
Aging in Adults with Down 
Syndrome
Brian Chicoine, MD and Hannah Graham, MD

Advocate Medical Group Adult Down Syndrome Center

October 24, 2024





Resource 
Library

https://adscresources.advocatehealth.com/

https://adscresources.advocatehealth.com/


Please note:
• This webinar is intended for families, caregivers, health care 

professionals, and service providers of individuals with Down 
syndrome.

• The information in this webinar 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.

• We recommend that you bring specific questions about an 
individual with Down syndrome to their medical and/or 
therapy providers.
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Objectives

• Identify similarities and differences in aging 
of adults with Down syndrome compared to 
adults without Down syndrome.

• Discuss common conditions associated with 
aging of adults with Down syndrome 
(including Alzheimer’s disease).

• Describe strategies for supporting adults with 
Down syndrome in promoting their health as 
they age.



Today, people with Down syndrome 
are living longer and healthier than 

any other time in the past.
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There are more adults with Down 
syndrome living now than ever 

before.



Down Syndrome Population USA Fact Sheet

People with DS in the United States

Estimated # of 

people with 

DS 20 years of 

age or older

https://docs.downsyndromepopulation.org/factsheets/down-syndrome-population-usa-factsheet.pdf


Aging



Similarities
• Becoming more set in one’s ways

• Slowing down

• Different activity preferences



Differences
• Earlier aging

• Living arrangements

• Health conditions



Common Conditions



Cataracts
• More common in people with Down syndrome

• Treatment
• Monitored until it affects vision

• Surgery

• May require general anesthesia

• Eyes drops post-surgery



Hearing loss
• Occurs at a younger age?

• Person with Down syndrome may not be able to 
explain their hearing difficulties
• Behavior change

• Loss of skills

• Hearing aids



Osteoarthritis
• Is it more common?

• Does it occur at a younger age?

• Is it underreported?

• How does it present?



Osteoporosis
• Is it more common?

• Are DEXA scans accurate?

• Is the pathophysiology different indicating 
treatment should be different?



Menopause
• Occurs at a slightly younger age in women with 

Down syndrome

• Same treatment options for women with and 
without Down syndrome

• Association with memory



GLOBAL Medical Care Guidelines

Link to GLOBAL website

https://www.globaldownsyndrome.org/medical-care-guidelines-for-adults/


Alzheimer’s Disease



What is Alzheimer’s disease?
• Progressive neurological condition

• Affects the brain

• Is a type of dementia

• Plaques and tangles = the microscopic changes of 
the brain consistent with Alzheimer’s disease



Alzheimer’s and Down syndrome
• By age 40, nearly all people 

with Down syndrome have 
the brain pathology of 
Alzheimer’s disease.

Images from Alzheimer’s Association

Mann 1988, Hartley et al. 2014

https://www.alz.org/alzheimers-dementia/what-is-alzheimers/brain_tour_part_2


Why?
• Amyloid precursor protein (APP)

• Chronic inflammation?

• Metabolic abnormalities?

Zis & Strydom 2018, Lai et al. 2021, Tournissac et al. 2021



Alzheimer’s and Down syndrome
• By age 40, nearly all people with Down syndrome 

have the brain pathology of Alzheimer’s disease.

• HOWEVER, symptoms of Alzheimer’s disease are 
uncommon before age 40.

Tsou et al. 2020



Alzheimer’s and Down syndrome
• Prevalence of clinical 

Alzheimer’s disease
• Estimates vary

• 55% in those ages 50-59

• Greater than 75% in those 
ages 60 and older

McCarron et al. 2017, Sinai et al. 2018, Fortea et al. 2020, 

Rubenstein et al. 2024.

