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Kathryn Pears has over 40 years personal and 
professional experience in the field of dementia.  As 
a former caregiver for her father, diagnosed with 
Alzheimer’s in 1981 at the age of 56, she learned how 
difficult this journey is for caregivers and how 
important quality of life and access to qualified 
health professionals is for the well being of the 
person living with dementia.

Ms. Pears was Director of Programs and Policy for 
the Alzheimer’s Association, Maine Chapter, for 
nearly 20 years before forming her own consulting 
and training company, Dementia Care Strategies.

An active member of the NTG since 2011 and former 
board member she accepted the position of Chief 
Operating Officer in 2022.  As co-lead trainer for the 
NTG’s national model training curriculum on aging, 
intellectual disabilities, and dementia she continues 
to travel the country educating professionals and 
family caregivers on the best practices in care for 
aging adults with ID at risk of or who have developed 
Alzheimer’s disease or a related dementia.
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Objectives
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Introduce the 
NTG

Talk a bit 
about aging

“Know 
enough to be 
dangerous”

Caregiving 
resources



www.the-ntg.org 

The NTG is the only national nonprofit 
organization that is specifically addressing the 
needs of aging adults with intellectual disabilities 
who are at risk of or who have developed 
Alzheimer’s disease or a related form of 
dementia.
The NTG:
• Advocates for inclusive federal policies
• Publishes guides, white papers, and 

consensus documents on a variety of issues 
related to intellectual disabilities and 
dementia 

• Provides in-person and online training and 
education for professional staff and family 
caregivers 

• Collaborates with other national organizations 
to advance research and policy change

• Supports families through its monthly online 
family support group
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Who We Are

http://www.the-ntg.org/
http://www.the-ntg.org/
http://www.the-ntg.org/


The Good News:
Lifespan is Increasing
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Older Adults 
with Intellectual 

Disabilities
• Of those aging with a lifelong 

disability, individuals with ID are 
the largest group.

• People with IDD are living longer 
than ever

• 641,000 people with ID over age 60
• Numbers will double, or even triple, 

by 2030 (Heller, 2013.)

• Increased risk of dementia in 
some groups (e.g., Down 
syndrome)

• Agencies are supporting older 
adults in larger numbers

• Early recognition → better 
outcomes and fewer crises
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Especially True for Individuals with Down Syndrome
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More people 
with DS 
living with 
aging-
related 
disorders… 
including AD 
pathology



Increased Risk of Alzheimer’s in Down syndrome
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Source: McCarron et al., (2017). A prospective 20-year longitudinal follow-up of dementia in persons with 

Down syndrome. Journal of Intellectual Disability Research Sep;61(9):843-852

• Chromosome 21
• Accelerated aging
• Atypical presentation of 

Alzheimer’s
• Assessment challenges
• Not enough experts in health 

care who can identify and treat 
aging symptoms in those with 
DS



Typical Aging 
vs. 

Aging in IDD

C
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• Typical Aging: predictable gradual 
decline

• Aging in IDD: earlier onset, accelerated 
changes, overlapping conditions

• Down syndrome – Accelerated 
aging (15-20 years)

While aging follows a typical pattern for 
most people, adults with DS experience 
earlier and more pronounced changes—
especially those with lifelong health 
disparities or sensory impairments.
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Down Syndrome: 
Unique Aging Profile

• Earlier onset of Alzheimer's

• Biological factors (chromosome 21 
→ APP gene)

• Average onset often in the 40s–50s

Early monitoring is essential.
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“Know Enough to be 
Dangerous”
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First…what is dementia?
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• Dementia is an “umbrella term”
• Dementia is NOT a disease
• NOT ALL CHANGE IS DUE TO DEMENTIA
• Many changes can be due to medications, 

depression, delirium, sensory loss, sleep 
apnea, hypothyroidism, B12 deficiency, celiac 
disease, pain (especially if unaddressed), 
NPH, extreme psychosocial stressors…even 
Lyme disease

• A proper “differential diagnosis” is critical 
(more on this shortly)

• A diagnosis of any kind of dementia should 
NEVER be made on the basis of one office visit 
(or a phone call) or on symptoms alone!
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Regression (DSRD) vs. Alzheimer’s

• Under age 40 Alzheimer’s disease is very uncommon.
• Sudden change in younger adults, adolescents, and children is likely 

Down Syndrome Regression Disorder (DSRD)
• Symptoms mimic the symptoms of Alzheimer’s – behavioral changes, 

loss of previously acquired skills
• This is a potentially treatable condition
• Diagnosis of exclusion – All potentially treatable conditions must be 

excluded…and it’s a long list.
• Cause unknown, likely a number of factors – autoimmune disorders, 

stress/emotional trauma
• Jonathan Santoro, MD
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It’s More Than Memory
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What changes might you see?



