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Basis for dementia concern

Janicki,MP



Prevalence and incidence projections
indicate that the number of people with
dementia will continue to grow,
particularly among the oldest old



The total number of people with
dementia worldwide in 2010 is
estimated at 35.6 million and is
projected to nearly double every 20
years, to 65.7 million in 2030 and 115.4
million in 2050



Primary prevention should focus
countering risk factors for vascular
disease, including diabetes, midlife
hypertension, midlife obesity, smoking,
and physical inactivity

http://www.who.int/mental_health/publications/dementia_report_2012/en/index.html
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Demographics are trending upwards for a
larger older population
Alzheimer’s  disease  currently  affects  5.1  million  
Americans
In more than 90% of adults with  Alzheimer’s  
disease, symptoms generally appear after age
60, and the incidence of the disease increases
with age
The numbers of older adults with ID are
growing as is the number affected by dementia
Janicki,MP

The ‘NAPA’


National  Alzheimer’s  Project  Act  (became  law  
in early 2011)



Administered by federal Department on Health
Human Services (DHHS)
Advisory Council on Alzheimer's Research,
Care, and Services first convened in
September 2011

 Required  DHHS  to  submit  an  annual  Alzheimer’s  

plan to Congress – from 2012 to 2025



 Council composed of Presidential appointees and

federal agency staff

 Council (via staff) developed the first National

Alzheimer’s  Plan  in  the  US  – 1 of 17 worldwide!

U.S. National Plan
to Address
Alzheimer’s
Disease

Calls for -- among  other  things….
 Issuance of practice guidelines for care

and supports and expanded public
education
 Promotion of assessment tool for
detection of cognitive impairment as part of
the annual wellness visit
 Enhanced supports for caregivers
 Expanded research
 Special task groups on I/DD
Released on May 15, 2012
Will continue to be updated annually until 2025!
6
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More agencies are raising concerns about how
to adapt and or provide services to older adults
with ID affected by dementia
There is a dearth of reliable assessment and
diagnostic resources
Our research is only just beginning to provide
us with information on this issue
National focus on dementia is emerging and
becoming more prominent

Need  for  ‘best  practice’  models  in  community  
based housing
Need for supportive services when in family
home
Need to practice guidelines for medical and
health care settings
Need for screening, assessment, and diagnostic
resources
Need for more information on population and
effects of dementia on long term care
Janicki,MP

The NTG

Janicki,MP
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No systemic and cross-cutting national-level plan
existed in the United States that addressed the needs of
adults with intellectual disabilities affected by dementia
Recognized need for attention to this issue and growing
requests for information and policy direction
A  new  federal  law  that  called  for  a  ‘national  action  plan’  
for dementia made it timely to ensure that intellectual
disabilities were considered in this national plan
Thus,  was  formed  the  ‘NTG’



The National Task Group on Intellectual Disabilities and Dementia
Practice  (“the  NTG”)  was  organized  in  late  2010



A ‘voluntary  involvement  model’  was used to create the NTG in 4
steps:
Obtained aegis for the formation of a national working group
Drew upon an volunteer-based membership from across the country and
from various constituencies
 Infused interest in providing pro-bono work and contributions in support of
the  working  group’s  efforts   (including  the  creating  of  a  national  plan)
 Drew in key governmental and national organizational officials to support its
efforts and implement its recommendations





Goal: to produce an action plan for transformative supports and
services related to dementia-related impairment among adults with
I/DD and to track along with the NAPA process

Janicki,MP

What is the NTG?
The National Task Group is a collective composed of over 100
agency personnel, academics, government officials, family
members, and persons affiliated with various associations and
organizations.
It is associated with several organizations (the American Academy of

Developmental Medicine and Dentistry, the American Association on Intellectual
and  Developmental  Disabilities,  and  the  University  of  Illinois  at  Chicago’s  RRTC  on  
Aging and Developmental Disabilities – Lifespan Health and Function) as well as

numerous other university centers and national organizations.

