your practicitioners
How has your body been impacted by Sickle Cell? How do you manage your pain? Tell us about the how you have been doing.

What kind of pain have you experienced since strategies you have come up with on your own, and Ci N Ci nn ati

your last visit? see what other paitients are doing. o ’
Children’s

Hospital Medical Center







Let's get going! Choose
what you want to learn
about first:

- Know Your Pain Triggers and Treatments
- It's a total pain. You should talk about it.
- No reservations

~8

Pain Triggers

Know Your Pain Triggers
and Treatments

0 of 5 goals

Imanagescd



"o Cincinnati

Stu d i e S to &\(.\‘\60‘\‘, ‘( S‘E]!?gimlgt!: St[lthserm

&

u n d e rSta. n d q‘ég;{. Online Information
n e e d S a n d AYA Participants:
Mobile

develop the ~ 0
Intervention -

AYA Participants: AYA Participants:

High Importance

Peer interacti

15 5

@




This approach increases the relevance, rigor
(feasibility), and reach. In their own words . . .

_ R T
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Paradigm Shift

RE-ENVISION

01

Social and Structural
Determinants

03

Dynamics

Multilevel

4




Engaging the
Community

Individuals with lived experience, collaborative
organizations, and others who may influence the
work




NOTHING
ABOUT US

WITHOUT US



VOWELS OF

- AMPLIFY

ANTIRACISM Epucarte

. INTERROGATE
Anti-Racism . DVERWRITE
UPROOT

* The practice of actively identifying and opposing racism.

* The goal of anti-racism is to actively change policies,
behaviors, and beliefs that perpetuate racist ideas and
actions.


https://wherethewind.com/2020/06/08/vowels-of-anti-racism/
https://creativecommons.org/licenses/by-nc-nd/3.0/

Community-Engagement

» a strategic process with the specific purpose of working
with identified groups of people to identify and address
iIssues affecting their well-being.

* the focus is not on the individual but the collective, with
consideration for the diversity that exists within any
community.

https://aese.psu.edu/research/centers/cecd/engagement-toolbox/engagement/what-is-community-engagement




Anti-Racism Partnering with community
& in all phases of the research

Community

Engage.ment Using research findings to
Strategies inform health

practices/policies
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Stakeholder Advisory 2
°
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Council

Caregivers and patient advocates

ultidisciplinary
Team

Black woman PI

Patient feedback
on materials

Dissemination

€

I
Staff Training

VR with
representative avatars

Switch to
tele-health

COVID-19
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Williford, D. N., McTate, E. A., Hood, A.
M., Reader, S. K., Hildenbrand, A. K.,
Smith-Whitley, K., ... & Crosby, L. E.
(2022). Psychologists as Leaders in
Equitable Science: Applications of Anti-
Racism and Community Participatory
Strategies in a Pediatric Behavioral
Medicine Clinical Trial. American

Psychologist.



Investigative Team

r!. 02

fi‘f‘ People of Color

"@é Trainees to Senior Faculty (Students of

Color)
o . . . .
@ Multiple Disciplines
g2l

Xa Community Partners/Collaborators



Study Design:
Stakeholder
Advisory Council

* Study Design

« Stakeholders felt it was
Important to collect
prescription data from
families who initiate
hydroxyurea (e.g., picture of
prescription bottle) because
this was an important
outcome of shared decision-
making



https://www.flickr.com/photos/mpcaphotos/38392167481/
https://creativecommons.org/licenses/by-nc/3.0/

Staff Training & Study

Cultu

S

 Study Culture

* Inclusive and respectful — everyone
has something to contribute

e Everyone succeeds — Team
expectation

* Cultural Humility

* Inclu
* Anti-

sive Communication
Racist Lab




Telehealth:

Access & Quality
of Care

R




Co-Dissemination

Community Academic
Partner Partner

* Expectations .

XP I » Scientific
* |nterests &
: * Lay
Expertise

e Timeline

 Availability

W

Relationship &
Communication
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Optimizing Shared Decision Making about Hydroxyurea in Young Children with
Sickle Cell Anemia
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An Immersive Virtual Reality Curriculum
for Pediatric Providers on Shared
Decision Making for Hydroxyurea
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Figure from:

Vaughn, L. M., & Jacquez,
F. (2020). Participatory
research methods—
Choice points in the
research process. Journal
of Participatory Research
Methods, 1(1), 13244.