What changes might you observe in daily activities?

ADLs

➢Incontinence

➢Balance and gait problems

➢Apraxia- dressing, feeding, 
speaking

➢Increased need for assistance with 
bathing and grooming

IADLs

➢Difficulty handling money (if this 
was previously a skill)

➢Difficulty maintaining one’s own 
living space

➢Difficulty using the phone or other 
devices

Source:  Lucille Esralew, Ph.D.



What Changes Might You Observe in Behavior?

• Increased impulsivity: hoarding, 
verbal and physical aggression

• Increased reactivity to others

• Social behavior not matched to 
social situations

• Increased restlessness and 
agitation



What Changes Might You Observe in Cognition (Thinking)?

• Memory changes that interfere with 
productivity at work or chores at home

• Problems maintaining focused 
attention; the person becomes highly 
distractible

• Difficulty adapting to change 

• Language skills may become 
impoverished



Determining the cause of these changes is 
challenging for health care professionals
• No training in medical or nursing school

• Underlying disability and medical conditions create 
diagnostic challenges for health care professionals 
and can lead to potentially treatable conditions 
being misdiagnosed as dementia.

• Service providers and caregivers (professional and 
families) need to “know enough to be dangerous” to 
advocate for the individual with ID.

• Tool:  NTG-EDSD
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Diagnostic Overshadowing
Attribution of symptoms to a pre-existing 

condition rather than a potential co-morbid condition

• Can be detrimental to quality of care and can contribute to delays in  
diagnosis and treatment, unnecessary or unsafe care and 
inequities of care.

• Contributes to health disparities and is of particular concern in 
groups experiencing health disparities, such as  individuals with 
disabilities.

• Speed, stress and lack of training contribute to diagnostic 
overshadowing.

• Most clinicians do not have training, experience and skills grounded 
in treating individuals with disabilities – again putting these 
individuals at increased risk for diagnostic overshadowing.
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NTG-Early Detection Screen for Dementia
“EDSD”
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Noticing change?

A useful tool and resource for caregivers.



Caregivers play a critical role in 
noticing changes early.
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• Early signs are subtle
• Behavior often changes 

before memory
• Compare current 

behavior to baseline 
functioning
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NTG-Early Detection Screen for Dementia (NTG-EDSD)

• Completed by support staff, 
family, and other stakeholders 
to note the presence of key 
behaviors associated with 
dementia

• Picks up on health status, 
ADLs, behavior and function, 
memory, and self-reported 
problems

• Available in multiple languages
www.the-ntg.org

https://www.the-ntg.org

http://www.the-ntg.org/
http://www.the-ntg.org/
http://www.the-ntg.org/


Who Can Be Screened Using This Rating Tool?

• Any individual with IDD, regardless of the cause of their IDD

• A person with Down syndrome beginning at ages 35-40 (Note: this 
suggestion is a change from recommendations printed on the form)

• A person with non-Down syndrome IDD (intellectual disability, ASD, Fetal 
Alcohol Syndrome, Epilepsy, CP, et al.) beginning at age 50 or when 
changes have been noted

• Anyone can complete the EDSD!



The Importance of Baseline Information

• When we measure “baseline,” we are identifying someone’s usual or 
typical behaviors or functioning.

• This helps us recognize when a person may be changing in their usual, 
typical behaviors and skill sets.

• By identifying what is changing and what remains the same, we have a 
better idea of how to tailor services, care, and support.

