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• The Collaborative on Health Reform and Independent Living 
(CHRIL) is funded by a 5-year Disability and Rehabilitation 
Research Program (DRRP) from the National Institute on 
Disability, Independent Living, and Rehabilitation Research 
(NIDILRR grant number 90DP0075-01-00). 

• The Kansas Disability and Health Program is supported by the 
CDC, National Center on Birth Defects and Developmental 
Disabilities (NCBDDD), Disability and Health Promotion Branch 
(Cooperative Agreement Number DD000006). 

The contents of this presentation are solely the responsibility of the 
authors and do not necessarily represent the official views HHS, ACL, 
and NIDILRR or the CDC, NCBDDD, Disability and Health Promotion 
Branch.

Funding
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Presentation Overview

• Background

• Health disparities for people with disabilities

• Social determinants of health 

• National Survey on Health and Disability (NSHD) overview

• NSHD findings & limitations

• Data availability

• Further reading
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• Disability measurement and surveillance
–Census, American Community Survey
–CDC, Behavioral Risk Factor Surveillance System (BRFSS) and 

the Disability and Health Data System (DHDS)

• Lack of an accurate measure of Intellectual Disability (ID)
–Administration on Intellectual and Developmental Disabilities 

data workgroups convened in 2017, with reports released in 
late 2019

• KU-IHDPS method of disability measurement
–Open-ended question (categorized) used for more than 20 

years

Background
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• In the past decade disparities for people of certain groups has 
emerged as a unifying framework for many researchers, funders 
and policymakers (e.g., Healthy People 2010, 2020, 2030).

• Disparities between people with disabilities and people without 
disabilities have been widely studied and published. 

• CDC funds 19 state Disability and Health Programs. 
(https://www.cdc.gov/ncbddd/disabilityandhealth/programs.html)

• The CDC updates national and state data comparisons and 
infographics on disparities annually. 
(https://www.cdc.gov/ncbddd/disabilityandhealth/infographic-disability-impacts-
all.html)

Health Disparities

https://www.cdc.gov/ncbddd/disabilityandhealth/programs.html
https://www.cdc.gov/ncbddd/disabilityandhealth/infographic-disability-impacts-all.html
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Source: 2018, https://www.cdc.gov/ncbddd/disabilityandhealth/infographic-disability-impacts-all.html
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Source: 2018, https://www.cdc.gov/ncbddd/disabilityandhealth/infographic-disability-impacts-all.html



CHRIL-Collaborative on Health Reform and Independent Living 8

• The ACS-6 questions are 
required in all federally-
funded surveys

• Do not consistently capture 
individuals with ID

• Inability to accurately 
measure disparities for 
different disability groups

Disparities and those with ID

Source: 2018, 
https://www.cdc.gov/ncbddd/disabilityandhealth/infogr
aphic-disability-impacts-all.html

In a statewide survey we conducted, 76% of 
people with I/DD in Kansas reported being 
overweight or obese, compared to 63% of 
the general population.
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• Social determinants of health (SDOH) are economic, social and 
other conditions that influence differences in health status. 
SDOH can include, but are not limited to:
–Economic stability - Employment - Housing
–Community/Environment     - Social supports - Education
–Geography

• "The unequal distribution of experiences is not in any sense a 
'natural' phenomenon but is the result of a toxic combination of 
poor social policies, unfair economic arrangements and bad 
politics.” – World Health Organization

Social Determinants of Health
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• University of Kansas portion of the NIDILRR-funded 
Collaborative on Health Reform and Independent Living 
(CHRIL)

• Longitudinal: fielded in Spring 2018 (n=1,246) and Winter 
2019/2020 (n=2,175)

• Multiple measures of disability (ACS-6, WGSS, HRMS) with our 
open-ended disability item allows for categorization in a 
variety of ways and most importantly we know which 
individuals have intellectual disability.

