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Strategic Roadmap:  
Eliminating the IDD Waiting List/ 
Addressing IDD Capacity Erosion 

Executive Summary 
 

The Challenges We Face: 
Policy makers are faced with two ever-present challenges that threaten adequate services and supports for 
Kansans with intellectual and developmental disabilities (IDD). Both challenges are borne of the same root cause – 
a lack of strategic vision for the growth and preservation of a network that promotes positive outcomes for this 
vulnerable population. These two challenges include chronic underfunding that threatens the ability of the existing 
IDD provider network to serve the 9,000+ persons with IDD already in services, and thousands of persons with IDD 
who have been forced to wait for the services they need. 

In 1995, the Kansas Developmental Disabilities Reform Act (KSA 39-1801 et seq.) was passed by the Legislature and 
signed into law by Governor Bill Graves. This law was – and continues to be – a landmark measure that seeks to 
develop a strong network of community-based supports for persons with IDD. Chief among the many positive 
tenets of the DD Reform Act is its establishment of outcomes for the network: Independence, Inclusion, 
Integration, and Productivity. Further, the statute calls for the development of “adequate and reasonable funding” 
for this IDD network. Unfortunately, since its passage 26 years ago, the promise of the Kansas DD Reform Act 
remains largely unfulfilled. 

As the state approached the 21st century, the challenges facing the IDD provider network fell to the periphery of 
policy considerations. Since passage of the Kansas DD Reform Act, no strategic vision has been specifically 
developed for this system, and larger efforts, such as KanCare, have fallen short of their promised outcomes for 
the IDD population. In the past 21 years, providers have only received sporadic funding increases in less than half 
of those years. During that same time, inflation increased by more than 30%. The IDD waiting list grew from zero in 
the late 1990s to more than 4,500 today. This course is unsustainable. 
 

Proposed Strategic Roadmap: 
To successfully address these challenges, policymakers must embrace a multi-year effort that will first shore up the 
existing IDD provider network and then enable the development of service capacity for all persons with IDD on the 
state’s waiting list. Further, any such effort must also include prospective mechanisms to prevent this network 
from falling behind or allow a waiting list to begin again. 

We propose the formation of a State/Legislative/Provider IDD System Modernization Taskforce to accomplish the 
following steps: 

• Step 1: Restore capacity in the existing IDD provider network through a series of funding increases. 
• Step 2: Develop service alternatives to the IDD HCBS waiver and provide enhancements to existing service 

options that will assist in addressing the needs of both individuals in service and on the waiting list. 
• Step 3: Localize response efforts for serving waiting list individuals.  
• Step 4: Provide funding to accompany a planned drawdown of individuals from the waiting list. 
• Step 5: Establish ongoing funding adjustments to ensure that the IDD provider network remains stable 

and that a waiting list does not form again in the future. 
 

Conclusion: 
This Strategic Roadmap, as outlined above, will require significant and ongoing Legislative support. Substantial 
investments will be required over an extended period. However, the cost of doing nothing will be far greater. The 
IDD provider network will not sustain its current capacity without needed funding. Pursing this Roadmap will avert 
an even costlier future – both to the State and to those who will lose years of their lives while waiting for services.   
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History of IDD System Underfunding 

 

The Kansas IDD service network has endured chronic 
underfunding for more than two decades. Due to that 
underfunding, two serious conditions currently afflict the IDD 
system. First, IDD service providers have slowly fallen behind in 
their ability to build – or even maintain – the capacity to serve 
those who are in the system. Second, the State of Kansas allowed 
a waiting list for IDD services to grow from zero in the late 1990s 
to more than 4,500 adults and children today.  
 
By the late 1990’s, the State had eliminated an existing waiting 
list for IDD services. However, without any consistent policy 
direction, the list soon began to grow again. By 2001, more than 
500 Kansans with IDD had been added to a new waiting list. By 
2004, the list had grown to more than 1,200. In 2012, those 
waiting totaled nearly 3,000. During that period, the legislature 
appropriated funds for the waiting list in several budget cycles, 
but those efforts did little more than keep pace with the natural 
annual growth of the list in those years.  
 
