MAINTAINING THE ESSENCE OF A LOVED ONE: ADVOCATING FOR PROPER CARE
OF AN INDIVIDUAL WITH AN INTELLECTUAL OR DEVELOPMENTAL DISABILITY

AND DEMENTIA
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MIND & MEMORY MATTERS PROJECT

* Alzheimer’s Disease Initiative — Specialized Supportive Services Grant

(Administration for Community Living)

Greater WI Agency on Aging Resources (GWAAR)

e Alzheimer’s Association — Greater WI Chapter

e Wisconsin Alzheimer’s Institute (WAI)

e  UW-Oshkosh Center for Career Development and Training

e WI Board for People with Developmental Disabilities(BPDD)

e Partnership between WBPDD and WI Department of Health Services (DHS) to
inform families and care providers on the prevalence of Alzheimer’s/dementia
in the Intellectual/Developmental Disabilities community

* Provide outreach, screening, training, and support for professionals, families
and individuals with 1/DD

 Overall outcome is to increase the quality of life for people with dementia and

their caregivers (.\)“};;;:gnsin
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HEALTHY AGING AND I/DD

Health Disparities and Challenges

P
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Factors Impacting Healthy Aging

Healthy aging is impacted by the following factors:
* Poor lifespan health practices

* Long-term conseqguences of early-life therapeutic
Interventions
e EX. Post polio syndrome

* Prolonged usage of medications adding to chronic
conditions in older age (adverse drug reactions &
polypharmacy)

 Ex. Thorazine

Continued on next slide.
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Factors Impacting Healthy Aging (cont.)

* Problems with accessing health services
« Not having medical personnel familiar with 1D
* Not tracking risk conditions

» Age-associated pathologies
» Dementia, cardiovascular disease, etc.

e Lack of exercise

« Poor nutrition and bad eating habits
« Ex. Chewing, swallowing problems in Cerebral Palsy
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Challenges to Healthy Aging in

Adults with 1/DD

Medical history is often incomplete or unknown.

o Staff turnover

« Family not available for information, historical documentation
unavailable

» Health care provider turn over

* Providers not understanding baseline functioning of the presenting
older adult with I/DD

» IDEA: Video can provide a visual of the person over their lifespan.
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Diagnostic Overshadowing

The tendency for clinicians to attribute symptoms or
a change in behaviors of a person with |/DD to their
underlying cognitive deficits and therefore under-

diagnose the presence of co-occurring disease such
as dementia.
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Health Care Disparities for
Adults with I/DD

No required [f No medical :
textbooks on Few Few patients

No required training on . Little in health care
training on ID aging unless aging and ID : practitioners :
available providers

in medical you are going * No references in with :
schools into the field most textbooks research caseload with

o on ID expertise ID diagnosis
of geriatrics
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Dementia and I/DD
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Risk of Dementia in I/DD

Most adults with I/DD are
typically at no more risk than
the general population.

Exception: Adults with
Down syndrome are at

increased risk!
e Younger (40’s and ‘50’s)
* More rapid progression.
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Dementia Prevalence: 1/DD vs. DS

Intellectual/Developmental

Disability Down Syndrome
IR T T T
3% 22%
60+ 6% 60+ 56%
80+ 12%

Matthew P. Janicki and Arthur J. Dalton (2000) Prevalence of Dementia and Impact
on Intellectual Disability Services. Mental Retardation: June 2000, Vol. 38, No. 3,
pp. 276-288.
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Irreversible

Dementias

The
symptoms we
call
“dementia”
can have
many
different
causes.

Alzheimer’s
disease is the
most
common.

Image: Dementia Forward
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DEMENTIA

Defined: An 'umbrella’ term used to describe the symptoms of a group of
more than 100 conditions that impair memaory, beh

The most common causes of dementia are outlined below.

Parkinsons
disease (PD)
accounts for 5% of
dementia cases,
PD is & degenerative
disorder of the central
nerous system.

Vascular dementia
{VaD)
s the second most
common form of |
dementia accounting 5;
for 20% of cases. ;
al occurs through a .l | of dementia
reduced blood supply/ \ accounting for
y 50-T0%. AD iz
\.a degenerative
disease that
attacks the
% " brain resulting
: in imparied
functioning.

/ Alzheimers
| disease (AD)
is the most

| common form |

|

i
,/' abnormal
* brain cells.

Fronto-temporal
dementia (FTD)
accounts for 5% of
dementia cases. FTD
is associated with
rounded and tangled
bundles of protein in
brain nerve cells.

" Dementia with
FLewy bodies (DLB)
{ accounts for 15% of
| dementia cases.DLB is
associated with Lewy
bodies which are

ours and thinking
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Alzheimer’s Disease

e Damage begins 10 — 20 years before symptoms begin
to show!

* Most people with Alzheimer’s disease have “late-
onset” Alzheimer’s. (After age 65)

e Early-onset Alzheimer’s is a rare form of the disease.
(Age 30-60)

* Individuals with Down syndrome develop Alzheimer’s
at a younger age than the general population.
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Down Syndrome & Alzheimer’s Disease
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Why a Focus on DS?

Down syndrome is one of the most significant risk
factors for Alzheimer’s disease.

e Over age 40 - approximately 25% will
show clinical signs of dementia.

e Over age 60 - approximately 60% wiill
show clinical signs of dementia

P
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Premature Aging in Down Syndrome

e Life expectancy has continued to increase for
people with Down syndrome.

e Aging increases risk for physical and cognitive
changes for people with DS.

