
9/29/2025

1

Dementia in Individuals with 
Intellectual/Developmental 

Disabilities

Our Time Today

Learn the risk of developing dementia for those with 
Intellectual and developmental disabilities (I/DD)

Discover how signs and symptoms of dementia may differ in 
this population

Learn best practices for screening and diagnosing dementia 
in those with I/DD

Hear about exciting research being done on dementia in 
people with Down syndrome
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The Hallmarks of Alzheimer’s 
Disease

Tangles2PlaquesPlaques1 Brain Cell Death3

Made up of 
beta amyloid

Made up of 
Tau

Healthy 
Brain

Advanced 
Alzheimer’s

SevereModerateMild

Dementia due to Alzheimer’s 
Disease

MCI* due to 
Alzheimer’s 

Disease
Asymptomatic

No symptoms but 
biological changes 
may be occurring in 

the brain 
up to 20 years before

symptoms start

Symptoms of 
cognitive 
decline 
appear

Symptoms 
interfere with 
some daily 
activities

Symptoms 
interfere with 
many daily 
activities

Symptoms 
interfere with 
most/all daily 

activities

MCI = Mild Cognitive Impairment is an 
early stage of memory loss or other cognitive 
ability loss that may develop into dementia

Alzheimer’s Disease is a Continuum

• Graphic here

an umbrella term for 
differences usually present at 
birth and that uniquely affect 

the trajectory of the 
individual’s physical 

intellectual and/or emotional 
development. 

Types of I/DDsIntellectual/
Developmental Disability

• Autism

• Down Syndrome

• Fetal Alcohol 
Syndrome

• Cerebral Palsy

• Fragile X
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What is Down Syndrome?
The most common 
genetic 
developmental 
disability

Approximately    
400,000-600,000 
people in the US are 
living with Down 
syndrome

Life Expectancy for People with 
Down Syndrome

Aging in DS

• Premature aging

• Diagnostic 
Overshadowing

• Aging parents did not 
expect children with DS 
to live this long

• Siblings are the triple 
decker sandwich 
generation care givers
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Prevalence of Dementia in Individuals 
with I/DD vs DS vs General Public

Society Dementia and People with 
Intellectual Disabilities,  BPS Explore 
2015  

Why would people with I/DD have 
higher risk for dementia?
Higher rates of:

• Heart disease

• Diabetes

• Seizures

• Depression/anxiety

• Other chronic medical 
conditions

• Anticholinergic 
medication use

Lower rates of:

• Baseline cognitive 
reserve

• Educational 
obtainment

• Activity level

Why do people with DS have higher 
risk for dementia? 

• 21st chromosome is 
where amyloid 
precursor protein, the 
protein that clumps 
together to form the 
plaques of 
Alzheimer's disease, 
are made. 

• By age 40, nearly all 
people with Down 
syndrome have the 
brain pathology of 
Alzheimer’s disease
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Rates of Dementia

General Population

https://www.alz.org/documents_custom/20
24-facts-and-figures.pdf

Down Syndrome

Ances, 2025  with data from the ABC- DS

PercentageAge

40+

11%65+

33%85+

PercentageAge

9%By age 40

33%By age 50

50%+60+

80+

Signs of Dementia in People with 
Down Syndrome

• Social 
withdrawal/apathy

• Disorientation

• Loss of daily living 
skills

• Changes in 
personality

• Loss of speech

• Aggression

• Change in sleep 
patterns

• Changes in self-talk, 
adherence to routines 

• Incontinence

• Unsteady gait

• Major weight change

• Forgetfulness

• New-onset seizures

A Conceptualization
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Moving Backward in Time here

Screening for Dementia

What is a Screening? 

• An instrument that permits the recording of 
select data that is associated with a condition or 
disease.

• A positive screening is not a diagnosis, it 
simply tells us if more investigation is 
needed. 
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Why Screen for Dementia? 

• Provides medical personnel organized 
information regarding changes 
– Some treatable/reversible conditions can mimic 

dementia, so noting changes early can help catch and 
treat these conditions.

• Can lead to earlier referral for and obtainment of 
a diagnosis
– Can lead to more/different resources and supports

– Helps caregivers know how to properly respond to 
behavior changes and plan for the future

Age 
50

When to Screen for Dementia? 

For people with Down 
syndrome:

For people with other 
I/DDs

Age 
40

Or when changes are first noticed

Early Detection Screen for Dementia

• Developed by the 
National Task Group 
on Intellectual 
Disabilities and 
Dementia Practices 
(NTG)

• Tool & manual 
available online in 
multiple languages 
at the-ntg.org
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NTG-EDSD: 4 Key Sections

• Demographics

• General ratings of health, mental health, and life 
stressors

• Domains of Possible Change
• ADLs

• Language and Communication

• Sleep-Wake Change Patterns

• Ambulation

• Memory

• Behavior and Affect

• Chronic Health Conditions

Domains of Possible Change

Advantages of Using the NTG-EDSD

Can be completed 
by anyone

Establishes 
baseline 

Easily reviewed 
by a clinician 
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An Alternate Way to Track 
Subjective Complaints

• Videotaping an activity or skill yearly starting at 
age 35 for DS or age 50 for other DDs and 
repeated annually to monitor for change in 
function.

• If a change is noticed, videotape the activity 
every 6 months. 

