N
(@) nt National Task Group on Intellectual
== Disabilities and Dementia Practices

When Memory Changes:

Guidance for Families of Adults with Down Syndrome
Kathryn Pears, MPPM

November 19, 2025

Copyright 2025. 1



Kathryn G.
Pears, MPPM

Chief Operating
Officer, NTG

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

Introduce the
NTG

Talk a bit
about aging

J

“Know
enough to be
dangerous”

J

Caregiving
resources




Who We Are

@ 18 t
The NTG is the only national nonprofit (\\//

organization that is specifically addressing the T——
needs of aging adults with intellectual disabilities

who are at risk of or who have developed National Task Group g

Alzheimer’s disease or a related form of on Intellectual Disabilities
dementia. and Dementia Practices

The NTG:

* Advocates for inclusive federal policies S s0202%e2 0s20s °2
* Publishes guides, white papers, and *e8°%e8 & o %02°03

consensus documents on a variety of issues ¢ jossees 33 %7 o33 elele o ese
related to intellectual disabilities and I ottt I R I S
dementia T O T o
 Provides in-person and online training and Tof oogesel °C 30 2007 ¢ o%3e ot
. . . L L 1 ] *8d o8 & 2 & &9 L
education for professional staff and family 8, S, 0% O _ 20 " ee e oo seesess o
caregivers -t Tt et I I DR R

X . . - PO L e R T

* Collaborates with other national organizations 87 0Te L, 20,0800 T e les s e o
to advance research and policy change H R IR X

N p. Y 8 . e0”ee "0 0008 202 000ees ‘o

* Supports families through its monthly online 22,8, 80 Co2 el eet s U382

family support group
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The Good News:
Lifespan is Increasing



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)

. A§encies are supporting older
adults in larger numbers

* Early recognition - better
outcomes and fewer crises




Especially True for Individuals with Down Syndrome

Average Lifespan
for a Person with

Down syndrome
More people

with DS - ?
living with o0
aging- -
related 40

. 30
disorders...

including AD 20 _____/
10

pathology

1929 1946 1975 1983 1997 2006 2030

Source: beyonddownsyndrome.net Copyright 2025. 7



Increased Risk of Alzheimer’s in Down syndrome

1004
e Chromosome 21
* Accelerated aging .
* Atypical presentation of -
Alzheimer’s §
* Assessment challenges -
* Not enough experts in health
care who can identify and treat 20
aging symptoms in those with
DS %0 45 so ss e e 70 75 80 s
Age

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
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Typical Aging
VS.

Aging in IDD

* 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.



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.




“Know Enough to be
Dangerous”
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First...what is dementia?

* Dementiais an “umbrella term”
e Dementiais 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!

DEMENTIA

An “umbesila™ term used to describe
2 range of symptoms associated with cognitive impalrment.

ALZHEIMER'S
50%-75%




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

. D|a§n03|s 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

Copyright 2025. 13



It’s More Than Memory

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

Source: Lucille Esralew, Ph.D.

®ntg

IADLs

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

» Difficulty maintaining one’s own
living space

» Difficulty using the phone or other
devices



What Changes Might You Observe in Behavior?

2 Affective 3 Lack of
dysregulation impulse control

* Increased impulsivity: hoarding,
verbal and physical aggression

* Increased reactivity to others

* Social behavior not matched to
social situations

* Increased restlessness and o — i)

Y
" u What? =~ ﬂ
agitation S /4
Source: Lucille Esralew, Ph.D. i) ,‘ ‘, >

@ntg

) 5 Abnormal perceptions
5 early behavioural or thoughts

indicators of dementia




What Changes Might You Observe in Cognition (Thinking)?

 Memory changes that interfere with WHAT ARE PRIMARY
productivity at work or chores at home COGNITIVE PROCESSES?

* PrObIemS malntalnlng focused Cognitive abilities transform sensory input into information we
atten‘uon, the person becomes h|gh|y store and use. Primary cognitive processes include the following:
distractible o

Reasonin Language

« Difficulty adapting to change ; w P e

- Language skills may become atiention  (ffl | () Learing

Impoverished

' Perception

Source: Lucille Esralew, Ph.D.

