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What Do We Know About Aging and DS?

• Adults with Down syndrome are now reaching old age on a regular 
basis and are commonly living into their 50s, 60s and 70s.

• Adults with Down syndrome experience “accelerated aging”.

• The experience of accelerated aging can be seen medically, 
physically and functionally and therefore predicting and preparing 
for the aging process becomes more challenging.

• Persons with DS may have atypical presentation of disease-such 
as change in behavior of function 



Healthy Aging Overview

Regular preventative healthcare-vaccines, flu shots, cancer screenings, 
oral health. Consider a Geriatrician or Down Syndrome specialist who 
specializes in Aging-and thinks about aging & DS issues.

Take advantage of Telehealth when possible if access is an issue

Treat hearing loss and sensory issues-RISK factor for dementia

Keep moving and take care of mental health/socialization

MINIMIZE Medications-review every 3 months-helping or hurting

Hydration, Hydration, Hydration

What is good for the HEART is good for the Brain-avoid too much alcohol, 
control weight, diet with whole grain, vegetables, nuts (Mediterranean)



Common Medical Conditions



Connection between Down syndrome & 
Alzheimer’s disease

People with Down 
syndrome in their 50s

People with Down 
syndrome in their 60s

Alzheimer’s disease 
affects about



What is Dementia and Alzheimer’s Disease?

• Dementia is a broad umbrella term for progressive cognitive 
impairment that (at this time) is not reversible and occurs slowly 
over months to years with impairments of memory, thinking, 
language, and functioning.  

• Alzheimer’s disease is one of the most common forms of 
dementia but there are others such as Vascular, Mixed, Lewy 
Body, Frontotemporal and others.  AD is the most common 
dementia seen in DS.  Is can ONLY be diagnosed by ruling out 
other possibilities (many that are reversible) SO A full work-up, 
thorough medical exam and correct diagnosis is important.



Dementia Diagnostic Criteria Updates

2013 DSM-5 Updates

2013 DSM-5 Updates 2011 NIH and ADRD Workgroup 
(first update in 27 years)

• In addition to AD added

• MCI 

• & Pre-clinical disease 

• Also updated guidelines for reporting, 
autopsy  & biomarkers. 



ndss manual of Alzheimer’s 
https://www.ndss.org/resources/?_paged=3

• Nice overview of dementia and ADRD

• Gives a chart to compare previous cognitive 
and functional abilities with how they are 
NOW

• Makes it clear that even though there is a 
connection with dementia and Down 
Syndrome it is NOT inevitable

• Overview of stages of dementia and 
assessment

• Caregiver support

• Communication

• ALL behavior has meaning-AVOID 
medicating for behavior –understand 
behavior as an unmet need





The Mini-Cog © Form





Intra-individual changes in cognition scores over time 
(random sample of ~500 adults, ages 60 and older)

SOURCE: McArdle, J. 2011. Longitudinal dynamic analyses of cognition in the 

health and retirement study panel. Advances in Statistical Analysis 95(4):453-480.
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Key Messages

• Aging affects all organs, including the brain

• Occurs in everyone as they age 

• Highly dynamic process with variability within and between 
individuals

• Only beginning to be understood biologically and clearly involves 
structural and functional brain changes

• Alzheimer’s Disease is NOT inevitable in Down Syndrome, 
cognition may not change, may decline, or may actually improve 
with aging

• Actions can be taken to help maintain cognitive health.

• Taking care of the PHYSICAL health is important for BRAIN 
health-What is good for the HEART is good for the brain 



What Can We 
Do? (LOTS!)

