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Objectives

* Provide an overview of the clinical manifestations,
incidence/prevalence, and risk factors for Alzheimer's disease and
related dementias (ADRD) in persons with Intellectual Disability (ID)
with emphasis on Down syndrome.

* Review assessment challenges encountered in diagnhosing dementia in
persons with ID.

* Provide an overview and rationale for use of the EDSD-an administrative
screen designed to detect dementia-related changes in individuals with
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Why is this important?

* Well recognized association between Down Syndrome (DS) and
Alzheimer's Disease

e Strong relationship between reduced brain reserve associated with ID
and increased risk for dementia

* Increasing life expectancy of persons with ID
* Population prone to develop age-related d/o such as dementia

* People with ID represent particularly vulnerable segment of our
population

* |ncreasing pressure on caregivers and support system
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Down Syndrome

Most common genetic cause of intellectual disability
(ID) resulting in significant limitations in intellectual
function and adaptive behavior (ID Definition,
AAIDD.org; n.d.) and classic physical stigmata

1/691 live births annually or ~6000 born in US each year
(CDC, 2012)

More than 400,000 people are living with Down
Syndrome in the US (National Down Syndrome Society,
2012)

Prevalence of children (5-19) with ID-2.5% (mild); 0.4%
(moderate); 0.1% (severe) (Roeleveld, 2008).

1.2 million non-institutionalized adults had ID in 2010
(Brault, 2012)




Down Syndrome

* Brought about by a full or partial extra copy of chromosome 21

e Extra genetic material alters course of development producing
characteristics associated with DS
* Trisomy accounts for 95% cases; translocation 4%, mosaicism ~1%
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Alzheimer's Disease

* Most common cause of progressive
dementia among older people

* |nsidious onset/gradual deterioration is
typical but impairments can be abruptly
unmasked by significant stressor or inter- U e Memory [ oss ™ Min,
current illness or injury Lcictons

* As disease progresses there is slow erosion
of cognition resulting in increased functional
dependence and eventual death
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Alzheimer's Disease

* 5.4 million Americans; 200,000 early onset (Alzheimer's
Association, 2016)

e 2:1 women to men

e Estimated 7.1 million by 2025; 13.8 million by 2050 (Alzheimer's
Association, 2016)
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Well Recognized Association Between AD and DS

MNormal Alzheimer's

e Signature brain lesions (amyloid plaques;
neurofibrillary tangles) critical to the
development of AD

* Characteristic brain changes in AD are found in
“virtually all” adults with DS by age 40

 Gene for B-APP linked to region of
chromosome 21 which must be trisomic for full
expression of Down Syndrome
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Other Causes of Developmental Disability/Intellectual Disability

* Cerebral Palsy Phenylketonuria

* Epilepsy * Rett Syndrome
 Developmental Delay * Prader-Willi Syndrome
e Autistic Spectrum Disorder * Fetal Alcohol Syndrome
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Non-DS ID Dementia and the Brain Reserve Hypothesis

(Strydom et al, 2013; Stern, 2013)

* Refers to structural differences in the brains of persons with ID (smaller
brain size, fewer neurons or synapse count) compared to general
population

* Also bolstered by protective cognitively stimulating activities
(work/play/education) that many persons with ID are not engaged in to
the same extent as general population, i.e. more limited range of life
experiences

 Reduced brain reserve increases vulnerability to neuropathology later in
life
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Increasing Life Expectancy of Adults with ID

Penrose, 1949; Janicki et al. 1999

* Persons with DS ID:
— 1920s — 9 years; 1990’s — 56 years

* Persons with Non-DS ID:
— 1930s — 19 years; 1990s — 66 years
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Presence of Multiple Disabilities and Level
of ID Influence Life Expectancy

Bittles et al. 2002; Coppus, 2013

 Median Life Expectancy
— Mild ID — 74.0 years
— Moderate ID — 67.6 years
— Severe |ID — 58.6 years

* Increased survival not only associated with a longer period of care but
also related to a longer period of more specialized needs itties and Glasson, 2004)
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Population Prone to Develop Age-related Disorders

 Middle-aged persons with DS show many age related changes in health
and functional status that suggest premature aging

— Skin changes --Early menopause
— Osteoporosis --Osteoarthritis
— Obesity --Immunological changes

— Early onset visual/hearing impairments
— Brain atrophy and white matter lesions
— Increased risk of dementia --hypogonadism
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Vulnerability/Caregiver Pressure

(Heller & Factor, 2004)

* As of the year 2000, ~640,000 adults with ID/DD >59 years of age in the
U.S.

* Projected to nearly double to 1.2 million by 2030 when last of baby
boomers reach 60

* Majority of adults with ID (60%) live with family;

* In asizeable number of households the primary caregiver is >59 yoa
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Vulnerability/Caregiver Pressure

e By 2030 will see significant increase in #s of 2 generation elderly families
living together whose parents 80+ yoa (possibly developing dementia)
caring for older son/daughter with ID who may be developing age-
related conditions and dementia

* Most families stay together due to lack of options or choice even though
care will likely be compromised by parents health problems
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Dementia Rates in General Population

Brookmeyer et al. (2011)

Age All Dementia _

71-79 4.97 2.32
80-89 24.19 18.10
90+ 37.20 29.60
Total 13.67 9.51

Average Age Onset: /5 years
Average Duration: 8-10 years (3-20+)
Mixed pathologies are more common
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Median Life Span Following Diagnosis
Brookmeyer et al (2002)

 Depends on age and presence of comorbid medical conditions

Age 60s-70s: 7-10 years

 Age 90s: 3 years or less

 Mean duration between onset of symptoms and diagnosis: 2.8 years
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Risk Factors for AD in the General Population

* Age-risk doubles every five years for individuals greater than 65; ~37%
after 85

* Family History-first degree relatives; risk increases if more than one
immediate family member has the disease

* Genetic Risk Factors-APOE-e4; familial (autosomal dominant) AD
caused by variances in APP, PS-1, PS-2

* Traumatic brain injury- more severe or frequent linked to > risk; also
reduces time of onset of AD

 Modifiable risk factors- What is good for the heart is good for the head
(brain)!
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Dementia Rates in Adults with Down Syndrome

Ball et al. 2006
Age %
30-39 <3%
40-49 10-25%
50-59 20-50%
>59 30-75%

Average Age Onset: 51.67 yrs*
Average Duration: 3.5 —-10.5 yrs**

*Prasher & Krishnan (1993)

**Dalton & Wisniewski, (1990) @?



Dementia Rates in Adults with Non-Down Syndrome ID

Strydom et al. 2007

Age All Dementia _

>59 13.1 8.6
>64 18.3 12.0
Average Age Onset: 67 years
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Risk Factors for ADRD in People with ID

* Persons over the age of 40 who have Down syndrome

* If the person is over the age of 59 and has an intellectual
disability of another cause

e if the individual has some form of head injury, especially
severe or multiple head injuries

e if the individual has a family history of Alzheimer’s disease

d




Summary: Dementia Rates and Risk Factors

e Adults with DS have highest rates of AD
* A substantial number remain dementia free into their 70’s

* Onset of AD in DS is earlier than the general population likely due to a
combination of factors-genetic predisposition, tendency toward

premature aging, more aggressive form of the disease versus delay in
diagnosis
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Summary: Dementia Rates and Risk Factors

e Rates of dementia in Non-DS ID adults are at least equal to and probably
higher than the general population

* Onset and course of dementia approximate that of the general
population
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Clinical Manifestations of Dementia in Adults with ID

* The course of decline of dementia in persons with ID is the same as that
for the general population...only it’s different.

