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I am Sean Swindler with the Kansas University Center on Developmental Disabilities (KUCDD).  Since 
1963, University Centers for Excellence in Developmental Disabilities (UCEDDs) have worked towards a 
shared vision that foresees a nation in which all Americans, including Americans with disabilities, 
participate fully in their communities. Independence, productivity, and community inclusion are key 
components of this vision.  Currently, there are 67 UCEDDs-at least one in every US state and territory-
that are in a unique position to facilitate the flow of disability-related information between community 
and university. Centers work with people with disabilities, members of their families, state and local 
government agencies, and community providers in projects that provide training, technical assistance, 
service, research, and information sharing, with a focus on building the capacity of communities to 
sustain all their residents. UCEDDs have played key roles in every major disability initiative over the past 
four decades. Many issues, such as early intervention, health care, community-based services, inclusive 
and meaningful education, transition from school to work, employment, housing, assistive technology, 
and transportation have been directly benefited by the services, research, and training provided by 
UCEDDs.  

The national network of UCEDDs is authorized under Public Law 106-402 (The Developmental 
Disabilities Assistance and Bill of Rights Act of 2000 or "DD Act") and their core funding is 
administered by the Office of Intellectual and Developmental Disabilities (OIDD). To implement their 
core functions of providing preservice preparation, services (including technical assistance, community 
education, and direct services), research, and information dissemination, UCEDDs leverage their core 
funding to partner with other federal, state, and local resources. In Kansas, we actively work with our DD 
Network partners the Kansas Council on Developmental Disabilities and the Disability Rights Center of 
Kansas to achieve our common missions.   

KUCDD is regularly engaged in multiple federal grant projects, which we were able to bring to the state 
due to the strength of Kansas’ DD Network and community partnerships.  Related to the HCBS waiting 
list, during the Fall of 2020 through the Summer of 2021, the Kansas Self-Determined Transition 
Taskforce (KSDTT), consisting of youth and adults with intellectual and developmental disabilities 
(ID/DD), family members, professionals, researchers, policymakers, and other stakeholders, have 
engaged in a project funded by the U.S. Department of Health and Human Service’s Administration on 
Community Living (ACL) that sought to (1) advance knowledge of policy and practice gaps affecting 
successful transition from high school for students with ID/DD in Kansas and (2) expand our partnership 
to include people and groups supporting youth with ID/DD in underserved rural and urban areas, Hispanic 
and Latinx communities, and the juvenile justice system. A key part of this project was a year-long 
comprehensive review and analysis of policy and practice in Kansas that identified critical gaps in 
transition services that severely restrict opportunities and supports for youth with ID/DD transitioning 
from high school to competitive integrated employment (CIE), post-secondary education (PSE), and 
community living (CL). 



Because of this work, KUCDD recently learned we had received two additional federal grants to focus on 
employment and transition for people with disabilities in Kansas:   

• 3-year ACL continuation grant  Kansas Self-Determined Transition Taskforce: Moving Forward To 
Enhance Transition Outcomes.   

• 5-year grant Kansas Self-determined Transition Employment Partnership (K-STEP): Youth-Led Systems 
Change for Enhanced in Transition and Employment Outcomes focused on employment for people with 
disabilities.   

For the grant just concluded, KUCDD worked with over 70 stakeholders to look at key policy issues in 
Transition.  These are relevant to this committee because the number on policy issues was the HCBS 
I/DD Waiver Waiting List and its impact across systems. 
 

Key Policy Issues Facing Kansas Youth in Transition 

HCBS Waiting List.  The “waiting list” for HCBS services in Kansas is at least 10 years and represents 
approximately 4,500 people.   School transition personnel report that this makes a smooth handoff from 
school to community-based services almost impossible, as most students graduate without HCBS services 
in place or available.  This “graduating to the living room” means students lose skills developed through 
years of special education programming.  This waiting list has been cited as the single biggest barrier to 
ensuring a smooth transition for I/DD Waiver eligible students. 

In the Olmstead case, the Supreme Court stated that states can comply with the Integration Mandate by 
having a comprehensive plan for ensuring that people with disabilities are in less restrictive settings, and a 
waiting list that moves at a “reasonable pace.”   Unfortunately, as shown by our review, the waiting time 
for HCBS services in Kansas is increasing and therefore, by definition, not moving at a “reasonable 
pace.”  Further, the lack of transparency for people with disabilities regarding when their child or young 
adult will be able to receive services means it is impossible for families to plan for the future, including in 
critical areas like estate planning.  

The State currently tracks basic information about people, such as age and address, but does not have a 
way for people with disabilities or families to know when they will receive services.  Because of this, the 
state or support providers do not have the critical information they need to plan for future service, support 
and budget needs.  The State currently does not have an efficient way of identifying the needs of people 
with developmental disabilities in the state, tracking changes in these needs over time, and allowing 
people with disabilities and their families to know when they will receive services.   