The Kansas Developmental Disabilities Reform Act, passed in 1995, mandated the development of a community 
network of supports that fosters independence, inclusion, integration, and productivity for Kansans with 
intellectual and developmental disabilities. Significant and sustained efforts must be undertaken by the State of 
Kansas, in partnership with community providers, to build the infrastructure required to carry out this vital 
commission. This infrastructure must be in place to resolve the IDD waiting list.  
 
This two-decade-long underfunding must end. Increases to provider rates via the HCBS IDD waiver have ranged 
from sporadic to non-existent. In the past 21 years, provider rates have increased by 35.20%. During that same 
time, inflation, as measured by the Consumer Price Index, increased by 63.86%.  
 
While sporadic provider rate increases have been championed by the legislature in recent years, no organized, 
strategic effort has been initiated by policy makers to address the erosion of capacity in the community IDD 
system. Similarly, no path has been identified for elimination of the waiting list. Strong leadership is now needed to 
steer the State into a new era of sustained investment in the community-based system of supports for all Kansans 
with intellectual and developmental disabilities.  
 
 
Costs of Underfunding to IDD Provider Network Capacity: 

Chronic underfunding, coupled with current labor shortages have seriously jeopardized the viability of the current 
IDD provider network. Consider the status of the IDD provider network: 

• Providers refusing to accept new client referrals. 
• Providers with workforce vacancy rates of 20% to 40%. 
• Providers closing day and residential program settings due to an inability to provide adequate staffing.  
• Spikes in overtime costs of more than 50% since the beginning of the pandemic. 
• Fewer applicants for open IDD direct care positions than ever before, and many of the applications 

received are not hirable due to legal infractions or positive drug screens.  

 

 

 

 Inflation (CPI-U) IDD Rate Increases 
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Kansas IDD Waiting List First Look Survey 

 

• Survey conducted by InterHab member CDDOs June through August 2021. 
• Data from 39.6% of waiting list individuals included in this first look. 
• 58.10% of Kansas counties represented in this first look. 

Age Information: 

• Average age of Kansan with IDD on the waiting list: 21.28 years old. 

Age Breakdown: 

5 to 17 18 to 20 21 to 28 29 to 49 50 and Older 
45.17% 12.76% 23.20% 13.65% 4.83% 
     

 

Additional Demographics: 

• 67.98% are enrolled in Medicaid. 

Living Conditions: 

• 77.75% live with one or both of their parents.  
• 6.91% live alone. 
• 4.92% live with a non-parent family member. 

Top Five Identified Service Needs: 

1. Day Services (structured activities available during the day) 
37.47% will need immediately, 14.52% in 1 to 3 years, 11.48% in 4 to 6 years, 7.85% in 7 to 9 years 

2. Recreation Access and Support (connection to naturally occurring life enriching activities) 
56.91 will need immediately, 8.55% in 1 to 3 years, 4.45% in 4 to 6 years, 2.58% in 7 to 9 years 

3. Case Management (assistance connecting to resources and advocating for the person) 
55.15% will need immediately, 8.20% in 1 to 3 years, 4.22% in 4 to 6 years, 2.58% in 7 to 9 years 

4. Employment (searching for, obtaining, and retaining a job in the community) 
26% will need immediately, 16.39% in 1 to 3 years, 13.23% in 4 to 6 years, 9.95% in 7 to 9 years 

5. Transportation (access to the community) 
35.60% will need immediately, 10.89% in 1 to 3 years, 11.12% in 4 to 6 years, 6.67% in 7 to 9 years 

Additional Needed Services: 

6. In Home Supports (paid assistance in the home. Often referred to as PCS or PAS) 
48.36% will need immediately, 9.72% in 1 to 3 years, 5.15% in 4 to 6 years, 3.40% in 7 to 9 years 

7. Medical Appointment Management (assistance making and attending medical appointments) 
25.76% will need immediately, 10.54% in 1 to 3 years, 9.02% in 4 to 6 years, 6.79% in 7 to 9 years 

8. Behavior Analysis/Support (assistance with managing complex behavioral health challenges) 
42.15% will need immediately, 5.97% in 1 to 3 years, 3.86% in 4 to 6 years, 1.64% in 7 to 9 years 

9. Mental Health Support (counseling and therapeutic resources) 
42.51% will need immediately, 6.09% in 1 to 3 years, 2.81% in 4 to 6 years, 2.11% in 7 to 9 years 

10. Affordable Housing (clean, safe and accessible housing in the community) 
14.05% will need immediately, 13.70% in 1 to 3 years, 11.59% in 4 to 6 years, 8.78% in 7 to 9 years 
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IDD Waiting List: Review of Promising Practice 
States 
 

Landscape Review:  

• Reviewed services in 5 states in detail. (Missouri, 
Wisconsin, California, Washington, Massachusetts). 

