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What is Ableism?
« Discrimination towards people with disabilities—ableism—is extremely I7__|sa Treleaven
common.’ exas

» Despite its prevalence, there is no one singularly agreed upon definition of
ableism; however, generally, it is, ‘stereotyping, prejudice, discrimination,

and social oppression toward people with disabilities". Emma Bouza
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Identified Categories of Disability-Based Discrimination
in Pediatric Health Care?

Substandard Patient Care Dehumanization Lack of Accessibility to Care
(Limiting treatment options, (Inappropriate interactions/communication (Made to feel unwelcome, cultural
inappropriate assessment with child and/or family, no/limited and communication barriers,
and treatment) acknowledgment of child) no accommodations)

What is the heart of Patient and Family Centered Care?*

Patient- and family-centered care is an innovative approach to the planning, delivery, and evaluation of health care
that is grounded in a mutually beneficial partnership among patients, families, and providers that recognizes the
importance of the family in the patient's life.
Core concepts:

1. Listening to and respecting each child and his/her family.

2. Collaborating with patients and families at all levels of healthcare.

Strategies to Dismantle Ableism through Family Partnership
STRATEGY 1 Recognize and Challenge Disability Bias in Clinical Decisions®

« Treat all with dignity and respect; see the person first, not their diagnosis.
« Avoid assumptions based on diagnosis. Example: Don't assume a diagnosis of Down Syndrome excludes
a person from a recommended course of treatment.
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STRATEGY 2 Build Trust through Communication

e Say it plain. Use clear, everyday language. It's not about "patient or family friendly language", it's about making
sure children and families understand what is happening in their care.

¢ Ask for and use names. This creates connection and, if the child is unborn, signals that the baby is already seen
as a person.®

« Invite curiosity and genuinely encourage questions; “"What questions do you have for me?”

e Presume competence. Assume patients and families can understand and participate in their care.

» Create a space where patients and families feel heard and involved; "l want to make sure you are comfortable
with this plan of care."

STRATEGY 3 Stay Family-Centered in Systems-Based Practice

e LISTEN to families' experiences with systems and look for clues in verbal and nonverbal communication.

o UNDERSTAND that "dehumanizing systems of care reduce quality of life and wellbeing™.

e ACT on communication with families by incorporating their input into treatment planning, using shared
decision making tools and interdisciplinary case staffings.

Commitment to Change: Openness, Curiosity and Humility

Whatever your role (family, clinician, researcher, public health professional, etc.) or the type of work you do
(clinical and otherwise), how will you commit to change?

Regarding the care of children with disabilities and/or medical complexity,

lintend to:

Regarding partnership in the care of children with disabilities and/or medical complexity,

lintend to:
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Any questions or want further discussion? info@flagrounds.org
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