CROSS-DISABILITIES ADVISORY COUNCIL
Hybrid Meeting
Thursday, Oct 16, 2025
9:30 a.m. - 4:43 p.m.

Cross-Disability Advisory Council Members Present: Darcy Andahl, Kirsten Dvorak, Kyle Erickson, Andrea Hansen,
Julianne Horntvedt, Kayla Johnson, Paul Kolstoe, Heather Lundeen, Kevin Miiller, Jonathan O'Konek, Vicki Peterson,
Lorena Poppe, Danielle Robbins, Kendra Vander Wal, Janakate Walker

Cross-Disability State Agency Representatives Present: Jackie Adusimilli, Kathy Barchenger, Kayla Fender, Mary
McCarvel-O’Connor

Guests Present: Erin Leveton, Kathy Miiller, Jillian Salmon, Erin Moore

WELCOME and ADMINISTRATIVE MATTERS

The meeting was called to order at 9:30.

GENERAL BUSINESS
e Role Call
e APPROVAL OF CDAC August Minutes
o Kevin Miiller opened the floor for discussion on the “ND-CDAC Minutes 21AUG25 DRAFT”
o Motion: It was moved by Kayla Johnson and seconded by Vicki Peterson to approve the 21AUG25 Minutes
o Vote (Yes): Darcy Andahl, Kirsten Dvorak, Kayla Johnson, Paul Kolstoe, Heather Lundeen, Jonathan O'Konek, Vicki
Peterson, Lorena Poppe, Danielle Robbins, Kendra Vander Wal
o Vote (No): none
o Motion carried

Welcome Activities
e Members were shown an article written by the Center for Health Care Strategies that used North Dakota’s CDAC as
an example of the value and impact that stakeholder groups have when they’re engaged in the process of enhancing

Medicaid programs.
e Members confirmed that they understood the structure of CDAC’s subcommittees and the opportunity to share their
takeaways with the full group every quarter.

Read-out from Cross-Disability Waiver (CDW) Subcommittee

e The full group was given a summary of the subcommittee’s discussions and takeaways, and subcommittee members
added comments.

e Subcommittee members clarified that one of their goals is to modernize the level of care (LOC) assessment tools and
processes for kids aged 3-5 on this waiver.

e The subcommittee expressed that one of their priorities is to consider the availability and accessibility of services in
rural areas as they provide input on the CDW service array.

e It was clarified that the eligibility criteria for the Medically Fragile (MF) and Autism Spectrum Disorder (ASD)
populations are not changing on the CDW from what they are in their existing waivers, to ensure people who receive
services today can continue to receive services on the CDW.


https://www.chcs.org/elevating-community-voice-in-shaping-medicaid-priorities/

Read-out from the Individuals with Intellectual Disabilities and Developmental Disabilities

(11lD/DD) Waiver Subcommittee

e The full group was given a summary of the subcommittee’s discussions and takeaways, and subcommittee members
added comments.

e The full CDAC discussed the elements that determine whether someone is eligible for the waiver and how all must
be met to qualify for the waiver:

o Technical elements (being a North Dakota resident)
o Financial elements (income levels)
o Target population elements (age, diagnoses, conditions, disabilities)

=  States are not allowed to make a single diagnosis be the basis for automatically being eligible for a
waiver, all requirements must be met in addition to the diagnoses.

o Needs elements (functional limits faced by the person, needing support, and meeting institutional LOC)

= |t must be shown that if it were not for home and community-based services (HCBS), the person
would otherwise be living in an institution to best serve their functional limitations and support
needs.
e The full CDAC talked about the need to establish a process for the subcommittees to collaborate on things that could
impact the other waiver.

o For example, members discussed the merits and obstacles of requiring applicants to demonstrate that they
had an intellectual disability qualify, and how that HHS policy decision would be reflective of the different
intentions of the 1ID/DD Waiver and the CDW.

o A subcommittee’s decision to share guidance with HHS on this topic for their waiver could impact the other
subcommittee’s waiver, so the subcommittees should collaborate with each other before sharing insights.

