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Clinical care in 2025
• Patients seen: 1,895

• Appointments: 3,875

• Other encounters: 14,456

• Phone/portal messages, refills, 
forms, etc.



Education for Healthcare 
Professionals



Professionals in training
• Medical students

• Dr. Graham is the Assistant Education Director of Family Medicine at 
Chicago Medical School at Rosalind Franklin University of Medicine and 
Science. 

• Dr. Chicoine is a Clinical Associate Professor at University of Illinois 
Chicago College of Medicine and lecturer at Chicago Medical School.

• Family Medicine residents

• Our physicians are on the faculty of the Advocate Lutheran General 
Hospital Family Medicine Residency. 

• Occupational therapy students

• Dr. Frank lectures for the Occupational Therapy departments at 
University of Illinois Chicago and Rush University. 

• She also mentors OTD Capstone students.



DSMIG-USA
• Down Syndrome Medical Interest Group-USA

• Dr. Chicoine is on the Board of Directors, chairs 
the Education Committee, and facilitates Down 
Syndrome Project ECHO. 

• Dr. Frank has been on the Board of Directors 
and served as the President. She is the current 
co-chair of the Annual Symposium Committee. 

• Dr. Graham presented at the Annual 
Symposium in July 2025.

• Pat Zidek presented a webinar for the Speaker 
Series in August 2025. 

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


CARE Down Syndrome
• Free clinical education and resource 

hub developed by the National Down 
Syndrome Society to support 
healthcare professionals of adults 
with Down syndrome.

• Accredited by Penn State. Endorsed 
by DSMIG-USA and AADMD. 

• Launched October 2025

• ADSC contributions

• Brian Chicoine, MD – lead author 
and reviewer

• Hannah Graham, MD – author and 
reviewer

• Katie Frank, PhD, OTR/L - author
CARE DS

https://careds.org/


Share resources
Down Syndrome Medical Interest 
Group-USA

Website

General Flyer

Project ECHO Flyer for Professionals

Project ECHO Flyer for Families

CARE Down Syndrome (National Down 
Syndrome Society)

Website

Flyer

Email Template

https://www.dsmig-usa.org/
https://dsmigusa.memberclicks.net/assets/DSMIG%20Info%20Flyer%202024%20%281%29.pdf
https://dsmigusa.memberclicks.net/assets/Project%20ECHO%20Professional%20Flyer%20with%20QR%20code%202025.pdf
https://dsmigusa.memberclicks.net/assets/Project%20ECHO%20Family%20Flyer%20with%20QR%20code%202025.pdf
https://careds.org/
https://careds.org/wp-content/uploads/CARE-Down-Syndrome-One-Pager-2025.pdf
https://careds.org/wp-content/uploads/CARE-Down-Syndrome-Email-Templates.pdf


Education



Education efforts

People with Down 
syndrome

• Visuals & videos

• Groups

Families and 
caregivers

• Articles

• Webinars

Healthcare 
professionals

• DSMIG

• CARE Down Syndrome

Resources



Groups
• Learn and practice social skills

• Promote health

• Interact with other participants 

with Down syndrome

• Have fun



Group Participants in 2025
• Total group participants: 129

• Illinois: 98

• Non-Illinois: 31

• Total participant interactions: 

910

17 states



Group Sessions in 2025

• Virtual

• Healthy Living

• Conversation Skills

• Dating

• Music

• In-person

• Art

• Conversation Skills

• Summer Wellness

• Skills for Successful Social 

Interactions

• Games

Total group sessions: 108



ADSC webinars in 2025



ADSC webinars in 2025
Recipe for Health Adapting Activities GI Part 1 GI Part 2

Registrants 552 464 598 629

Live attendees 150 142 140 138

YouTube views
(as of 3/1/2026)

139 510 622 198

Feedback

“Dr. Chicoine and the ADSC are my number one source of information about Down syndrome.”

“You all are amazing! Thank you for sharing and making all the resources available to help out our loved 
ones with Down syndrome! You are appreciated!”

“I am so grateful for your teaching us parents what you’ve learned!!! There is so little we humans know 
about Down syndrome, therefore, your sharing is INVALUABLE!!”



47 states

18 countries



Other presentations

• Organizations included:

• Down Syndrome Medical Interest 

Group-USA

• National Down Syndrome Society

• National Down Syndrome Congress

• European Down Syndrome Association 

• Alzheimer’s Association

• Down’s Syndrome Association (UK)

• GiGi’s Playhouse

• And others

• Topics included: 

• Common and uncommon health 

conditions

• Aging and Alzheimer’s disease

• Health promotion

• Healthy sexuality

• Women’s health

• Decline in skills and regression

• Sensory

ADSC staff presented 44 additional webinars or presentations in 2025.