 Many individuals with DS age prematurely (age in
their 50s).

e Adults with DS are at risk for diseases and changes
about 20 years earlier than the general population.
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Down Syndrome: Life Expectancy
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		696				MK		46		F		T21				cognitive change														1

		1400				RA		51		M		T21				cognitive change														1

		1759		36		SH		53		M				3/2		cognitive change		NPD		NPD		NPD		NPD		NPD		NPD		0				29

		1883				DF		58		M						cognitive change														1				42

		1746		38		JE		50		F		T21				DAT		DAT		DAT		DAT		DAT		DAT		DAT		1				31

		76				JM		51		F		?		?		DAT		DAT				DAT				DAT		DAT		2				1

		1635		30		MP		51		F		T21		3/3		DAT		DAT				DAT		DAT		DAT		DAT		2				25

		95				MR		55		F		T21				DAT						DAT				DAT		DAT		1

		1438				DE		57		M		T21		3/3		DAT		DAT				DAT				DAT		DAT		1				15

		1430				HM		40		F		T21		3/4		DAT on History		DAT				DAT				DAT		DAT		1				6

		1748		35		CR		41		F		T21		3/3		DAT on history		NPD		NPD		NPD		NPD		NPD		NPD		0				28

		1400				RA		51		M		T21				deep white matter ischaemic change														1

		1525				CT		21		F		T21				DEP														2				11

		1580				SC		21		F						DEP		DEP				DEP				DEP		DEP		2				18

		1477				JS		24		F						DEP						DEP				DEP		DEP		1				16

		1525				LC		24		F						DEP		DEP				DEP				DEP		DEP		3				10

		1956				DD		25		M		T21				DEP						DEP								1

		1563				LA		27		M		T21		3/4		DEP												DEP		3				22

		1280				JV		30		F						DEP														2				8

		299				RB		33		F		T21				DEP		DEP				DEP				DEP		DEP		3				17

		186				MT		33		M				3/4		DEP		DEP				DEP				DEP				2				5

		1809				SF		35		M		T21		3/3		DEP												DEP		2				26

		1476				TB		36		M		T21		3/3		DEP		DEP		DEP		DEP		DEP		DEP		DEP		2				13

		1814				IC		36		M		T21		3/2		DEP						DEP				DEP		DEP		2				41

		174				SL		38		F						DEP														5				4

		1635				MP		51		F		T21		3/3		DEP												DEP		2				25

		1686				JA		52		M		T21		3/3		DEP		DEP		DEP		DEP		DEP				DEP		3				38

		1935				ET		23		F		mosaic		3/3		DEP		DEP				DEP				DEP		DEP		1				43

		1604		29		BT		32		M		T21		4/4		DEP														2				23

		1767		44		CJ		42		F						DEP - treated														2				36

		1563				LA		27		M		T21		3/4		Dysthymia														3				22

		174				SL		38		F						GAD														5				4

		1440				RS		41		M						GAD				GAD								DEP		1				2

		1525				LC		24		F						GAD														3				10

		1563				LA		27		M		T21		3/4		Grief														3				22

		1509				PC		20		M		T21				NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				12

		1805		47		MP		23		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				39

		1755		42		TD		24		F		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				34

		1805				MP		24		M		T21		3/3		NPD														0				40

		1436				EA		25		M						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				14

		1112				CS		26		M						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				9

		1674		45		JF		26		M				3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				37

		1754		33		MS		39		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				27

		1756		41		DM		44		M		T21				NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				33

		1757		40		MS		45		F						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				32

		1471				HS		47		F						NPD		NPD				NPD				NPD		NPD		0				2

		1571		26		AR		51		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				20

		1747		34		DP		52		F						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				24

		1814				IC		36		M		T21		3/2		OCD		OCD				OCD						OCD		2				41

		1580				SC		21		F						OCD								OCD				OCD		2				18

		519				GF		28		M						OCD						OCD						OCD		2				7

		1280				JV		30		F						OCD						OCD						OCD		2				8

		1819				MD		30		M		T21		3/3		OCD				OCD								OCD		1

		1604				BT		32		M		T21		4/4		OCD								OCD				OCD		2				23

		299				RB		33		F		T21				OCD						OCD								3				17

		186				MT		33		M						OCD						OCD						OCD		2				5

		1809				SF		35		M		T21		3/3		OCD				OCD		OCD		OCD				OCD		2				26

		174				SL		38		F						OCD						OCD						OCD		5				4

		1767				CJ		42		F						OCD								OCD				OCD		2				36

		1749				CH		48		M		T21		3/4		OCD						OCD								1				19

		1749		37		CH		48		M		T21		3/4		OCD				OCD		OCD		OCD				OCD		1				30

		1686				JA		52		M		T21		3/3		OCD								OCD				OCD		3				38

		1563		28		LA		27		M		T21		3/4		Phobia leaving home														1				22

		174				SL		38		F						Phobia leaving home														5				4

		1525				CT		21		F						Phobia-Animal				Phobia-Animal				Phobia-Animal		Phobia-Animal				2				11

		1476				TB		36		M		T21		3/3		Phobia-Flying				1759				Phobia-Flying						2				13

		1181		43		RU		34		M		T21				Psychosis and Depression														1				35

		174				SL		38		F						PTSD														5				4

		76				JM		51		F		?		?		PTSD		PTSD				PTSD				PTSD		N/A		2				1

		1548		27		WG		42		M		T21		3/3		Self protective behaviour, past assaults		NPD		NPD		NPD		NPD		NPD		NPD		0				21

		1809		49		SF		35		M						SIB - Severe														2				39

		1686		46		JA		52		M		T21		3/3		Simple phobia				Specific Phobia - Situational						Simple phobia				3				38

		1563				LA		27		M		T21		3/4		Specific Phobia - Leaving Home				Specific Phobia - Situational				Specific Phobia - Situational						3				22

		1525				LC		24		F						Specific Phobia - situational				Specific Phobia - Situational				Specific Phobia - Situational						3				10

