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Who are we?
Jefferson Health

• Jefferson Center for 
Autism and 

Neurodiversity
• A programmatic center with the 

mission of designing and applying 
strategies to make healthcare 
and community settings more 
accessible to people with autism 
and other neurodiverse 
conditions.

• Jefferson Continuing 
Care Program

• A primary care program for 
adolescents, post-adolescents, 
and those well into adulthood
with intellectual & 
developmental disabilities that 
provides a comfortable space for 
care teams to work with patients 
and help guide them as they 
continue to grow.

Thomas Jefferson University



Description of the Problem

• Barriers and gaps in the accessing of health care exist in 
health care systems that support individuals with IDD. 
• Dearth of education and formal training for healthcare providers 

and patient facing personnel.
• Ineffective communication pathways between providers and 

patients
• Healthcare provider and community bias towards the IDD 

community.
• Iezzoni (2021) reported that 82.4% of physicians interviewed 

perceived that people with significant disabilities had a worse 
quality of life than non-disabled people, and only 40.7% were 
very confident about their ability to provide the same quality 
of care to a patient with a disability.



Project Aim

• This project aims to create intellectual and developmental 
disability friendly health care in an academic healthcare 
setting.

• Areas of focus
• Addressing gaps in health care provider and health care 

professional knowledge related to caring for individuals with IDD 
and/or neurodiversity.

• Integrating IDD and neurodiverse focused education into nursing, 
medical and health professional curriculums

• Designing systems, pathways and/or processes that promote 
health care access and inclusion



Project Objectives

• To align the priorities of individuals with IDD 
and their families/caregivers to the mission and 
vision of the academic medical center they are 
receiving care in. 

• To increase the knowledge and comfort level 
of health care providers and all patient-facing 
staff in caring for persons with IDD. 

• To foster an healthcare environment of 
inclusion and belonging for individuals with 
IDD and their families/caregivers.



Project Design

• Interdisciplinary and collaborative approach

• The Iowa Implementation for Sustainability Framework, a 
framework that is based on Rogers Diffusion of Innovation 
theory, is designed to translate the complexity of 
implementation science into successful adoption and 
sustainability of evidence-based practice (Cullen, et al, 2021). 

• Kotter’s Change Model
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What is our process?



Achievements 

• Education
• Grand Rounds (Physical 

Rehabilitation, Palliative Care, 
Integrative Medicine, GI, 
Oncology, Nursing, Human 
Resources,DEI program, Security 
team)

• Community
• Philadelphia Flower Show
• Share the Showroom (Subaru 

dealerships)
• Philadelphia sports teams (Union, 

76ers and Phillies)
• PHL17 Horticultural Program
• Pennsylvania Supreme Court 

Autism Summit
• Special Olympics

• Built Environment
• Furniture Design for Specialty Care 

Pavilion
• A Seat at the Table

• Academic Curriculum
• Standardized Patient simulations
• Fashion Design Course 
• Medical Humanities course
• Furniture Design Course
• The Art Experience and Health
• Architecture and the Built 

Environment Symposium
• Office of DEI at Jefferson Health
• Health Passport

https://magazine.jefferson.edu/issues/summer-2022/a-seat-at-the-table.html?utm_source=acm&utm_medium=email&utm_campaign=academic_news&utm_term=commoia&utm_content=newsletter


Creating Inclusion 
and Belonging

• PHL 17 Summer Garden
• Pennsylvania Supreme 

Court- Foster Care
• Share the Showroom-

Subaru event
• Health Passport
• Neurodiverse Friendly 

Specialty Care Pavilion
• COVID-19 friendly vaccine 

clinic for individuals with 
IDD/Neurodiversity

• Philadelphia Phillies 
baseball games

• Philadelphia Flower Show



COVID 19 Vaccine Clinic
Philadelphia Navy Yard



Jefferson Health Specialty Care Pavilion
Kambel Smith

Autisarian Network

https://autisarian.com/


Shifting Culture and Driving Policy

• Special Olympics and COVID

• CNN and COVID Vaccine Center

https://www.specialolympics.org/stories/impact/10-tips-from-special-olympics-athletes-on-how-to-make-covid-19-vaccination-clinics-inclusive
https://www.cnn.com/videos/us/2021/07/29/covid-vaccine-veterans-street-medicine-autism-cnnheroes.cnn


New England Journal of Medicine Catalyst

64 million medical records at 574 
medical centers

Intellectual disability (ID) was the 
number 1 risk factor for getting 
COVID-19, well above other well 
known reasons like respiratory 
problems, obesity, diabetes.

It was second to age only for 
COVID-19 deaths

If you had ID you were over 30% 
more likely to die if your were 
inpatient but less likely to be 
admitted to ICU during your stay





Lessons Learned

• It takes a village

• You need a champion

• Persistence

• Interdisciplinary

• Patience



Verna Myers



Limitations/Challenges

• Covid-19 pandemic
• Burn out (staff and faculty)
• Size of organization
• Office of Diversity, Equity and Inclusion
• Funding



Recommendations
Kotter’s Model of Change

Create 
Urgency 

NEJM Catalyst 
article

Guiding 
Coalition 
Find your 

allies

Vision and 
Strategies

Becomes your 
foundation

Communicate 
the Vision
Action Over 
Words…Just 

Do It

Remove 
Barriers 
Use your 
allies, 

stakeholders 
and IDD 

community

Short term 
Goals 

Start small 
and build your 
track record

Build on 
Change 

Increase your 
reach and 
footprint

Make it Stick
Persistence 

and Patience



Pleasant Surprises

• Emergence of supporters and champions 
• Increased membership on Advisory board
• Increased engagement of focus group members
• Feedback from employees
• Increased employment opportunities for students and IDD 

community (Cybersecurity)
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