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Disability Trends Nationwide





Who do we serve?  
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People with IDD in Public System

Braddock, et.al., Coleman Institute and 
Dept. of Psychiatry, University of Colorado, 
2017. http://stateofthestates.org
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Exactly what is it we do?
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We support 620,227 in all types of day services
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Employment Trend – Positive Trajectory

Source: U.S. Bureau of Labor Statistics, jobs report published May 4th. Kessler Foundation, Institute on Disability, University
of New Hampshire.

• Employers continuing to  
diversify their workforce

• People with disabilities  
tend to benefit from tight  
labor market

Employment-to-Population Ratio
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Braddock, et.al., Coleman Institute and Dept. of Psychiatry, University of Colorado, 2016. http://stateofthestates.org
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http://stateofthestates.org/


16 Own Home

Family Home

Host Home

1 - 3

4 - 6

7 - 15

People Supported by SettingSize

Own Home Family Home Host Home 1 - 3 4 - 6 7 - 15 16+

81.6%

18.4%

Shift in Where People with I/DD Live

Individualized Settings – 81.6%

• Own Home
• Family Home
• Host Home
• Group home 1 – 3 people

Congregate Settings – 18.4%

• Group home 4 – 6 people
• Group home 7 to 15 people
• Group home 16+

1,228,700 People Supported

* University of Minnesota – 2016 RISP data
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Residential Growth Projection

10



What does it cost?
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$463 Billion

People with Disabilities Account for the Largest 
Share of Medicaid Spending (2014 Kaiser Foundation)

People with 
Disabilities 14% People with 

Disabilities 40%Elderly  9%

Elderly
21%

Adults
34%

Adults
19%Children

43% Children
19%

80,694,100

People Enrolled

https://www.kff.org/medicaid/state-indicator/distribution-of-medicaid-enrollees-by-enrollment-
group/?dataView=0&currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D 12

https://www.kff.org/medicaid/state-indicator/distribution-of-medicaid-enrollees-by-enrollment-group/?dataView=0&currentTimeframe=0&sortModel={"colId":"Location","sort":"asc"}


$65.21 Billion in Public Funds

Braddock, et.al., Coleman Institute and Dept. of Psychiatry, University of Colorado, 2015. http://stateofthestates.org
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Medicaid Spending Trends Are Unsustainable
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So What’s Different?  
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External Environment 
Influencing Change

Demographic  
Shifts

Change in
Diagnostic
Patterns

Cognitive &
On-Demand
Technology

Labor
Market

Medicaid  
Funding &  

MLTSS

Stakeholder  
Engagement

Affordable  
Housing

Cultural  
Acceptance  
of Disability

Provider  
Capacity
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Change in Diagnostic Patterns
Surveillance  
Year

Birth  
Year

Prevalence  
per 1,000  
Children

About 1 in X  
children

2000 1992 6.7 1 in 150

2002 1994 6.6 1 in 150

2004 1996 8.0 1 in 125

2006 1998 9.0 1 in 110

2008 2000 11.3 1 in 88

2010 2002 14.7 1 in 68

2012 2004 14.6 1 in 68

2014 2006 16.8 1 in 59

Division of Birth Defects, National Center on Birth Defects and Developmental 
disabilities, Centers for Disease Control and Prevention https://www.cdc.gov/ncbddd/autism/index.html

Diagnosis of Autism Spectrum Disorders
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https://www.cdc.gov/ncbddd/autism/index.html


Labor Market

21

• Workforce crisis – estimates through 2020

• 1.2 million additional Direct Support Professionals (DSP) needed, a 37%
increase

• Labor force of adults between 18-39 expected to increase by only 7%

• State unemployment trends

• National unemployment rate of 3.9%, April 2018

• State and municipal minimum wage laws

• Municipal pressures in Seattle, New York, Minneapolis, Washington DC
• Medicaid funding does not allow providers to increase rates to 

accommodate increases in minimum wage
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Workforce is Shrinking

15,000,000

30,000,000

45,000,000

60,000,000

75,000,000

2000 2005 2010 2015 2020 2025 2030

Source: U.S. Census Bureau, Populat ion Division, Interim State Populat ion Project ions, 2005

Females aged 25-44 Individuals 65 and older
Larson, Edelstein, 2006
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Number of DSPs in US 2016

4,549,700

1,574,780

1,572,290

800,000

602,630

0 1,000,000 2,000,000 3,000,000 4,000,000 5,000,000

TOTAL

HOME CARE

OTHER INDUSTRIES

INDEPENDENT PROVIDERS

NURSING HOMES
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Changing Demographics

Source: US 2010 Census data

• US Census 2012: Of the 284 million US 
population age 5 and over: 24% speak another 
language at home

• By 2045 US population expected to reach 
“majority-minority”

• Under 18 age group will be there by 2018-19
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Age of DSPs in US 

16%

21%

18%

21%

17%

7%

percent by age

16-24

25-34

35-44

45-54

55-64

65+

PHI. “Workforce Data Center.” Last modified  
November 10, 2017. https://phinational.org/policy-
research/workforce-data-center/. 23

https://phinational.org/policy-research/workforce-data-center/


U.S.
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DSP Citizenship Status in US

10%

77%

13%
Not is citizen

U.S. citizen

U.S. citizen by  
naturalization

PHI. “Workforce Data Center.” Last modified  
November 10, 2017. https://phinational.org/policy-
research/workforce-data-center/.
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Direct Support Workforce Challenges in the US, cont.