@ntg



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.

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

* Tool: NTG-EDSD

Copyright 2025. 18



Diagnhostic 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.

Examples:
* Withdrawal » assumed “non-social”
* New confusion > assumed “low functioning”
* Sleep changes > assumed “routine issue”

Copyright 2025.

Sentinel Event Alert

A complimentary publication of The Joint Commission Issue 65, June 22, 2022

Diagnostic overshadowing among groups experiencing health disparities

A 42-year-old woman with a diagnosis of mental iliness visited a gastroenterologist Published for Joint Commission
after experiencing frequent nausea and stomach pain. The doctor diagnosed """’""‘" WI “Im';:
functional abdominal pain syndrome (FAFS) and told the patient she would have to professionals, Sentel Event
“learn 1o live with it.” Later, the patient discovered FAPS was a “somatization Alart dertifles spacific types of
disorder,” meaning that her pain was attributed to her mental and emotional state. santinel and adverse evants and
The patient lived with the pain and nausea for months and began unintentionally wm"""m desciibes
losing weight, which triggered anorexia. Eventually the patient sought out a new “mu 'm! h'm’" !m"
gastroenterologist at a women's medical center. This time, the physician took her raduce risk and prevent future
symptoms seriously, put her through a series of tests, and after administering a COCUITBNCes.
breath test, determined that the patient suffered from small intestinal bacterial organ should
overgrowth.t considar Information n a
Santinal Event Alsrtwhan
The initial misdiagnosis had a significant impact on the quality of life of this patient, designing or redesigning
who spent over a year recovering her lost weight and getting her eating disorder p';;"“""'d m
under control. This patient still takes medication for her mental iliness diagnosis but !Wﬂ‘” m" h-d‘ inthe
is tlempted to leave these off the medication list she provides to future healthcare alert or reasonabie al
practitioners. This was the second misdiagnosis she received in two years, 50 she
worries about disclosing her medication regimen since it may influence how the Ploase routs this lssue to
doctor sees her.? mmmﬂ
may be reproduced If credited to
This situation - given from the patient’s point of view - is an example of the risk of mmlmngwpzm
or
diagnostic overshadowing, defined as the attribution of symptoms to an existing iy mmmm

diagnosis rather than a potential co-morbid condition.22 The medical literature
includes extensive evidence that diagnostic overshadowing exists within the
interactions of clinicians with patients of all ages who have physical disabilities or

previous diagnoses such as, but not limited to, ay
neurological deficits, as well as patients with con

but not limited to, LGBTQ identifications, history of . 08 see . & 0 00 00 e o
literacy and obesity, 2423
Why ftIs Imp to add q | b

.

overshadowing /s & harm thal
Correlated to clinician bias (i.e., cognitive|
can be detrimental to quality of care and
diagnosis and treatment, unnecessary or|
care.2s Once an initial diagnosis has bee
takes hold and reduces a clinician's abili
This bias can affect future patient worku,
providers are framed. See the sidebar, “(
bias/diagnostic overshadowing.”

« Diagnoss downg td
P in groups exp
Individuals with dlisablifties.

*  Many peopie have a pre-existing diagnos
overshadowing can occur with virtually a
diagnosis or condition. Qver 1 billion peo)
disability. This corresponds to about 15
to 190 million (3.8%) people aged 15 yeq
difficulties in functioning. often requiring
of people experiencing disability is increa|
conditions and population aging. People

(@ 2022 The Joint Commission | Division of Healthcare Imy




Noticing change?

NTG-Early Detection Screen for Dementia
“EDSD”

A useful tool and resource for caregivers.
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Caregivers play a critical role in
hoticing changes early.

