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Presenter 
Bios

Kathryn Pears, MPPM is Chief Operating Officer of the National Task Group on 
Intellectual Disabilities and Dementia Practices (NTG), a national nonprofit 
advancing dementia-capable care for individuals with intellectual and 
developmental disabilities (IDD). A recognized leader in the field, she co-chaired 
the development of NTG’s evidence-informed national curriculum and has led 
more than 85 trainings across 35 states.

With over 40 years of experience, her expertise spans early detection, differential 
diagnosis, and the behavioral and psychological symptoms of dementia. She 
previously served as Director of Policy and Programs for the Alzheimer’s 
Association, Maine Chapter. Prior to joining NTG, she served on its Board of 
Directors and was principal of her consulting firm, Dementia Care Strategies.

Kathleen M. Bishop, Ph.D. brings over 50 years of experience in the intellectual 
and developmental disabilities (IDD) field and more than 30 years of 
specialization in aging with intellectual disability. She holds a B.S. from SUNY 
Geneseo, an M.S. in Special Education, and a Ph.D. from Syracuse University in 
Aging and Disabilities.

Dr. Bishop is retired from the University of Rochester School of Medicine and 
Dentistry and the New York State Office for People With Developmental 
Disabilities (OPWDD). She is a former Vice President of the National Task Group 
on Intellectual Disabilities and Dementia Practices (NTG) Board of Directors and 
co-chaired the committee that developed the NTG’s national model training 
curriculum on intellectual disabilities and dementia.

In her personal writing, under the pen name Mary Kathleen McKenna, she is the 
author of the Women with Wisdom and Pets of Wisdom series. She is currently 
developing a guidebook on healthy aging for adults with intellectual disabilities.



By the end of this workshop, participants will be able to:
 
1. Describe early signs, risk factors, and unique 

presentations of dementia in adults with intellectual and 
developmental disabilities (IDD). 

2. Demonstrate application of appropriate screening and 
assessment strategies, including use of the NTG-EDSD, 
to support differential diagnosis and early detection. 

3. Identify and implement person-centered care 
approaches across the dementia trajectory, from 
diagnosis through advanced stages. 

4. Through an example of a specific activity of daily living, 
participants will be able identify how support changes 
over time to meet the changing needs.
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Webinar 
Objectives



Medical Disclaimer

The information provided, including ideas, suggestions, techniques, and other materials, is educational 
in nature and is only provided as general information and is not medical or psychological advice.  The 
developers and presenters accept no responsibility or liability whatsoever for the use or misuse of the 
information contained in this webinar, including links to other resources.  All links are for informational 
purposes only and are not warranted for content, accuracy, performance, effectiveness, applicability or 
any other implied or explicit purpose.

The NTG does not recommend or endorse any specific tests, physicians, products, procedures, or 
other information that may be mentioned in this webinar.  Reliance on any information is solely at your 
own risk.

NEVER DISREGARD PROFESSIONAL MEDICAL ADVICE OR DELAY SEEKING MEDICAL TREATMENT 
BECAUSE OF SOMETHING YOU HAVE HEARD IN THIS WORKSHOP.
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Recognizing Dementia Early in 
Adults with IDD: Risks, Signs, 
Screening, and Assessment

Kathryn Pears, MPPM
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Growing Population, Growing Concern
• Life expectancy for people with Down 

syndrome has increased dramatically 
• 9 years of age in the 1940’s to nearly 60 years of age 

today (1)

• Many adults with DS now live into their 60s, 
70s, and beyond

• This remarkable success brings new health 
challenges - including a dramatically elevated 
risk for Alzheimer's disease

• Similar patterns of increased longevity are seen 
across the IDD population



The Down Syndrome – Alzheimer’s Connection
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A Genetic Link
People with Down syndrome have three copies of chromosome 21, which carries 
the gene for amyloid precursor protein (APP).(7)

This leads to:

• Overproduction of beta-amyloid protein
• Earlier accumulation of amyloid plaques in the brain
• Alzheimer's neuropathology present in virtually all adults with DS by age 40 (1)

Important: Having the brain pathology does not automatically mean having 
dementia symptoms—but it dramatically increases risk.



