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Abstract

Like all children, children with disabilities deserve the fair and just opportunity to be as healthy as possible. There

are many barriers to optimal health for children with disabilities. Eliminating health disparities requires removing or
minimizing the obstacles that keep children from being healthy. Because pediatric orthopaedic surgeons are often engaged
in the clinical management of children with temporary or permanent disabilities, they are uniquely suited to advocate for
inclusive orthopaedic care for all children regardless of their circumstances. Pediatric orthopaedic surgeons can promote
health equity for children with disabilities by recognizing how ableist beliefs and actions negatively impact the clinical
care of children with disabilities and can take action by addressing biases in their clinical practices and beyond.

Key Concepts
e Children with disabilities face discrimination in healthcare which put them at risk for worsening health disparities.

 Health equity for children with disabilities is defined as the “fair and just opportunity to be as healthy as possible and thrive
throughout their lives (e.g., from school to the workforce), without discrimination, and regardless of the circumstances
in which they were born or live,” according to the Maternal and Child Health Bureau’s Blueprint for Change.

* Orthopaedic surgeons can promote health equity in their practices by fostering an inclusive clinical environment,
employing sensitivity in communication, checking and addressing personal biases, seeking practice-level changes,
and engaging with the disability community to better understand their lived expertise.

Introduction

Understanding diversity, equity, and inclusion has care provided. The opportunity to attain optimal health
necessarily become an important part of healthcare and is considered a fundamental human right, but there is an
we must value each person and respect the profound abundance of evidence demonstrating that many children
ways their identity, culture, background, experience, do not receive this opportunity.' In order to examine
status, abilities, and opinion impact their health and the health equity for children with disabilities, this review
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focuses on this group and how we can better understand
the issues they face.

Framing Childhood Health, Disability, and
Health Equity

For this review, we must first define health and
conceptualize the abling/disabling process and facilitating
factors. Health is not just the absence of disease but is

a “state of complete physical, mental, and social well-
being,” according to the World Health Organization’s
(WHO) Constitution.? For children, health has been
defined by the Institute of Medicine (IOM), now the
National Academy of Medicine, as the extent to which a
child or children are “able or enabled to a) develop and
realize their potential; b) satisfy their needs; and ¢) develop
the capacities that allow them to interact successfully with

their biological, physical, and social environments.”

Disability is a complex and dynamic concept. As shown
in Figure 1, the WHO frames disability as resulting
from the interaction of health conditions and contextual
factors, such as personal choices and circumstances and
the physical and sensory environments.! Functioning is
framed in three distinct ways: 1) body parts or structure
(e.g., muscle strength); 2) activity completion (e.g.,
climbing stairs, brushing teeth); and 3) participation in
society (i.e., attendance and involvement in broader sets
and sequences of activities, such as school field trips,
community events, etc.).*

Childhood disability can be understood as “an
environmentally contextualized health-related

Health condition

limitation in a child’s existing or emerging capacity

to perform developmentally appropriate activities and
participate, as desired, in society.”> The environmental
contextualization is paramount to understanding and
promoting health and health equity. There is a wealth of
evidence demonstrating that health is impacted by factors
unrelated to a child’s biology or personal choices. When
those factors negatively and differentially impact certain
groups of children, we consider them to be sources of
health disparities, i.e., avoidable health differences.®
These factors, such as access to healthcare, minoritized
race, and socioeconomic status, are deeply rooted in
social and political contexts and are often referred to

as the social determinants of health. More simply put,
social determinants of health are the conditions in which
children are born into, live, learn, play, and grow up.’

For children with disabilities, the disparities resulting
from these determinants puts them at increased risk

for new or worsened health disparities across their
lifespan. This process is demonstrated in Meade’s Model
of Healthcare Disparities and Disability. This model
demonstrates how environmental (e.g., provider attitudes
and treatment of people with disabilities) and personal
characteristics (e.g., rural locale, religious beliefs)
interact to determine a person’s functioning and their
access to care.® Delayed or lack of healthcare services
due to poor access can then negatively impact their
health status (e.g., new cognitive impairments) and or
personal factors (e.g., care avoidance), further inhibiting
access to care in the future and exacerbating disparities.
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Figure 1. The International Classification of Functioning, Disability and Health (ICF).
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In their Blueprint for Change, the Maternal and Child
Health Bureau (MCHB) identified health equity as

