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Setting the Table

IDD Waiver Waiting List

* Explaining where we are
e Path to Eliminate the Wait
* Next Steps

PD Waiver Waiting List

* Explaining where we are
e Path to wait after this year
* Next Steps

Bl, FE, and TA Waivers

 Need to ensure we don’t start new waiting lists

Autism Waiver

* Proposed not be reneweg ey
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Waitlists - A HUGE Problem, but
Not a Huge as We Thought

IDD Waitlist was 5,407 in 2024 with a wait of nearly 11
years.

* As of the end of 2024, its down to 4,505 and the CLEAR MAJORITY
of those on the IDD Waitlist probably won’t need services until
several years down the road.

The Ks Legislature’s action to add slots and set a maximum
cap on each waitlist sets up Kansas to completely eliminate
HCBS waitlists over the next 3-4 years with smart, strategic
action.

The picture is crystal clear. The waitlists can be eliminated.
This HUGE problem is solveable if the Ks Leg takes the

following steps ...
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Where We Are Now

 HCBS Waiting List Progress (Years 1 and 2 of the 5
year plan)
 New Slots on the |/DD Waiver
* 500 (Year 1 - 2024)
e 200 (Year 2 - 2025)




Where We Are Now

* HCBS Waiting Lists
/DD ~4,658

PD ~100

FE ~165

Bl & TA (very close, but no plan to start a waiting list this
year)

e Autism waiver — KDADS planning not to renew this
waiver
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KDADS Agency Budget Requests
for SFY26 and 27

HCBS - Frail Elderly Waiver - - 33,057,383 49,813,972
HCBS - Brain Injury Waiver - - 6,914,313 10,419,136
HCBS - Technology Assisted Waiver - - 3,023,137 4,555,546

HCBS - Community Support Waiver - - 3,741,750 5,258,250

https://www.kslegislature.gov/li/b2025 26/committees/ctte spc 2025
on st bdgt 1/documents/testimony/20251104 02.pdf
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Eliminating the IDD Waiting List

e Step 1 — Implement EPSDT for kids under 21

e Step 2 — Continue to add slots to IDD Waiver (500
in 2026 and 500 in 2027) and reduce the waitlist
cap by at least 500 each year

 Step 3 — Roll out the Community Supports Waiver
to serve 1,500 people over the next 3 years

e Step 4 — Modernize HCBS Waitlist Management.
Actively manage it to know WHEN people will need
services (¥60% are under 22 & likely won’t need
services for several years). Change system to
eliminate the wait for those who need services
now.




10+ yr long IDD waitlists force
families to apply YEARS before

services are needed.

* With a 10+ year wait families are forced to apply for
the IDD waiting list years before they need services.

* Why? So they will clear the waitlist before their
child graduates or ages out of school (age 22)

* “60% of the waitlist are age 22 or younger

* Modernizing & Actively Managing the Waitlist,
identifying who needs services in next 12 months —
a much shorter list and easier to eliminate. Then,
eliminate the wait for those who need services.




The Breakdown of the IDD waitlist data by
age (as of December 2023):

Number who

Approx age as Number on Have
Birth Year of Dec 2023 Waiting List Medicaid

(2002  [PA 203 144
(2003 BN 196 124
(2000  [BE 240 168
(2006 = [ 237 169
(2006 @ [EW; 242 167
(2000 2 [ 224 158
(2008 = [B 237 170
(2000 = [EW 239 177
BN 246 184
12 237 158
(2002  [BW 202 126
10 164 103
(2014  |B 174 115
8 145 92
2006 W) 121 73
6 91 53
5 54 31
3252 2212
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EPSDT — Should Provide Waiver-
Like Services While Kids Wait

e EPSDT is a federal Medicaid requirement for those under 21
e EPSDT = Early and Periodic Screening, Diagnostic, and Treatment
* Think “Kan-Be-Healthy Screens”

* EPSDT requires the state to “arrange for” all medically necessary
services to address the child’s physical or mental conditions,
including conditions traditionally covered by HCBS Waivers.

* The full benefits of EPSDT are not widely known by parents,
providers or doctors. We need to do a much better job at the “T”

» 2/3 of those under 21 on the IDD waitlist already have a Medicaid
card, and should be receiving “waiver-like” services that are part of
EPSDT (Personal Care, In-home supports, skilled nursing, etc.)

e EPSDT should provide supports while kids are on IDD Waitlist
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School Services - Part of the Puzzle

* Many youth with IDD on the waitlist receive services and supports
through school under IDEA.

* For many of those students under 22, school supports are sufficient
to where they do not need to access IDD Waiver services while in
school.

* According to the most recent US Dept. of Education report to
Congress, the clear majority of children with IDD do not earn a
standard diploma.

» Kids with IDD are more likely to age out of high school at 22.

* Families are forced to apply early for the IDD Waiver — to
ensure a slot is available when they are done with high school,
which is often when the child ages out of high school at 22.
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Rethinking the Way Kansas
Manages HCBS Waitlists

Many states manage their waiting lists differently than we
historically have in Kansas.

Kansas has no active management. It’s a first on/first off, simple
spreadsheet, with a process for crisis exceptions.

Other states (like Virginia) have modernized their waitlists to know
when a person will need services and organizes the list into buckets:

1. People who need services now or in the next 12 months

2. People who will need to services in 1 to 5 years

3. People who will need services in more than 5 years
Modernization and Waiver Management lets Appropriators know
HOW MANY people will need services during the next fiscal year — a
much smaller number and a more manageable waitlist to fund.
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Modernization = Increase
Transparency

Waitlist Modernization Increases the transparency of
managing the waiting list.
Families and individuals on the waiting list should be

able to go online, see where they are in the list, verify
their data, and detail when they will need services.