Dementia and Cognitive Decline are NOT 
inevitable in Down Syndrome

Most of the known risk factors for dementia 
are modifiable

Many simple lifestyle changes can help



Livingston et al., 2020 Lancet Commission



Preventing dementia

• Minimise diabetes

• Treat hypertension

• Prevent head injury

• Stop smoking

• Reduce air pollution

• Reduce midlife obesity

• Maintain frequent exercise

• Reduce occurrence of depression

• Avoid excessive alcohol

• Treat hearing impairment

• Maintain frequest social contact

• Attain high leel of education

Reduced neuropathological 

damage (amyloid or tau-mediated, 

vascular or inflammatory)

PREVENTING DEMENTIA

Increased and maintained 

cognitive reserve

Livingston et al., 2020 Lancet Commission



Recommendations to Individuals and Families





▪ Pneumonia

▪ MI/Congestive Heart failure

▪ COVID-19

▪ Infection/SEPSIS

▪ Depression

▪ Adverse Drug reaction

▪ Dehydration 

▪ DELIRIUM MEASURES NIDUS 

https://deliriumnetwork.org/measurement/delirium-info-cards/

ATYPICAL PRESENTATIONS in  Persons with Disabilities

“THINK DELIRIUM”/Assess Delirium 
(Acute, reversible, preventable confusion)

https://deliriumnetwork.org/measurement/delirium-info-cards/


PREVENTION IS 

MORE  EFFECTIVE 

THAN TREATMENT

Simple but effective

DO THIS TO PREVENT DELIRIUM

JAMA 2015 review 11/14 studies and 

62% falls reduct.



Medication Management



How these can translate to our Children/Adults

Technology/online-exercise programs, dance, theatre (Penn State 
Harmony), art, music, SMART SPEAKERS

Best Buddies https://www.bestbuddies.org/

Campus Worklink College Programs 
https://www.pacer.org/transition/learning-
center/postsecondary/college-options.asp

Home and Community-based services

Work and volunteer programs

Socialization with local Down Syndrome Society-Buddy Walk

Special Olympics https://www.specialolympics.org/

https://www.bestbuddies.org/
https://www.pacer.org/transition/learning-center/postsecondary/college-options.asp
https://www.specialolympics.org/




Adapted Exercise 
for Intellectual 
and Physical 
Disabilities

• DAILY activity goal is critical—movement, adapting is GOOD! 

• Reach out to local YMCA, Colleges, AAA

• Exercises-walking, reclining stationary bike, three-wheel bikes, chair

• Dance, music, theatre

• FitLink Program https://happyvalleyfitlink.wixsite.com/happyvalleyfitlink

https://happyvalleyfitlink.wixsite.com/happyvalleyfitlink


Look for new challenges at 
work-new and novel tasks

Work & Volunteer



The 4Ms Framework
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4Ms worksheet For Home
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ndss
resources

• Katie Frank, PhD, OTR/L

• https://www.ndss.org/katie_fra
nk/

• Technology Supports-smart 
speakers, speechify, sensory 
adaptation

• White Boards

• Knowing them

https://www.ndss.org/katie_frank/


Whiteboard with calendar and cues



▪ The supporter is essential and a 
“reasonable accommodation” to help 
communicate, make decisions, feel 
safe, understand choices, help with 
personal care, safety and ADL’s 

▪ Be ready to tell the health system WHY 
YOU/THEY NEED A SUPPORT PERSON 
at the bedside-they are NOT visitors

▪ This is YOUR RIGHT 

▪ Have a plan for how your supporter 
will be safe while in the hospital 
(masks, handwashing, testing if 
needed)

KNOW YOUR 

RIGHTS IN 

THE HOSPITAL

Persons with 

disabilities CAN 

have a support 

person at the 

bedside during 

COVID-19







What Remains—COVID-19 has exposed cracks 
in our system-disabilities, aging…

• Ableism

• Ageism

• Intersection of Ageism, Ableism, and Racism

• Health inequities 

• Persons with disabilities disproportionately impacted 
and still do not have the GREEN LIGHT to work or 
socialize or receive medical care-many are still 
sheltered in their home

• We can be active in our own communities for practical 
short-terms solutions and longer term needs for 
changes, advocacy, & policy



Hyper Links for resources

https://www.healio.com/nursing/journals/jgn/2018-
8-44-8/%7b69a01f5e-c46f-4d49-b906-
cc37a572b080%7d/the-critical-vital-sign-of-cognitive-
health-and-delirium-whose-responsibility-is-
it#x00989134-20180713-03-bibr7

Paper - Cognitive Vital 
Sign of Delirium/Tips

https://www.hhs.gov/about/news/2020/06/09/ocr-
resolves-complaints-after-state-connecticut-private-
hospital-safeguard-rights-persons.html