Janicki,MP
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Progress to date















Organized into three working group
Working group reports produced
1st Plenary meeting
June 2011
Draft report created
Working groups producing
documents
Recommendations to NAPA Advisory
Council
2nd Plenary meeting November 2011
Final report issued January 2012
Advocacy working group formed
Scheduling of NTG workshops
Janicki,MP

NTG Report
'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

Available from: www.aadmd.org/ntg
Janicki,MP

NTG Report
'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










Available from: www.aadmd.org/ntg

Population factors
Challenges facing people
with dementia and ID
Community supports
Education and training
Financing
Possible solutions
National dementia and
intellectual disabilities
action plan (and
recommendations)

Janicki,MP
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Issues addressed









Population factors
Challenges facing people with
dementia and ID
Community supports
Education and training
Financing
Possible solutions
National dementia and
intellectual disabilities action
plan (and recommendations)

Janicki,MP

Charlotte Observer, May 16, 2012, p.1

2012-13 NTG Activities
A national early detection screen
The NTG-EDSD undergoing field test to
determine validity and usefulness of
items
Will be completed in Winter 2012 and then
issued nationally

Practice guidelines
Several  variants  as  ‘works-in-progress’
Health practices, social care, day-to-day
services and practices

Program standards

Training and education activities
Training workshops
Meetings with professional groups
Family information promotion

Linkages
U.S. Administration on Community Living
State DD agency administrators
CARF national program standards group
Janicki,MP
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NTG Workshops


NTG regional workshops on
dementia and ID
 Phoenix, AZ – 5/17/12
 Charlotte, NC – 6/18/12
 Princeton, NJ – 10/12/12
 Los Angeles, CA – 10/17/12
 Chicago, IL – 12/5/12



WHO report

2013 schedule on
www.aadmd.org/ntg

US NAPA
Alzheimer’s  
Plan

NTG report
on ID and
dementia

Workforce Development
Training needs
There is a need for training in the
basic medical, nursing and therapy
curricula regarding diagnostic and
needs-based assessments, and
to move beyond the current
preoccupation with simple curative
interventions to encompass longterm support and chronic disease
management. Given the frailty of
many older people with chronic
health conditions, there is also a
need for training in outreach care,
and in assessing and managing
patients in their own homes.

Strategy 2.A: Build a workforce with
the skills to provide high-quality care
Physicians and other health care
providers need information on how to
implement  the  “detection   of  any  
cognitive   impairment”   requirement   in  the  
Medicare Annual Wellness Visit
included in the Affordable Care Act.
Major efforts by both VA and the Health
Resources and Services Administration
(HRSA), including expanded training
opportunities created in the Affordable
Care Act, support geriatric training for
physicians, nurses, and other health
workers.14 Enhanced specialist training
is also needed to prepare these
practitioners for the unique challenges
faced   by  people   with  Alzheimer’s  
disease. In addition, work is needed to
expand the capacity of the primary care
community to serve people with
Alzheimer’s  disease.  Dementia-specific
capabilities within the direct-care
workforce need to be expanded and
enhanced.

Goal E: To produce a capable
workforce and produce education
and training materials.

Recommendation #7: Establish
undergraduate, graduate, and
continuing education programs,
using various modalities, to
enhance the diagnostic skills of
community practitioners.
Recommendation #18: Develop a
universal curriculum, applicable
nationwide, on dementia and
intellectual disabilities geared
toward direct care staff, families,
and other primary workers.
Recommendation #19: Organize
and deliver a national program of
training using workshops and
webinars, as well as other means,
for staff and families.
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Stakeholders

FAMILIES &
ADULTS WITH
DEMENTIA

ORGANIZATIONS
& UNIVERSITIES

GOVERNMENTS

Demographic Impact

Janicki,MP

Percent of national populations age 65 and older
By 2018, 65-year-olds
will outnumber children
age  5  and  under…

Janicki

24
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Baby
boomers

Healthier
aging

Lower
birth
rates

Increasing
older population
25

Baby
boomers
Born  betw een  1946   and  1964…
7,918  people   turn  60  each  day…  about  330  people   every  hour

Population distribution by age and sex
in the United States, 1880 and 2080

Source: U.S. Bureau of the Census
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Source: Committee for Economic Development (1999)
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1900-2010
90
(1900) 47.3 vs. (2010) 78.3
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75.6
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Females
Males