		1152				PT		40		M						SZ		SZ				SZ				SZ		SZ		1				3

		519				GF		28		M						SZ		SZ				SZ				SZ		SZ		2				7

		299				RB		33		F		T21				Tourette's														3				17
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		Age		Gender				Age		Gender		Karyotype		Apo E		Clinical		DSM-IV-TR		DSM-IV-TR Children		DM-ID		DM-ID Severe		ICD -10 DCR		DC-LD		Total Psychiatric Diagnoses		OCD Improved with SSRI		Count Number

		21		F				51		F		?		?

		21		F				47		F

		23		F

		24		F

		24		F

		24		F

		30		F

		33		F

		38		F

		40		F		Median Female		38

		41		F		Median Male		MEDIAN(A20,A21,A22,A23,A24,A25,A26,A27,A28,A29,A30,A31,A32,A33,A34,A35,A36,A37,A38,A39,A40,A41,A42,A43,A44,A45,A46,A47,A48,A49,A50)

		42		F

		45		F

		46		F

		47		F

		50		F

		51		F

		51		F				Clinical		DSM-IV-TR		DM-ID		ICD-10 DCR		DC-LD

		20		M				19		7		10		8		12

		23		M

		24		M

		25		M				Clinical		DSM-IV-TR		DSM-IV-TR Children		DM-ID		DM-ID Severe		ICD-10 DCR		DC-LD

		25		M				14		1		4		9		14		0		14

		26		M

		26		M

		27		M

		28		M

		30		M

		32		M

		33		M

		34		M						51

		35		M						53

		35		M						58

		36		M						50

		36		M						51						38

		39		M						51						27

		40		M						55						38

		41		M						57						41

		42		M						41						24																0.3673469388

		44		M						40						27

		48		M						50.7						32.5						21

		51		M																		21										0.2653061224

		51		M																		24

		52		M						21												24

		52		M						21				36								30										0.2244897959

		53		M						24				21								33

		55		M						24				30								38										0.0612244898

		57		M						30				33								51

		58		M						33				38								23										Dec-99

		37.3265306122								38				42				21				42

		36.1666666667								51				30				36				30.7										0.1224489796

		38.6								25				32				52

										27				33				24														0.0816326531

										33				35				33.25				25

										35				48								27										0.0408163265

										36				48								33

										36				52								35

										52				28								36

										23				36.1428571429						27		36

		21								32								38				52

		21								42								51				32

		23								27				40				44.5				34

		23								34				28

		24								32.2				34

		24												34

		24																0.5555555556		0.2580645161

		24								50								0.2777777778		0.2903225806

		25								51										0.0967741935

		25								51										0.1290322581

		26								55

		26								57								50		50		51

		26								41								51		51		53

		27								40								51		51		58

		28								49.2857142857		50		51				55		55		54

		30										51		53				57		57

		30										51		58				52.8		40

		32										55		57				0.3888888889		50.6666666667

		33										41		54.75

		33										40

		34										46

		35										47.7142857143

		36

		36

		38

		39						None		Psychosis		Depression		OCD		Anxiety		Phobia		PTSD		Total Cognitive

		40				Female		28%		0%		56%		28%		17%		11%		11%		23%

		40				Male		35%		10%		29%		29%		10%		6%		0%		13%

		41				Total		33%		6%		39%		29%		12%		8%		4%		22%

		41

		42

		42								Cognitive Change		DAT		Total Cognitive

		44						Female		6%		33%		23%

		45						Male		10%		3%		13%																				10.08

		46						Total		8%		7%		22%																				18.13

		47

		48

		48								8.99

		48

		50

		50

		51

		51

		51

		51

		52

		53

		55

		57

		58

		1894		0

		37.88

												0		1		2		3		4		5

										Female		28%		33%		33%		11%				6%

										Male		35%		39%		19%		6%				0%

										Total		33%		37%		24%		8%				2%

										None		Psychosis		Depression		OCD		Anxiety		Phobia		PTSD		Total Cognitive

								Male		9		3		9		9		3		2		0		4

								Female		4		0		10		5		3		2		2		7

								Total		13		3		19		14		6		4		2		11

										None		Psychosis		Depression		OCD		Anxiety		Phobia		PTSD		Total Cognitive

								Female		5		0		10		5		3		2		2		7

								Male		11		3		9		9		3		2		0		4

								Total		16		3		19		14		6		4		2		11

										28%		0%		50%		28%		17%		11%		11%		23%

										35%		10%		26%		29%		10%		6%		0%		13%

										33%		6%		35%		27%		12%		8%		4%		22%

														8.06

								46		cognitive change

								53		cognitive change

								51		cognitive change

								58		cognitive change

								50		DAT

								51		DAT

								55		DAT

								51		DAT

								57		DAT														Total		Cognitive Change		DAT		Total Cognitive

								41		DAT on history												20-24		9		0		0		0

								40		DAT on History												25-29		6		0		0		0

																						30-34		6		0		0		0

																						35-39		6		0		0		0

																						40-44		7		0		2		2

																Cognitive Change		DAT				45-49		4		1		0		1

										20		20-24		9		0%		0%				50-54		8		2		3		5

										21		25-29		6		0%		0%				55-60		3		1		2		3

										21		30-34		6		0%		0%

										23		35-39		6		0%		0%

										23		40-44		7		0%		29%

										24		45-49		4		25%		0%						46		F		T21				cognitive change

										24		50-54		8		25%		38%						51		M		T21				cognitive change

										24		55-60		3		33%		67%						53		M				3/2		cognitive change

										24														58		M						cognitive change

										25														50		F		T21				DAT

										25														51		F		?		?		DAT

										26														51		F		T21		3/3		DAT

										26														55		F		T21				DAT

										27														57		M		T21		3/3		DAT

										28														40		F		T21		3/4		DAT on History

										30														41		F		T21		3/3		DAT on history

										30		Age Group		Cognitive Change		DAT

										32		20-24		0%		0%

										33		25-29		0%		0%

										33		30-34		0%		0%

										34		35-39		0%		0%

										35		40-44		0%		29%

										35		45-49		25%		0%

										36		50-54		25%		38%

										36		55-60		33%		67%

										38

										39

										40

										40

										41

										41

										42