e Core sxs of dementia involve progressive loss of function in memory and
multiple cognitive domains similar to the general population

* Presentation of dementia in adults with ID is different (especially in DS)
as personality and behavior change mark the early stages
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Clinical Manifestations-Personality and Behavior Change

* Emotional lability
* Irritability
e Apathy/inactivity

e Stubbornness and coarsening of social behavior
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Clinical Manifestations of Dementia in Adults with ID

 While the course of memory and cognitive decline is similar to Non-ID
adults, its presentation will differ according to
— Severity of ID
— Level of education
— Life experience
— Ability to compensate for newly acquired deficits
— Demands of everyday life/culture of care
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Clinical Manifestations-Memory Loss

 Memory loss in Mild-moderate ID (IQ 40-70) similar to that seen in
adults without ID (excepting those tasks too complex or difficult to
begin with)

* In Severe-Profound ID, (IQ < 40) ability to detect will depend on baseline
verbal skills and ability to meet task demands

* Profound ID (Mental Age <2) may preclude detection; need to rely on
neuro signs
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Clinical Manifestations-Cognitive Loss

 Mild-moderate ID (IQ 40-70)
— If verbal skills well-developed will see typical word-finding difficulty and
dysnomia
— If verbal skills poor will see decreased use of language progressing to total loss of
verbal expression

e Severe to Profound ID (1Q <40)

— General slowing in all areas
— Greater impairments to attention
— Decreased temporal/spatial orientation
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Common Physical Signs

Lai & Williams, (1989)

* Myoclonic jerks

e Late onset Sz or new type of seizure
* Postural abnormalities

* Limb rigidity

e Slowness, shuffling of gait

* Urinary incontinence

e Pathological reflexes
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Everyday Functioning

(Zigman et al. 2002)

Functional declines are first evident in more
complex skills with progression to more
fundamental skills later on
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Everyday functioning-early changes

e Decline in work productivity

* Household chores skills-table setting, washing dishes, making meals,
making bed, use of appliances

* S handling, banking and budgeting, ability to shop
e Sense of direction, use public transportation
* Dependability with assigned activities
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Everyday functioning-later changes

* Initiative, persistence and perseverance in activities to structure and
pass time

e Basic arithmetic, counting and time telling
e Toileting, Bathing and personal hygiene

* Ability to eat, understand spoken language and ambulate last to be
affected
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Sequence of Decline In ID Adults

Strydom et al. (2010)

] ADULTS WITH DS _________________NONDSD_ |

Trigger Symptoms

Sequence of Memory and
Cognitive Changes — Early
and Middle Stage Dementia
(in order of typical
progression)

Sequence of Functional
Decline, Personality and
Behavior Change

Memory loss and disorientation

Deterioration in speech

Personality and behavior change

Functional deterioration

Neurologic symptoms — seizures, incontinence

Frontal lobe-related symptoms
Memory loss

Deficits in executive function
Complex cognitive functions
Visual organization

Verbal memory

Semantic and short-term memory
Dyspraxia

Decline in ADLs —successive deterioration in
o Personal hygiene

o  Housekeeping skills

o Dressing

o  Spatial orientation

o Eating

Increasing number and more severe maladaptive behaviors
o lrritability

Aggression

Self-injurious behavior
General slowness

Apathy

Loss of interest

Decreased social engagement

O O O O O O

General deterioration in function
Behavioral and emotional change

Memory/cognitive decline less prominent early on

Signs of depression —

o Lack of energy

o Low mood

o Disturbed sleep

Psychosis — persecutory delusions; auditory hallucinations

More aggressive than DS counterparts (but higher
prevalence of other behavioral change in DS)



Sequence of Decline In ID Adults

| _ADULTSWITHDS | NON-DSID _

Neurological and e Epilepsy e |ate stage symptoms —
. e Myoclonus o Urinary/fecal
PhyS":aI Changes e Pathologic reflexes incontinence
e Brain atrophy associated with frontal o Difficulty walking
lobe dysfunction
e Rigidity

Postural abnormalities

Unresponsive to environment
Loss of ability to speak

Total dependence

Unable to walk

Incontinent

Parkinsonian features

Almost all have seizures

End-Stage
Symptoms




Pre-Clinical Stage

Jokinen et al. (2013) Guidelines for structuring community care and supports for people with intellectual disabilities affected by dementia.

e Sporadic memory lapses

* Getting lost/misdirected

* Gait and walking difficulties

* Confusion with familiar tasks or familiar situations
* Increased frustration, lack of patience

* Personality change




Early Stage Changes

* Loss of memory that further affects performance in daily activities and
social interactions

* Increased confusion with anxiety
 Communication difficulties
* Decreased zest for living
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Mid-stage Changes

* STM loss/difficulty recognizing family, friends and staff
* LTM of people and events confused with the present

* Disengagement from family activities

* Restlessness, pacing, agitation

* Hoarding, wandering and shadowing

e Difficulty understanding and being understood

* Repetitive statements

* Challenging behaviors
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Late/End Stage Changes

* Severe intellectual deterioration
* Immobility

* Falls

* Seizures

e Difficulty swallowing

* Respiratory/breathing problems
 Complete loss of self-care skills
* Conditions leading to death
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Staging Model of Decline

Jokinen et al. (2013)

* Pre-clinical Stage-sporadic changes; 33% conversion rate to dementia in
18 months; conduct assessment when suspicions present.

» Early Stage-Sxs more pronounced/constant; last on average 5-8 years;
increased supervision and supports needed.

* Mid-Stage-increased loss of abilities; greater likelihood of emergence of
challenging bxr; 2-10 years; move to prevention of antecedents.

* Late/End Stage-Severe cognitive/functional deterioration; 1-3 years;
24/7 care needs.
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Diagnosis of Dementia in Persons with Intellectual Disability

* The diagnosis of dementia requires documentation of changes in
personality and social behavior and declines in cognitive function and
daily living skills from a prior level of function

* In the general population this is a relatively straightforward process

* In adults with ID documentation of declines is complex and poses
significant challenges
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Diagnostic Challenges

e Susceptibility to Other Causes of Decline
* Premorbid Cognitive Deficits

* Heterogeneity of skills

* Diagnostic Overshadowing

* Atypical Presentation

e Lack of knowledge and training

* Access to services
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Conditions That Produce a (Potentially) Reversible Dementia

* Hypothyroidism-50% prevalence

» B12/folate deficiency-due to long-term use of anti-seizure meds; oral
contraceptives

* Depression/psychiatric impairment/life stress-common in people with
ID, often co-exists

 Medication effects-narcotic analgesics, sedative hypnotics, anxiolytics,
tricyclic anti-depressants, anti-psychotics
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Conditions that Mimic Dementia

NIH (2011)

e Sleep Apnea-> chronic sleep deprivation; EDS

e Cardiovascular & circulatory defects- common cause of death in people
with ID

* Infection (usually respiratory)- common cause of death

* Osteoporosis/osteoarthritis-->Pain/Joint Problems-> activity/functional
decline

e Sensory Impairments-40-77% hearing loss, 46% cataracts in DS
individuals
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Susceptibilities/Conditions that Mimic

* All conditions can have effects on memory, cognition, mood and
behavior and lead to deterioration in function

* Frequent source of misdiagnosis
e Effects often assumed to be due to Alzheimer disease

 Comprehensive and systematic medical evaluation needed to rule out
reversible causes
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Premorbid Cognitive-Intellectual Impairments

e Adults with ID often lack the skills to perform standardized diagnostic
tests of mental status

— 77% false+ rate using MMSE (Deb & Braganza, 1999).