*Note:  this method works best if 
started BEFORE the individual 
begins to experience changes

Advantages of Video Taping

Establishes a baseline

Individualized to the person

May be easier to see change 
then compared to now

Anyone can do it

After Screening: Next Steps

Review the form and/or video 
recording.  Are changes present? 

Put in chart and re-screen 
annually

Make an appointment with an 
appropriate physician

No Yes
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Please note…
A positive screening is not a 

diagnosis!!!

Not all memory and behavior 
changes are caused by dementia!

Dementia Mimics

Depression

Delirium

Medication side effects

Thyroid problems

Vitamin Deficiencies

Urinary-tract infections

Excessive alcohol consumption

Diagnosing Dementia
in People with I/DDs
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Diagnostic Difficulties

Limited incidence 
of self-reporting 

changes

Diagnostic 
overshadowing

Vulnerability to 
confounding 
diagnoses 
(delirium) 

Pre-existing 
limitations in 
intellectual 

abilities

Lack of provider 
training

Parts of a Comprehensive Diagnosis

Subjective Complaints

Cognitive Testing

Medical history/screening

Review of differential diagnoses

Medical Tests

Subjective Complaints

• What the individual or others observe that make 
them concerned that dementia may be present

Multiple studies have confirmed that this is the 
single most important part of a diagnosis for 
someone with I/DD
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Cognitive Testing

There is no acceptable 
standard cognitive testing for 
dementia in this population. 

However, inclusion of at least 
one standardized tool for 
cognitive assessment is 
recommended to track the 
individual’s change over time. 

Examples of things to 
track include:

• General orientation

• Reading/writing/math 
skills

• Naming abilities

• Basic motor skills

• General knowledge

• Language 
comprehension

• Recall of newly 
learned information. 

Medical History/Screening

• Physical and 
neurologic exam

• Other medical 
problems

• Current 
medications

• Diseases that run 
in the family

• Rule out 
differential 
diagnoses

Other Testing

• Blood work
• MRI/CT
• Sleep Study
• Hearing 

Testing
• Vision Testing
• EEG
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Medications for Dementia 
in People with I/DDs

Asymptomatic MCI Mild Dementia
Moderate 
Dementia

Severe 
Dementia

FDA-Approved Therapies for 
Alzheimer's

Treat Symptoms: 
Cognition and Function

Treat Symptoms: 
Mood or Behavior

Slow Disease Progression:
Cognition, Function and BehaviorFirst description

of disease
1906

* Suvorexant approved for insomnia not AD but safe and effective in AD population.

donepezil (Aricept)1996

rivastigmine (Exelon)2000

galantamine (Razadyne)2001

memantine (Namenda)2003

memantine + donepezil (Namzaric)2014

suvorexant* (Belsomra)2020

lecanemab (Leqembi)2023

brexpiprazole (Rexulti)2023

donanemab (Kisunla)2024

benzgalantamine (Zunveyl)2024 

Dementia Medications for People 
with I/DDs

Studies for donepezil in adults with Down syndrome 
are mixed. Most studies have had a relatively small 
sample size and shown modest to no effect

Study of memantine in adults with DS showed no 
improvement but also no increase in adverse side 
effects. 

Anti-amyloid medication prescribing guidelines 
specifically excluded people with DS as being eligible
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Ongoing Research on 
Dementia in People with 

I/DDs

Goal is to follow a cohort of adults with Down 
syndrome over time to identify early biomarkers 
that may herald the onset of Alzheimer’s disease. 

https://abc-ds.org/

Trial Ready Cohort for Down 
Syndrome

Routinely monitors study participants for any 
changes to their brain health or function over time 
through blood tests and brain imaging to 
eventually match them with applicable Alzheimer’s 
disease clinical trials. 

https://www.trcds.org/
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ALADDIN Study in DS-AD
(Amyloid Lowering for Alzheimer’s in Down 
syndrome with Donanemab Investigation) 

Phase 4 Trial starting summer 
2025?:

• Can Donanemab reduce levels 
of amyloid in the brain?

• Is safe and well-tolerated in 
participants 
with Down syndrome?

Study

• Testing a vaccine that can 
potentially remove amyloid plaque 
build up in the brain before 
dementia is symptomatic in 
people with Down syndrome. 

• Low and mid-dose cohorts 
showed no serious adverse 
events

• More results expected in 2026 https://www.abate-study.com/

Study

• Testing the safety and efficacy of 
a new medicine that is injected 
into the lower back, called 
ION269, 

• Hopes to protect the brains of 
people with Down syndrome by 
telling them to produce less 
amyloid beta

https://www.hero-study.com/
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Research Diversity, Equity 
& Inclusion

Care 
& Support

Advocacy

Our dual 
mission 
symbol 
represents 
the abstract 
forms of a 
human head 
and a 
beaker, 
emphasizing 
the people 
and the 
science 
behind our 
cause.

The Alzheimer's 
Association leads the 
way to end Alzheimer's 
and all other dementia
— by accelerating global 
research, driving risk 
reduction and early 
detection, and 
maximizing quality care 
and support.

Education 
& Awareness

Let’s Stay in Touch! 

Kate Pierce, LMSW
kpierce@alz.org

248.996.1036
www.alz.org/gmc/professionals
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