a key pillar to assuring that children and youth with
special healthcare needs (CYSHCN), among whom
are children with disabilities, can enjoy full lives and
thrive in a system that supports their families and social,
health, and emotional needs, ensuring their dignity,
autonomy, independence, and active participation in
their communities.’ It defines health equity as the “fair
and just opportunity to be as healthy as possible and
thrive throughout their lives (e.g., from school to the
workforce), without discrimination, and regardless of

the circumstances in which they were born or live.”®

In health, as in life generally, having a fair and just
opportunity does not mean equal. Several years ago,

a cartoon infographic circulated demonstrating the
difference between equality and equity. Similarly, as
demonstrated in Figure 2, only one of the three people
hoping to view the baseball game can see over the
fence. A solution is to stand on crates. Those crates

can be distributed equally or equitably. When they are
distributed equally, the smallest person cannot see the
baseball game and the tallest person has a crate they do
not need. Like many people, the girl in the fourth panel

—
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So they find some crates to stand
on. To be equal each of them has
a crate to stand on.
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Only the dad can see over the
fence and watch the game

| need another
crate to stand
on!!

Figure 2. Equality, Equity, and Justice.
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To be equitable, the person who
doesn't need a crate isn't
allocated a crate and the person
who needs 2 is allocated 2.

Everyone can see the baseball
game in this equitable
arrangement.
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Figure 2. continued

identifies the fence as a problem that could be eliminated.

If the fence (the injustice) was gone, the crates (the
correction for the injustice) would not be needed. Totally
removing the fence would be problematic but a redesign
gives everyone a fair and just opportunity to see the
baseball game.

The process toward achieving health equity is to remove
obstacles that lead to poor health, such as poverty and
discrimination and their downstream consequences, such
as limited access to healthcare.

Copyright © 2023 JPOSNA®

What's with this
stupid fence?

For justice, wouldn't it be better to
take down the fence entirely?

The purpose of the fence is to

protect the spectators from the
game & to keep spectators from
interfering. We need to recreate
the fence to be fair & just without
having to add adaptations to make
it equitable.

Heath Equity and the Orthopaedic Surgeon
Orthopaedic surgeons, as the proverbial “carpenters of
surgery,” can help reconstruct the metaphorical fences
to help eliminate the root causes of disparities and can
construct crates to address disparities when they are
encountered clinically. The first step for the orthopaedic
surgeon is to recognize and understand health disparities
and healthcare inequities for children with disabilities.
Briefly, among CYSHCN, disability is more commonly
reported among children living in or near poverty and
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by Black non-Hispanic and Hispanic children compared
to White non-Hispanic children.® Once children with
disabilities enter the healthcare system, they are less
likely to get the care and services they need.®!%!!
Compared to White patients, minoritized children

have been found to receive less bystander care during

a cardiac arrest, less pain medication in emergencies,
and experience longer emergency wait times.!>!3:14 The
medical literature is replete with examples of how care
and access to care is inequitable.!> Care differs based
on discriminatory practices which has negative health

consequences for those discriminated against.'®

While most healthcare providers recognize and
understand that racism is a cause of poor health and
healthcare inequities,!” many are less familiar with
ableism. Like racism, ableism is both structural and
individual—it can be how systems operate as well as
how people feel and act (discriminatory beliefs and
actions). Ableism often manifests as disability bias—the
belief that the life of a person with disabilities is less
valuable than the lives of those without disability.'®
Ableism is a system of beliefs and practices that frame
disability as inherently negative and thus, qualitatively, a
diminished way of being.!” When challenged with facts
about racism or ableism in healthcare, doctors and other
providers often are quick to say, “not me!” What they
often mean is that they don’t consciously say or do racist
or ableist things. And while that may be true, clinical
care providers may unconsciously behave in these ways
and are practicing in a system that has biases baked into
its operations that clinicians may not be knowledgeable.
Some of these discriminatory behaviors can be classified
as microaggressions (everyday interactions and
indignities that perpetuate stereotypes and inequalities
for marginalized community members).?’ Examples of an
ableist microaggression in the clinical setting including
making jokes about a wheelchair user ‘zooming around,’
grabbing the hand of someone with vision impairments to
guide their walking without asking them first, directing
all communication only to the caregiver rather than

a youth with disabilities, or talking to someone with
developmental disabilities in ‘baby talk.’?! The clinician
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might not mean to devalue those with disabilities, but
does so with these types of actions.