Participation Choice Points in the Research Process

At each step in the research process, there is a choice about the degree of
participation. The choice guides the selection of research methods and tools.

INFORM CONSULT INVOLVE COLLABORATE

Information Input is Researchers Community

is provided obtained from work directly is partner

to community community with community in research
process

Levels of participation based on:
Spectrum of Public Participation, © International Association for Public Participation www.iap2.org

EMPOWER

Community
leads research
decisionmaking



Anti-Racism
&
Community
Engagement
Strategies

7

Partnering with community
organizations and stakeholders to

address myths and promote
health

Using research findings to inform
health practices/policies



ATTACH Study

Join the Study Resources ATTACH Study Polls

Attitudes About COVID-19 And Health (ATTACH)

Study Team
Lori E. Croshy
Monica J. Mitchell
Melina Butsch-Kovacic
Stacey Gomes
Sharon Watkins**
Amy Noser
Catharine Whitacre
Jennifer Allen
Anna Hood
Nadia Corral

ATTACH

e

NO

QQXM\‘ | .

TTITUDES ABOUT COVID-19 & HEALT




Study Aims

 Aim 1. Examine COVID-19-related attitudes and beliefs and how they relate to
adherence to mitigation strategies (handwashing, wearing masks, social distancing)
and anxiety by demographic characteristics (race/ethnicity, age, essential worker
status).

*Real-time data that can be used to address interventions to reduce disparities and
inequities

Center for Clinical
T T & Translational
Science & Training



Target Population

* Adults >18 years old in Hamilton
County

* Oversample the Black and African-
American Community

Center for Clinical
& Translational
Science & Training

CCIST

This Photo by Unknown Author is licensed under CC BY-NC-ND



https://www.onyxtruth.com/2016/12/22/types-of-black-people-in-2017/
https://creativecommons.org/licenses/by-nc-nd/3.0/

Community Advisory Board

This Photo by Unknown Author is licensed under CC BY-SA-NC

Hamilton County
Community Action Agency

Black Nurses Association of
Greater Cincinnati

Center for Closing the
Health Gap

Fatherhood Collaborative
Su Casa

The Community Builders
Urban League

West End Community
Advisory Board



http://blog.yorksj.ac.uk/moodle/2014/10/17/moodle-feedback-activity-for-mid-module-evaluation/
https://creativecommons.org/licenses/by-nc-sa/3.0/

*Included poll data

ATTACH Stu dy Jointhe Study ~ Resources  ATTACH Studly Polls

Study

Website

COVID-19 is one of the greatest public health challenges of our time and has changed all aspects of our daily lives.

We understand that people want scientifically driven information but navigating multiple websites can be challenging.

This page will be updated regularly with resources and guidance from the CDC.

Center for Clinical
I T & Translational
Science & Training




Infodemic

COVID-19 VACCINES CCIST:,

VACCINE MYTHS

Vaccines were rushed and are not safe.

There were not enough people of
color or people in my age group in
the vaccine studies.

It has severe side effects, including death.

It can give you COVID.

It can make you infertile.

It can change your DNA.

It does not protect against the new
COVID-19 variants.

Kids cannot be vaccinated.

There are 2 vaccines - one for the white
community and one for other communities.

The vaccine will cost a lot of money.

The vaccine will not be available
close to my home.

VACCINE FACTS

No safety shortcuts were taken. Thousands of people
participated in the studies.

The vaccine has been shown effective in all ages and
races including African-Americans, Hispanic/Latinos
and Native Americans.

For most people, side effects are mild and go away in
1-2 days. There were no reported deaths in the vaccine
studies. Side effects are continuing to be monitored.

The vaccine does not contain a live virus.

There is no evidence that it causes infertility.

Itis impossible for the vaccine to change your DNA.

Initial data suggest that the vaccines approved for
emergency use are protective, but this will continue
to be monitored.

The emergency authorization for the Pfizer vaccine is for
ages 16 and older. Studies are being conducted for children
ages 12 and up and more studies will be starting soon.

ALL vaccines have been good (>85%) at preventing
moderate-severe disease from COVID-19.

The vaccine is free.

The vaccine will be available in neighborhood soon.

