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Providing adequate and appropriate care and
services to people with intellectual disabilities (ID)
affected by dementia

Knowing what are the presenting problems
Looking at what the natural environment offers
Adapting the environment to accommodate changes

Knowing how decline will progress and what behaviors
may be evident and when

Continuing to adapt environment, including supports
Planning forward



We need to be aware of
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having readily available assessment and
diagnostic services

special needs In early stagg mostly early
memory loss and frustration due to noticed
changes

OOAET ET ¢ A& O ABRABRLOEI Kb C

environments, whether at home or in programs

preparing for eventual loss of capabilities(e.g.,
advance directives, housing, financial instruments, etc)

accommodating late stage care



When Does Onset Occur?

Note difference between DS (yellow)
and other ID (green)

Onsetis speculative . . .
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Source: anicki, M.P. & Dalton, A.J. (2000). Prevalence of dementia
and impact on intellectual disability services. Mental Retardation,38 277289

Janicki



Dementia-Changes Over Time
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Hypothetical test scores
on series of performance
measures over 5 years

Although all generally
begin at about same
level, different rates of
decline occur over time



Assessmentchallenges

_ack of training among clinicians

_ack of knowledge of assessment
orotocols to assess dementia

_ack of assessment services

_ack of familiarity with identifying
dementia among medical
practitioners

Confusion by symptoms and
misdiagnosis

Reversible causes of
dementia like behaviors

Adverse drug reaction
Depression

Metabolic changes
Nutritional deficiencies

Head injuries
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Common symptoms

Memory l0SS

Difficulty performing familiar tasks
Problems with language
Disorientation to time and place
Poor or decreased judgment
Problems with keeping track of
things

Misplacing things

Changes in mood or behavior
Changes in personality

Loss of initiative



ARICEPT® MEMORY CHECKLIST Answer the following questions to help find out if the memory problems

of the person you care for could be symptoms of Alzheimer’s disease.

>

Your answers to this checklist do not mean the person you have answered for has a disease such as Alzheimer’s. But it may mean a
check-up is needed. Bring this checklist with you to the doctor. Discuss any questions or worries you may have with him or her.
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Does the person often repeat or ask the same questions over and over?

Is the person more forgetful, that is, having trouble with short-term memory?

Does the person need reminders to do things like chores, shopping, or taking medicine?
Does the person forget appointments, family occasions, or holidays?

Does the person seem sad, down in the dumps, or cry more often than in the past?

Has the person started having trouble doing calculations, managing finances, or
balancing the checkbook?

Has the person lost interest in activities such as hobbies, reading, attending church, or
other social activities?

Has the person started needing help eating, dressing, bathing, or using the bathroom?

Has the person become more irritable, agitated, suspicious, or started seeing, hearlng, or
believing things that are not real?

Are there concerns about the person driving, for example getting lost or driving unsafely, or
has the person had to stop driving?
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I'l. Does the person have trouble finding words, finishing sentences, or naming people, or things?
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TOTALS D

Tear off this Aricept® Memory Checklist and bring it Total “YES” Responses
with you when you speak to the doctor. If “Yes” is answered to 5 or more questions, see the doctor.

Adapted from Mundt |C, Freed DM, Griest JH. Lay person-based screening for early detection of Alzheimer’s disease: development and validation of an instrument. | Gerontol B Psychol Sci Soc Sci. 2000; 55B:163-170.




Triggers for Suspecting Dementia

Family brings in adult with ID/DS or
raises concern

Acute or chronic duration changes

Problems identified during office
visit
memory/thinking problems

symptoms (weight loss, appearance,
functional difficulties) trigger
suspicions

self-report

Problems identified in health
setting
nursing or other staff note problems

dementia identified in emergency
room, hospital, etc

Problems identified in community

friends, neighbors, church members
or others report

accidents or falls at home
police referral

confusion and disorientation
(getting lost)

Problems identified within
residential setting
Noticeable disorientation

Strange behaviors, such as hoarding,

wandering constantly, new
shadowing, etc.

Loss of interest and notable change
in personality

[Source: adapted from Boise et al., 1999The Gerontologis},, ...
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Early & Periodic Screening

Applying screening and Protocol for recording a set of

assessment measures signal performance tasks and
Controversy as to whether this behaviors linked to potential
IS intrusive early expression of dementia

Ba.lance PRYACYSarcK Can be used as part of the
Benefits ET AEOEAOAI 60 DPAOI Al
Pick up on early warning signs program plan to periodically track

Helpful with early differential SRR At might
Indicate cognitive and motor

dx : : .
: : changes associated with dementia
Associate with data from
biomarkers PCAD Prgjeeg ¢
Easy ways to collect quick - e‘I:;°5°;f° o
impressionistic data s m

Available at

http://www.uic.edu/orgs/rrtcamr
/recordingbehav.htm
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Dementia related behaviors

Compromising behaviors Nuisance behaviors
Agitation Rummaging
Combativeness and aggression - Hiding
Resistance Hoarding
Catastrophic reactions or Shadowing
extremes in emotional