										42

										44

										45

										46

										47

										48

										50

										51

										51

										51

										51

										52

										52

										53

										55

										57

										58

																						Age Group		Total		Depression		% Depression

										21		F		T21				DEP				20-24		9		5		56%

										21		F						DEP				25-29		6		2		67%

										23		F		mosaic		3/3		DEP				30-34		6		5		83%

										24		F						DEP				35-39		6		1		17%

										24		F						DEP				40-44		7		0		0%

										25		M		T21				DEP				45-49		4		0		0%

										27		M		T21		3/4		DEP				50-54		8		2		25%

										27		M		T21		3/4		Dysthymia				55-60		3		0		0%

										30		F						DEP

										32		M		T21		4/4		DEP						Depression

										33		F		T21				DEP						56%

										33		M				3/4		DEP						67%

										34		M						DEPandPsychosis						83%

										35		M		T21		3/3		DEP						17%

										36		M		T21		3/3		DEP						0%

										36		M		T21		3/2		DEP						100%

										38		F						DEP						25%

										51		F		T21		3/3		DEP						0%

										52		M		T21		3/3		DEP

																												Significant positive correlations (p < 0.01) were obtained for depressed thinking (ρ = 0.45), loss of interest (ρ = 0.43), anxiety (ρ = 0.39), general functioning (ρ = 0.43), other behaviours (ρ = 0.45), appetite and weight (ρ = 0.72), and sleep (ρ = 0.47

								43		RU		34		M		T21				Psychosis and Depression

																												19-40 years		>40 years

																										CHD		23%		0%

																										Pneumonia/Respiratory Infections		23%		44%

																										Cardiac, renal, respiratory failure		10%		10%

																										CVA		5%		0%

																										Coronary Artery Disease		3%		11%

																										Cancer		8%		6%

																										Other		0%		33%

																																																Year		Life Expectancy

																																																1929		9

																																																1947		15

																																																1949		12

																																1929		1947		1949		1961		1990		1991		2000				1961		18

																																9		15		12		18		50		55		60				1990		50

																																																1991		55

																																																2000		60

																														1929		1947		1949		1961		1982		1990		1991		2000

																												Average Life Expectancy		9		15		12		18		35		50		55		58

																																						Thase 1982

				NPD		24		F				T21

				NPD		45		F				T21		3/3

				NPD		47		F				T21		3/3

				NPD		52		F				T21		3/3

				NPD		20		M

				NPD		23		M

				NPD		24		M						3/3

				NPD		25		M				T21		3/3

				NPD		26		M				T21

				NPD		26		M

				NPD		39		M

				NPD		44		M				T21		3/3

				NPD		51		M

				No Psychiatric Diagnosis

				Age Group		Male		Female		Total

				20-24		3		1		4

				25-29		2				2

				30-34

				35-39		1				1

				40-44		1				1

				45-49				2		2

				50-54		1		1		2

				55-60

		Age		Gender

		21		F

		21		F

		23		F

		24		F

		24		F

		24		F

		30		F

		33		F

		38		F

		40		F						Age Group		Male		Female		Total

		41		F						20-29		9		6		15

		42		F						30-39		9		3		12

		45		F						40-49		5		6		11

		46		F						50-59		8		3		11

		47		F						60+		0		0		0

		50		F

		51		F

		51		F						Age Group		Male		Female		Total

		20		M						20-24		3		6		9

		23		M						25-29		6		0		6

		24		M						30-34		4		2		6

		25		M						35-39		5		1		6

		25		M						40-44		4		3		7

		26		M						45-49		1		3		4

		26		M						50-54		5		3		8

		27		M						55-60		3		0		3

		28		M								31		18		49

		30		M

		32		M				Psychiatric Diagnosis

		33		M				Age Group		Male		Female		Total						No Psychiatric Diagnosis

		34		M				20-24		0		5		5						Age Group		Male		Female		Total

		35		M				25-29		4		0		4						20-24		3		1		4

		35		M				30-34		4		2		6						25-29		2		0		2

		36		M				35-39		4		1		5						30-34		0		0		0

		36		M				40-44		3		3		6						35-39		1		0		1

		39		M				45-49		1		1		2						40-44		1		0		1

		40		M				50-54		4		2		6						45-49		0		2		2

		41		M				55-60		3		0		3						50-54		1		1		2

		42		M										37						55-60		0		0		0

		44		M																						12

		48		M																						49

		51		M

		51		M

		52		M

		52		M

		53		M

		55		M

		57		M

		58		M
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Average Life Expectancy



				Participant Number		Participant		Age		Gender		Karyotype		Apo E		Clinical		DSM-IV-TR		DSM-IV-TR Children		DM-ID		DM-ID Severe		ICD -10 DCR		DC-LD		Total Psychiatric Diagnoses		OCD Improved with SSRI		Count Number

						JM		51		F		?		?		PTSD		PTSD				PTSD				PTSD		N/A		2				1

						JM		51		F		?		?		DAT		DAT				DAT				DAT		DAT		2				1

						HS		47		F						NPD		NPD				NPD				NPD		NPD		0				2

						RS		41		M						GAD				GAD								DEP		1				2

						PT		40		M						SZ		SZ				SZ				SZ		SZ		1				3

						SL		38		F						GAD														5				4

						SL		38		F						OCD						OCD						OCD		5				4

						SL		38		F						DEP														5				4

						SL		38		F						PTSD														5				4

						SL		38		F						Agoraphobia														5				4

						MT		33		M				3/4		DEP		DEP				DEP				DEP				2				5

		186				MT		33		M						OCD						OCD						OCD		2				5

						HM		40		F		T21		3/4		DAT on History		DAT				DAT				DAT		DAT		1				6

		519				GF		28		M						OCD						OCD						OCD		2				7

						GF		28		M						SZ		SZ				SZ				SZ		SZ		2				7

						JV		30		F						OCD						OCD						OCD		2				8

						JV		30		F						DEP														2				8

						CS		26		M						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				9

						LC		24		F						DEP		DEP				DEP				DEP		DEP		3				10

						LC		24		F						Specific Phobia - situational				Specific Phobia - Situational				Specific Phobia - Situational						3				10