It should be accessible in a portal and allow two-way
communication.

Active Waiting List Management & Engagement with
those Waiting needs to happen to know WHO needs
services in next 12 mos and ensure effective data.
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Other Next Steps — IDD Waitlist

* The Ks Leg should have KDADS convene a group of Kansas
stakeholders towards modernizing the waitlists as describe here.

* Funding for CDDOs to have them actively manage the waiting list.
* When will the person waiting need services?
* Under 21 — are they receiving EPSDT?

* Are they on the waitlist, over 18 and not enrolled in Medicaid? Enroll
them bc the parent’s income is no longer counted against them.

* What services will they need?
* Update the necessary data of those waiting
* Build a portal where members and families can see and
interact with their data while they are waiting

* Interactive dashboard where providers, advocates, and families can
find reports on current and future needs by county — better planning.
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Other Next Steps — Continued

* Forecasting — Additionally, KDADS could partner with the Kansas
State Department of Education, local school districts, CDDOs, and
the provider community to better forecast the number of
individuals who will likely need services at those different points in
time (now and next 12 months, 1-5 years, over 5 years).

* This, along with Waiver Modernization and Active Management,
will better plan for future needs.

* This process needs to engage disability stakeholders and be as
transparent as possible to ensure that community partners can
access the information they need to plan for future needs.
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Kansas CAN Eliminate the Wait

* Please keep in mind, these are rough numbers, but

will give us a good idea of the remaining work to
do.

* Since the latest Ks Leg funding, only around 1,350
on the IDD waitlist are over 22 years old.

* For the sake of illustration, let’s say 2,000 people
on the IDD waitlist need Waiver services now or in
the next 12 months.

* 1,350 plus another 650 so we make sure we include
others under the age of 22 who may need services

immediately
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Kansas CAN Eliminate the Wait (cont)

e 2,000 need IDD Waiver now or in the next 12
months

* Over the next two years, Ks Leg adds 1,000 slots
(500 additional slots each in FY26 and FY27).

* Ramp up the Community Supports Waiver to serve
another 1,500 people over the next three years.

e At that point, Kansas can be close to eliminating the
waitlist WITH room for organic and typical new
enrollment growth.




Eliminate the Wait - Improving
Other Systems

* Imagine how much better transition planning in
schools would work without an IDD waiting list

* There are 280 foster care youth currently on the
IDD waiting list — Eliminating the Wait helps Foster
Families immensely.

* Eliminate the Wait - the service system will not
have to focus simply on crisis after crisis or serving
new people in crisis
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Important Caveats about the
Numbers and Assumptions

» All estimates have caveats. The prior numbers
illustrate a path forward to eliminate the waitlist
given the current assumptions and the limited data
we have.

e Until KDADS tracks the waitlist like we are
suggesting (for example, tracking who needs
Waiver services sometime in the next 12 months,
who will need a slot 1-5 years from now, etc.), the
data will be incomplete.

* What’s exciting? We are FAR CLOSER to Eliminating
the Wait for the IDD Waiver than anyone thought!
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In Review, Here are the Steps

e Step 1 — Implement EPSDT for kids under 21

e Step 2 — Continue to add slots to IDD Waiver (500 in
2027 and 500 in 2028) and reduce the waitlist cap by at
least 500 each year

e Step 3 — Roll out the Community Supports Waiver to
serve 1,500 people over the next 3 years

* Step 4 — Modernize HCBS Waitlist Management.
Actively manage it to know WHEN people will need
services (around 60% are under 22 & won’t need
services for several years). Change system to eliminate
the wait for those who need services now.
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Other Items Not Covered Here

* No Waitlist = Better Employment Outcomes

e 7 out of 10 states with the best employment outcomes have NO
waiting list (source: KFF report)

* Technology First activities (KDADS grants)

* Additional Funding for CDDO Administrative Activities —
there will be additional work for CDDOs to serve the
additional people

* Also, people must be able to move from the CS Waiver to
the Comprehensive IDD Waiver without waiting. The CS
Waiver is not a static, separate Waiver where everyone who
enrolls in it will be on the CS Waiver for the rest of their
lives. As their needs change, they must be able to move
from the CS Waiver to the Comprehensive IDD Waiver

without waiting.
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Eliminating the PD Waitlist

* In 2024, there were 1,069 on the PD waitlist

 KDADS made offers to fill the 500 new slots funded
during the 2024 session and significantly reduced
the waiting list.

* Currently 100 remain on the PD waiting list.




PD Waitlist Next Steps

* Funding to bring the PD Waitlist to ZERO AND
continue the proviso cap to keep the PD waitlist at
ZERO over the next year and (hopefully) beyond.

* Convene stakeholder group on how to best
modernize and actively manage the waitlist

* Funding for ClLs to actively manage the waitlist and
money for KDADS to modernize it

* Interactive portal and Dashboard (like the prior IDD
Waiver points)

D| DISABILITY
R(RIGHT
C CENTE]

NTERo/KANSAS



Bl, FE, and TA Waitlist Next Steps

* Adovcate for Funding to ensure these waivers do
not need to start waiting lists.

* Continue to work with stakeholder groups to help
mitigate the need for a waiting list
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Questions?
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