• Every other state in the nation has more than one HCBS 
waiver for IDD population. Not all are successful.  

• Most IDD waivers are §1915(c). Built in “safeguards”.  
• A few states use §1115 waivers. Mostly used to manage 

“extended State Plan benefits”. None are exactly like 
Kansas’ §1115. 

• Make services popular with families to help avoid “waiver 
jumping” (No need to move to 24/7 care for many). 

• Avoid ‘tiers’ that create hidden or “operational” waiting 
lists but do use clear and simple rules for individual 
increases.  
 

Community Support Waiver: 

This new Kansas IDD Community Support Waiver could be utilized to help individuals with an intellectual disability, 
autism, or developmental disability to live more independently in their homes and communities and to provide a 
variety of services that promote community living, including self-directed service models and traditional, agency-
based service models. Every participant will have a goal for independence and competitive, integrated 
employment.  

Community Support Waivers can meet a variety of needs with just 4 services: 
• Services and goods*. 
• Supported Employment. Updated definition to allow for capacity saving strategies already in use in other 

states. 
• Assistive Technology – to enhance independence and reduce staffing needs.  
• Personal Care Services – for independent living skill-building. 

 

The ‘Three Buckets of Support Strategies’ (National Association of State Directors of Developmental Disabilities 
Services): 

*Services and goods: Services that are specific to the daily support and/or care-giving role for the person with IDD, 
such as respite, behavioral support and interventions, home modifications, and health/ wellness management. 
Other examples may include transportation, adaptive equipment, caregiver supports and training. The item or 
service must decrease the need for other Medicaid services, and/or promote inclusion in the community, and/or 
increase the participant’s safety in the home environment. 

Discovery and Navigation: Information, education, and training on best practices within and outside of disability 
services, accessing and coordinating community supports, and advocacy and leadership skills.  Some examples may 
include Information on disability Information about options and possibilities for employment, community living, 
relationships, recreation, knowledge about best practices and values, skills to navigate and access services. 

Connecting and networking:  Connecting a family with other families, including parents with disabilities, self-
advocates and siblings, grandparents, and other guardians for mutual support.  Examples might include parent-to-
parent support, self-advocacy organizations, family organizations, support groups, professional counseling, and 
non-disability community support. 

 

 
Current System Problems:  

 Limited PCA services for children 
(mandated under EPSDT)  

 Low capacity & low rate for 
personal care and respite  

 Limited access to BH and  
autism therapies 

 Long wait creates ‘skills gap’  
for transition-age youth  

 150+ crisis exceptions per year 
strains capacity & increases  
long-term needs 
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IDD Waiting List: Review of Promising Practice States 

 

During the first half of 2021, InterHab reviewed programs and services in other states across the country to collect 
promising practices that could be considered for use in Kansas. A common theme emerged in that all other states 
employed multiple waivers to help meet the needs of IDD populations. Further, more efficient and flexible waivers 
were common companions to comprehensive waivers such as that in Kansas.  

Below, you will find a listing of Kansas’ current comprehensive waiver to two other types of waivers, which 
illustrates how those waiver types could complement current service offerings and condensed information for five 
states that employed service elements that could be beneficial in addressing the Kansas IDD waiting list.  

 

Comprehensive Waiver Community Support Waiver STEPS Pilot 

• Features 24/7 residential care  
• All but three states have a 

comprehensive 1915(c) waiver 
for IDD  

• Average cost per plan is 
$45,000, but costs vary widely  

• Includes supported 
employment & pre-vocational 
employment 

• Currently only serves less than 
1/3rd of all Kansans with IDD  

• Typically, just for personal care 
and habilitation, not medical or 
remedial 

• 24/7 care services do not 
include separate rates for 
behavioral health, therapies, 
transportation, private duty 
nursing, etc. 