Adapted from Sanford Health - COVID-19 Vaccines Debunking the Myths







& Cincinnati COVID-19 Vaccine Study Key Driver Diagram (KDD)

d i -
Chlldrens Project Leader(s): Bob Frenck, Monica Mitchell, Lori Crosby Revision Date: 12/15/2020(v#3)
Global Aim Key Drivers Interventions (LOR #)
P B
‘@ Ensure COVID-19 vaccine _ _
studies include % of Black Transparency about Vaccine Explanation of Research Process

to census (close equity gap)

Evening appointments

SMART Aim Easy to Access/Participate < No cost - no insurance
— Community settings — Mobile Unit

Increase the percentage of Lay Language
Black and Latino participants Culturally Tailored Messaging to Address myths and facts-
Build Awareness Evidence-Based/Up to date

enrolled in COVID-19 vaccine
studies from 0% to 15% by

Inspirational/Giving Back

December 1, 2020 ) . , Inclusive Flyers
Inclusivity (Representation Diverse Staff
Exceeded goal with >25% matters)
Black or Hispanic Social Media
Participants Radio
Study Information from Print Media
Trusted/Credible Sources Community Partners
Population Modeling and endorsement by Community
Leaders
Adults with racial/ethnic Community Support (Partnerships) Community Partners distribute flyers
identity of Black, Latino, Community Partners allow study booths
Multiracial, Multiethnic in
Cincinnati

Crosby, L. E., Real, F. J., Cunnigham, J., & Mitchell, M. (2023). Overcoming Vaccine Hesitancy Using
Community-Based Efforts. Pediatric clinics of North America, 70(2), 359-370.

James M. Anderson Center for Health Systems Excellence
2016 © Cincinnati Children's Hospital Medical Center. All rights reserved.


https://www.cincinnatichildrens.org/

Practice Changes

* Trusted sources should help roll out the
vaccine and educate the public

* Provide information on transportation and
supports

* Appointments in evenings and on
weekends

* Central website for information and sign-

U p S This Photo by Unknown Author is licensed under CC BY-SA-NC


https://respondingtogether.wikispiral.org/tiki-read_article.php?articleId=383
https://creativecommons.org/licenses/by-nc-sa/3.0/

Let’s Engage!
COVID-19 Vaccines for Kids

Youth Engage!

Featuring The Cincinnati Zoo Professionals and
Animals, special guest from the Cinci ti Reds,
i ati Children’s Health Prof onals

148 Participants

Parents, students and others are invited to join virtually

98 Surveys on Adolescents

All participants will receive two tickets to the
Cincinnati Zoo’s Festival of Lights for attending

Positive Data on COVID Awareness

COVID-19 PHOTO CHALLENGE

o showing how you stay safe during COVID-19.

Positive Data on COVID Vaccinations/Intentions

45 Video Submissions in Video Contest

Let’s Engage!

125+ Families
Other Data Pending "
28 Photos in Photo Contest

Everychild has a place at
Rockdale Academ

o)
rychild has a place at

[ N ».
AN AN
< T P 1
We wear @ mask over
our Mmouth and NOS@s.s
...to help stop the spread of Covid-19!

ANIAVOYVY
a|ep)yo0y



Parent Quote from the Chat:

‘[ feel at ease now getting my kids
vaceinated and also getting another Pfizer
dose [for myself].”



Conceptual Frameworks

REFRAME



SOCIAL DETERMINANTS AND SOCIAL NEEDS:
MOVING BEYOND MIDSTREAM

u i A TACTICS

STRATEGIES

Laws, policies
improve and regulations that
Community create community conditions
supporting health for all people

Canditions upstreafn

Include patient screening questions
3l factors like housing

about sc
and food access; use data 1w inform

care and provide referrals

ommunity health

ndividuals d .
n\'dstrean\ workers, al.dlll,nv community-basec

g

.

