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Changing US Population Demographics



Aging and
Intellectual and Developmental Disabilities

●In 2002, an estimated 641,000 adults with IDD were 
older than 60.

●In 2002 about 75% of all older adults with IDD were 
in the 40-60 year old age range.

●The number of adults with IDD age 60 years and 
older is projected to nearly double from 641,860 in 
2000 to 1.2 million by 2030 due to increasing life 
expectancy and the aging of the baby boomer 
generation



Source: Carter & Jancar, 1983, Janicki, Dalton, Henderson & Davidson, 1999

Life Expectancy



When Change Occurs
●Normative or a sign of disease
●Life Stories
●Health Co-morbidities
●Psychosocial changes
●Dementia/Alzheimer’s disease
●Biases/stereotypes/Diagnostic Over Shadowing



Expected Physical Changes of Aging

●Osteopenia/Osteoporosis - normal aging-related  bone loss
●Sarcopenia - progressive loss of muscle mass
●Presbyopia: the lens of the eye becomes stiffer and less flexible – affecting the 

ability to focus on close objects (accommodation)
●Presbycusis – aging related change in the ability to detect higher pitches – more 

noticeable in those age 50+
●Gustation (i.e. the sense of taste) decrements become more noticeable beyond 

60+
●Olfaction (i.e. the sense of smell) decrements become more noticeable after age 

70+
●Somatosensory System - Reduction in sensitivity to pain, touch, temperature, 

proprioception
●Vestibular – Reduction in balance and coordination
●Cognitive – Reduction in short term memory loss, attention, and retrieval 
●Homeostenosis -- Narrowing of reserve capacity



Individual 
Aging Process

Susceptibility to disease
Individual organ systems
age differently

Social and cultural 
factors

Compensatory
behaviors + access to 
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Diversity of the Aging Process

Cognitive Reserve Plasticity



Aging and Decline Affects QOL

Small Change in Cognitive Capability could have 
profound impact on Independence

15%

Dependent Living Independent Living
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DD Specific Aging and Health Complications

Down Syndrome

●Sleep disturbances, depression, 
sensory loss

●Obesity
●Thyroid dysfunction, B12/folate 

deficiency
●Sleep Apnea
●Gait dysfunction
●Seizure Disorder
●Early onset Alzheimer’s Disease

Cerebral Palsy

●Chronic Pain
●Dysphagia, aspiration, Esophageal 

strictures, gastritis
●Dental caries, erosion
●Motor dysfunction, inc spasticity 

and spinal cord dysfunction
●Osteoporosis
●Worsening bladder/bowel 

dysfunction

Autism

§ Lifespan outcomes with 
Autism are unpredictable: 
some improve, some plateau, 
some lose skills

§ Restrictive behaviors such as 
ritualistic, compulsive or self 
injurious behaviors tend to 
become more infrequent with 
age

§ Seizures, accidental deaths 
(drowning, suffocation), earlier 
death from heart disease, 
aspiration pneumonia



Cognitive Changes with Aging
in Adults with Down Syndrome 

●Regression 
●Medical
●Psychological
●Normal aging
●Mild cognitive impairment
●Early-onset Alzheimer’s dementia; 60% 
by age 60!!

Who I Am: My Stories, My Memory, My Life History



Cognitive Changes with Aging

●Normal changes = more forgetful & slower to learn

●MCI – Mild Cognitive Impairment =
●Immediate recall, word finding, or complex problem solving problems (½ of these 

folks will develop dementia in 5 yrs)

●Dementia = Chronic thinking problems in > 2 areas
●Delirium =Rapid changes in thinking & alertness
●Depression = chronic unless treated, poor quality , I “don’t know”, “I just can’t” 

responses, no pleasure
can look like agitation & confusion



Alzheimer’s Disease in Down Syndrome

• Women with Down’s syndrome are more at risk 
of developing Alzheimer’s disease than men in 
the 40 to 65 age group  

• People with Down’s syndrome who develop 
Alzheimer’s disease live, on average, 4-10 years 
from first symptoms; median 7 years

• Rapid decline can occur 
• Sensory impairments (vision: 93.3%; hearing: 

61.3%) were evident in adults with dementia
• Late onset seizures were evident in 73.9%; with 

epilepsy dx at mean age of 55.4, and interval of 
about ½ year following dx of dementia.   

