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Agenda

• Describe bias in health care and 
define ableism.

• Share clinical examples. 

• Discuss strategies to overcome bias 



Bias

Lack of provider 
training

Lack of DS clinics

Inadequate mental 
health services

Transplants

Diagnostic 
overshadowing

Advance directives 
(DNR)



The Three Prong Approach

• Legislative
• Bedside advocacy
• Education









Health care is at the bedside.





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” 

Chicoine et al. 2022

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


DNR bias
• Down syndrome and 

COVID pneumonia

• 6.3 odds ratio of DNR 
status ordered at admission 
compared to those with 
COVID pneumonia without 
Down syndrome

Jett et al. 2023

https://doi.org/10.1002/ajmg.c.32080


Physician perceptions

82.4%

• 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 a 
disability 
unfairly

56.5%

• Strongly agreed 
that they 
welcomed 
patients with 
disabilities into 
their practices.

Iezzoni et al. 2021

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


“I think you need a lot more care, 
and I am not the doctor for you.”

Lagu et al. 2022

https://doi.org/10.1377/hlthaff.2022.00475


Lack of Down syndrome clinics and 
Lack of training

• 5% of adults

• Down syndrome specialty clinics

• 95% of adults

• Family physicians

• Internists

• Geriatricians

• Other primary care providers

Santoro et al. 2021

https://doi.org/10.1002/ajmg.a.62169


Diagnostic overshadowing
• “It isn’t all Down syndrome.”

• Pneumonia story

• “My 18-year-old son has been diagnosed with 
Alzheimer’s disease.”



Other forms of overshadowing

• Diagnosing mental illness without assessing 
physical health

• Assuming Alzheimer’s disease for any decline

• Assuming all common conditions are inevitable

• Not considering possible underlying causes



Promoting health equity



Individual/Family
• Identify providers.

• Increase awareness in 
medical settings.

• Provide critical medical and 
functional information to 
providers.

• Share resources.

Strategies



Finding a provider
• Down syndrome clinics

• NDSS

• NDSC

• GLOBAL

• Down syndrome 
organizations
• NDSS

• NDSC 

• GLOBAL

https://ndss.org/resources/healthcare-providers
https://www.ndsccenter.org/programs-resources/health-care/down-syndrome-clinics/
https://www.globaldownsyndrome.org/research-medical-care/medical-care-providers/
https://ndss.org/resources/local-support
https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks/
https://www.globaldownsyndrome.org/about-down-syndrome/resources/local-organizations/


Finding a provider
• The Arc

• Find a Chapter

• Mental health

• Find a therapist

• University resources

• University of Illinois Developmental Disabilities Family Clinic

• State resources

• Department of Human Services in Illinois 

https://thearc.org/find-a-chapter/
https://www.psychologytoday.com/us/therapists?search
https://ahs.uic.edu/developmental-disabilities-family-clinic/
https://www.dhs.state.il.us/page.aspx?item=27893


Finding a provider
• Qualities

• A belief that all people with DS deserve the same respect and care 
provided to any patient

• A willingness to listen to and learn from individuals with DS, 
families, care providers, and other health professionals

• An understanding that problems that occur are not necessarily 
“just DS” (diagnostic overshadowing)



"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







Supporting health care providers



Medical care guidelines 
and recommendations
• Health Supervision for Children and 

Adolescents with Down Syndrome

• GLOBAL Medical Care Guidelines for 
Adults with Down Syndrome

• Down Syndrome Clinic to You 
(DSC2U)

https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://publications.aap.org/pediatrics/article/149/5/e2022057010/186778/Health-Supervision-for-Children-and-Adolescents
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.dsc2u.org/
https://www.dsc2u.org/


Professional organizations
• Down Syndrome Medical Interest Group 

(DSMIG-USA)

• Membership

• Annual Symposium

• Free continuing education 
opportunities

• Project ECHO

https://www.dsmig-usa.org/
https://www.dsmig-usa.org/


Professional organizations

• National Task Group on Intellectual 
Disabilities and Dementia Practices (NTG)

• American Academy of Developmental 
Medicine and Dentistry (AADMD)

• American Association on Intellectual and 
Developmental Disabilities (AAIDD)

https://www.the-ntg.org/
https://www.the-ntg.org/
https://www.aadmd.org/
https://www.aadmd.org/
https://www.aaidd.org/home
https://www.aaidd.org/home


Family resources
• Adult Down Syndrome 

Center Resource Library

• NDSS Resources

• NTG Family Caregiver 
Resources

• Special Olympics Inclusive 
Health

https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
https://ndss.org/resources
https://www.the-ntg.org/family-caregiver-resources
https://www.the-ntg.org/family-caregiver-resources


Available as a free 
PDF in English and 

Spanish

Mental Wellness in Adults with Down Syndrome

Mental Wellness book

https://adscresources.advocatehealth.com/mental-wellness-in-adults-with-down-syndrome-2nd-edition/


Keep in mind
• Observation

• Good concise history

• Limitations of appointment time

• Understanding the differential



Takeaways
• Many people with DS do not have access to quality healthcare.