*
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Managed Long Term Services and Supports (MLTSS)

• Motivation: Unsustainable Medicaid spending
• State budget deficits, significant waiting lists
• Flexibility to deliver innovative solutions
• Contract and rate-setting transparency imperative
• Requires collaborative partnerships

• People with disabilities, families, State, community based

organizations, and payers

• Create network and provider capacity to support choice,

self-determination, outcomes

• Working in some states (AZ, MI, WI, TN) – A real mess in others (KS, IA) –

Jury’s out (NY, TX, NC)
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Technology

• Remote monitoring

• Electronic Health Records

• Online learning 

• Assistive tech
• Increase independence

• Connects people

• Improves health outcomes

30



31



32



HCBS Settings Rule

Quick Summary

• Rule Finalized January 2014, effective March 2017

• States began submitting statewide transition plans in 2014

• The Trump Administration delayed implementation 3 years to 2022

• Pushback is mostly from presumed isolating settings or facility based 
settings – Trump Administration has shared they want to avoid 
unintended consequences but support the rule 

• HHS/CMS has shared they are relooking at the HCBS Rule
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History of EVV Legislation

Electronic Visit Verification (EVV)

• Initiated by 21st Century Cures Act passed Dec 2016
• Imposes penalty in the form of FMAP reduction for states not implementing 

EVV by certain dates
• Personal Care Services - .25% in 2019  1% after 2023
• Home Health Services - .25% in 2023  1% after 2027
• CMS guidance was published in May 2018

o Legislative intent suggests I/DD services and non home-based services 
should  be exempt; however, CMS has not clarified
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EVV Definitions

• From the legislation: The term personal care services means personal 
care services  provided under a State plan under this title (or under a 
waiver of the plan),  including services provided under sections 
1905(a)(24), 1915(c), 1915(i), 1915(j), or 1915(k) or under a waiver 
under section 1115

• FAQ Information
• MCO Services? YES
• PACE programs? NO
• ICF/Nursing Facilities? NO
• Group Homes? NO
• Other Congregate Residential? NO
• Everything else? MAYBE
• Note: Changing title of personal care services…
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http://www.chicagotribune.com/news/
watchdog/grouphomes/

OIG Report on Ensuring Beneficiary 
Health and Safety in Group Homes 
Through State Implementation of 
Comprehensive Compliance Oversight 

Modifications to Quality Measures and 
Reporting in §1915(c) Home and 
Community-Based Waivers 

Health and Welfare of Home and 
Community Based Services (HCBS) 
Waiver Recipients 

OIG Investigations
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http://www.chicagotribune.com/news/watchdog/grouphomes/
https://www.hhs.gov/sites/default/files/report_joint_report_hcbs.pdf
https://www.medicaid.gov/medicaid-chip-program-information/by-topics/waivers/downloads/3-cmcs-quality-memo-narrative.pdf
https://www.medicaid.gov/federal-policy-guidance/downloads/cib062818.pdf


Other Important Disability Issues

• Legislation to limit coverage for pre-existing conditions
• Money Follows the Person (MFP) – legislation (Empower Care Act) is likely 

to move after the election to extend for at least one year
• Workforce Innovation and Opportunity Act (WIOA) Regulations – watch for 

possible changes here: 
https://www.reginfo.gov/public/do/eAgendaViewRule?pubId=201810&RIN
=1820-AB79

• Review of Overtime Rule – watch for changes here: 
https://www.reginfo.gov/public/do/eAgendaViewRule?pubId=201810&RIN
=1235-AA20
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Plan Ahead for 
Future Implications
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What People with 
Disabilities Tell Us… We want 

support to be 
independent

We want to be safe

We want to 
live with 

people we 
love

We want 
to live 

where we 
choose

We want real jobs!

The Riot-A publication of HSRI: Issue 31 01/2012 39



Community Integration

“Kenny, I’m Batman for 
Halloween.  Will you be 
my Batmobile?”
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Questions
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About the Presenter

Diane McComb works with Qlarant providing technical expertise on 
disabilities, self-direction, individual budgets, community waiver 
programs, person centered practices, and managed care.

Prior to her current work she served as ANCOR’s Liaison to State 
Associations, as the Deputy Secretary of the Maryland Department of 
Disabilities and the CEO of Maryland’s state association of community 
programs.  She also directed a community agency supporting people 
with intellectual and developmental disabilities and their families.

Her career gives her the unique perspective of a private community 
agency, the CEO of a statewide provider advocacy organization, and as 
a cabinet level governmental official.  She brings her extensive 
knowledge of the disability community, her demonstrated track 
record of innovative problem solving, and lifelong commitment to 
creating improved capacity in systems empowering individuals with 
disabilities to achieve their personal and professional goals in 
communities where they live.

She holds an MSEd from the Johns Hopkins University in Severe and 
Profound Disabilities and has a long history working as an advocate 
for people with disabilities and nonprofit management. 

mccombd@Qlarant.com
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