— Informant reports far superior in detecting dementia

 Compounded by limited ability to self-report, lack of consistent and
reliable documentation of premorbid functioning; high staff turnover.

e Makes it difficult to detect declines unless marked.
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Heterogeneity of Skills

* Often wide-ranging skills between individuals of the same level of ID

e Different “starting points” makes it difficult to detect change without a
baseline for comparison

H



Diagnostic Overshadowing

* High prevalence of emotional, social and behavioral problems in
individuals with ID at baseline, e.g. soliloquy (self-talk); self-stimulatory or self-injurious behavior;

verbal or physical aggression; depression/anxiety; OCD; psychosis

* Behaviors have a strong “perceptual pull” that may overshadow the
emergence of dementia

* Run the risk of misdiagnosis if unfamiliar with the adult or behavioral
problems common to individuals with ID
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Atypical Presentation

* Persons with ID experience the full range of psychiatric impairments
* Psychiatric disorders are 2-4x more common compared to the general

pOPUIatlon (Eaton & Menolascino, 1982; Cooper & Bailey, 2001; Clay & Thomas, 2005)

* Changes in adaptive skills or behavior may predate early impairments in
memory in adults with ID making it difficult to differentiate changes
related to dementia versus new onset behavioral/psychiatric
impairment (or exaggeration of baseline behavioral problem).
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Lack of Knowledge and Professional Training

* Many physicians and healthcare professionals lack training in the needs
of individuals with intellectual disability across the life span (US Public
Health Service, 2002)

 Many clinicians and caseworkers are inadequately prepared to recognize
symptoms or conduct diagnostic assessments of adults with ID who may
be affected by dementia (Perkins & Moran, 2010).

* Few specialists in this area
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Need for Coordinated Screening Process
Tailored to Adults with ID

* Conduct baseline assessments

* Follow longitudinally

* Monitor for sighs and symptoms of decline
 Document declines from “best level of performance”

e Screen on annual basis or as indicated beginning age 40 for DS; 50 for
Non-DSID

» Refer for formal eval when suspicions arise
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But How? And With What?

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

e Offers carers and staff a resource to record changes in cognitive and
adaptive function known to be associated with dementia

* Not an assessment/diagnostic instrument but an “administrative
screen” that provides info to begin conversations with providers about
next steps; plan and prepare
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National Task Group (NTG) on
Intellectual Disabilities and Dementia Practices

 Formed in response to National Alzheimer’s Project Act (NAPA) signed
into law by President Barack Obama

e Comprised of American Academy of Developmental Medicine and
Dentistry (AADMD), Rehabilitation Research and Training Center on
Aging and Developmental Disabilities-Lifespan Health and Function at
the University of Illinois at Chicago, American Association on Intellectual
and Developmental Disabilities (AAIDD).
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NTG-Historical Perspective

* Primary goal to ensure that the concerns and needs of people with ID
and their families, when affected by dementia, were and continue to be
considered as part of the National Plan to Address Alzheimer's Disease
issued to address the requirements of NAPA (Moran et al. 2013).

d



NTG- 3 Primary Objectives

* Creation of an early detection screen to help document suspicions of
dementia-related decline among adults with ID

* Practice guidelines for healthcare and supports related to dementia
among adults with ID

* |dentification of models of community-based supports and long-term
care of persons with ID
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NTG-EDSD

* Gathers information on
— Relevant Demographics
— Ratings of Health, MH and life Stressors
— Review multiple domains of function
— Survey of chronic health conditions
— Signal items that reflect early signs of dementia
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NTG-EDSD

e Can be helpful in training caregivers and staff to become good observers
and reporters of pertinent information

e Serves as a running record of health and function to be reviewed
annually

e Serves as a tool accessible to caregivers who are not trained to do
assessment but have valuable info about change in daily function
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Summary

* Individuals with ID are living longer and as such at increased risk for age-
related conditions such as ADRD, especially in the DS population.

* Diagnosis of dementia in persons with ID is challenging due to their
baseline intellectual limitations and atypical presentation.
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Summary

 Documentation of declines necessary for diagnosis of dementia is
further hampered by a lack of consistent and reliable documentation of
premorbid function, as well as lack of knowledge and training of
physicians and healthcare professionals in the needs of individuals with

ID as they age.

e Standard assessment measures are inappropriate for use with ID adults
as many persons lack the skills to perform these tasks at baseline.
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Summary

 There is a need for an early detection screening tool to be used to
establish both a baseline level of function and one that can be used to
obtain longitudinal measures that indicate change

* With early detection further diagnostic assessment can be carried out to
differentiate dementia from other causes

* Prompt and appropriate treatment can then be initiated at a time when
it is likely to be most helpful
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Summary

* The NTG-EDSD is an informant-based rating tool (administrative screen)
that can be of help in the early identification and screening process.

* |tis an easy to use instrument that offers carers and staff a resource to
record changes in function known to be associated with dementia, and

provides information to begin conversations with healthcare providers
about next steps.
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To Learn More

e Jokinen, N, Janicki, MP, Keller, SM, McCallion, P, Force, LT and the National Task Group on Intellectual
Disabilities and Dementia Practices. (2013). Guidelines for Structuring Community Care and Supports
for People with Intellectual Disabilities Affected by Dementia. Journal of Policy and Practice in
Intellectual Disabilities. 10(1). 1-24.

* Julie A. Moran, DO, Michael S. Rafii, MD,PhD, Seth M Keller, MD, Baldev K. Singh, MD, Matthew P.
Janicki, PhD. The National Task Group on Intellectual Disabilities and Dementia Practices Consensus
Recommendations for the Evaluation and Management of Dementia in Adults With Intellectual
Disabilities. Mayo Clinic Proceedings. August, 2013. Volume 88; Issue 8, P 831-840.

* National Task Group on Intellectual Disabilities and Dementia Practices. (2012). “My thinker’s not
working”: A national strategy for enabling adults with intellectual disabilities affected by dementia to
remain in their community and receive quality supports. www/aadmd.org/ntg/thinker;
www.rrtcadd.org/ www.aaidd.org



http://www.rrtcadd.org/
http://www.aaidd.org/
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Thank You!

* Next Steps
 Questions/Comments
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University of Wisconsin School of Medicine and Public Health
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Objectives

e Describe how behavioral and psychological symptoms of
dementia (BPSD) manifest in persons with
intellectual/developmental disability

* Describe the pharmacological options that may help address
BPSD in persons with intellectual/developmental disability

* Develop an approach to managing BPSD that includes behavioral
& environmental interventions as primary and psychotropic
medications as secondary

d



Overview of dementia

= Cognition

T3 PSPPI |ADLs

MILD

PRECLINICAL COGNITIVE DEMENTIA
i IMPAIRMENT

time course

* change from baseline in instrumental activities of daily living (IADLs) or personal activities of daily living (ADLs)




Causes of mild cognitive impairment (MCI) and dementia

* Alzheimer’s disease

* Lewy body disease / Parkinson disease
e stroke (vascular dementia)

e frontotemporal dementia

* alcohol

e traumatic brain injury

* mixed

d



|/DD and dementia:
the example of Down syndrome

APP gene on

amyloid plaque
chromosome 21 y plag

trisomy 21

PLAQUE




Behavioral & psychological symptoms of dementia (BPSD)

e as categorized by the NTG-EDSD*:

* behavior and affect
* sleep-wake patterns
e other notable significant changes observed by others

* NTG-EDSD = National Task Group (NTG) Early Detection Screen for Dementia (www.aadmd.org/ntg/screening)

H



NTG-EDSD & BPSD: behavior & affect*

appears depressed

withdraws from social activities
withdraws from people

loss of interest in hobbies and
activities

seems to go into own world

shows lethargy or listlessness

talks to self

appears uncertain, lacks confidence

does not know what to do with
familiar objects

increased impulsivity

appears anxious, agitated,
or nervous

shows verbal aggression
shows physical aggression

temper tantrums,
uncontrollable crying,
shouting

wanders

obsessive or repetitive
behavior

hides or hoards objects

* described as: always been the case, always but worse, new symptom in the past year




NTG-EDSD & BPSD (cont’d)

Sleep-wake changes: Other changes:

e excessive sleep .
* inadequate sleep
* wakes frequently at night

e confused at night .
* sleeps during the day
more than usual .