• Average age at diagnosis
• 54 to 55 years old 

• Average age at death
• 59 to 60 years old 



Symptoms
• Changes in self-talk, 

adherence to routines

• Psychological changes

• Memory impairment

• Loss of previously  
mastered skills

• Incontinence

• Weight loss

• Seizures
• Higher rate

• Unsteady gait

• Swallowing difficulties

Ballard et al. 2016, Altuna et al. 2021, Menendez 2005



Screening
• National Task Group on 

Intellectual Disabilities 
and Dementia Practices 
– Early Detection Screen 
for Dementia

NTG-EDSD

https://adscresources.advocatehealth.com/ntg---early-detection-and-screen-for-dementia/


Diagnosis

History and physical 
exam

• Rule out other 

causes

Neuro-
psychological 

testing

• Limitations

Blood testing and 
Imaging

• MRI? CT?



Treatment

Associated symptoms

Depression Agitation Seizures Anxiety
Sleep 

challenges
Pain

Alzheimer’s disease

Cholinesterase 
inhibitors

NMDA 
receptor 

antagonist

Amyloid-
beta 

therapies



End-of-Life Guidebook from 

National Down Syndrome Society

End-of-Life Directives 

Presentation
*recording will be posted to 

DS NSW’s YouTube page

Advance directives

https://adscresources.advocatehealth.com/resources/end-of-life-and-down-syndrome-guidebook/
https://adscresources.advocatehealth.com/resources/end-of-life-and-down-syndrome-guidebook/
https://www.youtube.com/@DSANSW/videos


How other people with DS are affected
• First thing to consider – it does impact some 

individuals

• Can cause fear and anxiety

• Can cause resentment

• Can bring out the best “caregiver”



Healthy Aging



Promoting healthy aging
• Includes optimizing 

physical, mental, and 
social health

• Health promotion

• Medical care

Mental 
Health

Physical 
Health

Social 
Health



Health 
Promotion

Healthy eating

Physical activity

Recreation 
activities

Sleep

Stress 
management

Relationships

Employment 
and vocational 
opportunities

Hydration



HEALTHY EATING
• Maintain a healthy diet and weight

• No one diet is best

• DASH

• Mediterranean

• MIND

• Combines Mediterranean and DASH

• Intermittent fasting?

Harvard University

Agarwal et al. 2023

https://www.hsph.harvard.edu/nutritionsource/healthy-eating-plate/


Tips
• Reduce processed foods in diet

• Add green, leafy vegetables to 
meals

• Pasta, soup, sauces, eggs

• Make food swaps

• Grilled instead of fried food

• Cauliflower pizza crust

• Zucchini noodles
Tips for Eating Healthy Meals

https://adscresources.advocatehealth.com/assets/1/13/Tips_for_Eating_Healthy_Meals.pdf?1513


Tips
• Involve the person in 

planning meals and shopping 
for/preparing foods

• Label foods

• Use apps and visuals

• Use portion control products

• Discuss which parts of the meal 
to have seconds of (e.g., fruits or 
vegetables) The Traffic Light Eating Plan

Guide to Healthy Eating

https://intermountainhealthcare.org/ckr-ext/Dcmnt?ncid=528098656
https://adscresources.advocatehealth.com/assets/1/13/Guide_to_Healthy_Eating.pdf?1961


HYDRATION
• Dehydration is common 

in many people with 
Down syndrome.

• Symptoms

• Fatigue

• Dizziness

• Confusion

Hydration Video

https://adscresources.advocatehealth.com/hydration-video/


Tips
• Limit pop/soda

• Try seltzer or sparkling water

• Flavor water with fruit

Tips for Staying Hydrated

https://adscresources.advocatehealth.com/tips-for-staying-hydrated/


PHYSICAL ACTIVITY
• 30 minutes, 5 or more days 

per week

• Many benefits

• Incorporate a variety of types 
of physical activity (aerobic, 
strength, stretching, balance)

• Preferences may change with 
age

Ways to Be Active

https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Be_Active_handout.pdf?1510