• More information on NSHD methodology: 
http://ihdps.ku.edu/collaborative-health-reform-and-
independent-living-chril

National Survey on Health and Disability (NSHD)

http://ihdps.ku.edu/collaborative-health-reform-and-independent-living-chril


CHRIL-Collaborative on Health Reform and Independent Living 11

Hall & Kurth (2019). A Comparison of 
Health Disparities Among Americans 
With Intellectual Disability and/or 
Autism Spectrum Disorder and 
Americans With Other Disabilities. 
Inclusion, Vol. 7, No. 3, pp. 160-168. 
https://www.aaiddjournals.org/toc/inc
l/7/3

NSHD 2018 Findings

https://www.aaiddjournals.org/toc/incl/7/3
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• “What is your disability and/or 
chronic health condition? If you 
have more than one, please list 
your main one first.”

• Primary – listed first

• Prevalence – all conditions listed by 
respondent

• Categorization 

• 2019/2020 data larger sample

Disability Type
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Demographic Differences

• Those with ID were significantly 
more likely to:
– be younger and male
– have high school education 

only
– have more than one 

disability or health condition
– have income <138% of FPL
– Receive SSI

• Less likely to be:
– married
– employed for pay full time
– receive SSDI

• Social Determinants of Health
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Health Disparities
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Barriers to Care and Unmet Need
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Community Participation and Isolation
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• Survey conducted primarily online with telephone 
option

• Combining ID with ASD
• Proxy survey response: 44% for this group with 60% 
of proxies answering questions for the respondent 

Study Limitations
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• Analyses of 2018 NSHD data found significant differences between 
people with ID and those with other disabilities in the areas of:
– Educational level, income/employment, social supports and feelings of isolation 

from the community
– Employer-sponsored health insurance themselves versus through a family member

• People with ID have a higher likelihood of not getting certain types of 
health care services (seeing doctors and durable medical equipment) 
and have significantly poorer mental health status

• While these disparities can be explained in various ways, we need to 
work to improve how our health care system serves people with 
intellectual disability and address disparities and social determinants of 
health.

In Summary…
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NSHD Data Available
A limited data set (LDS) from the National Survey on Health and Disability (NSHD) is available to
other researchers at no cost. The richness of the NSHD data supports many varied analyses related
to health disparities, social determinants of health, insurance coverage, quality of life, and community
participation of people with disabilities. We welcome data requests from other disability researchers,
post-docs, graduate and doctoral students, etc. For more information about obtaining the LDS for
2018 or 2019/20 or questions about the development and fielding of the NSHD, contact Noelle Kurth,
pixie@ku.edu, 785-864-7085.

Further Reading…
Hall JP, Batza K, Streed CJ, Boyd B, Kurth NK. (2020). Health disparities among sexual and gender minorities with 

Autism Spectrum Disorder. Journal of Autism and Developmental Disorders. Online first.
Hall JP, Kurth NK, Gimm G, Smith S. (2019). Perspectives of Adults with Disabilities on Access to Health Care After the 

ACA: Qualitative Findings. Disability & Health Journal 12(3), 350-358.doi: 10.1016/j.dhjo.2019.01.014
Repke MA, Ipsen CI. (2020). Differences in social connectedness and perceived isolation among rural and urban adults 

with disabilities. Disability & Health Journal 13(1), 1-7. doi: 10.1016/j.dhjo.2019.100829
Smith S, Hall JP, Kurth NK. (under review). Perspectives on health policy from people with disabilities. Journal of 

Disability Policy Studies.
Wu BS, Thomas K, Annis I. (under review). Inadequate provider networks and unmet need for health services and 

employment among people with disabilities. 
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Questions and Discussion

Contact information
Noelle K Kurth: pixie@ku.edu ; (785) 864-7085

Jean P Hall: jhall@ku.edu; (785) 864-7083

ihdps.ku.edu

www.chril.org

mailto:pixie@ku.edu
mailto:jhall@ku.edu
http://www.chril.org/
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