* wanders at night
* wakes earlier than usual
* sleeps later than usual

personality: for example,
subdued when was outgoing

friendliness: for example, now
socially unresponsive

attentiveness: for example,
misses cues or is distracted

weight: weight loss or weight
gain
abnormal movements

d



Why do BPSD arise? (1)

Progressively lowered stress threshold model

—

~ dysfunctional behavior heightened
- — perceived
— stressors
.., anxious behavior ~ o~
L
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fea stress threshold
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Why do BPSD arise? (2)

Unmet needs model

background proximal

factors \ / factors

unmet need

unmet need
not addressed

need-driven,
dementia-compromised
behavior

Kovach et al J of Nursing Scholarship 2005;37:134-140.




Assessment of BPSD (1)

 for each BPSD:

— timing: how often? how long does symptom last? how long has it been
present?

— severity: dangerous? distressing? at risk of escalating?
— antecedents: precipitants? patterns?

— consequences: how do caregivers respond? what works and doesn’t
work?

— history: new behavior? if not new, is it different?

e screen for all BPSD

d



Assessment of BPSD (2)

* review medication list & other substances

* consider medical contributions

* screen for abuse

e screen caregivers for depression, e.g., PHQ-2
* use a structured tool such as the NTG-EDSD

H



Medications that can worsen cognition or cause BPSD

e anticholinergic medications:
* antihistamines
* bladder agents
* tricyclic antidepressants

e opioid pain medications
e antipsychotics

* benzodiazepines

e antiepileptic drugs

Moran et al., Mayo Clin Proc 2013;88(8):831-40

d



Medical problems that can worsen cognition or cause BPSD

* sensory deficits: hearing loss*, vision loss*

* metabolic disturbances: electrolyte abnormalities,
hypo/hyperglycemia, B12 deficiency, hypothyroidism*

* sleep problems: sleep apnea*
e other: constipation, urinary retention, pain*

* especially common in adults with Down syndrome

Moran et al., Mayo Clin Proc 2013;88(8):831-40

d



Overview of management

address medical, environmental & psychosocial problems that may contribute
to behaviors, including pain

discontinue or reduce doses of problematic medications
consult occupational therapy or physical therapy
caregiver education & support

behavioral & environmental interventions

psychopharmacological interventions

— use when behavioral & environmental measures have failed, or when behavior poses a
threat to patient or others

most of the studies are in persons with dementia due to AD who do not have
/DD

American Psychiatric Association, Practice Guideline for the Treatment of Patients With Alzheimer’s Disease and Other
Dementias, 2e (2007); Moran et al., Mayo Clin Proc 2013;88(8):831-40




Try non-pharmacological interventions first

Review the clinical response to nonpharmacological
interventions prior to nonemergency use of an
antipsychotic medication

The American Psychiatric Association Practice Guideline on the Use of Antipsychotics
to Treat Agitation or Psychosis in Patients with Dementia (2016)




Environmental & behavioral interventions

revise care plans to emphasize skill maintenance over skill
acquisition

continue or increase community participation

standardize daily routines

decrease demanding situations at home and other settings
modify the environment to promote safety and support ADLs

change activities to those suited to maintaining attention and
interest

increase activities such as music, tactile participation (e.g.,
gardening), exercise, being read to

sleep hygiene

Jokinen et al., J of Policy & Practice in ID 2013;10(1):1-24




Medication options for cognition

 cholinesterase inhibitors

* donepezil has been studied the most in persons with |/DD and dementia

 some evidence that donepezil may help slow cognitive decline and might
improve quality of life

e but also associated with side effects: nausea/vomiting, diarrhea, insomnia,
fatigue, muscle cramps, loss of appetite, dizziness, syncope, urinary incontinence

* randomized controlled trials have these to be ineffective in persons with
|/DD and dementia:

* memantine

e vitamin E

Prasher et al., Degenerative Neurological & Neuromuscular Disease 2016;6:85-94. §



When to turn to medications for BPSD

Nonemergency antipsychotic medication should only be used for
the treatment of agitation or psychosis in patients with dementia
when symptoms are severe, are dangerous, and/or cause
significant distress to the patient (emphasis added)

Before treatment, the potential risks and benefits from
antipsychotic medication should be assessed by the clinician and
discussed with the patient, surrogate decision maker, or other
family member

The American Psychiatric Association Practice Guideline on the Use of Antipsychotics
to Treat Agitation or Psychosis in Patients with Dementia (2016)




Medication options for behavioral problems

* almost no studies in persons with |/DD and dementia

* have to extrapolate from either studies of persons with dementia without
/DD or those with |/DD without dementia

* in general, limited benefits with significant potential for side effects

 best evidence base for:

e atypical antipsychotics: risperidone, olanzapine, and aripiprazole (based on studies of
dementia without |/DD)

e antidepressants: citalopram, sertraline, trazodone (based on studies of dementia
without |/DD)

 antiepileptic drugs (based on studies of I/DD without dementia)

 all choices are off-label usages and some choices have significant safety
concerns; tolerability is lower in persons with 1/DD
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Antipsychotics

e atypical antipsychotics
* risperidone
* olanzapine
* aripiprazole
* guetiapine

* typical antipsychotics
* haloperidol
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Comparative effectiveness review of antipsychotics for BPSD
(not 1/DD)

Effect in aripiprazole olanzapine uetiapine risperidone
dementia pip : : i i

overall
psychosis + +/- +/- ++
agitation + ++ +/- ++

++ moderate or high evidence of efficacy
+ low or very low evidence of efficacy
+/- mixed results

AHRQ Comparative Effective Review 43, 2011




Safety concerns with antipsychotics

e death (FDA black box warning)

* weight gain
 Diabetes
e Stroke

* extrapyramidal symptoms
* Sedation

« falls

* cognitive impairment

* persons with I/DD more likely to have side effects

Schneider et al Am J Geriatr Psych 2006; 14: 191-210; Ballard et al Expert Opin Drug Safe 2011; AHRQ Comparative Effective Review
43, 2011; Katz et al Am J Geriatr Psych 2004; 12: 499-508; Vigen et al., Am J Psychiatry 2011.