Access to care is often structured in ableist ways that
prohibit children with disabilities from receiving the
healthcare they need. For example, consider a new
orthopaedic practice in a highly competitive area. The
new practice is trying to maximize revenue quickly
because there are many bills to pay. The practice
manager recommends limiting the number of Medicaid
patients because the reimbursement is lower and they’ve
heard that Medicaid patients ‘no-show’ more frequently
than those with private insurance. Upon the manager’s
recommendation, access is restricted for Medicaid
patients. That means access is restricted for children who
are from low socioeconomic households, minoritized
children (because they are more likely to be poor), and
children with disabilities who are disproportionately
covered by Medicaid. This example also highlights

the importance of intersecting marginalized identities.
Intersectionality recognizes that individuals can have
more than one marginalized or oppressed identity which
can influence and impact their experiences differently.?
While this hypothetical practice was seeking to maximize
revenue, ultimately, the practice discriminated against
children with marginalized and intersecting identities.
The practice did not seek to construct a classist, racist,
and ableist gateway to care but unknowingly contributed
to categorically limiting certain children access to

their services. This example serves to highlight how

an individual practitioner may not be intentionally
discriminating against certain subgroups of children but
could be working in a system that was unintentionally
designed to do so.

Acknowledging the impact of discrimination and
marginalization on the health of children with disabilities,
the orthopaedic surgeon can take several steps:>

Foster an inclusive clinical environment. The physical
and sensory environment should be designed to
accommodate the needs of individuals with disabilities.
While the Americans with Disabilities Act requires
physical access to spaces such as hospitals and doctors’
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offices, not all clinical spaces are fully accessible.
Additionally, leverage the aesthetics of the environment
to communicate inclusion through clear display of
nondiscriminatory policy and incorporation of visual
signals (e.g., rainbow-colored “safe space” signs, artwork
displaying children with and without disabilities) may
help ease fears of discrimination.

Employ sensitivity in communication. Whether
intentional or unintentional, the language we use can lead
to marginalization and stigmatization of individuals. For
example, discussing disparities in a way that ignores the
structures creating them can perpetuate bias and victim
blaming. Use patient first language and non-gendered
pronouns (they/them) until certain of patient’s pronouns.
Speak with the patient directly, not just their caregiver,
and avoid making assumptions about their health needs
or accommodations required. For example, young adults
with disabilities report that physician assumptions of
sexual inactivity as a barrier to reproductive healthcare

services.2*

Check yourself. Examine your personal biases,
conscious and unconscious, and how lack of shared life
experiences may shape your clinical decision-making

to the patient’s detriment. Online resources such as the
Harvard Implicit Assessment Tests serve as a quick and
objective opportunity to examine implicit biases.?® There
is an inherent power differential between patient and
physician, which can be relinquished in part by engaging
the patient in shared decision-making.

Seek Practice Level Changes. If there are systemic
inequities baked into the operations of the organization,
seek to change them. Keep equity in mind when creating
new policies. Work to develop a diverse workforce

and foster cultural humility in the staff.?® Use data to
inform changes to policies and practices to assure that
care is being delivered equitably and hold the practice
accountable.

Engage with the community and follow their lead.
Seek out opportunities that increase your exposure
to individuals with disabilities and other historically
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marginalized identities. Consume media (books, music,
movies, news articles) that feature their narratives.
Enroll in a cultural competency training session at a
local resource center or online. Recognize and value the
expertise of individuals with lived experience health
inequities.

Conclusion

Promoting health equity for children with disabilities
requires active engagement from physicians and

other clinicians, healthcare administrators, insurers,
policymakers, and society at large. While the barriers to
health equity may feel insurmountable, our collective
action can help assure that children with disabilities
receive the high-quality care that will enable them to be
as healthy as possible, participate fully in society, and
thrive.
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