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Executive Summary 
 

Developmental disability services help nearly 5,000 Nebraskans live, function, and work in the 
state who otherwise would struggle to. They do this by providing residential care, day services that 
help people with developmental disabilities improve skills for functioning, employment services, and 
various other services. 

Due to budget constraints, over 2,300 Nebraskans are sitting on a waiting list past their date of 
need, not receiving services from the state. Nebraska has a large waiting list compared to other states 
and spends less per capita than comparable states on services. This has led to middling outcomes for 
Nebraskans with developmental disabilities, especially in fostering independence and quality of life. 

Nebraska has options to improve its disability aid program. By promoting in-home services, 
prioritizing job services and services for young children, and intentionally providing funding to reduce 
the waitlist, Nebraska can build a developmental disability aid program that promotes independence, 
improves quality of life, and benefits the economic situation of people with disabilities. 

 
The Waiting List for Services in Nebraska 
 

While almost 5,000 Nebraskans received developmental disability services in 2018, another 
2,300 sat on the state waiting list not receiving services.1 

The state waiting list is a list of people with developmental disabilities who have requested 
services from the state and have a need for these services, but cannot receive services primarily due to 
a lack of funding.2 Of those on the waiting list, about three quarters are between the age of 10 and 30, 
while only about one in six are over age 30.3 

 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
1 Smith, Letter to Senator Lynne Walz, 2019. This letter is printed in full in Appendix A. 
2 O’Hare, Mary, “Nebraska Legislative Resolution 156: Addressing the Waiting List for Persons with 
Developmental Disabilities and Rate Methodology,” Legislative Resolution 156 Workgroup, 
December 2008, p. 10. 
3 Smith, Letter to Senator Lynne Walz, 2019. 
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The proportion of White (78%), Asian (2.1%), and American Indian (1.3%) people on the 

waiting list come close to the racial composition of the state of Nebraska.4 People of “Mexican” 
heritage (as defined by the Nebraska Department of Health and Human Services) are underrepresented 
on the waiting list and Black/African American people appear more on the waiting list than they do in 
the general population. 

 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
The waiting list is not one that moves quickly, either. While best-case people with disabilities 

are able to get off the waiting list in a month or so, the typical person pulled off the waiting list in 2017 
or 2018 was on the waiting list for six to seven years, with some having waited almost eight years.5 

Comparative state data tells us that Nebraska’s developmental disabilities waiting list was 
longer than any of five comparison states besides Kansas in 2017, the most recent year comparative 
data is available.6 On a per capita basis, the size of Nebraska’s waiting list is long, with more 
Nebraskans on the waiting list per capita than all comparison states and three times the people on its 
waiting list than the average comparison state.7 

 

 
4 Ibid., “Quickfacts: Nebraska, Population Estimates, July 1, 2018,” Census.gov. 
5 Smith, Letter to Senator Lynne Walz, 2019. 
6 “Waiting List Enrollment for Medicaid Section 1915(c) Home and Community-Based Services 
Waivers,” State Health Facts, Kaiser Family Foundation, 2017; These comparison states were chosen 
to reflect the past waiver study: “Nebraska Waiver Study,” Arc of Nebraska, Fall 2019, 
https://www.arc-nebraska.org/nebraska_waiver_study 
7 "Annual Estimates of the Resident Population for the United States, Regions, States, and Puerto Rico: 
April 1, 2010 to July 1, 2018". United States Census Bureau.  
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Kaiser Family Foundation, United States Census Bureau. 

 
Nebraska also tends to use less of its resources on developmental disability services, ranking 

39th nationally in spending as a percentage of personal income and spending less than all comparison 
states besides Colorado.8 Iowa and Minnesota spend two and a half times what Nebraska spends per 
$1,000 of personal income on intellectual and developmental disability services. 

 

 
“I/DD Spending per $1,000 of Personal Income,” Case for Inclusion. 

 
8 “I/DD Spending per $1,000 of Personal Income,” The Case for Inclusion: Serving at a Reasonable 
Cost, http://www.caseforinclusion.org 
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Despite its long waiting list and low levels of spending on developmental disabilities, Nebraska 

falls in the middle of the pack nationally when it comes to promoting community inclusion for people 
with developmental disabilities, ranking 23rd among states in the 2019 “Case for Inclusion” rankings. 
Nebraska was rated highly for its employment services but docked for its family stability policies and 
had middling rankings in independence, quality of life, coverage, and overall ranking. Among 
comparison states, Nebraska is also middle of the pack, falling behind Missouri and Minnesota and 
ranking ahead Colorado, Kansas, and Iowa. 