* Early signs are subtle

* Behavior often changes
before memory

e Compare current

behavior to baseline
functioning

'wi




NTG-Early Detection Screen for Dementia (NTG-EDSD)

« Completed by support staff,
family, and other stakeholders
to note the presence of key s  NTG.EDSD E—

been the symptom | not
vanoaz case worse | inpast | apply

year

[ " [
‘The NTG-£arly Detection Screen for Dementia, adapted from the DSQUID®, can be used for the early detection screening of T hemory [ S S
dementia_ The NTG-EDSD ment o dngnostc nstrument i Does not recognize famikar persons (staff/relatives/frands)

to tional dectine and information useful Doss not remember names of familiar people
3 e P the

2
Act’s annual weliness

nella :mar review that dable Care Act's annual wellnes: 025 10T rEmMEMbET recent events (in past week of 1es3)
Ll Does not find way in fami'ar surroundings

i i on an annual or as i i beginning % of tme (B =
With age 40, and with other at-risk persons with intellectusl or developmental disbilities When suspectad of Sxpeniencing Loses track of e {beme of doy, day of the week, seescns
cognitive change. The form can be completed by anyone wha is familiar with the adult (that is, has known him or her for over Loses of Misplaces objects

onths) , or 3 behavioral or heath specialist using information derived by Puts famiiar things in wrong places
‘observation or from the adul’s personal record. Probiefns with prling of SIgN RE own Rame
The estimated time nacessary to complete this form and 60 minutes. from the Probiems with learning new tasks of names of new people
individual Consult 2 screening].
M ““Behavior and Affect
Wanders
. L i Fthdraws from socal actvites
File & Date: hdr aws fTom peopie
b) [ " Loss of mterest m hobbies and actites
Mame of person: /First Last:

Seems 1o £0 nto own workd

Obsessive or repatitive behavior

ADLs, behavior and function, e

Appears uncertan, lacks confidence
[_TFemaie | Instructions: Eppears snvous_agtated. of nervous

memory, and self-reported e e

Temper tamrums, uncontroliable crying, shouting
No discernible intellectual disabilr “Shaws letha
Borderiine (10 70-75) Talks to s2F

problems - = _— = =

Severe ID {101 25-39) Changes in abiity to do thngs
'rofound 1D (1Q 24 and below)

or listessness

nkngwn Current living arangement of person: Haaring things
o Livesalone Seeing things
" n "  Disgnosed condition (check all that apply) o Lives with spousa or friends Changes in ‘thinking
© Lives with parents or other family members Changes in interests
* Available in |||uIt|pIe lal Iguages = i —
© Livesin community group home, apartment,
supervised housing, etc. ““tiotable Signicant Changes Observed by Others.
Fragile X syndrome S Livesin senior housing In gait [e5_smumoing miing
Intellectual disability o Lives in congregate residential setting In personaity (g
www.the-ntg.org — BT
- [ lowe | o Lives in other: In attentiveness jsg_mimess
- - 1A weight feg = g
1n abnormal woluntary w3 (head. neck. lmbs trunk)

<

@
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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!

@ntg



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 aclvineceaecys tonll

@ntg



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 ﬁ

* Sudden change?

* Most common causes: Urinary tract infection, fecal impaction,
pneumonia...but that’s the short list

 Medical evaluation ASAP!

Copyright 2025. 27



Recent stressors?

Major Life Changes or Loss
» Death orillness 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
sLack of consistent communication or expectations

Copyright 2025. 28



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 n
including less severe problems like ~\U&
tear duct abnormalities to vision- (@)

threatening diagnoses such as early
age cataracts (Bull et al., 2022).

Copyright 2025. 29



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)

* Will be included in resources Copyright 2025. 30



(@)
o

©

<

=
(0]}
>
~+
N
o
N
@

Recommended Lab Tests

* 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

31



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
* Legembi, Donanemab

1@’ nt g Copyright 2025. 33



Behaviors & Nonpharmacologic

Management

* |dentify 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

‘@’ ntg Copyright 2025. 34



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

1@’ nt g Copyright 2025. 35



Lifespan Approach



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.

