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THE PROBLEM

People with intellectual disabilities are at increased risk for poor health outcomes and are a high
priority population for reducing health disparities.",?,®> The lack of health care provider training on
disability has been highlighted in recent literature as a key, modifiable determinant of the health
disparities experienced by people with intellectual disabilities.*,%,°

BACKGROUND

The National Curriculum Initiative in Developmental Medicine (NCIDM) supports multiple
medical schools to implement curriculum about health care for people with intellectual disabilities
through a multi-year partnership between the American Academy of Developmental Medicine and
Dentistry and Special Olympics International, with resources from a cooperative agreementfunded
by the Centers for Disease Control and Prevention. The University of Louisville School of Medicine
(ULSOM) was selected as part of the first cohort of NCIDM Medical School Partners.

SOLUTION

To integrate the voices of people with intellectual disabilities into the medical school curriculum,
ULSOM chose to engage in a Photovoice project designed to highlight advice from people with
intellectual disabilities to medical students and include their perspectives about health. ULSOM
and University of Louisville School of Public Health and Information Sciences faculty worked with
self-advocates from Special Olympics Kentucky’s Athlete Leadership Program for about ten
months, supporting them in completing a Photovoice project. Photovoice is a qualitative technique
in which participants take photos related to a central theme and narrate their photos in a later
interview.” The athlete leaders presented the findings that emerged from their photos and
interviews to all second-year medical students (n=166) during 2-hour, interactive discussion
sessions. Additionally, through partnering with Lee Specialty Clinic, a multidisciplinary clinic serving
adults with intellectual disabilities, an ongoing elective for fourth-year medical students now
provides future physicians with the opportunity to work with people with intellectual disabilities.

CHALLENGES

The successful coordination of multiple community partners was a challenge in terms of the
time commitment it requires. Additionally, within a medical school environment, grant funding is
often required for faculty to be able to dedicate time towards developing new curriculum
content. Also, a passionate internal champion is essential, both for initial curriculum development
and for sustainability. Relationships with key community partners are a necessary first step to
developing curriculum that actively involves self-advocates. These relationships must be
established and maintained to create experiences that are meaningful to students and feasible to
community partners.

BENEFITS

Students gained knowledge and competence regarding the health care of people with
intellectual disabilities. Of the second-year medical student participants, 94% agreed that the
session helped them better understand the health issues of adults with intellectual disabilities.
Reflecting on the session, students reported, “I feel like it gave me a much better idea of the
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challenges facing adults with intellectual disabilities” and “It was useful to hear from the
patient’s perspective in an open, nonjudgmental atmosphere.”

Fruitful collaboration and strong working relationships between the university, Special Olympics
Kentucky, and Lee Specialty Clinic allowed ULSOM to create expansions of previous grant-
funded activities and to create new curriculum efforts moving forward.

« Networking with colleagues through organizations like the American Academy of
Developmental Medicine and Dentistry is a helpful way to learn from other medical schools
engaging in this type of curriculum work.

« Relationships with community partners, such as state-level Special Olympics Programs,
are essential for interfacing with the community of people with intellectual disabilities and
their supporters. Volunteering at community partners’ events is a great way to start
forming sustainable, key relationships for involving self-advocates in curriculum efforts.

» Involving self-advocates in curriculum efforts teaches students lessons that simply cannot be
presented by any otherteacher.

« Respectful involvement includes working with people with intellectual disabilities to ensure
they are prepared and confident going into the experience. In this case, most self-
advocates were initially nervous about speaking in front of a large group of medical students,
so the team worked closely with them for several months to make sure everyone had a
positive experience.

« Medical schools should engage faculty and physicians in the community in curriculum efforts
to provide students with experiences with patients with intellectual disabilities in a variety
of settings, including academic medical centers and mainstream community settings.

= Buy-in from faculty and staff in the university’s Medical Education Office is vital, as they
facilitate adding content to existing curriculum and help ensure sustainability.

- ltis important to include foundational content in disability studies and disability frameworks
in addition to content specific to intellectual disability.

= An initial, small project is an important stepping stone towards more in-depth curriculum
efforts.

* Formoreinformation on NCIDM: https://aadmd.org/page/ncidm-medical-student-education
« University of Louisville press release: http://uofinews.com/releases/uofl-leading-national-
effort- to-improve-lifelong-care-for-people-with-intellectual-developmental-disabilities/
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