 
2019 “Case for Inclusion” Rankings 

State Independence Quality of 
Life 

Family 
Stability 

Employment Coverage Overall 

Missouri 18th  4th 10th 20th 13th 4th 
Minnesota 31st 11th 9th 26th 45th 21st 
Nebraska 29th 21st 42nd 14th 27th 23rd 
Colorado 10th 40th 50th 4th 21st 27th 
Kansas 39th 30th 40th 27th 26th 37th 
Iowa 37th 46th 47th 30th 17th 45th 

Case for Inclusion Rankings 2019, http://www.caseforinclusion.com 
 

In 2008, the Nebraska Legislature appointed a workgroup to recommend a strategic plan for 
reducing the state waiting list for developmental disability services.9 The workgroup’s final report 
outlined the state’s challenges in projecting future utilization of developmental disability services and 
provided the Nebraska Legislature with a preferred option and a second-best option for reducing the 
waiting list. 

 
1. (Preferred): Appropriate funds, in the upcoming fiscal year, necessary to provide services 

for all eligible individuals with developmental disabilities who are past their need date. 
Once those individuals have been funded, provide funding for all eligible individuals as 
they reach their need date. 
 

2. Incrementally provide services to individuals on the waiting list by offering funding for two 
years of service requests in each year from 2009 until 2014 and, from that point forward, 
fund all eligible individuals on their need date. 

 
The Nebraska Legislature opted for option two, making disability aid a top-12 line item 

increase each year from 2010 until 2016. While legislative spending matched the workgroup 
recommendation in Fiscal Year 2010, the Legislature underspent compared to workgroup 
recommendations from Fiscal Year 2011 to Fiscal Year 2014.10 The Legislature caught up with 

 
9 O’Hare, “Nebraska Legislative Resolution 156,” 2008. 
10 “Biennial Budget Reports: 2009-2016,” Nebraska Legislature, nebraskalegislature.gov. 
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recommendations in Fiscal Years 2015 and 2016, but the “catch-up” time period led to a $33 million 
cumulative shortfall in spending from Fiscal Year 2010 to Fiscal Year 2016.  
 

  
 “Biennial Budget Reports: 2009-2016,” Nebraska Legislature 

O’Hare, “Nebraska Legislative Resolution 156” 
 

Since the workgroup recommended a cumulative $71 million in new annual spending to 
provide services to about 4,200 requests, the average request was projected to cost about $17,000 in 
state funds. Thus, the shortfall in disability aid expenditures of $33 million would have led to about 
2,000 individuals not being served, which explains about 85% of the current waiting list. The 
remaining 350 people on the waiting list were due to underestimates by the workgroup due to 
unanticipated community need. 

 

 
“Biennial Budget Reports: 2009-2016,” Nebraska Legislature 

O’Hare, “Nebraska Legislative Resolution 156” 
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Developmental Disability Services: Living, Functioning, and Working 
 
 In 2018, the state of Nebraska provided services to assist 4,835 Nebraskans with disabilities 
through developmental disability waivers.11 Of these nearly 5,000 Nebraskans, 3975 received 
residential services, 3,934 received day services, 1,468 received employment services, and up to 1,445 
received other services.12 
 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
These services amounted to a total of $320 million in total spending in 2018 and ranged from 

residential services to day services to employment.13 Two-thirds of these funds were spent on 
residential services and about a quarter were spent on day services. While employment and other 
services made up almost a third of total services provided, they amounted to only $14 million, less than 
five percent of total expenditures. 
 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
11 Smith, Dannette, Letter to Senator Lynne Walz, Table 5 August 1, 2019. The sum of these numbers 
exceed 4,835 since individuals often receive multiple types of services. 
12 Ibid. 
13 Ibid. 
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 Residential services represented the majority of state spending on developmental disability 
services through waivers, making up about two-thirds of all such spending and serving almost four 
thousand individuals.14 Residential services are services designed to assist a Nebraskan living with a 
developmental disability in living in the community.15 Residential services range from assistance 
provided in a person’s own home to full-time assisted living in provider housing. 
 The Nebraska Department of Health and Human Services splits funding for residential services 
into two categories: (1) in-home services, which are provided to people living with developmental 
disabilities in their own home or with family, and (2) services provided to people living with 
developmental disabilities in provider-owned, operated, or otherwise-controlled residences.16 In 2018, 
about 1,700 (41%) of residential services were provided in a home setting and 2,400 (59%) were 
provided in provider-owned settings.17 
 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
 