Guidelines for prescribing antipsychotics

prescribe only one antipsychotic at a time

used the lowest effective dose possible

use higher doses only with caution and with close supervision

limit use of add-on medications to treat side effects of antipsychotics

monitor the response to medications: if not effective after 4 weeks,
taper off

decrease/discontinue 4 months after starting; withdraw gradually to
prevent recurrence of symptoms

Prasher et al., Degenerative Neurological & Neuromuscular Disease 2016;6:85-94; The American Psychiatric Association Practice
Guideline on the Use of Antipsychotics to Treat Agitation or Psychosis in Patients with Dementia (2016)




Other medication options to consider

* based on studies of persons with dementia without 1/DD:
— antidepressants
— benzodiazepines
— dextromethorphan
— prazosin
— acetaminophen
— other pain control strategies

* based on studies of persons with /DD without dementia
— lithium (but likely to be poorly tolerated by older adults)

Prasher et al., Degenerative Neurological & Neuromuscular Disease 2016;6:85-94. @



Thank you

Feel free to contact me with questions:
awalaszek@wisc.edu

Your primary contact at the
Wisconsin Alzheimer’s Institute:

Molly Schroeder, CSW
mjschroeder3@wisc.edu
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Early Detection Screen for Dementia (EDSD):
Testimonial and How to Administer

Mickell Wilcenski (Horstman), MS, CTRS

mickell.wilcenski@aptiv.org
NTG Affiliated Regional Trainer,
Lead Recreation Therapist, Aptiv, Inc.

Jody Krainer, MSW, LCSW

jkrainer@wisc.edu
NTG Affiliated Regional Trainer,
Dementia Diagnostic Clinic Network Manager, Wisconsin Alzheimer's Institute
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Objectives

* Increase overall knowledge of the NTG-EDSD tool
* Increase understanding of how to complete the tool
* Increase understanding of when the tool could be administrated

* |ncrease awareness of other individuals to involve when
administering the NTG-EDSD tool

* Review the challenges in diagnosing dementia with individuals living
with an intellectual developmental disability, and the rational for
using the NTG-EDSD tool
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Items to consider...

* Who would you need to consult with
to complete the NTG-EDSD?

* At what point should you take this
tool to the physician?

 What is the best way for you to
obtain the information?

 Who could you involve and in what
capacity?

d



NTG-EDSD - Background Information

NTG-EDSD is... NTG-EDSD is not...
* Informant-based rating tool e Clinical Assessment Tool
— Adults with 1/DD * Designed to diagnose dementia

e Administrative tool

— Review of relevant
information

d



Why it’s important

* Increase our ability to gather and maintain information
* Increase collaborative efforts

¢* INncrease proactive measures
— Improving or maintaining quality of life
— Adapt to needs
e Social/Emotional

* Environmental

* Behavioral

H



Testimonial: How the NTG-EDSD has been used by Aptiv

* Residential Program Goeeler
— Adult Family Home (AFH) ~ 1 1

* Recognition of change by . ‘4‘ o)
staff L &~ X )
— Collaborative effort e —




Testimonial (continued...)

* Changes in behavior * Next steps:
 ABC tracking

— Antecedent : Behavior:

— Medical appointment

Consequence — Follow up
* NTG-EDSD tool completion * AFH staff
— Collaborative effort * Residential Coordinator
e |nformation * Behavior Services
gathering/sharing * NGT-EDSD Administrator
— Diagnosis specific — Tool administered again

— Sundowning

d



Plan of Action

e Continue to train staff using the NTG materials
— Dementia and I/DD
— Diagnosis specific

e Systematic roll out of NTG-EDSD administration A AC& 1O%
throughout Residential Program , 5 c C{,@p\f@;

— Evaluate

* |dentification of next program to roll out EDSD ‘ w ” \“'\f:

administration

H




Helpful Information

Resources to have/use: Limitations:
* Individual’s medical records e The NTG-EDSD is not a
— Including lab tests diagnostic instrument

* Information regarding the

« e . P . .
living environment There is no scoring system

* Information on personal * Opportunity for
functioning gualitative, not

* Information from others guantitative review of
— Family changes
— Staff

d



NTG-EDSD Manual: Appendix A
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APPENDIX A: Instructions for Completing NTG-EDSD

APPENDIX A: Instructions for the completion of the NTG-EDSD.

Item# | lem Title Comment
1 File# For agency use
2 Date Date form completed
3/4 Mame of person Fill in first and last name of person being
screened
S Date of birth Provide day, month, year
[} Age Age when form was completed
7 Sex Indicate male or female
g8 Best description of level of intellectual Draw from any previously completed
disability assessments or estimate if none ever done
0 2] Diagnosed condition Draw from any previously completed
S assessments or estimate if none ever done
% - Current living arrangement of person Pick most appropriate item
()’ 10 General characterization of current physical Pick most appropriate item
« health
. $ 11 Compared to one year ago, current physical Pick most appropriate item
\0 health is:
\’5 12 Compared to one year ago, current mental Pick most appropriate item
health is:
%e \ 13 Conditions present Indicate those diagnosed as well as observed
Q'b ozs 14 Significant recent [in past year] life event Indicate those that occurred
15 Seizures Pick most appropriate item
w& 16 Diagnostic history Complete this item only if the person has been
formally assessed and diagnosed; use
information provided in diagnostic report
17 Reported date of onset of MCl/dementia Indicate month/year when first symptoms
were noticed
18 Comments/explanation about dementia Indicate any behaviors that triggerad
suspicions suspicions or referral for assessment
19 Activities of daily living Pick most appropriate column item for each

‘Always been the case’ means the need,
problem or behavior has been present for a
very leng time

‘Always but worse’ means the existing need,
problem or behavior has further declined
requiring more personal assistance

‘New symptom in past year” means this need,
problem or behavior was not present until
recently

‘Does not apply’ means these needs, problems
or behaviors are not present

20 Language & communication Pick most appropriate column item for each




NTG - EDSD Document

Page 1: Fields1to 9

Mame of person; W Eirst # st

¥l Date of birth: 6 pge:

e NTG - EDSD Manual Instructions
Female tem# | Kem Title Comment
Male Forea |1 File# For agency use

| besti |2 Date Date form completed
I it i icabil
Best descripton oflevel o ntelectualdisabifty e | 3/4 Mame of person Fill in first and last name of person being
No discernible intellectual disability - SCFE? ned
Borderine (1270.75) 5 Date of birth Provide day, month, year
Mild 1D {10.55-69)
Moderate 1D 10 40-54) 6 Age Age when form was completed
Severe |D {10 25-39)
Profound 1D (10,24 and below) 7 Cay
Unknown Current
O Lives — - -
¥ Diagnased condion checkal that app olives | 8 Ei-_est #n_escnptn:un of level of intellectua Draw from any |:-re?'musl~,!I completed
0 Lives disability assessments or estimate if none ever done

Autism 0 '-f*’fs 9 Diagnosed condition Draw from any previously completed
Cerebral palsy ER assessments or estimate if none ever dogg
Down syndrome T Current living arrangement of person Mg o5t appropriate item
Fragile X syndrome 0 Lives =
Intellectual disability o Lives in congregate residential setting
Prader-Will syndrome 0 Lives in long term care facility
Other: o Livesin other:




NTG - EDSD Document, .o

19l General characterization of current physical health:

Excellent

Very good

Good

Fair

Poor

4 Compare

d to one year ago, current physical health is:

Much better

Somewhat better

About the same

142l compared to one vear ago, current mental health is:

| Much better

About the same

Somewhat worse

Much worse

3 con

dition:

s present (check all that apply)

Vision impairment

Blind (very limited or no vision)

Vision corrected by glasses

Hearing impairment

Deaf (very limited or no hearing)

Hearing corrected by hearing aids

Mobility impairment

Not mobile — uses wheelchair

Not mobile — is moved about in
wheelchair

14l significant recent [in past year] life event (check all that apply)

Death of someone close

Changes in living arrangement, work, or
day program

Changes in staff close to the person

New roommate/housemates

lliness or impairment due to accident

Adverse reaction to medication or
over-medication

Interpersonal conflicts

Victimization / abuse

Other:

