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Online Resource Library

• Contains videos, articles, 
and booklets on a variety 
of topics, including aging, 
Alzheimer’s disease, and 
mental health. 

• Resources are continually 
being updated. 

adscresources.advocatehealth.com

https://adscresources.advocatehealth.com/


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.



Objectives
• Provide an overview of health conditions that are more 

and less common in adults with Down syndrome.

• Describe guidelines and best practices for addressing 
common health conditions in adults with Down 
syndrome.

• Identify resources and strategies that individuals with 
Down syndrome and their families and caregivers can 
use to promote health and wellness.



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

time in the past.



Life expectancy

• 1907: 9 years

• 1984: 28 years

• Today: 60 years

Source: Centers for Disease Control and Prevention and Global Down Syndrome Foundation
Graphic by Amanda Fahey and Hailey Mensik/Cronkite News
https://cronkitenews.azpbs.org/2018/05/25/experts-say-adults-with-down-syndrome-more-
independent-but-face-challenges-in-getting-old/

Life Expectancy of People with Down Syndrome

https://www.cdc.gov/ncbddd/birthdefects/downsyndrome/data.html
https://www.globaldownsyndrome.org/about-down-syndrome/facts-about-down-syndrome/
https://cronkitenews.azpbs.org/2018/05/25/experts-say-adults-with-down-syndrome-more-independent-but-face-challenges-in-getting-old/


There are more adults with Down 
syndrome living now than ever before.



• Estimate of # of adults 
20 years of age and older 

–1950: 13,368 
• About 27% of total # of 

people with DS

–2010: 117,763
• About 57% of total # of 

people with DS

Source: de Graaf G, Buckley F, Skotko B. Estimation of the number of people with Down syndrome in the United States. Genet Med. 2017;19(4):439–447. 
https://doi.org/10.1038/gim.2016.127

People with Down syndrome in the US

https://doi.org/10.1038/gim.2016.127


Mental 
Health

Physical 
Health

Health and well-being

Social 
Health

“Health is a state of 
complete physical, 
mental, and social 
well-being and not 

merely the absence of 
disease or infirmity.”

(World Health 
Organization)



Common characteristics

• The Groove

• Self-talk

• Strong memory and the concept of time



Promoting health and independence

• Provide tools and 
resources that draw 
on strengths. 

–Visuals

–Videos

–Peer support

Making Healthy Choices



Visual supports



Health conditions



Health issues that are MORE 
common
• Hypothyroidism and 

hyperthyroidism

• Celiac disease

• Sleep apnea

• Hearing impairment

• Auto-immune conditions

• Vision problems 
including cataracts and 
keratoconus

• Leukemia

• Cancer of the testicle

• Alzheimer’s disease



Health issues that are MORE common 
(cont.)
• Cervical subluxation

• Vitamin B12 deficiency

• Gastroesophageal reflux 
disease (GERD)

• Constipation

• Boils 

• Fungal infections

• Osteoarthritis

• Obesity

• Respiratory infections

• Secondary disabilities



Health issues that are LESS 
common
• Hypertension (high blood pressure)

• Coronary artery disease

• Cancer (solid tumors)

– E.g. breast, colon



GLOBAL Medical Care Guidelines
• Evidence-based 

recommendations 
intended to offer 
guidance to healthcare 
providers who see 
adults with DS

• Newest set published in 
October 2020

https://www.globaldownsyndrome.org/global-adult-guidelines/

https://www.globaldownsyndrome.org/global-adult-guidelines/


Topics in the GLOBAL Guidelines

Behavioral 
Health

Dementia Diabetes Obesity

Thyroid
Cardiovascular 

Disease
Osteoporosis Celiac Disease

Atlantoaxial 
Instability



Overweight, Obesity, and 
Diabetes



Overweight and obesity
• More common

– Estimates vary

– Review of literature combined results from several studies: 
• 38% of study participants were obese, 34% were overweight

• Associated with other physical, mental, and social health issues

• Guidelines 

– Monitor for weight change and obesity annually

– Follow a healthy diet, regular exercise, and calorie management

Capone et al. 2018     Tsou et al. 2020



Diabetes
• Type II diabetes is more common (?)