14 Ibid. 
15 O’Hare, Mary, “Nebraska Legislative Resolution 156: Addressing the Waiting List for Persons with 
Developmental Disabilities and Rate Methodology,” Legislative Resolution 156 Workgroup, 
December 2008, p. 10. 
16 “Title 403: Medicaid Home and Community-Based Waiver Services (HCBS) for Individuals with 
Developmental Disabilities – Chapter 5: Comprehensive Developmental Disabilities Services Waiver,” 
Nebraska Department of Health and Human Services, Rules and Regulation, p. 11,13. For the purposes 
of this report, we use the phrase “in-home” to refer to “in-home residential habilitation services” as 
defined by the Nebraska Department of Health and Human Services and “provider-owned” to refer to 
“residential habilitation services” as defined by the Nebraska Department of Health and Human 
Services. 
17 Smith, Letter to Senator Lynne Walz, 2019. 
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 According to research by the ANCOR Foundation, Nebraska is rather middle of the road in its 
breakdown of in-home versus provider-owned residential services.18 In 2016, Nebraska had a slightly 
higher percentage of people with disabilities living at home than Minnesota and Kansas, a slightly 
lower percentage of people with disabilities living at home than Colorado, and a much lower 
percentage of people with disabilities living at home than Iowa and Missouri. 19 
 

 
Case for Inclusion 

 
Research comparing in-home residential services to provider-owned residential services in the 

state of Oregon found that people living in-home were more likely to take part in community activities 
and have an active social life than those in institutional settings.20 Studies on deinstutionalization in the 
UK have found similar community integration advantages associated with in-home care.21 Recent 
research suggests that shifts from large institutional settings to smaller residential settings nationwide 
have been associated with greater choice for participants in regard to where and with whom they would 
live, where they went during the day, who their case manager was, and who their staff was.22 Evidence 

 
18 “The Case for Inclusion Report 2019,” ANCOR Foundation, 2019, http://caseforinclusion.org/. 
19 These comparison states were chosen to reflect the past waiver study: “Nebraska Waiver Study,” 
Arc of Nebraska, Fall 2019, https://www.arc-nebraska.org/nebraska_waiver_study 
20 Howe, John, Robert H. Horner, and J. Stephen Newton. "Comparison of supported living and 
traditional residential services in the state of Oregon." Mental Retardation 36, no. 1 (1998): 1-11. 
21 Emerson, Eric, and Chris Hatton. "Deinstitutionalization in the UK and Ireland: Outcomes for 
service users." Journal of Intellectual and Developmental Disability 21, no. 1 (1996): 17-37. 
22 Houseworth, J.,Tichá, R., Smith, J., & Ajaj, R. (2018). Developments in living arrangements and 
choice for persons with intellectual and developmental disabilities. Policy research brief, 27(1), 
University of Minnesota, Institute on Community Integration. 
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also suggest that families of people with developmental disabilities are satisfied with community 
care.23 

One potential additional benefit of in-home residential services over services in provider-
owned settings is cost of care to the state. While provider-owned services made up 59% of all 
residential services provided in Nebraska in 2018, they also made up 82% of all costs.24 On average, 
the state spent three times as much on a per-service basis in provider-owned settings than it did in in-
home settings. 

 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
Shifting services from provider-owned to in-home settings should be approached with caution. 

Service allocation by setting is responsive to needs of individuals and incorrect placement could lead 
to negative results for service recipients and wasted public dollars. Some studies find that differences 
in spending between in-home and provider-owned services can be explained by needs of recipients, 
suggesting costs could be driven by providers being responsive to individual needs rather than 
inefficient spending.25  

 
23 Jones, Jennifer L., and Kami L. Gallus. "Understanding deinstitutionalization: What families value 
and desire in the transition to community living." Research and Practice for Persons with Severe 
Disabilities 41, no. 2 (2016): 116-131. 
24 Smith, Letter to Senator Lynne Walz, 2019. 
25 Emerson, Eric, Janet Robertson, Nicky Gregory, Chris Hatton, Sophia Kessissoglou, Angela Hallam, 
Krister Järbrink, Martin Knapp, Ann Netten, and Patricia Noonan Walsh. "Quality and costs of 
supported living residences and group homes in the United Kingdom." American Journal on Mental 
Retardation 106, no. 5 (2001): 401-415. 
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Trends in home and community-based services in other states demonstrate that there is a wide 
range of different state approaches being used to address the needs of people with developmental 
disabilities. If reallocation of funds from provider-owned settings to in-home settings could be 
achieved with similar or better quality outcomes for service recipients, it would lead to large savings 
for the state. For instance, if Nebraska had a percentage of residents living at home on par with Iowa or 
Missouri’s at current costs of in-home and provider-owned residential services, the state would save 
$82 million a year, over a quarter of the current HCBS budget. 