Prevalence in Down Syndrome:  The numbers tell the story (1, 4)
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Figure: Estimated 
prevalence of Alzheimer’s 
dementia in adults with 
Down syndrome by age 
group. Percentages are 
approximate ranges 
reported across studies. 

Lifetime risk exceeds 90%



Age of Diagnosis Compared

10

Data from the Horizon 21 European Down 
Syndrome Consortium found mean ages of AD 
diagnosis ranging from 51.4 years (UK) to 55.6 
years (France). (1)

Key point: Alzheimer's in DS typically occurs 20–30 years earlier 
than in the general population.



What about 
Other 

Intellectual 
Disabilities?

• People with intellectual disabilities from other 
causes may also have elevated dementia risk:
• Estimates of dementia prevalence in people with IDD vary, 

with some studies showing rates similar to the general 
population and others indicating higher rates.(6)

• Often underdiagnosed - complicated by:
• Communication challenges
• Baseline cognitive differences
• Limited access to specialized assessment
• Co-occurring health conditions

• Research is ongoing
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The 
Critical 

First 
Question
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• When we see changes in an adult with 
intellectual disabilities—cognitive 
decline, behavioral changes, loss of 
skills - Alzheimer's should not be the 
first assumption.

• Many treatable conditions can 
mimic dementia symptoms.

• Our job – rule out potentially 
treatable or modifiable conditions 
first!

"Is this really Alzheimer’s?”



The Differential 
Diagnosis 
Imperative
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Category Examples

Medical conditions

Hypothyroidism, B12 
deficiency, anemia, infections 
(especially UTIs), diabetes, 
sleep apnea

Sensory changes
Undiagnosed hearing or vision 
loss

Pain

Dental problems, 
constipation, musculoskeletal 
issues

Psychiatric conditions

Depression 
(“pseudodementia”), anxiety, 
grief reactions

Medication effects
Side effects, polypharmacy, 
drug interactions

Environmental/social
Life changes, loss, trauma, 
abuse, isolation

Delirium

Acute confusion from illness, 
medication, or metabolic 
issues



Depression vs. 
Dementia
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Feature Depression Dementia

Onset

Often identifiable 
trigger; relatively 
rapid

Gradual, 
insidious

Duration

Fluctuating; may 
improve with 
treatment

Progressive, 
persistent

Memory 
complaints

Person often 
complains "I can't 
remember"

Person may be 
unaware of 
deficits

Effort

"I don't know" 
answers; poor 
effort

Tries hard but 
cannot perform

Mood

Persistent 
sadness, 
withdrawal

Variable; may be 
intact early

Sleep

Often disturbed 
(too much or too 
little)

May have day-
night reversal 
later

Key distinction:  Effort vs. Ability



Delirium: 
A Medical 

Emergency
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Acute Confusion Is Not Dementia

Delirium is a sudden change in mental 
status caused by a medical condition. 

It is:
• Rapid onset (hours to days)
• Fluctuating throughout the day

Often caused by:
• Infections (UTIs are very common)
• Medication changes
• Dehydration
• Metabolic disturbances
• Pain
• Hospitalization

Delirium requires immediate medical 
evaluation. It can be life-threatening and is 
often reversible with treatment.



The Baseline 
Problem
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"How do you know what's changed if you 
don't know where they started?"

One of the biggest challenges in identifying 
dementia in adults with IDD:

• Pre-existing cognitive 
impairments make standard tests 
inappropriate

• Many adults have never had formal 
cognitive assessment

• Family and staff may have incomplete 
historical knowledge

• Changes may be attributed to normal 
aging or underlying disability

This is why establishing a baseline 
before age 40 is so important.



What Are We Looking For?