1 seizures

Recent onset seizures

Long term occurrence

of seizures

Seizures in childhood,
adulthood

not occurring in

No history of seizures

If MCl or dementia is documented complete 16, 17, &18

Page 2: Fields 10 to 18

¢! Diagnostic History
Mild cognitive impairment [MC] or dementia
previously diagnosed (Dx)?:
[ INo
[ ]Yes, MCI
Date of Dx:
s NTG - EDSD Manual Instructions
3 <
Type of qamansi=- . . . . . .
10 General characterization of current physical Pick most appropriate item
- health
S 11 Compared to one year ago, current physical Pick most appropriate item
i m‘;\f‘a health is:
o m’:ﬂ 12 Compared to one year ago, current mental Pick most appropriate item
B health is:
Theport | 13 Conditions present Indicate those diagnosed as w
o | 14 Significant recent [in past year]| life event Indicate those that occurred
15 Seizures Pick most appropriate item
16 Diagnostic history Complete this item only if the person has been
#lcomm formally assessed and diagnosed; use
suspicion informaticn provided in diagnostic report
17 Reported date of onset of MCI/dementia Indicate month/year when first symptoms
were noticed
18 Comments/explanation about dementia Indicate any behaviors that triggered
suspicions suspicions or referral for assessment




NTG - EDSD Document

Inctivities of Daily Living

Needs help with washing and/or bathing

New
symptom
in past

d

Needs help with dressing

Dresses inappropriately (e.g., back to front, incomplete,
inadequately for weather)

Undresses inappropriately (e.g., in public)

Needs help eating {cutting food, mouthful amounts, choking)

Needs help using the bathroom (finding, toileting)

Incontinent (including occasional accidents)

Page 3: Fields 19 to 22

NTG - EDSD Manual Instructions

19 Activities of daily living Pick most appropriate column item for each
120} toogt
Language & Communication [ ‘Always been the case’ means the need,
Does not initiate conversation problem or behavior has been present for a
Does not find words verv long time
Does not follow simple instructions A ;rllr gfmt R th - g
Appears to get lost in middle of conversation ways wmﬁf’ MEAns the exis Il'!g need,
Does not read problem or behavior has further declined
Does not write (including printing awn name) requiring more personal assistance
‘New symptom in post year” means this need,
sleep-Wake Change Patterns N problem or behavior was not present until
Excessive sleep (sleeping more) recently
Inadequate sleep (sleeping less) ‘Does not apply”’ means these needs, problems
WEL;E“;E““E_”:\' at night or behaviors are not present
Confuse ?t night 20 Language & communication Fick most appropriate column item for each
Sleeps during the day more than usual
Wanders at night ; - - -
T ———— 21 5|E'E|}-WB_ ke change patterns P?n:k most appro pr_late column ?tem far each
Sleeps later than usual 22 Ambulation Pick most appropriate column item for each

“ambulation

—

Mot confident walking over small cracks, lines on the ground,
patterned flooring, or uneven surfaces

Unsteady walk, loses balance

Falls

Requires aids to walk




NTG - EDSD Documen

ZElMemory

Does not recognize familiar persons (staff/relativesffriends)

New
been the but symptom
case worse in past apply

year

Does not remember names of familiar people

Does not remember recent events (in past week or less)

Does not find way in familiar surroundings

Loses track of time (time of day, day of the week, seasons)

Loses or misplaces objects

Puts familiar things in wrong places

Problems with printing or signing own name

Problems with learning new tasks or names of new people

**IBehavior and Affect

Wanders

Withdraws from social activities

Withdraws from people

Loss of interest in hobbies and activities

Seems to go into own world

Obsessive or repetitive behavior

Hides or hoards objects

Does not know what to do with familiar objects

Increased impulsivity (touching others, arguing, taking things)

Appears uncertain, lacks confidence

Page 4: Fields 23 to 26

NTG - EDSD Manual Instructions

Appears anxious, agitated, o nervous 23 Memory Pick most appropriate column item for each
Appears depressed 24 Behavior and affect Pick most appropriate column item for each
Shows verbal aggression - - -
Shows physical aggression 25 Adult’s self-reported problems Pick most appropriate column item for each
Temper tantrums, uncontrollable crying, shouting e If-repnrted’ means the adult has Expres.s-ed
Shows lethargy or listlessness .
Talks to self one or more of these things

26 Motable significant changes observed by Pick most appropriate column item for each

1= adult's Self-reported Problems

Changes in ability to do things

others

Assume that these are new behaviors

Hearing things

Seeing things

Changes in “thinking”

Changes in interests

Changes in memory

®=natable Significant Changes Observed by Others

In gait (e.g., stumbling, falling, unsteadiness)

In personality (e.g., subdued when was outgoing)

In friendliness |e.g., now socially unrasponsive)

In attentiveness (e.g., misses cues, distracted)

In weight (e.z, weight loss or weight gain)

In abnormal voluntary movements (head, neck, limbs, trunk)




NTG - EDSD Document

" chronic Health Conditions* Recent [ Condition
condition diagnosed in
past year) last 5 years

Condition
not present

Lifelong
condition

Page 5: Field 27

Bone, Joint and Muscle
Arthritis
Osteoporosis

Heart and Circulation
Heart condition
High cholesterol
High blood pressure
Low blood pressure
Stroke

Hormonal
Diabetes (type 10or 2)

Thyroid disorder
Lungs/breathing
5 |

| L= [ P paN) k| =

0 o

10 Asthma

11 Chronic bronchitis, emphysema
12 Sleep disorder

Mental health

13 Alcohol or substance abuse

15 T Afenion ot ot Fardar NTG - EDSD Manual Instructions

16 Bipolar disorder
17 Dementia/Alzheimer’s disease
18 Depression

12| Eatng oot Gt bl 27 Chronic health conditions Pick mast appropriate column item for each
71 [ Schizophreni [ i
chzophrenia Draw from any previously completed medical

2 Other:
Pain / Discomfort [ . .
23 | Backpan evaluations or current health notes in record
24 Constipation
25 Foot pain
28 Gastrointestinal pain or discomfort
27 Headaches
28 Hip/knee pain
29 Neck/shoulder pain
Sensory [ S S
30 Dizziness [ vertigo
3 Impaired hearing
32 Impaired vision
Other [ S S
33 Cancer — type:
L] Chronic fatigue
35 Epilepsy [ seizure disorder
36 Heartbum / acid reflux
37 Urinary incontinence
38 Sleep apnea
38 Tics/movement disorder/spasticity
40 Dental pain

-

Itams drawn from the Longitudinal Health and Intellectual Disability Survey (University of lllinois at Chicagao)




NTG - EDSD Document

Current Medications )

[
e Page 6: Fields 28 to 32
o o Treatment of chronic conditions

o o Treatment of mental health disorders or behavior problems
o o Treatment of pain

For reviews, attach list of current medications, dosage, and when prescribed

o Listis attached for reviews

[l comments related to other notable changes or concems:

NTG - EDSD Manual Instructions

28 Current medications This item is to help the physician or other
clinician assess whether current medications
may be the cause of behavioral or functional
changes.

Best to include a listing of current medication,
with dosages, when sending or bringing form
to assessment.