Repetitive activities

Pica (gating non-food
things)

response

Suspiciousness

Delusions, and hallucinations
Sundowning

Wandering
17



Dementia related behaviors

Compromising behaviors Nuisance behaviors

Agitation Rummaging
Combativeness and aggression - Hiding

Resistance Hoarding
Catastrophic reactions or Shadowing
extremes in emotional Repetitive activities
response

Pica (gating non-food

Suspiciousness things)

Delusions, and hallucinations
Sundowning
Wandering
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Amnestic MCI: Cognitive
AD brain memory problems; decline
changes start other cognitive accelerates
decades before functions OK; after AD
symptoms brain compensates diagnosis
for changes

.. Normal age-related
" memory loss

Total loss of
independent
function

, l

60 80 Death
Life Course

" Healthy Aging B8 Amnestic MC| I8 Clinically Diagnosed AD
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Varying trajectories may be a function of the etiology and
nature of the dementia, the health of the person, and/or
measurement artifacts

Source: Figure 1 fromWilkoszAO Al 8h j a1 1T yqgqs8 40AEAAQOI OEAO | ugerdafiogdl EOEOA A
Psychogeriatrics 28,110.



Retrogenesis & a model for AD care

Development Decline

years years

[Reisberg et al. (2002).Evidence and mechanisms of retrogenesis in

Alzheimer's and other dementias: management and treatment import. Am

J Alzheimers Dis Other Demen,17(3):1694]

 Retrogenesis is theprocess by which
degenerative mechanisms reverse the
order of acquisition in normal
development

 The functional stages of AD
precisely and remarkably mirror the
acquisition of the same functional
landmarks in normal human
development

 The stages of AD can be translated
into corresponding developmental
agesand the ageassociated needs can
be used to account for the overall
management and care needs of adults

with AD
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Late stage indicators

Measures of risk of death Difficult to predict

due to dementia include: mortality in persons with
Age dementia
Shortness of breath High-quality palliative care
Bowel incantinence is prescribed toward end
Welgf;]t loss | of-life
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recommended

Prognostic Tool (ADEPT)z
the higher the score the
higher the risk of death

Source: Prediction of 6Month Survival of Nursing Home Residents With Advanced Dementia Using ADEPTvs Hospice
Eligibility Guidelines. Susan L. Mitchell; Susan C. Miller; Joan MTeno; Dan K. Kiely; Roger B. Davis; Michele L. Shaffer.
JAMA. 2010;304(17):192935.



Anticipating onset and change

The limitations of defining onset are understood
There Is familiarity with symptoms

Assessments are sensitive and targeted toward picking
up functional change

Assessments discriminate rationale for decline or
change

Assessments help identify trajectories
Assessments help define nature of care adaptations






Dementia 1s not unitary

Dementia Is a term delineating a set of behavioral
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or impairment, behavioral decline, and changes in
overall personal functioning

However, changes due to dementia may have different
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nature of the neuropathology

Knowing the underlying cause of the dementia can
help with planning care and estimating future needs



Benetits of differentiating type of
dementia?

Diagnostic precision
Potential medication treatment variations
Developing expectations of residual life years

Setting up care management plans on expected
behavioral presentations and progression

Communication and interaction variations
Projecting expectations for change in care needs







Diagnostic Differences

Vascular dementia

Abrupt onset

Underlying vascular
disorder present (e.g.,
hypertension, heart
disease)

Early impairment in
motor skills

Brain scan shows
evidence of strokes or
related changes
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Gradual onset,
relentless progression

Underlying vascular
disorder not always
present

Deterioration In a
broad range of
Intellectual disabilities




Dementia with Levy
Bodies

Frontotemporal
Dementia

Ve

| 1T UEAEIT AOB8O

Dx of dementia plus two of
the following features:
(1) prominent
fluctuation in cognition
and alertness

(2) recurrent visual
hallucinations

(3) spontaneous motor
features of parkinsonism
(not drug -induced)

Early personality changeand
abnormal behavior; loss of
social graces; marked change
in character and disordered
interpersonal conduct;
emotional blunting with loss
of empathy and sympathy;
wyperoralityd j 1T OAOA
food fads, smoking and oral
exploration of objects)

Early memory loss spatial
disorientation and language
deficits; late personality
change (interpersonal skills,
social graces, manners are
preserved until later in the

Aliggage); h

Visual hallucinations include
seeing people, animals
or objects

Depression, delusions,
repeated falls and
Syncope(fainting)

Working memory tends to be
worse, episodic
memory tends to be
better, and sematic
memory tends to be
equal to patients with
AD

Speech output reduced,
adynamic z later mutism

Memory variable

Visuospatial function
preserved

SPECT: anterior
hypoperfusion
EEG: normal

Fluent aphasia with poor
comprehension

Severe amnesia
Spatial disorientation
SPECT: posterior

hypoperfusion
EEG: slow
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Total 5.1 Million
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2050
Current Trajectory

Total 13.5 Million
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