Early Warning Signs of Dementia in Adults with IDD

Changes from the person's own baseline in:

Cognition/Memory:
• Forgetting familiar routines or people
• Getting lost in familiar places
• Difficulty learning new information
• Repeating questions or stories

Language/Communication:
• Word-finding difficulties
• Reduced vocabulary
• Trouble following conversations
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Early Warning Signs (continued)

Behavior/Personality:
• Apathy, withdrawal, loss of interest
• Increased anxiety or fearfulness
• New onset depression or mood changes
• Irritability or agitation
• Sleep pattern changes
• Suspiciousness or paranoia

Functional Abilities:
• Decline in self-care skills
• Difficulty with familiar tasks at work or home
• Changes in eating habits
• New episodes of incontinence
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And…
Down syndrome specific: seizures



NTG-EDSD
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National Task Group – Early Detection Screen for 
Dementia(3)

What is it?
• An informant-based screening questionnaire
• Designed specifically for adults with intellectual disabilities
• Free and available in 18+ languages
• Can be completed by family members or professional 

caregivers
What it is NOT:

• A diagnostic tool
• A replacement for comprehensive medical evaluation

What it IS:
• A systematic way to document concerns and changes
• A tool to track changes over time
• A communication bridge between caregivers and clinicians



Where to Find the NTG-EDSD
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Accessing the Tool
Website: www.the-ntg.org    

•Free download
•Available in multiple languages
•Includes instructions and guidance
•One-page tip sheets for family caregivers,  
physicians, staff

www.the-ntg.org/ntg-edsd



Using the NTG-EDSD Effectively
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Who should complete it?

•Someone who knows the person well (6 mos.+ ideally)

•Can involve multiple informants

When to complete it?

•Annually 

•Starting in mid-30s (for DS) or age 40 (for other IDD)

•After any significant change in functioning

How to use the results?

•Track scores over time

•Share with healthcare providers

•Use as a basis for requesting further evaluation

Best Practices for Screening



When to Act on NTG-EDSD Results

22

Red Flags That Warrant Further Evaluation

Seek comprehensive evaluation when the NTG-EDSD shows:

Any new concerns in multiple domains
Worsening concerns from previous screening
Multiple domains affected
Informant reports that "something is different"
Any sudden changes (rule out delirium first!)

Remember: The NTG-EDSD is a conversation starter, not a final 
answer.



What a Good 
Evaluation 
Includes(4)
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• Detailed history from informants who know the 
person well

• Review of baseline functioning (what were they 
like 5–10 years ago?)

• Complete medical evaluation including:
• Laboratory tests (thyroid, B12, metabolic 

panel, etc.)
• Medication review
• Sensory screening

• Mental health assessment
• Possibly…Cognitive/neuropsychological 

testing (adapted for IDD)
• Possibly MRI or CT scan
• Functional assessment (daily living skills)
• Sleep evaluation (sleep apnea is very common in 

DS)



A Perfect 
Storm: 

Diagnosing 
Dementia in 
Adults with 

IDD
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Why Getting the Diagnosis 
Right Is So Difficult

Challenges:
• Pre-existing cognitive impairments
• Communication barriers
• Lack of established baselines
• Healthcare provider unfamiliarity with this 

population
• Diagnostic criteria developed for the 

general population
• Limited access to specialists
• Transitions in caregivers and loss of 

historical knowledge



From Diagnosis to Advanced 
Stages: Person-Centered 

Dementia Care
Kathleen Bishop, Ph.D.
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Alzheimer’s Disease as a Progressive 
Regressive Disease over time 
Stage Based approach to person-centered care for adults with 
IDD:

• After initial diagnosis –
• Continue treating other lifelong conditions such as diabetes
• Baseline, Lifestory, and essence

• Photo albums, videos, important documentation such as diagnosis and medical history,
• Monitoring changes from baseline and continuing to partner with health care providers 

and other resources
• Modifying the home environment to meet the needs of caregiver and person with 

IDD/dementia 
• Early stage
• Middle Stage
• Late Stage
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What is Stage-Based Person-Centered Care?