46.3
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Source: National Vital Statistics Report, Vol. 50(6), March 21 , 2002; www.census.gov/compendia/statab/cats/.../life_expectancy.html
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Number of Americans Age 65 and Older
Source: US Census Bureau
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2000 – 1 of
every 10
persons was
60+



2050 – 1 of 5
will be 60+



2150 – 1 of 3
will be 60+
32



60+

40-59



Age

Janicki

Currently about 75%
of all older adults with
intellectual disabilities
are in the 40-to-60
age group
Expectations are that
the 60+ age group will
increase threefold over
the next 20 years

33
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Decrease in perinatal and infant mortality
Decline in birth rates
Improvement in nutrition
Better basic health care
Control of infectious diseases

34



The average age at which people are
dying in the United States is




Difference ID & Pop
5 years
Difference ID & DS
10 years
Difference DS & Pop 15 years

68.5 for men
76.1 for women
72.3 for both

[This is not a life expectancy figure]


Causes of Death (I/DD)

Average age of death of adults with
ID age 40+
Adults with ID
Adults with DS
Adults in Population

Cardiovascular
32.6%
Respiratory
19.8%
Cancer
15.8%
Digestive
5.9%
Breathing Obstruction 2.7%
Septicemia
2.2%
Genito-Urinary
1.9%
Injury
0.9%

66.1 years
55.8 years
70.4 years

S ources: N ational Center for H ealth Statistics, as reported in Kolata,  G .,  “ Live  Long?  D ie  Y oung?  A nswer  I sn’t  Just  in  
G enes,”  T he  N ew  Y ork  T imes,  A ugust  31,  2006,  pp.  A 1,  A 16-17. Janicki, M .P., Dalton, A.J., Henderson, C .M., &
Dav idson, P.W. (1999). M ortality and morbidity among older adults w ith intellectual disability: H ealth services
considerations. Disability and Rehabilitation, 21, 284-294
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Average age of death of
adults with ID age 40+

Main causes of death of
adults with ID age 40+


Heart disease, respiratory disease
and cancer main causes of death
– in general population cancer
second main cause



Some differences by sex:

Adults with ID
66.1 years
Adults with DS
55.8 years
Adults in Population 70.4 years



Difference ID & Pop
5 years
Difference ID & DS
10 years
Difference DS & Pop 15 years





Some age trends evident:


Source: Janicki, Dalton, Henderson &
Davidson (1999)

males have lower rates for cancer
females have higher rates of
heart disease, but lower rates of
respiratory disease



cancer as cause decreases with
age
respiratory and heart disease
increase with age
36
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Cause

%

rate per 100,000

Cardiovascular
Respiratory
Cancer
Digestive
Breathing Obstruction
Septicemia
Genito-Urinary
Injury

32.6
19.8
15.8
5.9
2.7
2.2
1.9
0.9

331.2
200.9
159.9
59.8
27.5
22.0
19.1
9.5

Other - Reported
Other - Unreported

13.1
6.2

-

Source: Janicki, M.P., Dalton, A.J., Henderson, C.M., & Davidson, P.W. (1999). Mortality and morbidity among
older adults with intellectual disability: Health services considerations. Disability and Rehabilitation, 21, 284 -294.



Deinstitutionalization



Available and effective health care



Research about growing older



Cohort differences



Public policy attention

Janicki



(improved quality of life via

(medical training in disabilities, better nutrition, disease
prevention)
(richer
medical and social science literature enabling better services)
– different life experiences)
services, laws, regulations)

(50-year-olds born in the 1960s
(governmental financing of

38

Shifting demographics will affect the percent and
number  of  older  people…




community living)

as will improved physical and social health of upcoming
older  generations  …  and  this  includes  adults  with  
intellectual and developmental disabilities

There will be more older people, they will live
longer and in better health

39
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Dementia

Janicki,MP









The  ‘age  wave’  is  here…    the  US  
population is aging (increases in
absolute numbers and %)
Number of at risk and affected
adults is increasing
Many providers are becoming
aware but many are not sure what
to do
There is now a national strategy
for addressing dementia care
issues among people with ID and
their families

70
60

Percent

50
40
30
20

About 5-6% - age 60+ - affected

10

Between age 75 to 84, about 1 in
5 adults affected

0

45 55 65 75 85 90
Age

About 30-50% of adults, age 85
and older, affected

Source:  Marcus,  M.B.,  “Alzheimer's  on  a  relentless  upward  trajectory”,  USA  Today,  24  March  2009,  p.  6D
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What is dementia? How does it differ from
lifelong intellectual disability?
How does it impact people with intellectual
disabilities? Is the impact different?
Will all persons with ID be affected in old age?
Why and who will?
How can we respond? What services are
needed? Who can help us?
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WHAT ARE THE WARNING
SIGNS?