Resource Library
• New resources: 24

• Updated resources: 37



Social media
• Facebook

• Views: 7,006,108

• New follows: 6,975

• Instagram

• Views: 255,417

• New follows: 369

“I can’t thank you enough for all of this 
valuable information. We are a bit isolated 
in Florida. There are no local doctors or 
clinics that focus on DS. The information 
has been invaluable.” 

“I cannot thank you enough for your 
resources! We are in Missouri, and I wish 
we had an organization that is half as 
great as yours! Your resources are 
excellent. I have learned so much from 
your posts and share them as often as 
possible! Thank you for all you do!” 

“This is amazing information! I shared 
with my daughter. We’re loving your site!”



Research



Research

Data/EMR
Clinical 
Trials



Publications
The ADSC has contributed to studies on a 
range of topics related to health of people 
with Down syndrome: 

• Alzheimer’s disease

• Cancer

• COVID-19

• Down syndrome regression disorder

• Endocrine disorders

• Heart disease

• Mental health

• Parents as primary sexuality educators

• Pneumonia

*See Appendix for complete list of publications.



Data/EMR
• Co-occurring conditions in people with Down syndrome

• Articles published in 2021 and 2022 are read and cited frequently.

Article Downloads Citations

Prevalence of Common Disease Conditions (Chicoine et al.) 3,577 83

Prevalence of Infectious Diseases (Fitzpatrick et al.) 1,058 13

Prevalence of Endocrine Disorders (Rivelli et al.) 1,435 17

Prevalence of Mental Health Conditions (Rivelli et al.) 2,354 42



Clinical trials
• LIFE-DSR 

• Longitudinal Investigation for 
the Enhancement of Down 
Syndrome Research

• Multi-year, multi-site study that 
ended in 2024

• ADSC was 1 of 14 sites and 
recruited 1/3 of the total 
participants



Upcoming clinical trials
• Sleep apnea

• Trial-Ready Cohort – Down Syndrome (TRC-DS)

• ALADDIN

https://clinicaltrials.gov/study/NCT07280468
https://clinicaltrials.gov/study/NCT07280468
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT06911944
https://clinicaltrials.gov/study/NCT06911944


Upcoming clinical trials
• Sleep apnea

• Studying alternative therapies for treating sleep apnea

• Led by Daniel Combs, MD, at the University of Arizona

• Anticipate starting at the ADSC in spring 2026

https://clinicaltrials.gov/study/NCT07280468
https://clinicaltrials.gov/study/NCT07280468


Upcoming clinical trials
• Trial-Ready Cohort – Down Syndrome (TRC-DS)

• Longitudinal study to prepare participants for 
Alzheimer’s disease clinical trials

• Led by Michael Rafii, MD, PhD, at the University of 
Southern California

• Anticipate starting at the ADSC in summer 2026

• ALADDIN
• Studying an amyloid-reducing treatment (donanemab) 

in people with Down syndrome

• Led by Michael Rafii, MD, PhD, at the University of 
Southern California

• Planning stages

https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT04165109
https://clinicaltrials.gov/study/NCT06911944
https://clinicaltrials.gov/study/NCT06911944


Learn more & get updates!
Adult Down Syndrome Center Down 
Syndrome Center

Resource Library @adultdownsyndromecenter Email List

https://adscresources.
advocatehealth.com/

http://eepurl.com/c7uV1v

https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
http://eepurl.com/c7uV1v
https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
http://eepurl.com/c7uV1v


• Join

• Research Studies

• Clinical Trials Search

• Research Page

• Research Studies

• Clinical Trial Finder

• Research Page

• Participate in a Study

Research Opportunities

https://ds-connect.org/user/register
https://ds-connect.org/user/register
https://ds-connect.org/other-studies
https://ds-connect.org/other-studies
https://ds-connect.org/other-studies
https://ds-connect.org/other-studies
https://ds-connect.org/clinical-trials-search
https://ds-connect.org/clinical-trials-search
https://ds-connect.org/clinical-trials-search
https://ndss.org/research-program
https://ndss.org/research-program
https://ndss.org/participate-research-studies
https://ndss.org/participate-research-studies
https://ndss.org/node/3894
https://ndss.org/node/3894
https://ndss.org/node/3894
https://medschool.cuanschutz.edu/linda-crnic-institute/research/overview
https://medschool.cuanschutz.edu/linda-crnic-institute/research/overview
https://medschool.cuanschutz.edu/linda-crnic-institute/get-involved/participate
https://medschool.cuanschutz.edu/linda-crnic-institute/get-involved/participate
https://medschool.cuanschutz.edu/linda-crnic-institute/get-involved/participate
https://medschool.cuanschutz.edu/linda-crnic-institute/get-involved/participate
https://medschool.cuanschutz.edu/linda-crnic-institute/get-involved/participate