Need to Better Understand Crisis Exceptions.  A significant number of people are currently entering 
HCBS-funded services because of a crisis exception - not because their spot came up on the waiting list.  
Examples of reasons a person may qualify for a crisis exception include: (1) an aging caregiver to a 
person with I/DD suddenly dies, (2) a person has a significant mental health condition that makes living 
with current caregivers impossible, or (3) a person’s medical condition changes such that they need more 
support than caregivers or natural supports can provide.  Coming into the service system in crisis means 
providers must scramble to provide services without a clear understanding of the person’s current needs. 
The number of crisis exemptions per year makes it difficult for the state of Kansas and its provider 
networks to effectively plan and mobilize to provide individualized supports when a person comes into 
the system.  This creates risk for the person and great expense for the responding systems.  Further, a 
crisis for a person with I/DD does not just impact the I/DD provider system.  Multiple other community 



health systems and other State and community resources are often impacted, including the foster care 
system. 

Fragmented Service Silos.  Our policy analysis found a fragmented system where services are 
inconsistently offered across the state in both education and adult services.  These fragmented services 
often cause confusion among practitioners and families and make quality services difficult to obtain.  The 
fragmentation also makes it difficult for the state to assess the quality of services offered.  Families and 
youth with ID/DD transitioning from high school face services that are housed in “silos” where there is 
often lack of communication among schools and providers.  Individually, key services from the CDDO to 
18-21 services in school to work programs at Vocational Rehabilitation or the Workforce Centers often 
operate differently in different parts of the state.  For example, the Kansas Medicaid system typically does 
not utilize all supports available through EPSDT, a key funding mechanism for community living and 
employment supports.  When people do receive services, Kansas programs are not optimized, to 
emphasize employment first, despite the state law mandating that supports and services focus on 
employment first.  Likewise, people who have behavioral health challenges and a dual diagnosis of I/DD 
face a fragmented, especially for adults, mental health system. 

The system does not promote competitive-integrated employment.  Kansas has the lowest 
reimbursement rate for HCBS Supported Employment in the nation. This has resulted in Kansas having 
one of the worst rates of employment for people with disabilities, a lack of vendors available to provide 
job development and coaching services, and a lack of expertise in the HCBS Waiver system in 
employment services provision benefits counseling.  Key gaps in practices that result in low employment 
outcomes include:  CDDOs do not consistently affiliate with VR vendors to ensure access to employment 
services for the people they serve; HCBS Day Service providers are not required to be VR vendors;  the 
Ticket To Work program is severely under-utilized and not prioritized by the state of Kansas; VR rates do 
not take into account the needs of people who have more significant support needs, including behavioral 
health; the comprehensive federal resources to maximize access to competitive-integrated employment 
are not utilized, creating a system that is disjointed and that has inadequate networks of vendors and 
supports available to people with disabilities wanting to work.  WIOA changes have made progress but 
there are still disincentives for serving people with disabilities for the local boards that need to be 
addressed.   

Kansas is significantly underperforming its peer states in employment of people with Intellectual and 
Developmental Disabilities.  

Waiting List drives everything.  The length of the Waiting List, both in numbers of people and numbers 
of years people wait for services, affects every part of the above problems identified.  The long wait 
means there is no centralized handoff to the adult system, which was once coordinated by school 
transition specialists.  That means that students who received job training and work experiences in their 
special education programs lose most of those skills unless they are immediately engaged in services.   
The emphasis on coming into service through crisis and the uncertainty families face means the provider 
network does not have time to prepare for people coming into service, and the state through the MCOs 
and CDDO network, does not have adequate data with which to “arrange for” services, especially for 
people coming into service who have more complex needs.   

The Waiting List also means, that for those people with disabilities who leave school at age 21 and still 
require training or assistance to become employed, may need more support than the existing systems at 
VR and the Workforce Centers can provide.  Further, the Waiting List is a cause of the “silo-ing” of 
services and supports since people spend years after high school waiting for services. This causes people 



and families to lose touch with the network of connections maintained through their contact with the 
school system.  

We appreciate this opportunity to discuss the Waiting List.  We urge you to consider the following: 
 
1) The state needs to know more about who is waiting and the types of services they will require so they 
can budget appropriately. 

2) People with disabilities and their families need to know when they will receive service so they can 
plan. What can be done to make this process more transparent? 

3)  MCOs and Provider networks need more robust information about the people they will eventually 
serve through the I/DD Waiver so they can plan and be ready to address these needs. 

4) The I/DD Waiver plays a critical role in Kansas, as it does in other states, in ensuring the people with 
I/DD can live, work and be members of their communities. The Kansas Legislature should convene a task 
force made up of all stakeholders including members of the legislature, the state, families and self-
advocates and experts to make strategic plans to address the Waiting List. 

 

Please let us know if you have any additional questions. 

Sean Swindler 
Kansas University Center on Developmental Disabilities 
1200 Sunnyside Avenue  
Lawrence, KS  66045 
sswindler@ku.edu   
 
Evan Dean 
Kansas University Center on Developmental Disabilities  
1200 Sunnyside Ave  
Lawrence, KS 66045 
edean2@ku.edu  
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