• Every participant lives in own 
home or family home 

• 1915(c) waiver focused on 
independent living & 
employment 

• Features an individualized 
budget for ‘Goods and Services’ 
to help meet a variety of needs 

• Maintains Person-Centered 
Planning and Case 
Management for service 
development 

• Lower cost (>$25,000). Often 
include specific budgets for 
special services (ex. 
Employment) 

• Must be combined well with 
State Plan services to be most 
effective 

• Requires strong support for Self-
Direction  

• Services are not capped  

• Working Healthy pilot that will 
also seek to reduce waiver 
waiting list 

• Promises a range of services to 
support independent living 

• Experimental “1915(i)-like 
waiver” 

• Features “involuntary 
disenrollment” 

• Services are capped and/or time 
limited. Goal to eliminate need 
for some or all HCBS supports.  

• Does not include Case 
Management 

• Combines MCO care 
coordination, utilization review, 
and service development into 
one function using a ‘proprietary 
assessment’ 

   

 

Missouri - Partnership for Hope Waiver: 

• Part of their goal was to limit need for direct, state-level administration. 
• Regional review committees meet weekly. 
• SB40 (ca 1969) established local bonds for IDD. These local dollars can be used for Federal match. 
• Utilizes “prioritization of need” process for waiting list management, but it is ‘just a formality’ in practice. 
• The waiting list for Missouri’s comprehensive waiver and Partnership for Hope waiver are very small. 
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Wisconsin: 

• “WI Family Care Waiver ID/DD” is under a 1915(b)(c) concurrent MCO arrangement and providers are 
mainly Pre-Inpatient Health Plans (PIHPs). So-called “Tailored managed care plan”. 

• “Financially successful” (b)(c) concurrent waiver. 
• Participants can choose voluntarily to be in managed care. 
• Waiver is intended to be comprehensive and offer services like transportation and housing that are not 

typically found on standalone 1915(c) waivers. 
• Most promising practices are risk sharing and value-based purchasing, which can help improve outcomes 

and reduce costs for high needs participants or improve employment outcomes, etc.  
 

California: 

• Utilizes both a 1915(c) and a separate 1915(i) waiver. Only ‘extended State Plan services’ are coordinated 
under a §1115 waiver for IDD. 

• STEPS Pilot could be modeled more similarly to California’s 1915(i). 
• No waiting list (state plan rule under the i waiver), skinny benefit for 1915(i) waiver services 
• Needs assessment “Likelihood of retaining skills” for extended state plan benefits. 
• California is reportedly moving away from the §1115 to a 1915(b) for managed care. 
• Important participant safeguards are found in the The Lanterman Act (state law): “The Lanterman Act 

outlines the rights of individuals with developmental disabilities and their families, how the regional 
centers and service providers can help these individuals, what services and supports they can obtain, how 
to use the individualized program plan to get needed services, what to do when someone violates the 
Lanterman Act, and how to improve the system.”  

 

Washington: 

• Washington has a “Individual and Family Services” waiver that serves individuals in their family home and 
does not seem to include 24/7 care unless it’s for respite. 

• Washington also has a “Basic Plus Waiver” waiver that serves over 10,000. One big distinction between 
these two waivers seems to be that the Basic Plus includes 24/7 care with a service called ‘Adult 
Residential Care’ and ‘Staffed Residential Home’. It has a $46,000 cost cap. 

• Both waivers have short Length of Stay (LOS). (i.e., time-limited). 
• Comprehensive wavier has a high eligibility threshold technically speaking, but in practice serves a large 

number of participants with no waiting list. 
 
 

Massachusetts: 

• “Community Living Waiver” is small. It only serves a few thousand individuals limited to age 22 and over. 
It is intended to provide a moderate level of assistance to participants who “either live on their own in a 
home or in their family home”. 