						LC		24		F						GAD														3				10

						CT		21		F						Phobia-Animal				Phobia-Animal				Phobia-Animal		Phobia-Animal				2				11

						CT		21		F		T21				DEP														2				11

						PC		20		M		T21				NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				12

						TB		36		M		T21		3/3		DEP		DEP		DEP		DEP		DEP		DEP		DEP		2				13

						TB		36		M		T21		3/3		Phobia-Flying				1759				Phobia-Flying						2				13

						EA		25		M						NPD		NPD		NPD		NPD		NPD		NPD		NPs		0				14

						DE		57		M		T21		3/3		DAT		DAT				DAT				DAT		DAT		1				15

						JS		24		F						DEP						DEP				DEP		DEP		1				16

		299				RB		33		F		T21				DEP		DEP				DEP				DEP		DEP		3				17

		299				RB		33		F		T21				OCD						OCD						no		3				17

		299				RB		33		F		T21				Tourette's														3				17

						SC		21		F						DEP		DEP				DEP				DEP		DEP		2				18

						SC		21		F						OCD								OCD				OCD		2				18

						CH		48		M		T21		3/4		OCD						OCD								1				19

		1571		26		AR		51		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				20

		1548		27		WG		42		M		T21		3/3		Self protective behaviour, past assaults		NPD		NPD		NPD		NPD		NPD		NPD						21

		1563		28		LA		27		M		T21		3/4		Agoraphobia without panic																		22

		1563														Dysthymia																		22

		1563														Grief																		22

		1563														DEP												DEP						22

		1563														Specific Phobia - Leaving Home				Specific Phobia - Situational				Specific Phobia - Situational										22

		1604		29		BT		32		M		T21		4/4		Depression														2				23

		1604				BT										OCD								OCD				OCD		2				23

		1747		34		DP				F						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				24

		1635		30		MP		51		F		T21		3/3		AD		AD				AD		AD		AD		AD		2				25

		1635														DEP												DEP		2				25

		1814				IC		35		M						DEP												DEP		2				26

		1814				IC		35		M						OCD				OCD		OCD		OCD				OCD		2				26

		1754		33		MS		39		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				27

		1748		35		CR		41		F		T21		3/3		DAT on History		NPD		NPD		NPD		NPD		NPD		NPD		0				28

		1759		36		SH		53		M				3/2		Red Flag for DAT		NPD		NPD		NPD		NPD		NPD		NPD		0				29

		1749		37		CH		48		M		T21		3/4		OCD				OCD		OCD		OCD				OCD		1				30

		1746		38		JE		50		F		T21				DAT		DAT		DAT		DAT		DAT		DAT		DAT		1				31

		1757		40		MS		45		F						NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				32

		1756		41		DM		44		M		T21				NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				33

		1755		42		TD		24		F		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				34

		1181		43		RU		34		M		T21				Psychosis and Depression														1				35

		1767		44		CJ		42		F						DEP - treated														2				36

		1767				CJ										OCD								OCD				OCD		2				36

		1674		45		JF		26		M				3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				37

		1686		46		JA		52		M		T21		3/3		Simple phobia				Specific Phobia - Situational						Simple phobia				3				38

		1686														DEP		DEP		DEP		DEP		DEP				DEP		3				38

		1686														OCD								OCD				OCD		3				38

		1805		47		MP		23		M		T21		3/3		NPD		NPD		NPD		NPD		NPD		NPD		NPD		0				39

		1809		49		SF										SIB - Severe																		39

		1805				MP		24		M		T21		3/3		none																		40

		1814				IC		36		M		T21		3/2		OCD		OCD				OCD						OCD						41

		1814				IC										DEP						DEP				DEP		DEP						41

		1883				DF		58		M						dementia prodrome																		42

		1935				ET		23		F		mosaic		3/3		DEP		DEP				DEP				DEP		DEP						43

		1007				KR		48		F		T21				code later

		Sarah cole Trichotillomania ?SIB

		1400				RA		51		M		T21				cognitive change

		1400				RA										deep white matter ischaemic change

		1956				DD		25		M		T21				DEP						DEP

		1144				RT		50		M		T21

		117				TB		26		M		T21				code later

		696				MK		46		F		T21				cognitive change

		1819				MD		30		M		T21		3/3		OCD				OCD								OCD

		95				MR		55		F		T21				DAT						DAT				DAT		DAT

		1144				RT		50		M		T21				code later

		117				TB		26		M		T21				code later

		1007				KR		48		F		T21				code later

		Sarah cole Trichotillomania ?SIB






Why a Focus on Alzheimer’s?

Alzheimer’s often presents differently in people

with Down syndrome.

= Abrupt onset of seizure activity when there
had been none in the past.

" [ncontinence when an individual has
always been independent in toileting.

= Short- term memory loss may depend
upon the previous level of memory
demands and reliance on memory in
everyday life.

= Sleep/wake cycle disruptions.

*Just as in the general population, the course and symptom presentation is
unpredictable and unique to the individual.
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Adults with DS have Specific Risk

Factors for Developing “Dementia.”