– Estimates vary

• Guidelines 
– For adults without symptoms: 

• Screen for type 2 diabetes every 3 years beginning at age 30. 

– For adults with comorbid obesity:

• Screen for type 2 diabetes every 2-3 years beginning at age 21.
– How? Hemoglobin A1c (HbA1c) or fasting plasma glucose

Capone et al. 2018     Tsou et al. 2020



Strategies and Resources



Healthy eating
• Hydration

• Balanced meals (all the food groups)

• Portion size

• Limit processed foods and pop/soda

• Small changes add up



Healthy eating resources

https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Healthy%20Eating

https://adscresources.advocatehealth.com/resources/?category=Nutrition%20and%20Healthy%20Eating


Exercise/physical activity

• Find what works for the 
individual

• Fun and social

• Incorporate it throughout the 
day

• Go outdoors

Link to resource

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


Exercise/physical activity resources

https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical%20Activity

https://adscresources.advocatehealth.com/resources/?category=Exercise%20and%20Physical%20Activity


Mental Health



Mental health disorders
• Behavioral and mental health disorders are common in 

people with Down syndrome.

– Depression, anxiety, OCD

• Studies have shown that 25-40% of people with Down 
syndrome experience a behavioral or mental health 
disorder during their life.

Dykens 2007     Mantry et al. 2008     Alexander 2015     Palumbo & McDougle 2018



Mental health disorders
• Guidelines

– When concern for a mental health disorder in adults with Down 
syndrome is present:

• Refer to a clinician knowledgeable about the medical, mental health 
disorders, and common behavioral characteristics of adults with Down 
syndrome.

– Follow guidelines in the:

• Diagnostic and Statistical Manual of Mental Disorders (DSM-5) and/or 

• Diagnostic Manual – Intellectual Disability (DM-ID-2)



Mental health disorders
• Guidelines

– Clinicians should perform a review of behavioral, functional, 
adaptive, and psychosocial factors on an annual basis.

–When concern for a mental health disorder in adults with 
Down syndrome is present: 
• Medical professionals should evaluate for medical conditions that may 

present with psychiatric and behavioral symptoms.



Strategies and Resources



Promoting mental health
• Connection between physical, mental, and social health

Mental 
Health

Physical 
Health

Social 
Health



Importance of sleep

Do:

• Set up a healthy sleep space.

• Have a bedtime routine.

• Wake up at the same time 
each morning and go to bed 
at the same time each night. 

Don’t:

• Consume caffeine or sugar 
before bed.

• Watch TV or use phones or 
tablets in bed. 

• Linger in bed in the morning. 



Ways to get good sleep

Link to resource

https://adscresources.advocatehealth.com/assets/1/13/Ways_to_Get_Good_Sleep.pdf?647


Promoting mental health

• Be aware of “empathy radar” or “social sensitivity.”

• Provide “in the moment” support when possible.

• Work with a mental health provider.

–Consider therapies (e.g. music, art).



Mental health resources

https://adscresources.advocatehealth.com/search/families-and-caregivers/?category=Mental%20Health

https://adscresources.advocatehealth.com/search/families-and-caregivers/?category=Mental%20Health


Mental health resources

https://adscresources.advocatehealth.com/search/people-with-down-syndrome/?category=Mental%20Health

https://adscresources.advocatehealth.com/search/people-with-down-syndrome/?category=Mental%20Health


Alzheimer’s Disease and 
Dementia



Alzheimer’s disease and dementia
• More common in people with Down syndrome

– Uncommon before age 40.

– Incidence estimated to be 55% in those between ages 50-59.

