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SUMMARY STATEMENT
The Society of Behavioral Medicine (SBM) 
supports policies that protect persons with 
intellectual and developmental disabilities 
from discrimination that impacts their access to 
equitable healthcare.
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The Society of Behavioral Medicine Supports Efforts to 
Decrease Health Disparities Experienced by Persons 
with Intellectual and Developmental Disabilities

THE PROBLEM
Persons with intellectual and developmental disabilities 
(IDD), such as those with Down syndrome, Fragile X, 
cerebral palsy, and autism, face enormous health 
risks, primarily due to modifiable risk factors that are 
both systemic and personal. In fact, despite drastically 
improved life expectancy due to medical advances 
and de-institutionalization over the past 50 years, life 
expectancy for persons with IDD is still 20 years less, on 
average, than those without disabilities (Lauer & McCallion, 
2015). Importantly, that gap is often due to preventable 
health factors such as access to health care rather than 
IDD-related symptoms or behaviors. Across the lifespan, 
persons with IDD face systemic barriers to receiving needed 
preventative and acute care and experience high rates 
of delayed treatment and unmet care needs when 
compared to individuals without developmental disabilities 
(Prokup et al., 2017). 

Regardless of individual factors such as race, ethnicity, 
sex, gender, socioeconomic status, or disability status, all 
individuals should be treated as human beings whose lives 
must be respected and protected. Healthcare providers 
endorse misconceptions about persons with disabilities (i.e., 
they have a lower quality of life) and lack confidence in 
providing care to this population (Iezzoni et al., 2021). There 
is evidence that clinicians may not frequently promote 
essential health behaviors such as physical activity and 
proper nutrition to improve chronic disease risk factors 
when seeing persons with IDD (Bishop-Fitzpatrick et al., 
2017). For example, according to the CDC, only 44% 
of people with disabilities received a physical activity 
recommendation from their doctor when they visited in the 
past year, compared to more than 75% of persons without 
disabilities (Albert et al., 2020).

The right to high-quality, available, and accessible health 
care has been recognized as a human right by the World 
Health Organization (World Health Organization, 2022). 
However, many persons with IDD still do not have equal 
access to high-quality care. These poor health outcomes 
are often worsened by limited and/or inequitable 
access to appropriate healthcare systems. Some of the 
potential barriers facing persons with IDD in accessing 
high-quality healthcare are a lack of available services, 
limited screening/diagnosis and referral pathways, cost of 
services/limited insurance options, social-communicative 
difficulties experienced by persons with IDD, and physician/
provider competence and training (Malik-Soni et al., 
2022). Clinicians, advocates, and researchers must make 
tangible, concerted efforts to ensure equal access to high-
quality healthcare.  

CURRENT POLICY
Despite these documented inequities, there are few 
policies in place to prevent discrimination in healthcare 
delivery and decision-making for persons with IDD. 
The Americans with Disabilities Act (ADA) and Section 
504 of the Rehabilitation Act of 1973 broadly prohibit 
discrimination based on disability status. Section 504 
protects persons with disabilities from discrimination by 
employers and organizations that receive federal funding, 
ensuring reasonable accommodations are made. Last 
fall, the essential protection this legislation provides came 
under attack, with 17 states joining a lawsuit (Texas vs. 
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Becerra) that included a count asking the courts to declare 
Section 504 unconstitutional. Other counts of the lawsuit 
were related to the inclusion of gender dysphoria as a 
potentially protected disability under Section 504 if those 
individuals meet the criteria to qualify for these protections. 
After strong advocacy from the disability community, 
the 17 states issued a report on April 11 formally stating 
that they were no longer interested in challenging the 
constitutionality of Section 504 under count 3. While this shift 
is a win for the disability community, the lawsuit continues 
to pose a threat to the rights of persons with disabilities 
(now known as Texas vs. Kennedy).  In the updated lawsuit, 
the states will still challenge Section 504 regulations that 
protect community-based care, access to specialized 
medical equipment, and reasonable accommodations for 
some persons with disabilities. This lawsuit is a clear threat to 
the rights of persons with disabilities, specifically in the areas 
of healthcare, employment, and education. 

Persons with IDD face discrimination when healthcare 
providers are making decisions about which patients 
should receive life-saving treatments, such as organ 
transplants, based on a lack of experience and commonly 
endorsed misconceptions (e.g., persons with IDD have a 
lower quality of life). In the 2019 report, Organ Transplant 
Discrimination Against People with Disabilities, the National 
Council on Disability (NCD) highlights various issues with 
the policies and procedures of organ transplant centers 
and the Organ Procurement and Transplantation Network 
that fuel discrimination against persons with disabilities in 
need of these services. The proposed Charlotte Woodward 
Organ Transplant Discrimination Prevention Act (H.R.1520) 
would prohibit covered entities from using a disability as a 
reason to deny an organ transplant or related service. It 
also prevents organ transplant centers from denying care 
or placing individuals on a waitlist based solely on disability 
status. 

RECOMMENDATIONS
1. Fully fund and strengthen the Administration for Com-

munity Living (ACL) in the U.S. Department of Health and 
Human Services. This is necessary in order to ensure ad-
equate staffing and resources and prevent disruption to 
critical services community-based services that persons 
with disabilities rely upon.

2. Pass the Charlotte Woodward Organ Transplant Dis-
crimination Prevention Act (H.R.1520). This act would 
protect persons with disabilities from discrimination dur-
ing healthcare decision-making related to organ trans-
plants. 
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