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Chairperson Sullentrop, Vice-Chairperson Landwehr and members of the Committee:                                                                                                                                                   

Kansans with intellectual and developmental disabilities are being denied the services they need 

and deserve due to the excessive number of people on the HCBS waiver wait lists that are not 

being adequately funded. 

My son, who is completely deaf and blind as a result of being born 14 weeks premature, was put 

on the I/DD waiver wait list in 2012.  We were shocked and appalled to find out last month that 

after 7 years on the wait list, he is still far from the top.  He and thousands of other disabled 

adults on the wait list are not eligible for competitive employment due to the severity of their 

disability and therefore have no services guaranteed once they turn 21 and have to transition out 

of the school system.  The Social Security Income received each month is only $750, nowhere 

close to the amount needed to private pay for the adult service programs offered in the state. 

The length of time disabled Kansans are spending on the wait list and the rate at which 

individuals are coming off the I/DD wait list are unacceptable when our neighbors in Missouri 

have no wait list.  Nobody on the I/DD wait list has been given funding since February 2018, and 

only 150 people on the I/DD wait list received funding in all of 2018.  As if those numbers are 

not discouraging enough, the money currently allotted in the FY 2020 budget is projected to take 

only 110 individuals off the wait list.   

While I am pleased that there is some funding being designated to the wait list, it is not nearly 

enough.  At the rate of only 100 – 150 individuals coming off the wait list every couple years, 

my son stands to be on the list a minimum of 3 more years, for a total of 10 years.  Friends of 

ours who live less than an hour away in Missouri have been receiving $5000.00 a year for respite 

hours at home since the day their child was diagnosed with a disability.  In addition, once she 

turned 18, they received payment for home services to care for their child until the day program 

she had applied to had space available.   

How disgraceful is it that disabled citizens in Kansas are being robbed of the bare minimum they 

need to survive and thrive while our neighboring states are going above and beyond to provide 

for their most vulnerable citizens?  What are families like mine, who have done everything they 

can to be proactive by putting their children on the waiver wait list years in advance of when the 

funding and services are needed, supposed to do when their child turns 21 and there is still no 

funding available?  It is stressful enough raising a severely disabled child without also having to 

worry about what is going to happen to him when he can no longer go to school and there is no 

funding available for adult services. It is time to make our weakest and most vulnerable citizens 

a priority.  Everything possible must be done to completely eradicate the I/DD wait list.  

Sincerely, 

Kari Howell 

 