Tips
• Make it fun

• Listen to music/watch TV

• Be active with others

• Turn it into a game

• Break it into shorter periods 
throughout the day

• Build it into the 
schedule/calendar

Be Active Throughout the Day

https://adscresources.advocatehealth.com/assets/1/13/Be_active_flyer.pdf?2013


SLEEP
• Symptoms

• Fatigue

• Confusion

• Sleep hygiene

• Sleep apnea

How to Use a CPAP Machine Video

https://adscresources.advocatehealth.com/how-to-use-a-cpap-machine-video/


Tips
• Create a bedtime routine

• Review current medications

• Consider natural products

• Talk with health care 
provider about prescription 
medications, if needed

Create a Bedtime Routine Visual

https://adscresources.advocatehealth.com/assets/1/13/Create_a_bedtime_routine_visual.pdf?2280


MENTAL STIMULATION
• Paid or volunteer work

• Games, puzzles, activities

Fun Activities for Promoting Health

https://adscresources.advocatehealth.com/resources/fun-activities-for-promoting-health/


Tips
• Change the activities 

as an individual ages

Healthy Lifestyle Activity Book

https://adscresources.advocatehealth.com/assets/1/13/Healthy_Lifestyles_Activity_Book.pdf?1675


SOCIAL ENGAGEMENT
• Family, friends, housemates

• Recreation activities



Tips
• Change the frequency 

and/or length as an 
individual ages

Visual Schedules

https://adscresources.advocatehealth.com/individualized-visual-schedules/


MENTAL WELL-BEING
• Stress management

• Life stressors associated 
with aging

• Empathy radar

• The “Pace”

Tips for Dealing with Stress Video

https://adscresources.advocatehealth.com/tips-for-dealing-with-stress-video/


Tips
• Practice calming strategies

• Counting to 10, taking deep 
breaths, walking away, coloring

• Practice coping strategies

• Reframing thoughts, asking for 
help, “I” statements

• Work with a mental health 
provider

• Consider therapies (talk, music, 
art, etc.)

How to Cope with Stress Resources

https://adscresources.advocatehealth.com/resources/coping-with-stress/


Key Points
• The life expectancy of people with Down syndrome is 

about 60 years old. 

• There are similarities and differences in the aging 
process between adults with Down syndrome and 
adults without Down syndrome. 

• Some health conditions are more common in adults 
with Down syndrome as they age.

• There are many lifestyle choices that people with Down 
syndrome can make to be healthy as they age.



Resources



DSMIG-USA
• Down Syndrome 

Medical Interest Group
• Membership

• Speaker Series

• Project ECHO

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


Adult Down 
Syndrome Center

Resource Library

Email List

Facebook

Instagram

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


Articles
Agitated or Challenging Behavior in 
People with DS and Alzheimer’s 
Disease

Down Syndrome EyeWiki 

Hearing Loss 

Helping a Person with Down 
Syndrome Prepare for a Hospital 
Stay 

Menopause 

Pneumococcal Vaccines

Recurrent Pneumonia

Reducing Risk of Getting 
Alzheimer’s Disease

Resources on Healthy Ways to 
Manage Stress

Vision in Adults with DS

Weight Management in Adults with 
Down Syndrome

https://adscresources.advocatehealth.com/resources/aggressive-behavior-and-alzheimers-disease/
https://adscresources.advocatehealth.com/resources/aggressive-behavior-and-alzheimers-disease/
https://adscresources.advocatehealth.com/resources/aggressive-behavior-and-alzheimers-disease/
https://adscresources.advocatehealth.com/down-syndrome-eyewiki/
https://adscresources.advocatehealth.com/hearing-loss-in-adults-with-down-syndrome/
https://adscresources.advocatehealth.com/resources/preparing-for-hospital-stays/
https://adscresources.advocatehealth.com/resources/preparing-for-hospital-stays/
https://adscresources.advocatehealth.com/resources/preparing-for-hospital-stays/
https://adscresources.advocatehealth.com/menopause-in-women-with-down-syndrome/
https://adscresources.advocatehealth.com/pneumonia-vaccine/
https://adscresources.advocatehealth.com/resources/recurrent-pneumonia/
https://adscresources.advocatehealth.com/resources/reducing-risk-of-getting-alzheimers-disease/
https://adscresources.advocatehealth.com/resources/reducing-risk-of-getting-alzheimers-disease/
https://adscresources.advocatehealth.com/resources/manage-stress-resources/
https://adscresources.advocatehealth.com/resources/manage-stress-resources/
https://adscresources.advocatehealth.com/resources/vision-in-adults-with-down-syndrome/
https://adscresources.advocatehealth.com/weight-management-in-adults-with-down-syndrome/
https://adscresources.advocatehealth.com/weight-management-in-adults-with-down-syndrome/