Key Highlights
• Memory care programs adjust support according to the stage of 

dementia, from early to late stages.
• Early-stage care focuses on maintaining independence, cognitive 

engagement, and routine.
• Mid-stage care emphasizes daily living assistance, safety, and 

emotional support.
• Late-stage care prioritizes comprehensive care, comfort, and palliative 

strategies.
• Personalized care plans, specialized therapies, and trained staff are 

essential for quality dementia care.
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The Essentials of Knowing Each Person for 
Stage-Based Care
• Knowing the earlier preferences gives us clues as to how we can 

maintain a healthy activity such as showering and eating over the 
course of the disease.
• Caregiver’s toolbox of what works and what may not from history.
• Annual videos with daily activities, interests, fun times
• Scrapbooks, life story
• Medical history and needs in easy to get to and organized place
• The physical/sensory environment is as important for you as the 

caregiver!
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Expectations 
of level of 
care needed
Dementia Caregiver's Guide, AARP(5)
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Following Jane and 
her mother’s needs 
through the stages

Jane  

56 YO women with Down 
syndrome. Diagnosed with 
Alzheimer’s disease after a 
complete differential diagnosis 
was conducted. Currently, 
monitored and treated for her 
other underlying conditions. 
Attends a senior day care 
program in her community 5 days 
a week.
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Baseline: Showering (Knowing the baseline is 
essential)
Baseline capacity for showering –

• Jane can shower herself including sitting in a chair in the shower, 
• Place soap on her body, as well as use the handheld shower head to rinse 

the soap off. 
• She does not  wash her hair in the shower, choosing assistance at the sink 

to wash her hair at a separate time. 
• Her favorite time for showering is in the early evening, after dinner and 

before bed.
• She has preference for lavender liquid soap and blue wash cloths that 

match her bathrobe and medium hot water.
• Warm towels and clothes for drying, hot tea or cocoa after the shower and 

then her favorite TV game show before going to bed.
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Stage 1: Mild Dementia & Showering

• Jane requires a new chair with arms and more comfortable seat with 
padding, Sturdy stool so her feet touch the surface rather than hang down 
(change the environment when possible)

•  Hand over hand assistance with shower head, and assistance with 
placing the soap on her body. Use her previous preferences or may give 
new options if she requests another soap such as one used by the 
caregiver.

• She is cooperative with assistance, still washing her hair separately but 
now sitting down as the sink.

• Success for Jane is that she allows assistance with her showering, 
continues to like showers, and is not afraid of the shower.

• Follow routine if it continues to work. May add soft rhythmic music, 
contrasting colors in the shower to locate Jane in space.
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Stage 2- Midstage Dementia & Showering
Jane’s changes for showering as she enters Midstage 
• She appears frightened of the shower, reluctant to shower in the early 

evening as in the past and refuses to enter the shower at that time of day, 
sometimes asking to clean up when she returns from her day program.
• Note – the light and contrasting colors in the shower as well as know her lifelong 

preferences. Increase or add a different light source. Avoid glare.
• Take time to relax with Jane before offering showering in the afternoon as transition times 

are the hardest.
• Watch for incontinence. Is she incontinent during the day?

• Giving small choices.
• “Would you like to use the lavender soap or the oatmeal soap?”
• “Should we wash your hair today or tomorrow?”

• Hand-over-hand technique: Instead of taking over, gently place your hand 
over Jane’s and guide to wash herself.

33



Stage 3: 
Dementia and 
Showering

Jane’s changes 
• Does not get up in the morning 

to go to program, preferring to 
sleep in and then shower or 
wash up in the morning as she is 
frequently incontinent at night, 
then likes a calm breakfast. The 
family now transports Jane to 
program and picks her up in the 
early afternoon.

• Sleeps longer hours during the 
days she is home. Will take 
walks with Mom or her sister 
when she comes to help Mom.
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Stage 3- Late Life Dementia and Showering
• Some days, no matter what you try, it won’t work. That’s okay. 

Forcing the issue will only create more fear and resistance for 
next time.

• Option B: Wash the key areas—face, hands, underarms, and 
private areas—with a warm, wet washcloth at the sink. This is 
often much less scary than a full shower.

• Sponge Baths in Bed: For very resistant days, a no-rinse body 
wash and a basin of water can be used to give a thorough 
sponge bath while they sit in a comfortable chair or even stay 
in bed. 

• Dry shampoo for cleaning hair between wet washes. It soaks 
up oil and leaves hair feeling fresh.

