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Reminders

• This webinar is being recorded. 

–Available within two weeks in our Resource Library and on 

Facebook. 
• https://adscresources.advocatehealth.com

• www.facebook.com/adultdownsyndromecenter

• Q&A

–Please submit questions using the Q&A option.

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


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.



Adult Down 
Syndrome 

Center
Park Ridge, IL

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.
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Online Resource Library

• Contains videos, articles, 

and booklets on a variety 

of topics, including aging 

and Alzheimer’s disease. 
• Resources are 

continually being 

updated. 
adscresources.advocatehealth.com

https://adscresources.advocatehealth.com/


Resource Library - adscresources.advocatehealth.com

1. Select an audience

https://adscresources.advocatehealth.com/


2. Scroll to the Narrow Results section 

3. Use the checkboxes to select a 

topic or the search bar to find 

resources on a topic



Brian Chicoine, MD Katie Frank, PhD, OTR/L



Agenda

• Describe healthy aging and challenges associated 

with aging

• Provide an overview of Alzheimer’s disease
• Discuss management of aging issues and Alzheimer’s 

disease

• Share lessons learned from families and caregivers

• Describe resources to learn more and get support



Aging



• Life expectancy

–1907: 9 years

–1984: 28 years

–Today: 60 years

Today, people with Down syndrome are 

living longer and healthier than any other 

time in the past.



Healthy aging



Health screening

• Healthcare guidelines 

for adults with Down 

syndrome

• Cancer screening? 

–Colonoscopies, 

mammograms

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

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


Aging in people with Down syndrome

• Earlier aging

• Onset of certain health conditions

–Cataracts

–Osteoarthritis

–Hearing impairment

–Alzheimer’s disease



Alzheimer’s disease



What is Alzheimer’s disease (AD)?
• Progressive neurological condition

• Affects the brain

• Is a type of dementia

• Plaques and tangles = the microscopic changes of 

the brain consistent with AD

–Also referred to as neuropathologic changes



Association between DS and AD

• Nearly all people with Down syndrome (DS) have 

plaques and tangles by age 40.

• All people with DS over age 60. 

Mann 1997



Does everyone with Down syndrome 
get Alzheimer’s disease?
• Eventually, everyone with DS gets the 

neuropathologic changes.

• BUT NOT everyone gets symptoms of Alzheimer’s 
disease. 



Why is AD more common in DS?

• One of the genes associated with AD is on the 21st

chromosome.

–Amyloid precursor protein (APP)

• Since people with DS have an extra full or partial 

copy of the 21st chromosome, they have more of 

the gene.



What is the incidence of clinical 
Alzheimer’s disease?
• AD thought to be 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.

Mann et al. 1984, McCarron et al. 2014, Coppus et al. 2006, Strydom et al. 2018 



Symptoms

• Memory deterioration

• Loss of previously 

mastered skills

• Incontinence

• Unsteady gait

• Dysphagia (swallowing)

• Seizures

– Higher rate (77% vs 2-25%)

• Weight loss

• Psychological changes



Diagnosis

• Look for the pattern of decline.

• Rule out other causes.

– Examples:
• Vitamin B12 deficiency

• Depression

• Sleep apnea

• Hypothyroidism

• Cataracts

• Regression syndrome

Overlapping signs and symptoms



Regression syndrome BOTH Alzheimer’s disease
Age of onset = teens, early 20s Decline in skills Age of onset = > 40

Sometimes reversible Not reversible

Regression syndrome vs. Alzheimer’s disease

Link to webinar on Regression and Loss of Skills

https://adscresources.advocatehealth.com/regression-and-loss-of-skills-in-adolescents-and-adults-with-down-syndrome-presentation-2172020/


Progression of Alzheimer’s disease
• Rate of decline varies from person-to-person and 

over time

• Plateaus, sudden drops, etc.



Possible causes of sudden drops

• Stroke

• Infection

• Depression

• New onset or change in 

metabolic condition 

(e.g. diabetes)

• Dehydration

• Inadequate sleep

• Pain



Quality of life

• Doing what can still be 

done

• Friends and family

• Physical exercise

• Healthy eating

• Ideal body weight

• Social engagement

• Creative arts

• Sensory stimulation

• “Bingo Pace”
• (Prevention)



Managing aging issues and 

Alzheimer’s disease



Non-medicinal strategies



Non-medicinal strategies

• Environmental modifications

• Adaptive equipment recommendations

• Sensory needs

• Visual supports

• Communication



Home safety
• Contrasting colors in the 

bathroom

• Adequate lighting in rooms 

and hallways

• Remove unnecessary 

furniture and mirrors

• Add handrails and ramps

• Add reflective tape on 

stairs

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/


Home safety
• Ensure chairs have arm rests to help with 

sitting and standing

• Remove throw rugs and door sills

• Add a deadbolt out of reach or alarm on 

main doors

• Lock up medications and cleaning supplies

• Remove locks on interior doors to prevent 

person from locking themselves in

LINK TO RESOURCE

https://www.nia.nih.gov/health/infographics/aging-place-tips-making-home-safe-and-accessible