Percentage of people with Down 
syndrome who develop dementia at 

different ages:

30’s 2%

40’s 10-15%

50’s 20-50%

60’s 60-90%

McCarron et al., (2017). A prospective 20-year longitudinal 
follow-up of dementia in persons with Down syndrome
Journal of Intellectual Disability Research Sep;61(9):843-852



Early Assessment

History is the most important part of
assessment and it must include:

●Onset and progression of symptoms
●Medical history and medication
●Psychiatric symptoms: focussing on memory, speech, and 
mood

●Personal history including habits (Life Story)
●Family history
●Recent life changes
●Caregivers account
●NTG-EDSD



Early detection/screening

NTG-Early Detection  Screen for 
Dementia’ (NTG-EDSD)
§Usable by support staff and caregivers to 

note presence of key behaviors associated 
with dementia
§Picks up on health status, ADLs, behavior and 

function, memory, self-reported problems
§Available in multiple languages
§ Use: to provide information to physician or 

diagnostician on function and to begin the 
conversation leading to possible 
assessment/diagnosis

http://aadmd.org/ntg/screening



Making the Diagnosis of Dementia
●Having enough information
●Differential diagnosis

●Hypothyroidism, B12/folate, Sleep Apnea, Depression/Adjustment
●ADR’s, Neuromuscular

●Neuropsychological Assessment
●Imaging
●Biomarkers



Diagnostic Accuracy

●History of current difficulties
●NTG-EDSD
●Neuropsychological testing
●Physical exam
●Family and social history
●Blood testing
●EEG
●Brain Imaging
●Biomarkers 



Alzheimer’s Disease Biomarkers



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

Nelson, L. D. et al. Arch Neurol 2011;68:768-774.

Representative Amyloid 
Scans in DS and AD

Mann, D.M.A. (1993). Association between Alzheimer 
disease and Down syndrome: Neuropathological 
observations. In J.M. Berg, H. Karlinsky, & A.J. Holland 
(Eds.),Alzheimer disease and Down syndrome and their 
relationship (pp. 71-92). Oxford University Press



Following Course of Disease
●To determine stage, prognosis, anticipatory guidance, 
QOL

●Determine levels of supports
●Determine efficacy of therapies
●Determine need for palliative and hospice care



Serial Assessment of Change

§Serial Assessment of Function in Dementia 
(SAFD)
§Based on the NTG-EDSD
§Informant Based
§Likert scale
§Care Support Scale
§Severity Scale
§Caregiver support concerns
§May be able to show evidence of serial 
changes in function due to disease and 
therapies
§Validity study on going, Jefferson Univ Dept 
Occ. Therapy. WITH Foundation support



Challenges to diagnosis and care

§Individuals with IDD may not be able to report signs 
and symptoms
§Subtle changes may not be observed
§Commonly used dementia assessment tools are not 
relevant for people with IDD
§Difficulty of measuring change from previous level of 
functioning
§Conditions associated with IDD maybe mistaken for 
symptoms of dementia - Diagnostic overshadowing
§Aging parents and siblings
§Lack of research, education, and training



IMPACT ON FAMILIES AND 
CAREGIVERS

• Frequent issues experienced by families and caregivers include:

• Denial

• Anger / Frustration

• Guilt

• Loss and Grief

• Letting Go

• Financial Stress

• Role Reversals

• Social Isolation

• Becoming patients themselves



• Promoting healthy lifestyles
- non-smoking
- moderate alcohol intake
- physical activity

• Decreasing vascular burden
- hypertension - heart failure
- diabetes - stroke

• Increasing brain reserve

Possible preventive strategies against 
dementia

Rehabilitation Research and Training Center 
(RRTC) on Aging with Developmental 
Disabilities: Lifespan Health and Function, 
UIC at Chicago http://www.rrtcadd.org/



Community, State and National  Supports 

●Community support provider agencies
●Private
●Public – state/local government entities

●Area Agencies on Aging (AAA)
●Aging and Disability Resource Centers (ADRC)

●State and local Alzheimer's Association chapters
●As well as other local dementia care groups

●State and local Protection and Advocacy Networks
●AADMD, NTG
●Special Olympics
●Faith-based organizations



PERSON/FAMILY CENTERED 
RESOURCES

http://www.sevenhills.org/uploads
/SHRI-IDD-ADRD-Resource-
Guide.pdf

www.learningdisabilityandd
ementia.org/jennys-
diary.html

http://www.ndss.org/wp-
content/uploads/2017/11/NDSS_Guidebook_F
INAL.pdf

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



ALZHEIMER'S BIOMARKERS CONSORTIUM OF 
DOWN SYNDROME (ABC-DS)

https://www.nia.nih.gov/research/abc-ds

Recruitment
The NiAD sites will recruit 180 adults 
with DS (10% with dementia) and 40 
sibling controls, age 25 years and older. 
The ADDS sites will recruit 225-300 
adults with DS, 40 years and older.



Who do you see?



Where do individuals and their supports now go to get  
assessment, diagnosis and long term care?

What is the best way to document early changes in function? 

How can the care of those with dementia be improved? 

How can a team approach to care be created and sustained? 
Who are the team members?



Thank You!!
sethkeller@aol.com

Intellectual Disabilities and Dementia (the-ntg.org)

mailto:sethkeller@aol.com
https://www.the-ntg.org/