Hearing &
visual
impairment
: Vitamin B12
Seizures ..
‘ deficiency
'D‘A
U
Stroke " Dehydration

Side Effects of

Depression Medications
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Atypical Presentation of

Alzheimer’s in DS

 Earlier onset than general population (> 40).
 Management similar to general population.
* No strong evidence that Alzheimer’s drugs benefit.

e Depression and thyroid disease common in DS and
can mimic dementia.

 Normal age-associated deficits are common.

e Often present with behavioral symptoms instead of
memory loss.

e Seizures, myoclonus (sudden, involuntary muscle contractions
or relaxation)

aped MIND & MEMORY . . . . . )
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Supporting Derek

e https://www.youtube.com/watch?v=03ek04QdKXU

P
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https://www.youtube.com/watch?v=O3ekO4QdKXU

Early Screening for Dementia
NTG-EDSD Assessment Tool

P
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What is Early Detection/Screening?

* |t is looking for and recognizing symptoms that if
untreated may become more serious.
e |tis an important first step in managing a disease or disorder
e Can alert to any more changes or symptoms

e Family and staff caregivers can work together with the
person’s health care provider to share information
about observed changes

e Use of a screening tool to note changes in adaptive
skills, behavior, and cognition is recommended.

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

ape: MIND & MEMORY
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Warning Signs

These problems must be notable and usually occur in a cluster

Unexpected
Memory

Onset of Difficulty
New Doing Usual
Seizures Tasks

Dementia is a group of
behavior and function
change symptoms
Problems caused by different Getting Lost

with Gait or conditions or diseases. or
Walking Misdirected

Confusion in
Familiar
Situations

Personality
Changes

AR
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What to Do When

Dementia is Suspected?

e Benefits of a screening instrument - can help to
identify early signs of dementia.

* If screening instrument results are positive, refer for
assessment.

e Refer to Agency MD, local MD, psychologist, nurse, other
person who may do formal assessment to validate
suspicions

* |f assessment confirms screening results, refer for
diagnostic work-up.
e |deally: neurologist, geriatrician, geriatric psychologist

aped MIND & MEMORY . . . . ) )
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Remember...

Early Detection is Important

 Dementia presents many problems and challenges for
the adult affected by it and their care partners.

 When dementia can be identified early, there is potential
to proactively address signs and delay symptoms.

 Interventions, services or supports may be more

effective if offered prior to significant cognitive and/or
functional change.

e Early detection can lead to greater opportunities to
impact quality of life and quality of care.

Continued next page

aped MIND & MEMORY . . . ) . )
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Early Detection is Important (cont.)

e Can confirm suspicions that behavior is changing.
e Can lead to earlier referral for assessment.

e Early assessments can help in identifying potentially
treatable conditions that are causing symptoms.

* Makes persons feel better because what they are
experiencing is being recognized and treated.

e Can help prevent or minimize more serious
problems by initiating supportive interventions early
in the disease process.

P
({ ‘& MIND & MEMORY NTG Education & Training Curriculum on Dementia and ID. Copyright 2014. All rights reserved. 34
& MATTERS : e :



NTG Early Detection Screen

for Dementia (EDSD)

Adapted from:

e Dementia Screening Questionnaire for
Individuals with Intellectual Disabilities
(Deb et al., 2007), and

 Dementia Screening Tool (adapted by
Philadelphia Coordinated Health Care
Group from the DSQIID, 2010)

Down syndrome begin age 40 then annually.

Non-DS begin at age 50.

s NTG-EDSD

NTG-Early Detecti ia, adapted from the DSQID®, can be usad for the early detection screening of
Those adatte it an e Ilectla\duablwwhoiremspemd f o rmavbeslml\g arly sens of mil cogitive mpsirmert ot
dementia. rleu'rc{nsnsnm or diagnostic used by sta
i Tamiy caregivers ta nota functiond dedine and health probiems e recond iomaton vt o Frher o as
ell as to serve as part of the mandat ve assessment review tha s part ofthe Affordable Care act's il weliness
wisit for Medicare recipients. This instru ‘compiies with action 2.8 of the Us National Plan to address Disaasa
recommended that indicated basiswith sclts with Down syncrame beginning
ith age a0, and wi developmental disabilities when suspectad of experiencing
cognitive change ipleted by anyone whao is familiar with the adult (that is, has known him or her for over
manths), such agency suppart worker, or a behavioral or health specialist using information derived by
tion or from personal record.

The estimated time necessary to compiete this form is between 15 and 60 minutes. Some information can be drawn from the
individuaf's medical health record. Consult the NTG-EDSD Manual for additional instructions {www.aadmd.org/ntg/ screening).

Tool & manual available online in multiple
languages: www.aadmd.org/ntg/screening

UFile & 12 pate:
Name of person: ¥/ First [CI.
) Date of birth: ) pge:
) g
[ TFremale ] Inst
[ [ male | For each question block eheck the item that
best apolies to the individual or situation.
st description of level of intellectual disability
Bﬂn'.‘lerlme 1a7075)
Mild 1D (10,55-65)
Moderate ID {10 40-54)
Severe ID (10 25-39)
Profound D (IQ 24 and below] -
HHHHHH Current living arrangement of person:
o Lives alone
"™ Diagnosed condition (check ail that apply) = Lives with spouse or friends
o Lives with parents or other family members
‘Autism o Lives with paid caregiver
Corsbralpaisy | o Lives in community group home, apartment,
Down syndrome i il
Fragile X syndrome: . :
Intellectual disability o Lives in congregate residential setting
Prader-Willi syndrome o Lives in long term care facility
Other: o Livesin other:

' h& MIND & MEMORY
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A Screening Tool is Not a

Diagnostic Instrument.

e Screen - an instrument that permits the recording
of select data that is associated with a condition or
disease.