The second major category of service spending in 2018 was day services. Day services are 
nonresidential services to help participants keep, learn, or improve skills and functioning for daily 
living or provide other supports for participants.26 94% of these services are habilitative services of 
some sort, working to improve functioning for participants.27 Habilitative services could be physical 
therapy, addressing physical impairment, or occupational therapy, addressing barriers to environmental 
functioning.28 The remainder of day services provided were adult day services, close-contact services 
focused on meaningful day activities, and prevocational services providing broad career planning, job 
search, and employability training.29 

The $89 million in habilitative services spending in 2018 was the largest single category of 
HCBS spending for the state outside of its residential services in provider-owned settings, making up 
over a quarter of the HCBS budget and 98% of all day services expenditures.30 

 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
26 “Habilitative/Habilitation Services,” Healthcare.gov, 2019. 
27 Smith, Letter to Senator Lynne Walz, 2019. 
28 National Academies of Sciences, Engineering, and Medicine. Opportunities for improving programs 
and services for children with disabilities. National Academies Press, 2018. 
29 “Title 403,” Nebraska Department of Health and Human Services. 
30 Smith, Letter to Senator Lynne Walz, 2019. 
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A third category of services provided via waivers are employment services, provided to about 
1,300 Nebraskans with disabilities in 2018.31 People with developmental disabilities face lower levels 
of labor force participation than any other disability group and policy researchers stress shared goals 
with integrative responses to help people with developmental disabilities overcome barriers.32 
Supportive employment services are an evidence-based practice that has been shown to increase 
employment among participants with certain types of developmental disabilities.33 In 2010, a national 
study of vocational rehabilitation agencies found that Nebraska had the most cost-efficient supported 
employee program in the country, returning $2.77 to the state in savings from alternative programs 
and new tax revenue for every $1 invested in the program.34 Thus, while the overriding policy rationale 
for developmental disability services is equity, employment services provide a strong economic 
efficiency rationale as well.  

Over half of employment services are individualized programs designed to help participants 
obtain and maintain competitive employment.35 Another third are “enclave” programs, a setting where 
a participant works with a group of other participants in a regular business or industry setting. The 
remainder are “follow-along” programs, which resemble individualized programs with closer 
supervision. 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
31 Ibid. 
32 Khayatzadeh-Mahani, Akram, Krystle Wittevrongel, David B. Nicholas, and Jennifer D. Zwicker. 
"Prioritizing barriers and solutions to improve employment for persons with developmental 
disabilities." Disability and rehabilitation (2019): 1-11. 
33 Wehman, Paul H., Carol M. Schall, Jennifer McDonough, John Kregel, Valerie Brooke, Alissa 
Molinelli, Whitney Ham et al. "Competitive employment for youth with autism spectrum disorders: 
Early results from a randomized clinical trial." Journal of autism and developmental disorders 44, no. 
3 (2014): 487-500. 
34 Cimera, Robert E. "National cost efficiency of supported employees with intellectual disabilities: 
2002 to 2007." American Journal on Intellectual and Developmental Disabilities 115, no. 1 (2010): 
19-29. 
35 “Title 403,” Nebraska Department of Health and Human Services; Smith, Letter to Senator Lynne 
Walz, 2019. 
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 Employment services spending in 2018 was $9 million, only 3% of total HCBS spending.36 
Nonetheless, employment services made up 11% of total services. This is because the state spent an 
average of $7,000 per service on employment compared to $23,000 per service on day services and 
$54,000 per service on residential services.37 
 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
The remaining 20% of services only make up 1.6% of the HCBS budget ($5.2 million), mainly 

composed in number of participants in and gross spending on transportation services ($3.5 million) to 
access program services.38 Other services include short-term respite services for caregivers, assessment 
services to determine participant needs, “adult companion” short-term habilitative services, and 
miscellaneous emergency and technical services. 

 

 
Smith, Letter to Senator Lynne Walz, 2019. 