• Just skip it…if it’s becoming a major battle, it’s okay to let it go 
for the day. Their mental well-being is more important than a 
perfect hygiene record. Try again later or the next day.
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AARP Family Caregiving Guides(5)    

 www.aarp.org/caregiving 

http://www.aarp.org/caregiving


Baseline: Mealtimes

Jane’s baseline:
• Serves herself, selects her own food, uses utensils and dishes on her 

own.
• Jane has very strong likes and dislikes expressing them often and refusing 

to eat food she doesn’t like. (Know the list of preferences and dislikes)
• On weekends Jane likes to sleep in and take her time eating breakfast.
• She is a snack eater, preferring small meals and favorite snacks 

throughout the day. She likes puddings, cheese, crackers, and bread with 
peanut butter for her snacks and prepares them herself.

• Once a week Jane likes to go out with one of her siblings, Mom, or meet 
friends from her program to a favorite family restaurant nearby.
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Stage 1: Mild Dementia & Eating

Changes in Beginning/Mild Stage 
• Jane eats less of her food, demanding much smaller portions.
• Forks and knives become more difficult to use.
• Needs straws to drink both cold and hot beverages.

Suggestions:
• Serve smaller portions at meals and add some of the preferred foods at 

snack time.
• Serve drinks first and then other foods one at time on smaller plates and in 

smaller amounts.
• If Jane forgets she already had a meal, it doesn’t matter. Give her healthy snacks.
• Maintain the restaurant trips at different times of the day when not busy, order 

the food ahead so less waiting time, may need more supervision at restaurant.
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Stage 2: Dementia & Eating
Change at Mid-Stage: 

• Eating less at meals and more snacks
• More foods she dislikes than likes 
• Difficulty eating food and choking more when she eats 
• Doesn’t want to eat in the large dining room at her senior program 
• Very impatient at her favorite restaurant

Suggestions :
• Eating snacks is just as healthy as larger meals and easier to finish
• Bake foods and meals so smells help stimulate Jane’s appetite
• Ordering food from her favorite restaurant and serving in dishes with the restaurant logo
• Contrasting colors of plates to food (ex. red), placemats, chair with arms, chair with option 

for tray
• Finger foods instead of foods needing utensils
• An eating/swallowing evaluation from a speech therapist, may need a different consistency 

and type of food
• Eating is essential, time of day matters less, try to make it fun for yourself too!
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Stage 3: Dementia and Eating
Changes at Late-Stage
• Jane is sleeping more often at her previous mealtimes
• Pureed foods 
• Not appearing hungry or asking for food

Suggestions:
• Eating small amounts of food is important and helps keep her connected to you as the caregiver. See 

each time she eats as success.
• Continue baking, when possible, such as frozen breads and cookie dough
• Ask for suggestions from dietitians at program, help from family and friends so you can take a break
• Hand over hand assistance
• Watch body language to determine if Jane is hungry
• Try not to worry about mess – it’s more important for the person to eat than to be tidy. It may help to 

wipe clean mats and covers.
• Nutrition and eating is also emotional and social. Understand it is the disease causing the 

challenges and be kind to yourself.
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For All Stages:

• Protect dignity by encouraging Jane to do as much as she can for herself.
• Distract and Engage: Talk about something pleasant, Play soft, calming 

music in the bathroom.
• Be quick and efficient: Don’t drag it out. Have a plan for what needs to be 

washed. A quick, efficient shower is less stressful than a long, drawn-out 
one.

• What works today may not work tomorrow. That’s okay! Take notes for a 
personal toolbox for care.
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Be kind to yourself 
as caregiver!
• You are important and need to care for yourself 

along the way.
• Your own health
• Time for your interests and friends
• Ask for help such as respite services 

through a local provider
• Sleep when your loved ones sleeps rather 

than cleaning the house. Ask a family 
member to do the cleaning.

• Hospice and palliative care 
• Find moments of stillness, watch a movie 

together both of you have loved over time, 
an old comedy series, shared remembered 
activity
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Questions?

43

Kathleen Bishop, Ph.D.
kathiebishop@the-ntg.org 
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