Copyright 2025. 37



Tools and Resources
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The National Task Group on Intellectual Disabilities

and Dementia Practices Consensus Recommendations
for the Evaluation and Management of Dementia N Tt AP I XX
In Adults With Intellectual Disabilities @=j==:;=f°f, e M

The National Down Syndrome Society, in partnership with The

National Task Group on Intellectual Disabilities and Dementia T B N
Practices and the Alzheimer’s Association, is releasing a
guidebook specifically for those caring for an individual with s e Tt e diing S
Down syndrome diagnosed with Alzheimer’s disease.

ALZHEIMER'S
DISEASE AND
DOWN SYNDROME
A PRACTI

ICAL GUIDEBOOK

Qupmes  Tdss  ontg

1@) nt g Copyright 2025. 39
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Do you want to talk about dementia with someone who has a learning disability?

Scroll down to learn more about Jenny's Diary

Download Jenny's Diary 2025

(@) ntg Copyright 2025.



Advocate Medical Group — T
~ Adult Down Syndrome Center R

Resource Library | All Resources

I|\|Il hud? = *

M\\\\\x\h\\v ) iy

People with ye Families _ Health Care
Down Syndrome & Caregivers Professionals

'@’ ntg Copyright 2025.



‘( nt National Task Group on Intellectual
\3.::’.» Disabilities and Dementia Practices

Home Family Support Professionals NTG-EDSD Training Hesources Projecis

Family Support

00868 & & 60 6 & 0 @
88 40 o8 408 o &
. e ssdse o
28 S8 8 688 & 80 » N
28 seses” o0 oo 03”6 QUICK LINKS Dear Families,
A ENREEEER
ssses & & o8
S 5 80888 63 S8 S0088 SE00EE @ _ _
Sese e 8 o0 e ee T . 00%e o Family Caregiver Resources As the mother of three adult children with Down syndrome (two of whom have mild
E. .53.3.53. . E:....:: :::: .E.== Farmily Webinars & Recordings dementia), it is my honor to welcome you to The National Task Group on Intellectual
o o200 el 000, P 020020000 000ee o _FFGCI.Ueﬂtl‘i Asked Questions Disabilities and Dementia Practices (NTG) Family Support website. As family caregivers,
.:..:.::.::. .. :5'3..333'3%':53: Family Support Groups we are always looking for information, resources and support to enable us to be the best
Screening (NTG-EDSD ! : - -
00 0 02 ., 00000000 0 02 o 9-(+}- N caregivers we can be. We recognize that many family members provide hands-on, day
o:E .Eog:oo o..gsz: =..= .:E== EE.:P Resources on Family Caregiving  to-day care, others provide financial or legal assistance, while others are involved from a
LI I L OURR I D e LU Resources on Dementia & AD distance, but still in important ways. And, the NTG recognizes the care given by Direct
....=°:=.:.. :E.:E..:E:..°E==.=:.== DS-MIG EClHO for Families Support Professionals (DSPs) and strives to provide them with the information and
00 S 000 & O G006 & @ NTG Caregiver Newsletters support they need. No matter how you provide care, the work NTG does supports all
8 & 88 & 2008008 8 8 & &
e Yo0es®e o o' Secelilee caregivers, especially family caregivers.
L 1) o8 S0 & & & 00 00 Helen Journal
08488 65 6 4888 86 & &
S & 600 S0088 68 0 & &
* o0 * . e o @ L4 The NTG is committed to providing the most current information and resources on

disability and dementia topics and to offer support. As researchers and physicians learn
more about treating dementia, we will bring that information to you along with
information on topics that many families are searching for. I also invite you to join our
new webinars and podcasts and our virtual family support group. The NTG's Family
Support’s email is familysupport@the-ntg.org should you ever have a question or
concern. Remember, you are not alone on your caregiving journey even though some days
you may feel that you are. The NTG is here for you.

(@l nt g Nancy Murray



Questions and Discussion

What are you hearing?
How can the NTG support you in your work?



Contact me anytime...

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

Visit our website
www.the-ntg.org

Copyright 2025.

Join our mailing list
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