WHAT IS DEMENTIA?
Dementia is a widespread
loss of mental or intellectual
skills and abilities



Dementia related losses
occur in memory, language
skills, orientation, ADLs
[activities of daily living], and changes
evident in personality and
global functioning









Difficulty learning and
retaining new information
Difficulty performing
complex tasks
Diminishing reasoning
ability
Problems with spatial
orientation
Language problems
Changes in personality,
mood, or behavior

 Alzheimer’s  vs.  dementia

CAUSES OF DEMENTIA




TYPES OF DEMENTIA

Involves cognitive decline from
any organic cause – such as head
injury, brain disease, stroke,
anoxia, AIDS – that occurs at any
stage of life beyond childhood

Causes in old age include





Alzheimer’s  disease  (AD)
Stroke and related vascular
accidents (VAD)
Neurological diseases
(Parkinson’s)
Idiopathic changes in the
brain (Lewy, FTD)

Other
19%

DAT
66%

VAD
15%

Dementia  of  the  Alzheimer’s  Type  (DAT) is the most common form of dementia
Vascular dementia (VAD - aka: multi-infarct dementia) less common
Others include fronto-temporal (FTD); diffuse Lewy body (DLB)
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Functional
capacity

1967

1996

1997

1998
1999

Time
2000

Source: http://www.huffingtonpost.com/2012/02/09/william-utermohlens-self-portraits_n_1265712.html

A Person with AgeAssociated Memory
Problems

A Person with
Alzheimer’s
Disease

Forgets

Parts of an
experience

Whole experiences

Remembers later

Often

Rarely

Can follow written
or spoken
directions

Usually able

Gradually unable

Can use notes

Usually able

Gradually unable

Can care for self

Usually able

Gradually unable
47

In the Alzheimer brain:
 The cortex shrivels up,
damaging areas involved in
thinking, planning and
remembering.
 Shrinkage is especially
severe in the hippocampus,
an area of the cortex that
plays a key role in formation
of new memories.
 Ventricles (fluid-filled spaces
within the brain) grow larger.

Source:  Alzheimer’s  Association

48
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EARLY or MILD
STAGE
2 to 4 years or longer
MID- or MODERATE
STAGE
2 to 10 years
LATE or SEVERE
STAGE
1 to 3 years of longer

Compressed staging for adults
with Down syndrome

49

57
Compressed staging for
adults with Down syndrome
58

EARLY or MILD
STAGE
2 to 4 years or
longer

59

59.9

MID- or MODERATE
STAGE
2 to 10 years
LATE or SEVERE
STAGE
1 to 3 years of longer
Source: Janicki, M.P. & Dalton, A.J. (1999).

Janicki

Early Stage

50

Middle Stage

Late Stage

Loss of speech
[“activities   of  daily   living”]
 Loss of appetite,
weight loss
 Anxiety, paranoia,
 Disorientation in
 Loss of bladder
agitation and other
space
compromising behaviors and bowel control
 Problems with routine
 Loss of mobility
 Sleep difficulties
tasks
 Total dependence
 Difficulty recognizing
on others
 Changes in
familiar people
personality and
judgment
Confusion and
memory loss




Difficulties with ADLs



51
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Early Stage
Confusion and
memory loss


Disorientation in
space


Problems with
routine tasks


Changes in
personality and
judgment


Middle Stage


Difficulties with ADLs

[“activities   of  daily   living”]

Anxiety, paranoia,
agitation and other
compromising behaviors
 Sleep difficulties
 Difficulty recognizing
familiar people


Late Stage
Loss of speech
 Loss of appetite,
weight loss
 Loss of bladder and
bowel control
 Loss of mobility
 Total dependence
on others


52

Why is Alzheimer’s disease a
concern to adults with
lifelong cognitive
disabilities?






