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Adult Down Syndrome Center

Our mission is to enhance 

the well-being of people 

with Down syndrome who 

are 12 and older by using 

a team approach to 

provide comprehensive, 

holistic, community-based 

health care services.

Park Ridge, IL



Disclaimer

This information is provided for 
educational purposes only and is not 
intended to serve as a substitute for a 
medical, psychiatric, mental health, or 
behavioral evaluation, diagnosis, or 
treatment plan by a qualified 
professional. 



• Discuss bias in health 
care

• Define ableism

• Share clinical 
examples

• Discuss strategies to 
address bias 

Objectives



Bias in Health Care



COVID-19

• States and hospitals established Crisis 
Standards of Care, Triage Guidelines, and 
No Visitor policies that discriminated 
against people with disabilities



Response from DS Organizations



Government Response



Health Care is at the Bedside, 
not in Washington, D.C.



Impact of COVID-19

• In 2020, the first year of the 
pandemic, before vaccine 
availability:

• For those with intellectual 
disabilities, cerebral palsy, or 
Down syndrome, COVID-19 was 
the leading cause of death.

https://doi.org/10.1016/j.dhjo.2022.101376

https://doi.org/10.1016/j.dhjo.2022.101376


Why higher rate of mortality?

• Residential living

• Reliance on caregivers

• Co-occurring health conditions

• Socioeconomic differences

• Poor preventive health care

• Immunodeficiency associated 
with DS

• Differences in care resulting 
from bias

https://doi.org/10.1016/j.eclinm.2021.100769

https://doi.org/10.1016/j.eclinm.2021.100769


Case example

• Janet, 60-year-old woman with Down syndrome and 
early Alzheimer’s disease

• Admitted to the hospital in fall 2020 with COVID-19-
associated pneumonia

• Family did not want a do-not-resuscitate (DNR) 
order (requested full-code remain in place)

• Condition worsened, transferred to ICU

• ICU team asked at least 4 times about Janet’s code 
status/DNR order, even when she started to improve



Ableism at the bedside

• Individual level
• E.g., Janet

• Structural level
• E.g., Crisis Standards of Care/triage

• Ableism/disability bias
• “the belief that the quality of life or 

worth of a person with a disability 
(PWD) is inherently less than that of 
a nondisabled person”

https://doi.org/10.3122/jabfm.2022.02.210371

https://doi.org/10.3122/jabfm.2022.02.210371


Physician perceptions

• Survey of 714 practicing 
physicians in the U.S.
• 82.4% - reported that people with 

significant disability have worse 
quality of life than nondisabled 
people

• 18.1% - strongly agreed that the 
health care system often treats 
patients with disability unfairly

https://doi.org/10.1377/hlthaff.2020.01452

https://doi.org/10.1377/hlthaff.2020.01452


Impact of COVID-19

• People with ID were more 
likely to be diagnosed with 
COVID-19

• If diagnosed with COVID-19:
• More likely to be admitted to the 
hospital

• NOT more likely to be admitted 
to the ICU

• More likely to experience 
mortality

https://catalyst.nejm.org/doi/full/10.1056/CAT.21.0051

https://catalyst.nejm.org/doi/full/10.1056/CAT.21.0051


Strategies



System-level

• Increase health professional and staff awareness 
and education about lived experience of individuals 
with disabilities.

• Encourage dialogue about ableism in the health care 
system.

• Promote an inclusive, patient-centered care culture 
through hospital compliance with Section 504 and 
the ADA



Family and community

• Communicate with the inpatient team about patient’s 
baseline cognitive, functional, and medical status and 
patient and family’s values and perception of quality 
of life.

• Consider using other communication strategies (such 
as health passports) to provide critical medical and 
disability-specific information to new care providers.

• Ensure that persons with disabilities have a seat at 
the table (involvement in hospital policy discussions, 
ethics committees, and health care workforce).



Family and community

• Stay with the individual while they are in the 
hospital.

• Share resources with care providers.

• Personalize.

"I realized my real hopes for Josephine are that she feels loved ... and 
that she feels valued and respected...  I realized that none of those 
things are dependent on specific abilities or disabilities.  They are 
dependent on who she is as a person, and how we treat her as a 
person."

-K. Jane Lee, MD. Catastrophic Rupture: A Memoir of Healing, pg. 162



Start Young

Different is OK!



Conclusion

• Progress is being made but there is still 
work to be done.



Resources Library:
adscresources.advocatehealth.com

Facebook:
facebook.com/adultdownsyndromecenter

Email Newsletter:
eepurl.com/c7uV1v

https://adscresources.advocatehealth.com/
https://www.facebook.com/adultdownsyndromecenter
http://eepurl.com/c7uV1v