Read-out from Behavioral Health Public Comment Sessions

e Members shared their feedback about the two behavioral health public comment sessions that were hosted.

e Members agreed with the feedback received, especially that the workforce challenges across the behavioral health
system —including schools — are very real and that families want medical and non-medical transportation support.

e Members agreed that the stories shared by parents, providers, and care coordinators in the public comment session
were extremely compelling, and that the challenge faced by CDAC is to help HHS think about what problems could
be solved by the CDW, and which problems can be addressed in other systems (schools, Medicaid state plan, other
community supports, etc.).

e Members wanted to better understand why the North Dakota 1915i Medicaid State Plan Amendment for Home and
Community-Based Services (HCBS) for people with behavioral health conditions was underutilized by youth in the
state.

o Some hypotheses were related to the stricter income requirements for eligibility and a lack of general
awareness about the program.

e Members shared that in their experience, peer support can be extremely beneficial for youth who are experiencing
behavioral health challenges.



CDW Service Array

Members confirmed that they understood the task ahead of the Council to consider the optimal CDW service array
while keeping in mind the broad system of integrated supports that can help waiver participants.

o This means not replacing any critical community or family integrated support with only waiver support.
Members also confirmed they understood that waiver “modalities” refers to the unique ways a waiver service can be
delivered.

Voting on CDAC’s Guiding Principles for HHS on LOC

Members reviewed the guiding principles that have been gathered from their input throughout CDAC meetings and
provided minor modifications to support their vote.

Members voted on their approval share these guiding principles for HHS to keep in mind as the agency makes
decisions on modernizing the LOC tools and processes used for the 1ID/DD Waiver and the CDW.

CDAC Feedback / Recommendation A&M Notes

CDAC's Guiding Principles on Level of Care Assessments

Use pediatric versions of assessment tools for kids. Young kids are Many national tools have child and adult versions of the same
Age harder to assess because the age norms considered are different. tool. ND will look to use the pediatric versions where available
Consider impact of different cultural norms and traditions. and appropriate,

How the assessment is given matters. Some kids may struggle to
answer questions due to behavioral needs. Consider ways to include
parent input and / or observation of skills.

Some tests such as the ICAP have observation components.
Administration Research also shows that parent reporting is highly accurate.
Training is a critical plece. Using a national tool does allow
Staffing will impact success of implementation. Invest heavily in training. states to access additional training materials and staffing

Administration resources outside the state

Validity and reliability can be built into homegrown tools.
However, this process takes a significant amount of time. Many
national tools are certified as valid and reliable “off the shelf".

CDAC recommends using a national tool to ensure stronger validity and
Tool Options reliability, and easier and more consistent / standard administration.

Consider impact of different cultural norms and traditions, especially for Agree. Consider options that could maintain validity while also

Other younger children where expectations may differ. emphasizing cultural inclusivity.
Consider ways to Integrate existing tests such as IEP (Part B) with the We will explore whether this Is an option for ND. It may depend
Other waiver testing process to reduce burden on families. on the assessment tool as well.

Turnaround time on scoring assessment will impact this.

Wait time between assessment and access to services Is especially Parental reporting may help expedite scoring / turnaround
C < .

Other difficult for families. Look for ways to reduce this where possible. Workforce limitations can sometimes mean longer waits.
Kids with no ID but DD could potentially be served on the new
There are kids with no ID, but a DD condition that impacts multiple waiver, if they meet the functional requirements. Adults with
Other areas of life function. This group Is an outller who is not served today. physical disabilities are intended to be served on the HCBS
waiver.
28 R

LITY ADVS

APPROVAL OF CDAC Guiding Principles on Level of Care Assessment

o Kevin Miiller opened the floor for discussion on the CDAC Guiding Principles on Level of Care Assessment

o Motion: It was moved by Jonathan O'Konek and seconded by Kyle Erickson to approve the Guiding Principles

o Vote (Yes): Darcy Andahl, Kirsten Dvorak, Kyle Erickson, Andrea Hansen, Julianne Horntvedt, Kayla Johnson, Paul
Kolstoe, Heather Lundeen, Kevin Miiller, Jonathan O'Konek, Vicki Peterson, Lorena Poppe, Danielle Robbins,
Kendra Vander Wal, Janakate Walker

o Note Vote (Yes) via email post meeting: Toby Lunstad

Vote (No): none

o Motion carried

o



Waiver Budgets

e Members made a connection that with a constrained budget, deciding what things to invest in for the CDW is like
picking options in a menu to decide what you’re having for dinner when you’re under a budget.
e Members discussed the ways that North Dakota’s existing waivers manage costs:

o The MF waiver is capped, meaning that there is a limit on how much a person can spend in total on waiver
services in a year.