What about Down syndrome?

Increasing risk of Alzheimer’s
disease (an age-associated
condition) due to population
aging
Greater risk of Alzheimer’s
disease among adults with
Down syndrome and with
serious head injuries
Many NGOs are not prepared
for occurrence of dementia as
adults with disabilities age





•

Adults with Down syndrome
represent a significant number of
cases of dementia among people
with ID

•

People with Down syndrome are at
elevated  risk  of  Alzheimer’s  disease  
and experience onset at earlier
chronological ages

•

In many places, adults with Down
syndrome represent at least 10% of
people with ID over age 40

•

Some adults with Down syndrome
experience aggressive forms of
dementia

Intellectual disabilities involve undeveloped or
underdeveloped mental or intellectual skills and
abilities
Dementia is a widespread loss of mental or
intellectual skills and abilities - Dementia related
losses occur in memory, language skills,
orientation, ADLs [activities of daily living], and
changes evident in personality and global
functioning
Key: behavioral presentation may be
similar,  but  it’s  the  loss from previous level of
function that differentiates the two

Janicki,MP
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Percentage of people with Down syndrome who
develop dementia at different ages:
Age Percentage with clinical signs of dementia
30’s

2%

40’s

10-15%

50’s

33%

60’s

50-70%

Source: Neil, M. (2007). Alzheimer's dementia: What you need to know, what you need to do. Understanding
intellectual disability and health. Accessed from http://www.intellectualdisability.info/mental-health/alzheimers-dementiawhat-you-need-to-know-what-you-need-to-do.

Percentage of people
with Down syndrome
who develop dementia
at different ages:
Age percentage with
clinical signs of
dementia

Percent persons with Down syndrome showing
evidence of neurofibrillary tangles (NFT) and
senile plaques (SP) at autopsy
100
90

30’s

2%

40’s

10-15%

50’s

33%

60’s

50-70%

80
70
60
50
40

Source: Neil, M. (2007). Alzheimer's dementia: What you
need to know, what you need to do. Understanding
intellectual disability and health. Accessed from
http://www.intellectualdisability.info/me ntalhealth/alzheimers-dementia-what-you-need-to-knowwhat-you-need-to-do.

30
20
10
0
0-9

10-19

20-29

30-39

40-49

50-59

60+

age groups
Source: Mann (1993) – [based on 39 published studies n=434]

Percent Persons with Down Syndrome Showing
Evidence of Neurofibrillary Tangles (NFT) and
Senile Plaques (SP) at Autopsy

100
90
80
70
60
50
40
30
20
10
0
0-9

10-19

20-29

30-39

40-49

50-59

60+

age groups

Source: Mann (1993) – [based on 39 published studies n=434]
Janicki
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70

Years

60

50

50
30
10

58

1991

2000

35

40
20

55

9

15

12

1947

1949

18

0
1929

1961

1982

1990

Sources for data: Haveman, M.J. (2004) Disease epidemiology and aging people with intellectual disability. Journal of Policy and Practice in Intellectual
Disability. 1(1) 16-23; Strauss D. Eyman RK. (1996) Am J Ment Retard. Mortality of people with mental retardation in California with and without Down
syndrome, 1986-1991 100(6):643-53; Thase, M. E. (1982). Longevity and mortality in Down's syndrome. Journal of Mental Deficiency Research 26(3): 177-92;
Glasson, E. J., S. G. Sullivan, et al. (2002). The changing survival profile of people with Down's syndrome: implications for genetic counselling. Clinical Genetics
62(5): 390-3; Jancar-Penrose LS. (1949) The incidence of Mongolism in the general population. J Ment Sci ,95:685–688.

Source: Torr (2009)





Dementia found in adults with ID
 3% > 40 years of age and older
 6% > 60 years of age and older
 12% > 80 years of age and older
Dementia found in adults with DS
 25% > 40 years of age and older
 66% > 60 years of age and older

Dementia is found
In 5-6% of adults
age 60 and older
in the general
population

Except for DS, the 60+ ID data correspond with the
data reported for the 60+ general population
Sources: 1Janicki, M.P.