Use this item to make comments of use
related to behavior, function, or any events
that may influence behavior

) Next Steps / Recommendations

o Refer to treating physician for assessment

o Review internally by clinical personnel

O Include in annual review / annual wellness visit
o Repeatin months 29 Comments related to other notable

or Conoerns

Form completion information

e ——— e e 30 Mext steps/recommendations Check most relevant item
31 Date completed Date form completed
32 Crganization/agency Mame of organization providing services to the
MName of parson completing form adult
- Mame of person completing form Indicate your name
Relationship to individual (st%. refafive, assessor, etc) - Relationship to individual Indicate whether you are staff, a relative or
someone else
Datels) form previously completed - Date(s) form previously completed If the NTG-EDSD has been completed before,

indicate whan

bl mrimmrem et Pimeiimed frnen thm BEOVIT (i amein Crrmanine Dismebimmneire fme lmdiienle ik neallnseoel MiseniGrine: Man £ WWITL r dnmbad e oh
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In a Nutshell, to be Diagnosed with Dementia...

1. There needs to be a noticeable, measurable decline in

the person’s cognitive abilities; a decline from a previous,
higher level (their norm).

2. There needs to be a noticeable, measurable decline in

the person’s function; a decline from a previous, higher
level (their norm).

3. The changes are not due to a medical reason.

This can be challenging when evaluating someone living
with an intellectual developmental disability.
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Cholesterol Norms

Recommended Hes
DESIRABLE

We have established norms

BORDERLIMNE

HIGH RISK

Cholesterol Less tha - o0 or more for many ]ndlcators on hOW
LDL Cholesterol Less than 110 111 — 129 130 or more h b d . d . .
HDL Cholesterol More than 60 36 — 59 35 or less t e 0) y 1S Olng°

* Blood pressure

Recommended Healthy Le « Weight

Totgls : » Blood composition
Men's Range Less than 180 180 — 199 200 — 239 240 or more
omen's Range Less than 180 180 — 199 200 — 239 240 or more * PU[SG
HDL -
)
Men's Range 50 or more 45 — 49 35— 44 34 or less BlOOd VOlume
Women's Range 60 or more 55 — 59 40 — 54 39 or less ° Heart rate
Total Cholestercl/HDL Ratio
Men's Range 4.0 or less 4.1 —5.0 5.1 — 6.5 6.6 or more ° BOdy MaX Index (BMI)
Women's Range 3.3 or less 3.4—-45 4.6 —6.5 6.6 or more
LDL Cheolesterol
Men's Range 100 or less 100 — 129 130 — 159 160 or more
Women's Range 100 or less 100 — 129 130 — 159 160 or more The norms were
established through
Screening Recommendations large research projects
Bad Cholesterol 199 I 200
Level mg or less Mg or more
. Consult your physician for specific A complete cholesterol panel is
= F
creening Frequency screening guidelines. recommended. See your physician.
LDL {low density lipoprotein) = 'BAD' cholesterol HDL (high density lipoprotein) ="'G00D"' cholesterol

Sources: Mational Cholesterocl Education Program guidelines, 2010.




Measurable Cognitive Decline SLUMS Examination

Questions about this assessment tool? E-mail aging

5. You have $10(‘l‘and you go to the store and buy a dozen apples for $3 and a tricycle for $20.
How much did you spend?

2. There needs to be a noticeable, How much do you have left?
measurable decline in the person’s
cognitive abilities; a decline from a

to be diagnosed...

o

8. I am going to give you a series of numbers and I would like you to give them to me backwards.
For example, if I say 42, you would say 24.

previous, higher level (their norm). 087 0 649 0 5537 o
11. Tam going to tell you a story. Please listen carefully because afterwards, I'm going to ask you
Standardized tests with norms some questions about i,

. are used to determine there has Jill was a very successful stockbroker. She made a lot of money on the stock market. She then met
been a decline from a previous, Jack, a devastatingly handsome man. She married him and had three children, They lived in Chicago.
higher level. She then stopped work and stayed at home to bring up her children. When they were teenagers, she

“ Department went back to work. She and Jack lived happily ever after.
\L Veterans Aff @ What was the female’s name? ® What work did she do?

© When did she go back to work? @ What state did she live in?

HiGn Scnoon Epvcanion LEss tHanN Hign Scrnoon Epvcarion
e . = Normal
. RS a’(,\o“ 21-26 MNCD* 20-24
Ed\)c 1-20 Dementia 1-19
¢ * Mild Neurocognitive Disorder

SH Tarig, W Tumosa, JT Chibnall, HMM Perry II, and JE Morley. The Saint Louis University Mental Statas
(SLUME) Examination for Detecting Mild Cognitive Impairment and Dementia is more gsensitive than the hMini-
Blental Status Examination (MMSE) - A pilot study. Am J Geriatr Peychiatry 14:900-910, 2006,




In a Nutshell, to be Diagnosed with Dementia...

Measurable decline in cognitive abilities

s

Measurable decline in function (ADLs and IADLs)

o

Changes are not due to a medical reason

So, what are the challenges in diagnosing dementia with
someone living with an intellectual developmental disability?
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Overcoming the Challenges in Diaghosing Dementia in
Persons Living with Intellectual Disability

* Establish their personal baseline, their “norm” by:
— Completing the Early Detection Screen for Dementia (NTG-EDSD)

— Maintain records on the whole person (cognitive, medical, social,
vocational, legal, behavior, function...)

— Technology: video tape, audio tape (better at capturing qualitative
changes)

d



Early Detection Screen for Dementia (NTG-EDSD)

National Task Group on Intellectual Disabilities and Dementia Practices
recommends:

— Begin doing at age of 40 years for those living with Down Syndrome

— Other at-risk persons with an intellectual disability when there is suspicion of changes
— Then annually there after

* Another train of thought is to do the screen at the age of 35 years for all individuals
living with an intellectual disability, then annually and when a concern arises

| have been advocating completing the initial screen at the time of transition from
secondary schools to post-school options.




Early Detection Screen for Dementia (NTG-EDSD)

e Helpful in training caregivers to become good observers
e Serves as a ongoing record of health and function
 Multiple languages:

= English = Dutch

= German " French

= Jtalian = Scottish

= Greek = Japanese

Spanish, North American

H



Prevalence of Alzheimer’s Disease and Down Syndrome

Those in their 50's Those in their 60's

M Are living with Alzheimer's disease W Are living with Alzheimer's disease

Are NOT living with Alzheimer's disease Are NOT living with Alzheimer's disease

National Down Syndrome Society: Aging and Down Syndrome: A Health & Well-Being Guidebook:
http://www.ndss.org/wp-content/uploads/2017/11/Aging-and-Down-Syndrome.pdf



http://www.ndss.org/wp-content/uploads/2017/11/Aging-and-Down-Syndrome.pdf
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Case Application




NTG - EDSD Document

Flrile #:

Name of person; BIEirst

¥ Date of birth:

g Sex:
Female
Male

¥l Best description of level of intellectual disability

No discernible intellectual disability

Borderline {10 70-75)

Mild 1D {10/55-69)

Moderate 1D (10 40-54)

Severe ID (10 25-39)

Profound ID (10,24 and below)

Unknown

Bl Diagnosed condition (check all that apply)

Autism

Cerebral palsy

Down syndrome

Fragile X syndrome

Intellectual disability

Prader-Willi syndrome

(ther:

P Date-

O ast

@ Ape:

Instructions:
For each question black, check the item that
hest applies to the individual or situation.

