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What is Ableism? Maryland

» Discrimination towards people with disabilities—ableism—is extremely
common.’

» Despite its prevalence, there is no one singularly agreed upon definition of Hil Lori Ann Dotson
ableism; however, generally, it is, ‘stereotyping, prejudice, discrimination, 4 California

and social oppression toward people with disabilities'.?

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 - Using a Compass to Align Care

STRATEGY 1 Adopt Trauma-informed Practices through
Co-regulation, Compassion, and Collaboration
» Treat all with dignity and respect; see the person first, not their diagnosis.

» Recognize that children with disabilities may experience and express pain and
discomfort differently.56

The Compass We Carry

Compassion over compliance
Offer and extend grace
Mindful presence

 Collaborate with parents and knowledgeable caregivers to develop a holistic Promote dignity
understanding of the child's needs and experience of healthcare settings.” Align to “true north”

« Prioritize the safety and well-being of disabled children who may be at risk for Share vision
maltreatment.8® Shift perspective and culture

o Become aware of the power of mutual collaboration with patients and families
by modeling trauma-informed co-regulation and relationship-based care.™
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STRATEGY 2 Quality of Life'"'?

« Care must reflect what families define as meaningful — not just survival, but joy, comfort, and connection.

» Challenge the assumption that disability equals suffering by seeing the full child and responding to evolving
signs of distress.

» Normalize proactive, values-based conversations.

» Proactively engage families in care planning conversations before crisis moments.

STRATEGY 3 Gather Essential and Accurate Information

» See the child as a whole- not a case or collection of symptoms.™

« Be fully present. Spend time at the bedside with intention. Take note of the physical and interpersonal ecologies.
What do they tell you about dignity and comfort?™

e Imagine the child in community. Ask “What does thriving look like for this child at home, at school, or in their
community?"1%16

» Make joy visible. Ask "What is something you wish every doctor could know or see?""’

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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