– Incidence estimated to be greater than 75% in those 60 years of 
age and older.

• Why?

– One of the genes associated with Alzheimer’s disease is on the 
21st chromosome.
• Amyloid precursor protein (APP) 

Coppus et al. 2006     McCarron et al. 2017     Zis & Strydom 2018



Alzheimer’s disease and dementia
• Guidelines

– For adults with Down syndrome younger than age 40, be cautious 
when diagnosing age-related, Alzheimer’s type dementia.

– Assess baseline function each year beginning at age 40.
• NTG-EDSD: National Task Group – Early Detection Screen for Dementia 



Strategies and Resources



Preventing Alzheimer’s disease (?)

• Exercise



Treat associated symptoms

• Depression

• Anxiety

• Agitation

• Sleep challenges

–E.g. day/night reversals

• Medication choices are 
influenced by a patient’s 
particular symptoms and the 
particular effects and side 
effects of the medication. 

• Observation and report of 
symptoms are key to assisting 
with medication selection.



Medications for Alzheimer’s disease

• Cholinesterase inhibitors (e.g. donepezil / Aricept)

• NMDA receptor antagonist (memantine / 
Namenda)

Livingstone et al. 2015



Supporting an individual with AD

• Quality of life

–Doing what can still be done

– “Bingo Pace”

• Communication

– Simple instructions, do not argue, avoid asking them if they 
remember, get down on their level

• Home safety and adaptive equipment



Home safety
• Contrasting colors 

• Adequate lighting 

• Handrails and ramps

• No unnecessary 
furniture, mirrors, or 
throw rugs

LINK TO RESOURCE

LINK TO RESOURCE

https://www.dsscotland.org.uk/wp-content/uploads/2019/05/DSS_LIVING-WITH-DEMENTIA_AW_WEB.pdf
https://adscresources.advocatehealth.com/tips-for-going-up-and-down-stairs-safely/


Adaptive equipment
• Weighted utensils

• Adapted plates

• Contrasting colors

• Shower chair and/or 
handheld shower head

• Raised toilet seat or rails 
for the toilet



Alzheimer’s disease resources

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia


Alzheimer’s disease resources

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia

https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Disease%20and%20Dementia


Healthy Aging



Healthy lifestyle

Mental 
Health

Physical 
Health

Social 
Health

• Healthy eating
• Exercise
• Hydration
• Sleep

• Stress management
• Social connections
• Social skills



Review the ADSC Resource Library

adscresources.advocatehealth.com

https://adscresources.advocatehealth.com/


Find an adult healthcare provider

• Review lists of clinics compiled by national organizations
– National Down Syndrome Congress, Global Down Syndrome Foundation, 

or National Down Syndrome Society

– **If a clinic only serves children, ask the clinic if they have adult providers they 
typically refer to. 

• Contact a Down syndrome organization in your area
– Their staff and/or member families may be able to point you to 

healthcare providers with experience in caring for individuals with Down 
syndrome and/or recommend providers with whom they have had good 
experiences.

https://www.ndsccenter.org/programs-resources/health-care/down-syndrome-clinics/
https://www.globaldownsyndrome.org/research-medical-care/medical-care-providers/
https://www.ndss.org/resources/healthcare-providers/


Share the Global Medical Care 
Guidelines

https://www.globaldownsyndrome.org/global-adult-guidelines/

https://www.globaldownsyndrome.org/global-adult-guidelines/


Questions to ask

https://www.advocatehealth.com/assets/documents/subsites/luth/downsyndrome/new_patient/new-patient-health-questionnaire.pdf

https://www.advocatehealth.com/assets/documents/subsites/luth/downsyndrome/new_patient/new-patient-health-questionnaire.pdf


Questions? 

Resource Library

adscresources.advocatehealth.com

Facebook

www.facebook.com/adultdownsyndromecenter

E-mail Newsletter

http://eepurl.com/c7uV1v

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