Using data to advance

health equity for
people with disabilities

Bonnielin Swenor, PhD, MPH
Director | Johns Hopkins Disability Health Research Center
Endowed Professor of Disability Health and Justice

Johns Hopkins School of Nursing
Johns Hopkins Bloomberg School of Public Health
Johns Hopkins School of Medicine

bswenor@jhmi.edu

disabilityhealth.jhu.edu




People with
disabilities face
health disparities

Krahn et al. AJPH. 2015.
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Root causes of disability inequities:

*Ableism
*lnaccessibility



_ “Ableism is rooted in
BV the assumption that

threatens RO IETEETGERIE))E
health are the ideal.”

eq U |ty - Amanda Morris and Chris Alcantara

Are You Ableist. Washington
Post. April 12, 2023.
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82% of Physicians reported Only 40% of Physicians Just 56.5% strongly
they believed that people were very confident agreed that they
with significant disabilities about their ability to welcomed patients
have worse quality of life provide the same quality with a disability into
than non- disabled people of care to patients with their practices
disabilities Slide created by: )X(EE:%E%W

lezzoni et al. Health Aff. 2021.



*Barriers to information,

Accessibil |ty interactions, services,

programs, facilities, and
iS everyone’s BCUCLIENE

responsibility *Access must be of equivalent
ease of use




“Some doctors said their office
scales could not accommodate
wheelchairs, so they had told
patients to go to a supermarket,
a grain elevator, a cattle
processing plant or a zoo to be
weighed...”

Lagu et al. Health Aff. 2022.

€he New York imes

These Doctors Admit
They Don’t Want Patients
With Disabilities

When granted anonymity in focus groups,
physicians let their guards down and
shared opinions consistent with

experiences of many people with
disabilities.
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Disability Data

A key component to advancing
health equity



Who counts depends on
who Is counted

Unlike race, ethnicity, gender, and age, disability
data are not routinely collected as part of
demographic information

Reed, Meeks, Swenor. Lancet PH. 2020.



United States Core Data for Interoperability
VERSION 3 (JULY 2022)
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Office of the National Coordinator
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Health Care Equity
Requires Standardized
Disability Data In The EHR

Megan A. Morris, Silvia Yee, Mary Lou Breslin, Mark Savage,

Bonnielin K. Swenor
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The next Census could undercount the

number of disabled Americans by 20
million

Viewing disability
as a demographic,
and not a health
outcome.

Landes and Swenor. STAT News. 2023.
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Health equity and
disability
determination
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Health equity is influenced
by people and environments
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Adopted from the ETR Health Equity Model: Peterson A, et al. Health Promotion Practice. 2021.