& Dalton, A.J. (2000). Prevalence of dementia and impact on intellectual disability services.
Mental Retardation,38, 277-289; 2Zigman, W.B., Schupf, N., Devenny, D., et al. (2004). Incidence and prevalence of
dementia in elderly adults with MR without DS. AJMR, 109, 126-141.

Janicki

Onset is speculative . . .

59

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

– the best we can do is identify that
point when significant change or
impairment has become noticeable
- in some people noticeable changes
have been proceeded by MCI –
“mild  cognitive  impairment”
- early 50s for DS – late 60s for ID

60
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►

Rate of occurrence1, 3, 5, 8




►

Age-cohort percent is same as in
general population for adults with ID



Much higher prevalence &
neuropathology indicative of AD in
most adults with Down syndrome (DS)


►



ID population

Dementia type2,9


Type of dementia differs between DS
and other types of intellectual
disability
► Generally  dementia  of  the  Alzheimer’s  

More personality change in DS
More initial memory loss in other ID

►

Neurological signs1, 2, 4, 7

►

Prognosis2



type is prevalent in DS

Late onset seizures found in 12%-84%
of adults w/DS



Aggressive forms of AD can lead to
death <2 years of onset in DS



Same longevity expected for other ID

► Range of dementias same as found in

► 2-7 years mean duration in DS

other people with ID



Average onset age in early 50s for DS –
late 60s for others
Most DAT diagnosed within 3 years of
“onset”  in  adults  w/DS

Behavioral changes2, 3, 6


► Adults w/DS make up about 10-12% of adult

►

Onset and duration1, 2, 3,10

Problem  of  ‘diagnostic  
overshadowing’  

Sources: 1Janicki, M.P. & Dalton, A.J. (2000). Prevalence of dementia and impact on intellectual disability services. Mental Retardation,38, 277-289; 2Janicki, M.P., & Dalton, A.J. (1999). Dementia, Aging, and Intellectual Disabilities: A Handbook. Philadelphia: Brunner-Mazel; 3Bush,
A., & Beail, N. (2004). Risk factors for dementia and Down syndrome. AJMR , 109, 83-97 4 Menendez M. (2005). Down syndrome, Alzheimer's disease and seizures. Brain Development, 27(4), 246-252. 5 Zigman, W.B., Schupf, N., Devenny, D., et al. (2004). Incidence and prevalence
of dementia in elderly adults with MR without DS. AJMR, 109, 126-141. 6Ball, S.L., Holland, A.J., Hon, J., Huppert, F.A., Treppner, P., & Watson, P.C. Personality and behavior changes mark the early stages of Alzheimer's disease in adults with Down's syndrome: findings from a
prospective population-base d study. International Journal of Geriatric Psychiatry, 2006, [Jun 26]. 7 Crespel, A., Gonzalez, V., Coubes, P., & Gelisse, P. (2007). Senile myoclonic epilepsy of Genton: Two cases in Down syndrome with dementia and late onset epilepsy. Epilepsy Research,
77,165-168. 8Evenhuis, H. (1997). The natural history of dementia in ageing people with intellectual disabilities. JIDR , 41, 92-96. 9 Strydom, A., Livingston, G., King, M., & Hassiotis, A. (2007).Prevalence of dementia in ID using different diagnostic criteria. Br. J. Psychiatry, 191, 150157. 10 Margallo-Lana et al., (2007). Fifteen year follow-up of 92 hospitalized adults with DS. JIDR, 51, 463-477.
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Normal aging to MCI to
dementia progression

goes through stages or
transitions (T) – the
differences between
these can be measured

● Silverman et al. (2010)
found that measures of
change in function were more
pronounced in the MCI-todementia group scores
● Four or more measures of
change produce strong
indications and assurance of
the progression from MCI to
dementia
● Once MCI is present,
difficult to determine what
predicts subsequent
progression to dementia

MCI defined as -1 to -1.5 σ below Χ in episodic memory
(attention, memory, language, visuo-spatial skills, impaired IADLs
[global behaviors])

Source: Silverman, W., Krinsky-McHale, S.,., Schupf, N., & Zigman, W. (2010, August). Progression from mild cognitive impairment to dementia in adults with Down syndrome. Paper
presented as part of the symposium, Transitions in neurological and cognitive phenotypes and dementia status in people with down syndrome, at the 118 th annual convention of the
American Psychological Association, San Diego, California, August 14, 2010.

