Prioritizing Lived Experience and Leadership
in Healthcare Training

Goal of the Meeting

To explore how people with lived experience, including survivors of sexual violence and people
with disabilities, can serve as equal partners in training healthcare providers and shaping
person-centered care.

|. Why Lived Experience Must Lead Healthcare Training

Perspectives from People with Lived Experience

They bring real life into the room. Lived experience offers insight that medical charts and
diagnoses cannot. Conditions on paper do not show the full story of a person’s life.

They reveal how healthcare actually feels. Participants explained that accessing care itself can
be overwhelming, exhausting, and emotionally unsafe.

They shift the focus from disability to health. Healthcare is not about treating a disability. It is
about treating the whole person.

They reflect the diversity of real experiences. There is no single disability story, and providers
must understand the wide range of lived realities.

They promote dignity and respect. Providers often rely on caseworkers or systems instead of
listening directly to the patient. People with disabilities know their own bodies.

They push back against infantilization. Adults with disabilities are often spoken to as if they are
children. Training must correct this.

They challenge stereotypes and tokenism. Real stories reduce assumptions and humanize care.
Perspectives from Healthcare Providers

They reveal blind spots. Many providers are unaware of how their actions are experienced by
patients.

They strengthen learning and retention. Personal stories improve understanding and memory
more than textbooks.

They build trust and empathy. Lived experience deepens emotional intelligence and improves
patient relationships.



They prevent meaning from being lost. Information changes when filtered through systems
instead of coming directly from the source.

Il. What Should Be Added to the Healthcare Training Curricula

Core Themes Identified

Disability without assumptions Training must challenge default ideas about what disability
means.

Provider bias and mindset Disability should not be framed as inherently negative or tragic.
Individual experience matters Every patient is different.

Human before diagnosis Treat people as individuals, not conditions.

Provider listening The patient’s voice is essential.

Social and Structural Barriers to Address

* Inaccessible buildings and medical equipment
e Transportation barriers

e Financial obstacles

e Bias from professionals

e Communication gaps

e Institutional hurdles

Focus on Action

Training should clarify what providers should do, not just what they should avoid.

Ill. Benefits When Lived Experience Leads Training

Deeper emotional learning Stories and relationships help information stick.

More accurate understanding Lived experience fills in what training programs miss.

Less bias and infantilization Participants reported consistent improvement in provider behavior.
Better patient care Providers learn what to do and what not to do.

Cultural change Positive representation reshapes healthcare norms.

IV. Opening the Door for Equal Training Partnership

Recommended First Steps



e Admit more people with disabilities into healthcare professions

e Hire more people with disabilities into healthcare systems

e Actively challenge ableism

e Encourage students to push for curriculum time

e Increase representation of people with disabilities

e Engage nurses as key change leaders due to their close patient relationships

V. Training Support Needed by Lived-Experience Leaders

e Education on health justice and social justice
e Tools to confront bias and ableism

e Universal design strategies

e Communication and facilitation training

e Accommodations and individualized support
* Plain-language training materials

e Time to build trust with provider partners

e Institutional willingness to change

VI. What True Partnership Requires

III

Equal status Anyone teaching is a trainer. No separating “professional” from “lived experience.”

Early involvement People with lived experience should shape learning goals, curriculum, and

evaluation.

Leadership roles They should lead major segments, not only share stories.
Fair compensation Expertise, time, and emotional labor should be paid.
Accessible materials Training resources should use universal design.
Psychological safety Partners must feel respected and heard.

Practical guidance Offer scripts, tools, and solutions instead of blame.

VIl. Summary of Themes

e Lived experience adds depth that textbooks cannot

e Empathy and understanding improve with real stories

e Training should teach action, not just awareness

e True partnership requires compensation and leadership roles
e Ableism must be addressed at every stage



e Patients are experts on their own bodies
* Representation matters in both classrooms and clinics

VIII. Additional Reflections from Board Members who were unable to
attend

Why Lived Experience Matters Providers need guidance on how to engage effectively with
people with disabilities and families.

Curriculum Additions Needed

e Disability framed neutrally

e Quality of life defined by function, not appearance

e Honest uncertainty is better than worst-case forecasting
e Avoid fear-based narratives after diagnosis

Opening Doors to Partnership

e Patient navigator roles
e Advocacy jobs
e Self-advocate traineeships

Support Needed

e Real responsibilities

* Respect for expertise

e (Clear expectations

e Provide accommodations

e Being treated as a colleague, not a token

Why Lived Experience Matters Medical education includes very little disability exposure. People
with lived experience offer irreplaceable insight.

Curriculum Recommendations

e Trauma-informed care

e Transition from pediatric to adult care

e Visit reimbursement that accounts for time needs
e Sensory accommodations

Steps Forward

e Use people with disabilities as standardized patients
e Support podcast-based medical education by self-advocates



Support Needed

e Screen-reader accessible materials
e Extratime
e Digital accessibility