• Pays for a ‘live-in caregiver’. 
• Another support waiver pays for ‘adult companion’ services. 
• Community Support Waiver features ‘Individual Goods and Services’. 
• Comprehensive waiver has no waiting list and is very large.  
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Strategic Roadmap Steps: A Closer Look  

 

To successfully address these challenges, policymakers must embrace a multi-year effort that will first shore up the 
existing IDD provider network and then enable the development of service capacity for all persons with IDD on the 
state’s waiting list. Any such effort must also include prospective mechanisms to prevent this network from falling 
behind or allow a waiting list to begin again. We propose the formation of a State/Legislative/Provider IDD System 
Modernization Taskforce to accomplish the following steps: 

 

Step 1: Restore capacity in the existing IDD provider network through a series of funding increases: 

The IDD provider network struggles to serve those individuals already in service due to two decades of chronic 
underfunding. Recent increases in the IDD HCBS provider rate have been helpful but have not made up for 
sustained funding shortfalls that have left providers behind. A series of provider rate increases will be required to 
continue to compete with rising costs and to sustain a workforce. 

We propose:  

• A sustained restoration effort that encompasses five sequential investments in provider rates: 
o 7% increase in the first and second fiscal years 
o 6% in the third fiscal year 
o 5% in the fourth and fifth fiscal years 

These increases will enable IDD providers to begin rebuilding their professional care workforce and address long-
neglected service needs.  

 

Step 2: Develop service alternatives to the IDD HCBS waiver that will assist in addressing the needs of both 
individuals in service and on the waiting list: 

Several states have pursued promising service alternatives that could be lower-cost methods to address the needs 
of both individuals on the waiting list as well as those already in service. Development of these alternatives would 
provide greater flexibility and help to address specific challenges of individuals with complex service needs that 
currently consume significant system resources.  

We propose: 

• Development of a Community Support Waiver that would be a lower-cost alternative to the current IDD 
HCBS Waiver. This new waiver could offer services such as respite, personal care services and wellness 
management in a highly flexible format that would allow individuals and families to choose which services 
best fit their needs.  

• Development of a mechanism that allows individuals to move between lower service alternatives, such as 
a Community Support Waiver, and more intensive service options such as the IDD HCBS waiver when 
their needs require it. This is essential in ensuring that hidden wait lists do not form where individuals 
need additional services but cannot obtain them.  

• Further development of existing service options such as the STEPS Pilot. 
• Enhancement of Supported Employment provider rates to grow this essential employment service. 
• Development of incentives for businesses to hire persons with IDD. 
• Development of behavioral health resources available to the IDD population, such crisis response, positive 

behavioral supports and respite options. 
• Development of resources for persons with IDD with age-related illnesses such as Alzheimer’s/dementia.  
• Development of residential alternatives to address limited housing resources in communities. 
• Enhancement of reimbursement for critical services, such as case management and personal care 

services, to ensure they are competitive with similar state programs and services. 
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Step 3: Localize response efforts for serving waiting list individuals: 

IDD providers and CDDOs must be placed “in the driver’s seat” in developing efforts to serve waiting list individuals 
in their area. Each community has unique strengths and challenges, and a “one size fits all” approach will not work.  

We propose:  

• A process in which IDD providers and CDDOs submit plans to the State for addressing waiting list 
individuals in their area.  

• These plans would identify resource needs that must be addressed, as well as establish a timeline for 
expanding capacity to bring waiting list individuals into service.  

• The State and its KanCare contractors will assist providers by providing needed resources and technical 
assistance to bring waiting list individuals into needed services within the timeline established. 

 

Step 4: Provide a series of funding increases to accompany a planned drawdown of individuals from the waiting 
list: 

Whether through the creation of new service alternatives, or the enhancement of existing resources, additional 
investments will be required to eliminate the IDD waiting list.  

We propose:  

• An intensive examination of persons on the IDD waiting list to fully establish the required investment. 
• Development of service alternative offerings such as a Community Support Waiver and an examination of 

how best to enhance existing system resources such as employment and behavioral health services. 
• Development of a schedule of legislative funding initiatives that match identified needs and the service 

offerings required to serve all individuals on the IDD waiting list. 

 

Step 5: Establish ongoing funding adjustments to ensure that the IDD provider network remains stable and that 
a waiting list does not form again in the future: 

The Legislature must articulate a policy direction that ensures that the State of Kansas will never again allow an 
IDD waiting list to form. Essential to such a policy direction is development of a process that ensures ongoing 
needed funding increases to the IDD system.  