Adaptive equipment
• Weighted utensils

• Adapted plates

• Contrasting colors

• Consider a shower chair and 

handheld shower head

• Grab bars

• Raised toilet seat or rails for 

the toilet



Our sensory system



Our sensory system



Sensory and behavior

• The kink may impact 

behavior

• We may see…
–Verbal outbursts

–Physical aggression

– Slowing down

– Shutting down



https://adscresources.advocatehealth.com/resources/proprioceptive-input/

https://adscresources.advocatehealth.com/resources/proprioceptive-input/


https://adscresources.advocatehealth.com/assets/1/13/Upper_Body_Joint_Compression.pdf?55

https://adscresources.advocatehealth.com/assets/1/13/Upper_Body_Joint_Compression.pdf?55


https://adscresources.advocatehealth.com/assets/1/13/Affordable_Sensory_Equipment_Recommendations.pdf?33

https://adscresources.advocatehealth.com/assets/1/13/Affordable_Sensory_Equipment_Recommendations.pdf?33






Use of visual supports

• Pictures, words, or other images that are used to…
– Share or manage expectations

– Provide reminders

–Maintain skills & independence

– Help communicate



First / Then boards

• Help to manage expectations

–Typically “first” is a non-preferred task and “then” is a 
preferred task



Share or manage expectations



Provide reminders



Maintain skills & independence



Help facilitate communication



Additional communication strategies

• Provide simple instructions

• Do not argue, you will not win

• Avoid asking them if they remember

• Smile

• Try not to raise your voice - speak calmly with a slow 

pace

• Get down on their level (eye-to-eye)



Medicinal strategies



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)

Cochrane Database of Systematic Reviews, Livingstone et al. 2015



Lessons Learned from Families and 

Caregivers



Changing expectations

• A challenge for family members 

is accepting the diagnosis and 

the behavior changes, loss of 

skills, and diminished interaction 

with the outside world.

• Family members often have to

make changes to their loved 

one’s living situation.



Caregiver roles

Siblings

• They were sometimes the primary 

caregiver for their brother or sister or 

were providing a lot of help for their 

parents. 

• Many wished they had been better 

prepared for this new role.



Care for the caregivers

Everyone needs help and support when caring 

for a loved one with Alzheimer’s disease.
Sources of Support:

– Family members, friends and neighbors

– Adult Day Care Programs

– Respite Programs

– Home Health Agencies

– Support Groups



Resources for additional 

information and support



Aging Resources
https://adscresources.advocatehealth.com/resources/?category=Aging

https://adscresources.advocatehealth.com/resources/?category=Aging


Aging Resources
https://adscresources.advocatehealth.com/resources/?category=Aging

https://adscresources.advocatehealth.com/resources/?category=Aging


Alzheimer’s Disease Resources
https://adscresources.advocatehealth.com/resources/?category=Alzheimer%27s%20Dis

ease%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%20Dis

ease%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%20Dis

ease%20and%20Dementia

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


Other organizations

• Down Syndrome Organizations

– The National Down Syndrome Congress website contains an affiliate directory of 

local Down syndrome support groups. Local groups can connect families to 

available resources and to other families. https://www.ndsccenter.org/programs-

resources/affiliate-organizations/local-and-national-support-networks

• Alzheimer’s Association
– The Alzheimer’s Association has local chapters throughout the United States that 

can connect families to available resources. 

– They also have a 24/7 hotline: 800-272-3900

– https://www.alz.org/

https://www.ndsccenter.org/programs-resources/affiliate-organizations/local-and-national-support-networks
https://www.alz.org/


Online/phone support

• The National Task Group on Intellectual Disabilities and Dementia 

Practices

– Offers an online support group. More information can be found at: 

https://aadmd.org/ntg/onlinesupportgroup

• Down Syndrome and Dementia Family Caregiver Telephone Support 

Group

– 3rd Thursday of every month, 6:00-7:00 pm (Pacific Time)

– To join please contact Marianne Iversen at Marianne@dscba.org

https://aadmd.org/ntg/onlinesupportgroup
mailto:Marianne@dscba.org


Online/phone support

• Facebook groups 

– Down Syndrome and Alzheimer’s Disease Support Group
• https://www.facebook.com/groups/1683973878347586/

• Moderated by the Down Syndrome Association of Wisconsin

– Down Syndrome and Alzheimer’s/Down Syndrome Regression Support
• https://www.facebook.com/groups/DSALZ/

– These are private groups. You need to request to join the groups.

https://www.facebook.com/groups/1683973878347586/
https://www.facebook.com/groups/DSALZ/


State services

• Varies from state to state

• Illinois Department of Human Services

– Developmental Disabilities Service System

• Independent Service Coordination Agencies (ISC) can help families access services and make 

changes to their loved one’s living arrangements. To find a local ISC: 
http://www.dhs.state.il.us/page.aspx?module=12&officetype=3&county or 1-888-337-5267

– Rehabilitation Services

• The Home Services Program provides services for individuals under age 60 with severe 

disabilities so they can remain in their home. 

http://www.dhs.state.il.us/page.aspx?module=12&officetype=7&county= or 1-800-843-6154

http://www.dhs.state.il.us/page.aspx?module=12&officetype=3&county
http://www.dhs.state.il.us/page.aspx?module=12&officetype=7&county=


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