Current living arrangement of person:

o Lives alone

o Lives with spouse or friends

o Lives with parents or other family members

o Lives with paid caregiver

o Lives in community group home, apartment,
supervised housing, etc.

o Lives in senior housing

o Lives in congregate residential setting

o Livesin long term care facility

o Livesin other:

Page 1: Fields1to 9




NTG - EDSD Document .o e

() General characterization of current physical health: ) Seizures
[ ]
Page 2: Fields 10 to 18
Very good Long term occurrence of seizures [ ]
Good Seizures in childhood, not occurring in
Fair adulthood
Poor No history of seizures

) compared to one year ago, current physical health is:

If MCI or dementia is documented complete 16, 17, &18

Much better
Somewhat better " piagnostic History
About the same Mild cogntive impairment M1 or demeni
cognitive impairme or dementia
Somewhat worse previously diagnosed (Dx)?:
Much worse
[ INo
4 Compared to one year ago, current mental health is: [ ]¥es, MCI
Much better Date of Dx:
Somewhat better [ 1Yes, dementia
About the same
Somewhat worse Date of Dx
Much worse Type of dementia: \
(13) —
Conditions present (check all that apply) Diagnosed by:
atrician
Vision impairment © Neurologist
8lind (very limited or no vision) o Physidan
Vision corrected by glasses E sm'al:;; )
Hearing impairment o Other:
Deaf (very limited or no hearing)
Hearing corrected by hearing aids ¢
Mobility impairment ®Ipeported date of onset of MCI/dementia
Not mobile - uses wheelchair [When suspicion of dementia first arose]
Not mobile - is moved about in Note approximate year and month
wheelchair \
4l significant recent [in past year] life event (check all that apply)
“lcomments / explanations about dementia
Death of someone close suspicions:
Changes in living arrangement, work, or
day program
Changes in staff close to the person
New roommate/housemates
lliness or impairment due to accident
Adverse reaction to medication or
over-medication
Interpersonal conflicts
Victimization / abuse
Other:




NTG - EDSD Document

i Wl % Page 3: Fields 19 to 22

apply

I activities of Daily Living
Needs help with washing and/or bathing
Needs help with dressing
Dresses inappropriately (e.g., back to front, incomplete,
inadequately for weather)
Undresses inappropriately (e.g., in public)
Needs help eating (cutting foad, mouthful amounts, choking)
Needs help using the bathroom (finding, toileting)
Incontinent (including occasional accidents)

®I anguage & Communication
Does not initiate conversation
Does not find words
Does not follow simple instructions
Appears to get lost in middle of conversation
Does not read
Does not write (including printing own name)

[zllsleep-Wake Change Patterns
Excessive sleep (sleeping more)
Inadequate sleep (sleeping less)
Wakes frequently at night
Confused at night
Sleeps during the day more than usual
Wanders at night
Wakes earlier than usual
Sleeps later than usual

o

lambulation
Not confident walking over small cracks, lines on the ground,
patterned floaring, or uneven surfaces
Unsteady walk, loses balance
Falls
Requires aids to walk




NTG - EDSD Document

Always Always New Does

T e | VR Page 4: Fields 23 to 26

ZElpemory
Does not recognize familiar persons (staff/relatives/friends)
Does not remember names of familiar people
Does not remember recent events (in past week or less)
Does not find way in familiar surroundings
Loses track of time (time of day, day of the week, seasons)
Loses or misplaces objedts
Puts familiar things in wrong places
Problems with printing or signing own name
Problems with learning new tasks or names of new people

*lgehavior and Affect
Wanders
Withdraws from social activities
Withdraws from people
Loss of interest in hobbies and activities
Seems to go into own world
Obsessive or repetitive behavior
Hides or hoards objects
Does not know what to do with familiar objects
Increased impulsivity (touching others, arguing, taking things)
Appears uncertain, lacks confidence
Appears anxious, agitated, or nervous
Appears depressed
Shows verbal aggression
Shows physical aggression
Temper tantrums, uncontrollable crying, shouting
Shows lethargy or listlessness
Talks to self

12 padult's Self-reported Problems
Changes in ability to do things
Hearing things
Seeing things
Changes in ‘thinking”

Changes in interests
Changes in memaory

*Iyotable Significant Changes Observed by Others
In gait (e.g., stumbling, falling, unsteadiness)

In personality (e.g., subdued when was outgoing)

In friendliness (e.g., now socially unresponsive)
In attentiveness [eg., misses cues, distracted)

In weight (e.g., weight loss or weight gain)
In abnormal voluntary movements (head, neck, limbs, trunk)




NTG - EDSD Document

™IChronic Health Conditions* [ Recent [ Condition | Lifelong [ Condition | ° e
condition diagnosed in condition not present a ge ° I e

[past year) last 5 years

Bone, Joint and Muscle
Arthritis
Osteoporosis

Heart and Circulation
Heart condition
High cholesterol
High blood pressure
Low blood pressure
Stroke

Hormonal
Diabetes (type 10or 2)

Thyroid disorder

Lungs/breathing
5 |
|

| L= [ P paN) k| =

0 o

10 Asthma

11 Chronic bronchitis, emphysema
12 Sleep disorder

Mental health

13 Alcohol or substance abuse

14 Anxiety disorder

15 Aftention deficit disorder

16 Bipolar disorder

17 Dementia/Alzheimer’s disease
18 Depression

19 Eating disorder (anorexia, bulimia)
20 (Ohsessive-compulsive disorder
21 Schizophrenia

2 Other:
Pain | Discomfort =
23 Back pain
24 Constipation
25 Foot pain
26 | Gasirointestinal pain or discomiort \
27 Headaches
28 Hip/knee pain
29 Neck/shoulder pain

Sensory

30 Dizziness [ vertigo

3 Impaired hearing

32 Impaired vision

Other
Cancer — type:
Chronic fatigue
Epilepsy [ seizure disorder
Heartbum / acid reflux
Urinary incontinence
Sleep apnea
Tics/movement disorder/spasticity
Dental pain

5|48 5| <) & | ) ] &3

*I1tams drawn from the Longitudinal Health and Intellectual Disability Survey (University of lllinois at Chicagao)




NTG - EDSD Document

B Page 6: Fields 28 to 32

o o Treatment of chronic conditions
o o Treatment of mental health disorders or behavior problems
o o Treatment of pain

For reviews, attach list of current medications, dosage, and when prescribed

o Listis attached for reviews

=l comments related to other notable changes or concemns:

I jext steps / Recommendations
o Refer to treating physician for assessment
o Review internally by clinical personnel

o Include in annual review / annual wellness visit

O Repeatin months

Form completion information

Enate completed 2 Organization / Agency \

MName of person completing fom

Relationship to individual (st=f, redative, assessor, ete )

Date(s) form previously completed

errss] melw e aet - Pacsmd fenen thae MEAIN (* Mamrantia Germanine Diactinen-ire frr lodibdonle with [ntallactaed Mirhibtiar: Nah © WWIT] e ~cdambed iete th




Case Application Discussion

e Overall, how did it go?

* How long do you think it would take to do, the initial, the annual follow-up, or at the
time of change of condition?

* Do you like the tool? Why or why not?

* Any drawbacks or barriers to using the tool? Do you think it would be beneficial to
use the tool? Why or why not?

* Do you think the NTG-EDSD would enhance your organization’s service delivery?
Why or why not?

* Other comments, thoughts, or questions?

d



What needs to happen to make NTG-EDSD
a reality in your organization?

d
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Who Benef
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References

* Esralew, L., Janicki, M.P., DiSipio, M., Jokinen, N., Keller, S.M. and Members of the
National Task Group on Early Detection and Screening. (2013). National Task
Group Early Detection Screen for Dementia: Manual. Available from
www.aadmd.org/ntg/screening

e Visit: http://aadmd.org/ntg (American Academy of Developmental Medicine and

Dentistry)



http://www.aadmd.org/ntg/screening
http://aadmd.org/ntg

Your Contact at the
Wisconsin Alzheimer's Institute:

Molly Schroeder, CSW

Dementia Programs Manager
(608) 262-6910

mjschroeder3@wisc.edu

Thank-you
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