•
•

MCI [mild cognitive impairment]  Dementia conversion rate in adults
with DS is about 33% over a 18 month period
DS adults with MCI
–
–

•

•
•

exhibit more complaints of body aches and pains, confused thoughts,
crying spells, and destructive behavior
are more inattentive and demonstrate object attachment and regression
in ADLs, sadness and sleep problems & tiredness and more inappropriate
anger and temper tantrums

Aggressive behavior and physical and behavioral depression
shows up more among adults with DS with MCI compared to
other DS adults
More neuropsychiatric symptoms evident when MCI is present
Such behavioral markers are helpful when screening adults with
DS for dementia

Source: Kinsky-McHale, S., Urv, T., Zigman, W., & Silverman, W. (2010, August). Neurological symptoms associated with mild cognitive impairment in
adults with Down syndrome. Paper presented as part of the symposium, Transitions in neurological and cognitive phenotypes and dementia status in
people with down syndrome, at the 118 th annual convention of the American Psychological Association, San Diego, California, August 14, 2010.

21

11/29/2012

Issues that arise with
respect to dementia and
Down syndrome
















Much higher prevalence of
neuropathology indicative of AD
in most adults w/Down
syndrome (DS)
Generally dementia of the
Alzheimer’s  type  is  prevalent  in  
adults w/DS
Average onset age in early 50s
for DS (late 60s for others)
Most DAT diagnosed within 3
years  of  “onset”  in  adults  w/DS
More initial personality change
in DS (rather than memory loss)
Late onset seizures found in
large number of adults w/DS
Duration generally is from 2 to 7
years
Aggressive forms of AD can lead
to death <2 years of onset in
adults w/DS















Older adults with Down are at high
risk  of  Alzheimer’s  disease
Not every adult will show signs of
dementia as he or she ages
Age-associate decline may be due
to aging and not dementia
Institute  baseline  for  (‘personal  
best’)  functioning  at  age  ~40  )
Useful to know the signs of MCI
and dementia and keep track of
capabilities after age 40
Early detection screening useful to
identify possible progression into
MCI or dementia
Early referral for assessment or
diagnosis if signs present is advised
64
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Knowns…
•
People with ID have same
rate of dementia as general
population
•
Some people with ID have
higher rates (e.g., Down
syndrome, head injury)
•
Some % of any adult client
pool will be affected
•
Effects of dementia will be
progressive and eventually
lead to death
•
Early interventions can aid in
adapting to changes and
prolonging lucid periods

Unknowns…
•
Who will be affected?
•
How pronounced will be early
changes?
•
How dramatic will be the
changes in function?
•
How long will person live after
diagnosis?
•
What other diseases or
medical conditions may be coincident?
•
What particular dementiarelated behaviors will be more
evident?
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The difference between normal aging changes and
pathological aging changes
Early signs of functional change associated with
dementia
Types of dementia and their main characteristics, what
will be the behavioral/functional changes, and their
duration
When is it best to refer for assessment and to whom
What options exist for early dementia-related supports
What options exist (or need to be put in place) for longterm dementia capable care/supports

What would we do... if we knew
exactly who would show
dementia and when?
How would we maximize
cooperation among different
sectors?
How would we construct our
housing and activity settings?
How would we train and equip
staff to maximize resources and
efforts?
How would we change diets
and risk exposure to minimize
chance of dementia?











Biomarkers would tell us who
had the precursors to clinical
dementia
In a perfect world, there would
be synergy among government
and NGOs re: dementia care
Housing would use universal
design and be dementia
capable
NGOs would have full levels of
staff and supports to sustain
dementia-affected persons with
ID at home
Prevention efforts could be
incorporated into lifespan
activities (nutrition & wellness)

Potential New Findings
“…biomarker  changes  do  seem  to  
occur at least 10 years, maybe 20
years before the age of onset of
symptoms”
“In  medications  are  to  be  
effective they must be taken
many years earlier than currently
– before symptoms even begin to
appear…”
“….  If  drugs  could  be  given  
sooner, tailored to specific
biological changes, or biomarkers,
in the brain, treatment, or even
prevention, might be more
successful”
New York Times, 9 Nov 2010, p.D5
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