We propose: 

• Examination of a preferred method to ensure regular funding increases for the IDD system that accounts 
for both needed inflationary increases and anticipated growth in additional numbers of Kansans with IDD 
who will require services. 

• Implementation of such a method following the completion of funding increases outlined in Step 1 of this 
Strategic Roadmap.  

• Establishment of Legislative oversight to ensure compliance with the above policy direction.  
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Individuals with Complex Needs 

 

An increasing and significant percentage of the Kansas IDD population have complex needs that require 
extraordinary amounts of resources to address. Any comprehensive approach to addressing capacity challenges 
and the IDD waiting list must include addressing the resources needed to adequately serve individuals with 
complex needs.   

Individuals with complex needs include the following categories:  

• Behavioral health needs  
• Complex medical health needs  
• Age-related conditions  

Person-Centered Planning is a set of approaches designed to assist an individual to plan their life and supports. It is 
an ongoing problem-solving process used to help people with disabilities plan for their future. Under Kansas laws 
and long-standing Federal requirements, Person-Centered Planning is foundational to the provision of services for 
Kansans with IDD.  

When we consider all the variation in types of supports that are needed to help meet lifestyle preferences and add 
to that every individual’s specific complex health and support need, we realize how important it is for these needs 
to be properly evaluated and planned for. Any addition to our waivers or redesign must not fail to consider how it 
will meet all these needs. The real danger for us would be for us to accidently create more gaps and barriers to 
services for people who would be at risk of institutionalization due to a lack of behavioral health services, medical 
health services, or supports for age-related conditions.   

The medical care needs of people with IDD are getting more complicated. Many Home and Community Based 
service providers must essentially maintain their own health clinics so that nurses and other medical staff are on-
hand to provide services that direct care professionals (personal care attendants) do not have the training to 
perform. Added to this, as the IDD population in Kansas grows older, we see more and more chronic care 
conditions that are age-related, like dementia and physical disabilities that grow more severe with age. Nationally, 
the population of adults age 60 and older with IDD is growing dramatically and is estimated to increase from 
850,600 in the community, based on the 2010 US census, to an estimated 1.4 million by 2030. 

 

Value-Based Purchasing for Complex Needs and HCBS: 

While eliminating the waiting list for IDD services, expanded use of Value-Based Purchasing models in KanCare will 
help to address system gaps and help to compensate for lack of capacity.  

Individuals with IDD have lifelong support needs. State agencies, CDDOs, and providers often begin engagement 
with individuals and their families early in life. This early engagement results in a multi-decade relationship 
between them and the state IDD system of support. These structural relationships are critically important given 
the interdependencies necessary to effectively serve individuals with IDD—many of whom have multisystem 
involvement. 

Improving the use of Value-Based Purchasing strategies would allow KanCare to isolate and focus on specific 
system needs, such as those found among the social determinants of health. These strategies can be used to foster 
much needed state-level and substate-level agency infrastructure and partnerships that recognize challenges 
related to system gaps and workforce shortages. 
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Special Focus Areas 

 

Behavioral Health Service Needs: 

Behavioral Health needs are a vital piece of successful lives in all of Kansans but especially those that may not have 
a voice. Many of those that are served have endured incredible traumas. There are strong links between trauma 
and long-term health outcomes, like heart disease and diabetes, and diagnosable psychiatric disorders, like bi-
polar disorder and schizophrenia. Representing only 3% of our populations, those with IDD are seven times more 
likely to be sexually abused. A survey conducted by the Spectrum Institute Disability and Abuse Project found that 
70% of respondents with disabilities experienced some form of abuse, yet first responders are much less likely to 
respond to or believe a person with a disability.  

Communication is always a barrier, but in the people that cannot speak or do not have the words to communicate 
what has happened, special training and education is imperative. In some cases, mental health providers have 
refused to see our clients with IDD or autism due to communication barriers and/or being unable to determine a 
billable service. Specialized training exists, but only a small percentage of mental health providers have utilized 
this. High rates of reimbursement or incentives are needed to address this lack of resource, with a stronger 
emphasis in rural areas. Learning to understand one’s emotions and having healthy relationships with others is 
difficult in and of itself. These normal barriers, combined with a disability, only amplify this struggle. Behavioral 
health training is also needed within provider agencies. Coaching direct support staff on trauma-informed 
approaches and proper communication methods based on the nature of someone’s disability is done best with 
educated professionals.  