Support our mission

We are able to offer services like 
our resource library, groups, and 
educational webinars free of charge 
through the generosity of donors. If 
you would like to support the Adult 
Down Syndrome Center’s Research 
and Education Program, please see 
our Giving Page.

https://secure.aahgiving.org/site/Donation2?df_id=4923&mfc_pref=T&4923.donation=form1


Questions?
Adult Down Syndrome Center Down Syndrome 

Center

Resource Library Email List Support our Mission

https://adscresources.advocatehealth.com/
https://adscresources.advocatehealth.com/
http://eepurl.com/c7uV1v
https://secure.aahgiving.org/site/Donation2?df_id=4923&mfc_pref=T&4923.donation=form1


Join us at our 
next webinar! 

Register

https://aah-org.zoom.us/webinar/register/WN_sdM4WEqPT76lSVBZ9VS9YQ


Appendix



Publications
2020-2025



Publications
2020

Co-Occurring Medical Conditions in Adults with Down Syndrome: A Systematic Review 
Toward the Development of Health Care Guidelines. Part II (Capone et al.)

Challenges of Pediatric Disease in Adulthood (Baumgardner & Chicoine)

Heart Disease in Adults with Down Syndrome Between 1996 and 2016 (Fitzpatrick et al.)

Medical Care of Adults with Down Syndrome: A Clinical Guideline (Tsou et al.)

A Randomized Controlled Trial of an Online Health Tool about Down Syndrome (Chung et al.)

2021

Pneumonia and Respiratory Infections in Down Syndrome: A Scoping Review of the 
Literature (Santoro et al.)

Development of a Symptom Menu to Facilitate the Goal Attainment Scaling in Adults with 
Down Syndrome-Associated Alzheimer’s Disease: A Qualitative Study to Identify Meaningful 
Symptoms (Knox et al.)



Publications
2021

Parents as Primary Sexuality Educators for Adolescents and Adults with Down Syndrome: A 
Mixed Methods Examination of the Home B.A.S.E. for Intellectual Disabilities Workshop 
(Frank & Sandman)

Medical Vulnerability of Individuals with Down Syndrome to Severe COVID-19: Data from 
the Trisomy 21 Research Society and the UK ISARIC4C Survey (Huls et al.)

Opportunities, Barriers, and Recommendations in Down Syndrome Research (Hendrix et al.)

Prevalence of Common Disease Conditions in a Large Cohort of Individuals with Down 
Syndrome in the United States (Chicoine et al.)

Cross-Sectional Exploration of Plasma Biomarkers of Alzheimer’s Disease in Down 
Syndrome: Early Data from the Longitudinal Investigation for Enhancing Down Syndrome 
Research Study (Hendrix et al.)

COVID-19 in Children with Down Syndrome: Data from the Trisomy 21 Research Society 
Survey (Emes et al.)



Publications
2022

Prevalence of Mental Health Conditions Among 6,078 Individuals with Down Syndrome in 
the United States (Rivelli et al.)

Prevalence of Infectious Diseases Among 6,078 Individuals with Down Syndrome in the 
United States (Fitzpatrick et al.)

Prevalence of Endocrine Disorders Among 6,078 Individuals with Down Syndrome in the 
United States (Rivelli et al.)

COVID-19 Vaccination of Individuals with Down Syndrome: Data from the Trisomy 21 
Research Society Survey on Safety, Efficacy, and Factors Associated with the Decision to be 
Vaccinated (Huls et al.)

Ableism at the Bedside: People with Intellectual Disabilities and COVID-19 (Chicoine et al.)

Assessment and Diagnosis of Down Syndrome Regression Disorder: International Expert 
Consensus (Santoro et al.)

Considering Dignity of Risk in the Care of People with Intellectual Disabilities: A Clinical 
Perspective (Chicoine & Kirschner)



Publications
2022

Differences in Clinical Presentation, Severity, and Treatment of COVID-19 Among 
Individuals with Down Syndrome from India and High-Income Countries: Data from the 
Trisomy 21 Research Society Survey (Pinku et al.)

The Feasibility of Goal Attainment Scaling in Adults with Down Syndrome: Early Results 
from the LIFE-DSR-GAS Sub-Study (Dunn et al.)

2023

Cardiovascular Complications of Down Syndrome: Scoping Review and Expert Consensus 
(Dimopoulos et al.)

2024

Retrospective Review of the Code Status of Individuals with Down Syndrome during the 
COVID-19 Era (Jett et al.)

Adapting Prescribing Criteria for Amyloid-Targeted Antibodies for Adults with Down 
Syndrome (Hillerstrom et al.)
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