 
36 Ibid. 
37 Ibid. 
38 Ibid. 
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Policy Implications 
 

Disability is a natural part of the human experience: one in six Americans have a 
developmental disability.39 In order to live at home, be involved in the community, and work, those 
with developmental disabilities need more support than those without them. Because of this, a 
capability approach to public policy would prioritize the needs of those with developmental disabilities 
as a population that needs support to achieve minimum functioning enjoyed by others.40 

The Nebraska Legislature has acknowledged the importance of supporting those with 
developmental disabilities, with its developmental disabilities line item ranking in the top fifteen line 
item increases in the state budget in eight of the past ten years.41 That being said, the state has still not 
kept up with the demand for services over that time period, allowing the waiting list to balloon. In the 
past three years, the legislature has slowed spending on developmental disability aid, even reducing 
spending in Fiscal Year 2019.42 

Assuming a 6% annual growth of people needing services and a 5% growth in per-person costs 
per year, the state will need to increase its annual spending on developmental disabilities by $113 
million in the next five years. Under the same conditions, the state would have to spend an additional 
$67 million in 2024 to eliminate the waiting list, though costs would be lower in earlier years 
depending on the phase-in. 

The state’s recent creation of a vocational rehabilitation waiting list is a case of forgone 
revenue for the state.43 With 2,400 people on a waiting list for vocational rehabilitation, the state is 
potentially forgoing millions of dollars in savings from alternative program costs and new tax revenue. 
People on the vocation waiting list receiving other services are especially costing the state and 
prioritizing getting them vocational services would create more revenue for the state. Nebraska 
Vocational Rehabilitation has said 1,300 people have been taken off the vocational rehabilitation list 
since July.44 

On a broader scale, the state does not need to break the bank to provide essential services to 
people with developmental disabilities. Creating an ongoing monitoring system similar to that 
executed by the state from 2010-2016 to ensure the state is keeping up with demand for services would 
be an important first step. Also, the state can free up funds while also fostering independence by 
encouraging in-home services for those who could benefit from them rather than residential services in 
provider-owned settings. 

 
39 “Facts About Developmental Disabilities,” Centers for Disease Control and Prevention, 
http://www.cdc.gov, September 26, 2019. 
40 Nussbaum, Martha C. Frontiers of justice: Disability, nationality, species membership. Harvard 
University Press, 2009. 
41 “Biennial Budget Reports: 2010-2019,” Nebraska Legislature, nebraskalegislature.gov. 
42 Ibid. 
43 “Nebraska Waiver Study,” The Arc of Nebraska, Fall 2019. 
44 Foley, Lindy. (VR Director, State of Nebraska). October 23, 2019. Email communication. 
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Developmental disability services can yield economic gains as well. Early intervention in 
particular can reduce state costs and, if services yield the outcomes that have been found in other 
states, would increase future incomes for a total net lifetime benefit of $650,000 to $1.1 million per 
child served in 1998 dollars.45 With 260 children on the waiting list, interventions such as these could 
reap substantial economic benefits for the state. 

Lastly, developmental disability services can be a tool for fighting poverty. High rates of 
unemployment among those living with developmental disabilities demonstrate that people living with 
developmental disabilities encounter significant barriers to generating income.46 More than a quarter of 
children with disabilities nationwide live in families under the federal poverty level, even though less 
than one in five children overall live in families under the poverty line.47 In addition, their needs for 
support at home and in community activities mean people with developmental disabilities need more 
resources to experience the same quality of life as those not living with these disabilities. 

Developmental disability aid is a key state tool for ensuring human rights, growing the 
economy, and fighting poverty. The Nebraska Legislature has the chance to tackle these goals in the 
upcoming years by creating a plan to promote independence, reduce the waiting list, and get services to 
those who need it most. 
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45 Jacobson, John W., James A. Mulick, and Gina Green. "Cost–benefit estimates for early intensive 
behavioral intervention for young children with autism—general model and single state 
case." Behavioral Interventions: Theory & Practice in Residential & Community‐Based Clinical 
Programs 13, no. 4 (1998): 201-226. 
46 Khayatzadeh-Mahani, Akram, Krystle Wittevrongel, David B. Nicholas, and Jennifer D. Zwicker. 
"Prioritizing barriers and solutions to improve employment for persons with developmental 
disabilities." Disability and rehabilitation (2019): 1-11. 
47 Hughes, Carolyn, and Selete K. Avoke. "The elephant in the room: Poverty, disability, and 
employment." Research and Practice for Persons with Severe Disabilities 35, no. 1-2 (2010): 5-14. 
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Appendix A: HHS CEO Dannette Smith’s Memo to Senator Lynne Walz 
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