Videos and visuals
Be Active Throughout the Day Visual 

Create a Bedtime Routine Visual 

Fun Activities for Promoting Health

Hydration Video and Visuals

Tips for Eating Health Meals Visual

Ways to be Active Visual 

What to Drink Instead of Pop/Soda Visual

https://adscresources.advocatehealth.com/assets/1/13/Be_active_flyer.pdf?2013
https://adscresources.advocatehealth.com/assets/1/13/Create_a_bedtime_routine_visual.pdf?2280
https://adscresources.advocatehealth.com/resources/fun-activities-for-promoting-health/
https://adscresources.advocatehealth.com/tips-for-staying-hydrated/
https://adscresources.advocatehealth.com/assets/1/13/Tips_for_Eating_Healthy_Meals.pdf?1513
https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Be_Active_handout.pdf?1510
https://adscresources.advocatehealth.com/assets/1/13/What_to_drink_instead_of_pop.pdf?634


Webinars and podcasts
Aging and Alzheimer’s Disease in Adults with DS Webinar 

Alzheimer’s Disease Prevention and Healthy Aging Webinar

Behavior Changes in Individuals with DS Webinar 

Common and Uncommon Health Conditions in Adolescents and Adults with DS 
Webinar 

Decline in Skills and Regression in Adolescents & Adults with DS Webinar

Enhancing Women’s Health: Key Insights from the PCP's Guide to Women's Health 
and DS Webinar

Promoting Mental Health Across the Lifespan in Individuals with DS Webinar

https://adscresources.advocatehealth.com/aging-and-alzheimers-disease-in-adults-with-down-syndrome-webinar-recording-11102020/
https://adscresources.advocatehealth.com/alzheimers-disease-prevention-and-healthy-aging-in-people-with-down-syndrome-webinar-recording-5182022/
https://adscresources.advocatehealth.com/behavior-changes-in-individuals-with-down-syndrome-webinar-recording-2232023/
https://adscresources.advocatehealth.com/resources/common-and-uncommon-health-conditions-webinar-2024/
https://adscresources.advocatehealth.com/resources/common-and-uncommon-health-conditions-webinar-2024/
https://adscresources.advocatehealth.com/decline-in-skills-and-regression-in-adolescents-and-adults-with-down-syndrome-webinar-recording-8312022/
https://adscresources.advocatehealth.com/resources/enhancing-womens-health-webinar-recording-10082024/
https://adscresources.advocatehealth.com/resources/enhancing-womens-health-webinar-recording-10082024/
https://adscresources.advocatehealth.com/resources/promoting-mental-health-webinar-582024/


Resource lists by topic
Aging 

Alzheimer’s Disease and Dementia

Decline in Skills and Regression 

Grief and Loss 

Healthy Lifestyle 

Mental Health

Nutrition and Weight

Self-Care and Hygiene

Sensory

Sleep

Symptoms 

https://adscresources.advocatehealth.com/resources/?category=Aging
https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia
https://adscresources.advocatehealth.com/resources/?category=Decline%20in%20Skills%20and%20Regression
https://adscresources.advocatehealth.com/resources/?category=Grief%20and%20Loss
https://adscresources.advocatehealth.com/resources/?category=Healthy%20Lifestyle
https://adscresources.advocatehealth.com/resources/?category=Mental%20Health
https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Weight
https://adscresources.advocatehealth.com/resources/?category=Self-Care%20and%20Hygiene
https://adscresources.advocatehealth.com/resources/?category=Sensory
https://adscresources.advocatehealth.com/resources/?category=Sleep
https://adscresources.advocatehealth.com/resources/?category=Symptoms
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Support our mission

We are able to offer these 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
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