Addressing behavioral health needs will improve the lives of those that we serve as well as decrease the long-term 
health cost burden in Kansas and increase overall community productivity. The disabled need mental health 
resources designed specifically for them. 

 

Employment Service Needs: 

There is a workforce shortage in America, however, we often see those with IDD overlooked as employable. Many 
barriers exist in hiring someone with a disability. Although it is illegal to discriminate against those with disabilities, 
businesses are not always able to make accommodations. Businesses have different reasons on not being able to 
accommodate, but there are some methods that can be done to promote this population as employable. Financial 
incentives can be offered to employ those with disabilities. Campaigns can be designed to decrease stigma or 
increase compassion surrounding those with a disability. Both of which would have a positive effect on 
employment. 

Most agencies already offer supportive employment and participate to some degree, but the reimbursement rates 
are not high enough to incentivize providers to optimize this program. Having a robust supportive employment 
program can give purpose, self-direction, and self-actualization to those served. Providers cannot continue to 
expect supportive employment direct support workers to continue to make far less than those that they help 
maintain a job. This dynamic results in an exodus of direct support workers.  
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Targeted Case Management: 

Targeted Case Management (TCM) is unique to other case management programs in Kansas because it targets the 
unique needs of those with disabilities. TCMs have to navigate a seemingly myriad number of complex systems 
that overlap in unexpected ways during transitions, crisis situations, and everyday life while advocating for just one 
voice at a time—The systems listed all have their own unmet needs but include:  IDD waiver services, Autism 
waiver services, SED waiver services, Psychiatric Residential Facilities (PRTFs), Youth Residential Centers (YRCs), 
different Community Developmental Disabilities Organizations (CDDO), different Managed Care Organizations 
(MCOs), Foster Care Systems and their providers, Adult Protective Services, schools, Kansas Guardianship Program, 
Medicaid, Medicare, staff turnover in every agency that they work with, law enforcement, mental health provider, 
medical providers, new and unfamiliar programs, KDADS, KDHE, and be familiar with local resources like food, 
housing, and specialized medicine. Within these systems, TCMs assess, plan, refer, and monitor.  

Yet, TCM reimbursement rates are non-competitive. Some vital services are not even considered billable, like 
discharge planning within certain MCOs. Expanding billable services (excluding direct support) and increasing those 
rates would start down a road of proper compensation and decrease turnover for TCMs. When a person has a 
consistent TCM, their voice strengthens.  

 

Personal Care Services: 

Personal Care Services are not utilized enough in Kansas yet could fill a large need and keep a person in their 
home. A Personal Care Service (PCS) worker is someone that comes to one’s home and assists the person with 
their activities of daily living, like bathing, dressing, and eating. This service allows some people with disabilities the 
capacity to live on their own, in their community of choice— our ultimate goal! Sadly, the reimbursement rate for 
a PCS worker is usually between $10-$11 and part-time. Whether by an agency or a person, finding a worker 
willing to make so little is difficult, and in rural Kansas, almost impossible. Sometimes other family members can 
pay a worker a higher cash amount so that they will stay. This situation can create undue safety issues when a 
worker does not undergo background checks. But, this arrangement does not occur very often, as most people in 
Kansas cannot afford to pay a decent, out-of-pocket wage.  

 

Residential Alternatives: 

Shared Living is a newer service that has been put on moratorium in the state, with only the agencies that signed 
up quickly when it first became a service. The service can best be compared to foster care for an adult. Families or 
individuals welcome someone with a disability into their home after they have been “matched.” So many of the 
people we serve have come from institutions or the foster care system, being a part of a family is something some 
have never experienced.  