An advocacy tool!
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After you have completed the 
EDSD

Next Steps



Differential Diagnosis…when symptoms could be caused by a number of different causes
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Delirium – Medical Emergency

• Sudden change?
• Most common causes:  Urinary tract infection, fecal impaction, 

pneumonia…but that’s the short list
• Medical evaluation ASAP!
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Recent stressors?
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Major Life Changes or Loss
• Death or illness of a parent, sibling, caregiver, or long-term staff

•Moving to a new home or losing familiar routines

•Retirement from a day program or job

•Losing friends or peers in their living environment
•Reduced independence due to health change

Health Stressors:
•Untreated pain (tooth pain, arthritis, constipation, infections)

•Sleep disorders, including sleep apnea

•Hearing or vision loss

•Thyroid disorders (common in DS)

•Onset of dementia, especially Alzheimer’s disease

•Medication side effects or interactions

Changes in Caregivers or Staff Turnover
•New staff members who don’t know their routines

•Multiple changes in caregivers or support team

•Lack of consistent communication or expectations



Hearing or Vision Impairments?

• 50-80% of people with Down 
syndrome have hearing issues that 
range from mild to profound (Yahia et 
al.)

• Eye disease is reported in 60-80% of 
patients with Down syndrome 
including less severe problems like 
tear duct abnormalities to vision-
threatening diagnoses such as early 
age cataracts (Bull et al., 2022).
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Medications?

• Metabolism is decreased as we age (remember accelerated aging 
of people with Down syndrome)

• Prescribing cascade
• Polypharmacy? 10 or more
• Types of medications

• Beers List 2023* 
• Anticholinergics* – antipsychotics, Benadryl, overactive bladder

• Anticholinergic Burden Scale, benzodiazepines (better - Trazadone)
• Seizure medications – Depakote (agitation, confusion…check ammonia level)

Copyright 2025.  30* Will be included in resources



Recommended Lab Tests
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• Complete blood count {(CBC)
• Metabolic function tests - Electrolytes (particularly sodium), Glucose, kidney function B12 levels
• Thyroid levels 
• Folate level
• In patients with rapidly progressive symptoms, CSF analysis should be considered for prion 

disease or other infectious processes.

Other:
• CT, MRI
• Lumbar puncture
• Neuropsychological testing
• PET Scan
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What if it is Alzheimer’s?

Medications and management



Medications for Alzheimer’s

Standard medications
• Acetylcholinesterase inhibitors:  Aricept (donepezil), Exelon 

(rivastigmine), Razadyne/Reminyl (Galantamine) 
• NMDA (N-methyl-D-aspartate) inhibitor: Namenda (memantine)

New therapeutics
• Leqembi, Donanemab
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Behaviors & Nonpharmacologic 
Management

• Identify triggers
• Control pain, overstimulation
• Communication strategies – Don’t argue, “therapeutic fiblets”
• Medication may be warranted for anxiety, depression
• Environmental modifications – Color contrast, eliminate glare and 

reflections, remove dark rugs
• Delirium – sudden change is a medical emergency
• Antipsychotics – start low and go slow only after attempting 

nonpharmacologic management strategies
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General Strategies

• Caregiver education!  Knowledge is power
• Behaviors are generally a reaction to something in the environment, pain, 

confusion, caregiver interaction.  
• Advance planning

• Aging in place?
• Have a plan…and a back-up plan

• Assemble your “team”
• Know your limits (a strength, not a weakness)
• Self-care
• Palliative care, hospice
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Lifespan Approach
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A lifespan 
approach

• Life story to share with providers and caregivers

• Healthcare and Lifestyle: Regular healthcare, healthy lifestyle choices, 
and mental stimulation are essential for maintaining brain health and 
preventing cognitive decline

This approach highlights the importance of a holistic view of brain health, 
considering both biological and environmental factors throughout the 
lifespan.
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Tools and Resources
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The National Down Syndrome Society, in partnership with The 
National Task Group on Intellectual Disabilities and Dementia 
Practices and the Alzheimer’s Association, is releasing a 
guidebook specifically for those caring for an individual with 
Down syndrome diagnosed with Alzheimer’s disease. 

The National Task Group on Intellectual Disabilities 
and Dementia Practices Consensus Recommendations 
for the Evaluation and Management of Dementia 
In  Adults With Intellectual Disabilities

NTG-EDSD
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Questions and Discussion

43

What are you hearing?
How can the NTG support you in your work?
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Contact me anytime…

Kathyrn Pears, MPPM
NTG Chief Operations Officer
kathrynpears@the-ntg.org

Join our mailing list

Visit our website
www.the-ntg.org
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