 EDSD

* Diagnostic instrument - is one that is based on
valid measures that are associated with agreement
on the presence of a condition.

e For example, a MRI will show an image of the brain that
may show shrinkage and validate suspicions of the
presence of Alzheimer’s disease

aped MIND & MEMORY . . . . . )
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Any caregiver, either family or

staff who is familiar with the

person can complete the NTG-

EDSD if they:

* Have known person for a

minimum of 6 months

* Have access to
information in the
person’s record

How to best complete
the form?

Combine perceptions of
function offered by several
staff or family members.

Use best judgment when
responding to questions
askinﬁ for impressions (e.g.,
health, function).

Be truthful — don’t ‘hide’
problems to make a good
Impression

P
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NTG-EDSD: 4 Key Sections

Demographics
Ratings of health, mental health and life stressors
Review of multiple domains including

» Activities of Daily Living

* Language & Communication
» S5leep — Wake Patterns

» Ambulation

* Memory

* Behavior & Affect

Chronic Health Conditions
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Why is All This

Information Needed?

Can help with the physician’s visit or for an assessment
by a clinician.

e Collects basic information about the adult so it is all in one
place.

e Focuses on behaviors that are usually associated with
cognitive decline or functional changes.

* Looks at other diseases or conditions that may be present
and may impact the adult’s functioning.

P
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I’'ve completed the EDSD...

now what?

* Review the form and see if there are any changes
noted that are potentially of concern.

e Talk it over with the individual’s key workers to ensure
agreement with the findings.

* Discuss findings with the team and supervisor.

e If there are concerns, make an appointment to have
the person further assessed.
e Collate all of the information into useful packet
e Assemble a list of medications being taken

e Bring any digital video evidence of function or functional
problems

P
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From Screening to Diagnosis

Administrative [NTG-EDSD] |

SC reen | ng Clinical (DSDS, DLD, AADS]

Dementia Assessment Scale

ASSE SS m e nt Neuro-psych evaluation

CT - MRI

Possible

DlagnOS|S Probable

Definitive
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Diagnosing Dementia

The Differential Diagnosis
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The Importance of

Differential Diagnosis

1. Rule out treatable
conditions.

2. Receive appropriate
treatment and support
services.

3. Maintain the highest
possible quality of life
and functioning.

aped MIND & MEMORY . . . . . )
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Conditions Common to Aging That
Can Mimic Dementia

Dehydration, Metabolic
Malnutrition Disorders

Vitamin &
Mineral
Deficiencies

Sensory
Impairments

aded MIND & MEMORY . . . . . )
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Common Conditions to Rule Out

through Differential Diagnosis

e Stroke e Cardiovascular disease

 Side effects of * Environmental
medications * challenges

e Nutritional deficits e Sensory impairments

and imbalances

e Alcohol and drug
abuse

* Depression
e Lyme disease

* Hypothyroidism R G e
e Dehydration,

malnutrltlon * Sleep apnea
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The Three D’s

Dementia

Gradual over
months to

years

Delirium

Sudden
onset, hours

to days

Depression

Recent
unexplained
change in

mood that
lasts for over
2 weeks
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Health Care Advocacy
What it is and Why it’s Important

P
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Health Care Advocacy

Health care advocate - a person who is not a health
care professional, but can assist a patient in
obtaining high-quality health care.

An advocate may be a counselor at a service
organization, a relative, or a friend of the patient.

www.communityhealthadvocates.org/advocates-guide/appendix/glossary

e VIND & MEMORY
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Importance of
Health Care Advocacy

Staff and family are

There are often the experts about
interventions that individuals with ID.

, Health care is an
make a difference * To recognize current £ not : |
in quality of life changes and symptoms art, not a science:

knowing the person
and health. across the lifespan is

the best resource.

, -
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Why is Dementia Health Care

Advocacy Needed?

 Unable to “self-advocate.”

e ‘Ageism’ (prejudice or discrimination on the bz
of a person's age) by health care providers.

e Providers may assume that there will be automatic
losses and declines in functioning as part of aging.

e “Diagnostic overshadowing.”

e Providers may assume that the diagnosis is dementia,
when another issue may be the cause of behavioral
changes.

Staff and family are often times the EXPERTS!
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Mimi & Donna

http://www.mimianddonamovie.com/

e VIND & MEMORY
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Caregiving Needs

Dementia Capable care in |/DD

P
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Caring for Someone with Dementia
Requires a Shift in Thinking

Developmental
perspective Maintaining

Focus is on encouraging autonomy M
and life goal achievement fu nCtlo n

Focus is on enabling residual skills to be maximized
and minimize impact of diminishing abilities

DR
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Behavior is Communication
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Common “Behaviors”

Wandering
Repetitive questions
Rummaging, hoarding
Verbal outbursts — yelling, excessive vocalizations, cursing
Physical — hitting, spitting, kicking
Paranoia
Hallucinations
Sleep-wake disorders
Sundowning
Resistance to personal care
Inappropriate sexual expression
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General Tips

* Do not try to reason or argue.

e Stay calm.

* Make sure you have their attention.

* Short sentences with yes/no answers.

e Loud voice can be interpreted as angry.

e Allow time.

* Respond to emotion.

e Distract and redirect.

e Step away and try again in a few minutes.

fvs MIND & MEMORY
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Communication:

4 Key Strategies

1) Difficult behaviors cannot be changed with words

Technique: Change your approach to the person, reaction to the behavior,
the environment. Individuals with dementia have impairments in short
term memory as well as an inability to learn new information. They cannot
be told to do, or not do something and be expected to remember

2) Don’t say “No” and never argue

You cannot reason with a person who has lost the intellectual ability to
process thoughts in a logical and rational manner. Arguing will encourage
frustration, fear, and anger. Your goal is not to be “correct” or “right”. The
person is experiencing a decline in their reasoning skills at the same time
they are experiencing an increase in their emotional reactions. Feelings
are more important than facts.