Another potential service would be offering a stipend to individuals that are able to live with a family member. Our 
current system has a high threshold for parents that continue to take care of their child into adulthood and one 
parent receives financial assistance for doing so. But, there is no threshold for a single parent or immediate family 
member to receive financial compensation for taking care of a person in their home.  
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STEPS Pilot (Supports and Training for Employing People Successfully): 

STEPS is an experimental demonstration pilot designed to provide individualized employment and independent 
living supports available for up to 500 Supplemental Security Income (SSI) and Social Security Disability Insurance 
(SSDI) beneficiaries who meet pilot eligibility criteria.  STEPS’ purpose is to help the State determine whether 
providing services designed to support competitive, integrated employment and independent living support result 
in successful employment and independent living outcomes. Participants can be involuntarily disenrolled from 
STEPS for several reasons, including failure to obtain or maintain employment. Participants are also assured by 
policy that the State will provide a ‘Safety Net Transition’ back to Home and Community Based Services (HCBS).  

 

Technology Solutions: 

Remote Supports means having a live support person available through assistive technology. They involve the use 
of an ‘assistive technology device’ which is any item, piece of equipment, or product system, whether acquired 
commercially off the shelf, modified, or customized, that is used to increase, maintain, or improve the functional 
capabilities of individuals with disabilities. 

Remote support and assistive technology within care plans can be used to provide support that is more person-
centered and reduces reliance on in-home direct staffing. Every state that uses technology this way has safeguard 
requirements. They also typically have requirements for the design of these systems to be individualized to each 
person’s needs and preferences. Remote Supports can include: 

• Video Monitoring – Considered the most intensive form of Remote Supports, tailored to the person 
served.  

• Environmental Controls - Technologies that can be used to control the home environment which may 
include temperature, door locks, lighting, and appliances, etc. 

• PERS- Personal Emergency Response System – “One-button” assistance.  
• Sensor Based System – Form of Remote Supports that reduces need for more intensive video monitoring.  
• Local Alert System/Noise Only Systems – usually used within a family home.  
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Strategic Roadmap Timeline  
 
 
Activities outlined by the following Strategic Roadmap categories:  
Capacity, Localized Response, Service Alternatives/Service Enhancements and Waiting List. 
 

Year One: 

• Capacity: Legislature appropriates 7% IDD provider rate increase. 
• Waiting List: Intensive study of waiting list begins. 
• Service Alternatives/Service Enhancements: State/Legislative/Provider IDD System Modernization 

Taskforce is formed and begins exploring service alternatives such as a Community Support Waiver as 
well as identifying needed service enhancements. 

Year Two: 

• Capacity: Legislature appropriates 7% IDD provider rate increase. 
• Waiting List: Intensive study of waiting list concludes. Report made available to IDD System 

Modernization Taskforce. 
• Service Alternatives/Service Enhancements: IDD System Modernization Taskforce finalizes 

recommendations for service alternatives and enhancements. 

Year Three: 

• Capacity: Legislature appropriates 6% IDD provider rate increase. 
• Waiting List: Individuals on the waiting list are contacted to begin planning process for removal from list. 
• Localized Response: IDD providers and CDDOs engage in planning process for waiting list individuals. 

Plans are submitted to KDADS for approval with IDD System Modernization Taskforce oversight. 
• Service Alternatives/Service Enhancements: KDADS/KDHE submit new service alternatives to CMS for 

approval. 
• Service Alternatives/Service Enhancements: IDD System Modernization Taskforce makes 

recommendations to legislature for funding (please note: this funding will be required for activities in 
subsequent years). 

• Service Alternatives/Service Enhancements: Legislature appropriates required funds. 

Year Four: 

• Capacity: Legislature appropriates 5% IDD provider rate increase. 
• Capacity: IDD System Modernization Taskforce begins examination of approaches to ensuring needed 

ongoing funding increases for the IDD system. 
• Localized Response/Waiting List: IDD providers and CDDOs begin implementing local plans for serving 

waiting list individuals. 
• Service Alternatives/Service Enhancements: Legislature appropriates required funds.  
• Service Alternatives/Service Enhancements: KDADS/KDHE implement new service alternatives.  

Year Five: 

• Capacity: Legislature appropriates 5% IDD provider rate increase. 
• Capacity: IDD System Modernization Taskforce makes recommendations to Legislature for process to 

ensure needed ongoing funding increases for the IDD system. 
• Localized Response/Waiting List: IDD providers and CDDOs continue implementing local plans for serving 

waiting list individuals. 
• Waiting List: IDD System Modernization Taskforce performs look-behind analysis to determine 

effectiveness of efforts. 
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