Office of Civil Rights 
Case Caregivers 

Essential at Bedside

LINK to UB-CAM & 
other delirium tools & 

4Ms worksheet 

https://deliriumnetwork.org/measure
ment/adult-delirium-info-cards/

https://www.agefriendlycare.psu.edu/
older-adults-and-their-caregivers

https://www.healio.com/nursing/journals/jgn/2018-8-44-8/%7b69a01f5e-c46f-4d49-b906-cc37a572b080%7d/the-critical-vital-sign-of-cognitive-health-and-delirium-whose-responsibility-is-it#x00989134-20180713-03-bibr7
https://deliriumnetwork.org/the-ultra-brief-confusion-assessment-method-ub-cam/
https://deliriumnetwork.org/measurement/adult-delirium-info-cards/
https://www.agefriendlycare.psu.edu/older-adults-and-their-caregivers


Guidance/Resources for Aducanumab



Resources 

• Alzheimer’s Disease & Down Syndrome A Practical Guidebook for 
Caregivers
www.ndss.org /about-down-syndrome/publications/

• NTG & NDSS Caregiver News
www.the-ntg.org/caregiver-newsletter-archive

• The Guide to Good Health for Teens & Adults with Down syndrome, 
Brian Chicoine, M.D., Dennis McGuire, Ph.D.
https://books.google.com/books/about/The_Guide_to_Good_ 
Health_for_Teens_Adult.html?id=v6eQSQAACAAJ&source 
=kp_book_description

• Alzheimer’s Disease in People with Down Syndrome from NIA 
https://www.nia.nih.gov/health/alzheimers-disease-people-down-syndrome

http://www.the-ntg.org/caregiver-newsletter-archive
https://nhfv.org/library/guide-good-health-teens-adults-syndrome/
https://www.nia.nih.gov/health/alzheimers-disease-people-down-syndrome


Alzheimer’s Association Resources

• Education Materials for your clinic

• Caregiver Support 

• 24/7 Helpline: 800.272.3900 with Master’s level consultants & 
TDD: 866.403.3073

• Caregiver education and support groups in local communities



Education Content For Caregivers 
(adapted from Marie Boltz, Evidence-based Geriatric Nursing Protocols 
for Best Practice, 2020, page 338)

• Communicating with the person with dementia

• Maintaining function and reviewing disease & progression

• Advance planning-advance healthcare directives & finances

• Tips to modify the environment as needed for SAFETY

• Caregiver self-care and tips-especially sleep and activity 

• Building a caregiver support network 

• Managing behavior problems with NON-DRUG approaches –
ALL BEHAVIOR HAS MEANING. Listen to the behavior 
(avoid medications as they cover it up)



National Funding and Centers for Down Syndrome
National Institute of Health The Down Syndrome Consortium-https://downsyndrome.nih.gov/

National Institute of Child Health and Human Development (NICHD)-https://www.nichd.nih.gov/

INCLUDE PROJECT - https://www.nih.gov/include-project

Down syndrome research- https://www.nih.gov/news-events/news-releases/nih-launches-tool-
advance-down-syndrome-research

https://www.ndss.org/wp-content/uploads/2020/05/2020-Issue-Brief-on-NIH-Research.pdf

NDSS Aging Initiative https://www.ndss.org/wp-content/uploads/2020/11/Alzheimers-
Disease_v02.pdf

Intellectual and Developmental Disabilities Branch (IDDB)-
https://www.nichd.nih.gov/about/org/der/branches/iddb

https://www.nih.gov/include-project
https://www.nih.gov/news-events/news-releases/nih-launches-tool-advance-down-syndrome-research
https://www.ndss.org/wp-content/uploads/2020/05/2020-Issue-Brief-on-NIH-Research.pdf
https://www.ndss.org/wp-content/uploads/2020/11/Alzheimers-Disease_v02.pdf
https://www.nichd.nih.gov/about/org/der/branches/iddb


Thank you & Take 
Time To Celebrate 
Down Syndrome & 
Disabilities Month 
Regardless of 
Age/Ability