7’\OCY€‘_~5:I'|{'}
Social workers

Social
Needs organizations providing direct
suppart/assistance 1o meet
patients social needs

Medical
Providing interventions
Clinical
Care

downstream

Croated by the do Basumnn! ~oundation sna Trust for Ameeica "s Mealth, 2018

www.debeaumont.org/news/2019/meeting-individual-social-needs-falls-short-of-addressing-social-determinants-of-health,

https:


https://www.debeaumont.org/news/2019/meeting-individual-social-needs-falls-short-of-addressing-social-determinants-of-health/

This Photo by Unknown Author is licensed under CC BY-NC


https://4dreamy.wordpress.com/2020/09/06/%EC%BD%94%EB%A1%9C%EB%82%98-%EC%8B%9C%EB%8C%80%EC%9D%98-%EB%B3%B5%EC%A7%80%EC%97%90-%EB%8C%80%ED%95%98%EC%97%AC-%EC%84%A0%EB%B3%84%EB%B3%B5%EC%A7%80%EB%83%90-%EB%B3%B4%ED%8E%B8%EB%B3%B5%EC%A7%80/
https://creativecommons.org/licenses/by-nc/3.0/

Changing Power Dynamics

Savior-Designed Ally-Designed System
System
Description *Rescue/save vulnerable Intends to challenge systemic
groups without considering oppression
root causes *Unites with disparity group to create
*Policy and practice does a system centered on dignity,
more harm than good respect, and equality

«Difficult to navigate

Residual *Top-down experts *Paternalism

Impact +Victim blaming *One-sided approach
*Gate keeping *Tokenism
Labeling

Source: National Institute for Child Health Quality, From Awareness to Action: Strategies for Combating Racism in Healthcare 2020 _; Slide courtesy of Ginelle Winter and Chantal Hoff

Equity-Empowered
System

*Centers on experience of disparity
group

*Emphasis on addressing root causes
*Share power, establish equitable
decision making

*Provide trauma- and bias-reducing
care

Amplify lived experience
*Unapologetically name root causes
*Promote economic equity


https://www.nichq.org/sites/default/files/inline-files/Combating%20Racism%20Slides_FinalDeck.pdf

Table 2. ENGAGE-HU Recruitment Barriers and Targeted Strategies Mapped onto the

Consolidated Framework for Implementation Research

CFIR Relevant CFIR
Domain Constructs
Process e Engaging

e Reflecting &

Evaluating
e Planning
Champions
Inner o Networks &
Setting Communication

e Leadership
Engagement

e Relative Priority

¢ Implementation

Climate
e Goals &
Feedback
Outer e Patient Needs &
Setting Resources

e Cosmopolitanism

Recruitment

Strategies

Barriers Implemented

Gaps in research staff | e Staff study retraining and

knowledge and ongoing training/review of

understanding of trial recruitment/enrollment specific
topics (e.g., in-person vs phone
recruitment)

e In-person site visits (if
necessary)

o [dentify a site “champion” to
promote the study and take
ownership checking site
recruitment needs for the day
and work with staff to make a
plan for scheduling needs

e Increase monthly individual
site calls (now weekly) and
monthly PI calls (how bi-

Inconsistent monthly) _
communication among o Add monthly all-coordinators

site staff and site Pls calls o
o ¢ Extend study timeline by 6
Sites’ actual

. . months
recruitment capacity

: o Reduce overall study
?Agﬁ;ﬁgfgﬂi r\?éhgttu\gss recruitment goal that still

development (e.g aIIo_ws_ for retention of
. o statistical power
fewer active patients, o .
staff turnover) . Redefme site-specific monthly
recruitment goals

o Add additional clinic sites

o Staff make calls to reschedule
no-show/canceled clinic
appointments

o Staff call potential participants
to remind of clinic appointment
(7-30 days away) and introduce
the study

e Partner with community
organizations to distribute
study marketing materials to
extend study reach

Limited recruitment
planning/staff
unavailable to recruit

Study prioritized at
sites less than other
studies/initiatives

Inconsistent patient
clinic attendance and
engagement

CFIR: Consolidated Framework for Implementation

Strong, H., Hood, A. M., Johnson, Y.,
Hackworth, R., Reed-Shackelford,
M., Ramaswamy, R., ... & Crosby, L.
E. (2022). Using the consolidated
framework for implementation
research to identify recruitment
barriers and targeted strategies for a
shared decision-making randomized
clinical trial in pediatric sickle cell
disease. Clinical Trials,
17407745231154199.



We have the
skills and
training

* Opportunity to partner across
disciplines

This Photo by Unknown Author is licensed under CC BY-SA



https://www.oercommons.org/courseware/lesson/72511
https://creativecommons.org/licenses/by-sa/3.0/

“All big things come from small

| %mnmgs The seed of every
habit is a single, tiny decision. But
as that decision is repeated, a
habit sprouts and grows stronger.
Roots entrench themselves and

branches grow. ”

James Clear
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