40%& MIND & MEMORY
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Communication:

4 Key Strategies

3) It’s their reality and you must enter it

Technique: Validation — builds empathy and creates a sense of trust and
security that reduces anxiety. Enter their reality and reminisce with them.
Match their emotions.

4) Reduce fear by acknowledging underlying emotions

As the disease progresses the person loses their ability to express and
cope with their fears. A person with dementia cannot “self soothe” if their
fears become overwhelming. Reassure the person and respond to their
emotion

“Amygdala” — Fight or Flight — Responsible for managing basic
emotions such as rear and anger. Alzheimer’s disease can severely
damage — the result is emotional instability (paranoia, temper
outbursts, anxiety, etc.)
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Dementia-Capable Environments

Demelntia alters visual perception — can’t shut out other
stimuli

e Adults with I/DD may already have been compromised

e “lost in space” — help with cues like placemats on the table
e Bathrooms often white on white — need contrasting colors
e Keep landmarks the same — arrows to the bathroom

e Colors may appear differently, glare sensitivity, black &
white tiles or “busy” carpet

e Visual field about 3’ from floor

 Food — one food at a time — don’t load plate with all and use
contrasting colors and easy to use utensils

fh‘s MIND & MEMORY
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Stage Based Care Considerations

Early Stage

e Screen with NTG-EDSD
e Observation & reporting of functional changes to and team.
e Support functioning and maintain quality of life

Mid-Stage |

* Modify/adapt environment to support functioning and safety
e Increase staff supervision and supports
e Maintain routine and structure as much as possible

Late Stage

e Specialized re-training of staff including mobility, eating, and comfort care
e Increased use of adaptive equipment and procedures
e Grief support — family, staff, friends
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Promoting Quality of Life

eStage-based support strategies help maintain
independence, function, and community

participation for as long as is possible and |
reflect genuine community living. |

“"- “““““

eA goal of care is to provide and maintaina
qguality care environment that recognizes the
affected adult’s dignity and personhood.
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Take-Away Points

e Maintain the ESSENCE of the person — be present
e At 40 look at them as age 60 (accelerated aging)
e Structure & routine is important

* Document success and what works

e Dementia is different in every individual

e Protect the person from physical injury
 Maintain independence as long as possible

e Focus on what they can still do

. Srovide physical and mental activities the person can
o)

e Support person’s dignity and self-esteem at all times
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Key Concept in Dementia Care:

Life Stories

Everyone has a life story that needs to be honored
and respected.

e The story is the essence of each
person and should be
documented over the lifespan.

e When they can no longer tell
their own story, it can still be
used to inform caregiving and
plan activities.

e Scrapbooks, videos, interests,
hobbies, _ﬁersonal_
likes/dislikes/routines.
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For Guidance...

Jenny’s Diary

ePart 1 Opens dialogue about why Jenny is
behaving differently, and how she can be

j""l
JeI:lrl}’ S | supported to live as well as possible with
Dlalﬂ v dementia.
)

e Part 2 Suggests how to have a conversation
with Jenny about her diagnosis of dementia

A resource to support conversations e Part 3 Contains guidance to talk about

about dementia with peaple wiho

have » learning disability dementia with George, Jenny’s partner

Hoarem YWarchsman,
Irens Tulfrey-Wijse, Sam Chainn

www.uws.ac.uk/jennysdiary
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For Guidance...

| GUIDELINES FOR STRUCTURING

| COMMUNITY CARE AND SUPPORTS
' FOR PEOPLE WITH INTELLECTUAL

| DISABILITIES

| AFFECTED

| BY DEMENTIA

“www.aadmd.org/ntg

MIND & MEMORY

MATTERS NTG Education & Training Curriculum on Dementia and I/DD. © NTG 2014. All rights reserved.

e This NTG document provides a guide to
what actions should be undertaken within
the staging model generally accepted for

practice among generic dementia services.

e The staging model flows from a pre-
diagnosis stage when early recognition of
symptoms associated with cognitive decline
are recognized through to early, mid, and late
stages of dementia, and characterizes the
expected changes in behavior and function.

e The NTG document also provides
information on nonpharmacological options
for providing community care for persons
affected by dementia as well as comments
on abuse, financial, managing choice and
liability, medication and nutritional issues.
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Helpful Resources

Brenda Bauer

Dementia Awareness Outreach Specialist

Brenda2.bauer@wisconsin.gov

608-266-5565

Jeremy Gundlach
¥ FOR
Communications Specialist

Jeremy.Gundlach@Wisconsin.gov !

I".II B\( DEMEN
608-266-7826

M&MM Website:

www.MindandMemory.org

NTG Tool & Guidelines :

www.aadmd.org/ntg

National Down Syndrome Society:

www.ndss.org

e MIND & MEMORY
& MATTERS

NTG-EDSD

is
yre recipients. This instrument compiies with Action 2.8 of the Us Nation;

mmmmmm

A suspe\:led
o
\as family member, agency support worker,or a behaviordl or hesith peca alist using information

i, adapted from the DSQUID*, can be used for the early detection screening of

with an inte Ilenln\ dmhiwwhonmduf rmiybeslmn;nrf{s{msdmldmm impairment or
mentur

'_Egm(nnmnfn

e necessary to complete this form s batween 15 and 50 minutes. Some information can be drawn from the
I/health record. Consult the NTG-EDSD Manual for additional instructions {www.aadmd.org/nig/ screening).

¥ pate:

1 o

) pge:

al Plan to Address Alzheimer’s Disease.

Instructions:
[For each question block, check the item that
best applies to the individual or situatio

Current living arrangement of person:

o Lives alone

o Lives with spousa or friends

o Lives with parents or other family members
o Lives with paid caregiver

mmmmm ity group home, apartment,
supervised housing, etc.

o Lives in senior housing

o Lives in congregate residential setting

o Lives in long term care facility

o Livesin other:

BPDD

W:sconsm
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