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What is Ableism?
» Discrimination towards people with disabilities—ableism—is extremely
common.’ Danielle
» Despite its prevalence, there is no one singularly agreed upon definition of - Gerber

ableism; however, generally, it is, ‘stereotyping, prejudice, discrimination,
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.
Two core concepts to highlight:

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

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

Strategies to Partner to Dismantle Ableism and Reflection Points

Legal Standards Set Expectations
e The Findings and Purpose of the Americans with Disabilities Act of 1990, As Amended (ADA) are legal tools
and also set societal expectations:
“physical or mental disabilities in no way diminish a person’s right to fully participate in all aspects of society”
e 2024 Final Rule Nondiscrimination on the Basis of Disability in Programs or Activities Receiving Federal
Financial Assistance of Section 504 of the Rehabilitation Act of 1973:
i. Strengthens to align Section 504 with the ADA.
ii. Clarifies NEW non-discrimination obligations with accessible medical equipment, medical treatment,
value assessments and others.
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STRATEGY 1 Dehumanization to Humanization: Whole Child

« Say Hello to each child with a disability and/or medical complexity.
« SEE the whole child: Move from medical model “fix" to focus on the “F" words of life: fitness, function,
friends, family, fun and future.>6

STRATEGY 2 Making the Inaccessible, Accessible: Full Access

o EXAMINE: Are children with medical complexity and/or disability "welcome?”
LOOK at the “Built” environment- what is built? By who? Why? How?
Physical barriers: where live, play, work, learn... and where get healthcare’
Social barriers: assumptions, attitudes and culture of clinic/hospital®
e Access requires Communication: Assume everyone requires some sort of accommodation and consider
the needs of everyone who will be interacting in clinic visits, inpatient stays, procedures.

STRATEGY 3 Substandard to Excellent Care: Just Ask!

« ASKyourself, your "team"” and children and families: How do we partner to provide excellent care?
i. Asking questions is the antidote to assumptions
i. Don'tjustscreen, have a conversation
» ASK and plan with children and families: shared plans of care, pain plans, consults (pre-anesthesia, surgical, etc),
communication strengths of child/family.

Commitment to Change: Openness, Curiosity, Humility

Whatever your connection to (family or professional) or the type of work you do (clinical, public health,
research, etc.), how do 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.
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Any questions or want further discussion? info@flagrounds.org
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