• Individuals with DS and their families can form a partnership 
with their healthcare providers by sharing information and 
resources. 

• There are organizations that seek to support healthcare 
providers of people with DS.



Questions? 
Comments?

• Resource Library

• Email List

• Facebook

• Instagram

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


Resources – Down syndrome
• Specialty clinics for adults with Down syndrome (article)

• https://doi.org/10.1002/ajmg.a.62169 

• List of clinics (GLOBAL)
• https://www.globaldownsyndrome.org/research-medical-care/medical-care-providers/ 

• List of clinics (NDSC)
• https://www.ndsccenter.org/programs-resources/health-care/down-syndrome-clinics/  

• List of DS organizations (GLOBAL)
• https://www.globaldownsyndrome.org/about-down-syndrome/resources/local-organizations/  

• List of DS organizations (NDSC)
• https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-

support-networks/  

https://doi.org/10.1002/ajmg.a.62169
https://www.globaldownsyndrome.org/research-medical-care/medical-care-providers/
https://www.ndsccenter.org/programs-resources/health-care/down-syndrome-clinics/
https://www.globaldownsyndrome.org/about-down-syndrome/resources/local-organizations/
https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks/
https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks/


Resources – Finding a provider
• The Arc

• https://thearc.org/find-a-chapter/ 

• Find a mental health provider
• https://www.psychologytoday.com/us/therapists?search 

• List of DS organizations (NDSC)
• https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-

support-networks/  

https://thearc.org/find-a-chapter/
https://www.psychologytoday.com/us/therapists?search
https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks/
https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks/


Resources – Sharing information
• My Health Passports

• https://adscresources.advocatehealth.com/information-forms-to-share-with-hospitals-and-clinics/  

• Diagnostic overshadowing (article)
• https://adscresources.advocatehealth.com/diagnostic-overshadowing-all-is-not-down-syndrome/  

• Health care guidelines for children and adolescents with Down syndrome
• https://adscresources.advocatehealth.com/health-supervision-for-children-and-adolescents-with-

down-syndrome/   

• Health care guidelines for adults with Down syndrome
• https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/   

• Down Syndrome Clinic to You (DSC2U)
• https://www.dsc2u.org/  

https://adscresources.advocatehealth.com/information-forms-to-share-with-hospitals-and-clinics/
https://adscresources.advocatehealth.com/diagnostic-overshadowing-all-is-not-down-syndrome/
https://adscresources.advocatehealth.com/health-supervision-for-children-and-adolescents-with-down-syndrome/
https://adscresources.advocatehealth.com/health-supervision-for-children-and-adolescents-with-down-syndrome/
https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/
https://www.dsc2u.org/


Resources – Organizations 
• Down Syndrome Medical Interest Group-USA (DSMIG)

• https://www.dsmig-usa.org/   

• DSMIG Project ECHO
• https://www.dsmig-usa.org/Project-Echo

• GLOBAL Down Syndrome Foundation
• https://www.globaldownsyndrome.org/  

• LuMind IDSC Foundation
• https://lumindidsc.org/   

• National Down Syndrome Society
• https://ndss.org/   

• National Down Syndrome Congress
• https://www.ndsccenter.org/   

https://www.dsmig-usa.org/
https://www.dsmig-usa.org/Project-Echo
https://www.globaldownsyndrome.org/
https://lumindidsc.org/
https://ndss.org/
https://www.ndsccenter.org/


Resources – Organizations 
• National Task Group on Intellectual Disabilities and Dementia Practices 

(NTG)
• https://www.the-ntg.org/ 

• American Academy of Developmental Medicine and Dentistry (AADMD)
• https://www.aadmd.org/ 

• American Association on Intellectual and Developmental Disabilities 
(AAIDD)
• https://www.aaidd.org/home 

• NTG Family Caregiver Resources
• https://www.the-ntg.org/family-caregiver-resources  

• Special Olympics Inclusive Health
• https://www.specialolympics.org/what-we-do/inclusive-health?locale=en 

https://www.the-ntg.org/
https://www.aadmd.org/
https://www.aaidd.org/home
https://www.the-ntg.org/family-caregiver-resources
https://www.the-ntg.org/family-caregiver-resources
https://www.the-ntg.org/family-caregiver-resources
https://www.specialolympics.org/what-we-do/inclusive-health?locale=en
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