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What Do NCI Data Tell Us About the Characteristics 

and Outcomes of Older Adults with I/DD? 

In the 2017-2018 NCI In-Person Survey (IPS) data collection cycle, the proportion of 
adults in the sample aged 55+ grew to 25.1% compared to 21.6% in 2007-2008. 

Why does it matter?  For people with intellectual and developmental disabilities (I/DD), transitions over the 

lifespan require support to ensure that they are successful.  In addition to the transition from school to work, 
another important transition takes place when people with I/DD enter their later years.  That transition has not 
received as much attention from researchers, providers, and advocates.  Over the past 10 years, the general 
population aged 65 and over increased from 37.2 million in 2006 to 49.2 million in 2016 (a 33% increase) and 
is projected to almost double to 98 million in 2060 (ACL, 2017).  Likewise, the number of people with I/DD 
aged 65 and over is also growing.  This increase is in part the result of growth in their average lifespan, better 
medical care, and improved living conditions.  The number of adults with I/DD aged 60 and older is projected 
to be 1.2 million by 2030 (Heller, 2017).  The 2017-2018 NCI IPS survey results indicate that older individuals 
with I/DD receiving public services are more likely than their younger peers to have health, mobility, and 
sensory challenges and to have mood or anxiety disorders; and are less likely to have friends, to be 
employed, and to be involved in their communities.  They are also more likely to have lived in an institutional 
setting in the past.  

Questions to ask:  Does the person-centered planning process focus on the changing needs of people as 

they age? Do case managers and DSPs receive information about community resources available for older 
participants?  Do case managers have access to assessments geared to the needs of older adults with I/DD?  
Is technology available to older adults through state HCBS waivers (e.g., communication devices, GPS 
trackers, smart medication dispensers, security systems, and home sensors) and are individuals supported to 
use and maintain it?  Given the numbers of individuals with Down syndrome who will develop Alzheimer’s, 
have there been efforts across aging, disability, and dementia care systems to ensure that supports such as 
family supports, day respite, residential, or other supports and services are available?  Are state I/DD staff 
building partnerships with state aging agencies to maximize access by I/DD participants to generic aging 
resources?  
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