o The ASD and IID/DD waivers have “soft caps,” meaning that there are limits within specific services about
how much they can be used and spent on.

e Members shared that they wanted service choice to be family directed based on what works best for them, instead
of someone else saying that certain services needed to be used to get access to others.

o Members agreed that family friendly guides that demystify services and empower families to truly self-select
are useful.

o There was also an understanding that there are still underlying rules from the Centers for Medicare and
Medicaid Services (CMS) about using services that align best with your functional needs and how certain
services can’t be used at the same time.

o Members shared that it will be important for CDAC and HHS to work together on explaining these complex waiver
technicalities to other parents.

o Even the members of CDAC can sometimes struggle to understand the rules as they relate to their loved
ones’ waiver experience, and they recognize that other parents may not have the same exposure to policy
and regulations that the CDAC members do in their role on the Council.

Waiver Modalities: Technology
o Members expressed that they are in favor of how technology can help extend the reach of services — especially in a
rural state like North Dakota — but that they are also aware of the impact that technology can have on the quality of
services.
o For example, telehealth can help members get access to services they would have otherwise had to travel
long distances for.
o On the other hand, an over-reliance on virtual meetings can mean fewer “eyes-on” visits for the waiver
participant, which are important in ensuring health, safety, and well-being.
e Members discussed the importance of certain safeguards, such as requiring a certain number of in-person visits and
conducting oversight of services provided via technology.
o Members agreed that technology as a modality in the CDW is about balance.
o Other ongoing conversations to have are about what to do to help a waiver participant when technology
isn’t working and how to decide when it is better to do something in person instead of virtually.



Waiver Modalities: Self-Direction

e Members shared that they wanted to better understand the distinction between true self-direction as a waiver
modality and self-determination.

o Self-direction means that the waiver participant, or their parent / guardian, decides how to use services, who
works for you and what their schedules, pay, and training are, and where you receive services — basically, you
are the employer.

= Not every service can be self-directed. For example, non-medical transportation is a service that
could be self-directed but has lots of requirements that need to be followed.

o Self-determination is about empowering the waiver participant and their parents to make decisions about
their care.

o Members learned more about the role of Financial Management Services (FMS) in self-direction and shared their
experiences with this.

o These FMS agencies take many of the employer tasks off families’ plates, such as conducting background
checks and preparing taxes.

o The FMS agencies also take things off the state’s plate because they monitor fraud, waste, and abuse, and
check on a participant’s budget and staff hours.

e Members shared their experiences with self-direction.

o Parents appreciated the flexibility self-direction provided, which also acknowledging the responsibility and
workload associated with it.

= Challenges include working with the FMS agencies, time spent on hiring decisions, cost limits, and
staff array.

o Provider perspectives included the risks associated with employing staff who work who are also employed by
self-directing participants, like different training or incident management requirements.

o Members expressed that in the CDW they would want to include both options on certain services — that a
service could be provider managed or self-directed, instead of an all or none approach to every service.

e Members discussed the possibility of creating a new waiver service for a Family Navigator. This service would help
bridge the efforts across Case Managers, FMS agencies, and the state in guiding the waiver participant through the
program and helping them to make decisions that are best for their care and well-being.

o Self-direction can add a lot of work for the Case Manager and FMS agencies, so a Family Navigator could help
take some of the information and assistance tasks off their plates and give them more time to take care of
other important elements of their roles.

o Members discussed wanting to learn more about Family Navigator options, including the difference between
when it is a waiver service and an administrative service, and to learn more about Agencies with Choice as
an alternative to Family Navigators.



Waiver Modalities: Paid Family Caregiver (PFCG)
o Members discussed the unique state of PFCG in North Dakota today.

o Today, PFCG is a pilot program for any North Dakota waiver. It is designed so that ~85 Legally Responsible
Individuals (LRIs) could get paid as recognition that the extraordinary care they provide to their children is
likely something that keeps them out of the workforce.

o In HCBS waivers across states, PFCG is a waiver modality only, it is not a specific service.

= This means that only certain services allow parents to be paid for providing those services. These
services are typically things like personal care support services or non-medical transportation.

o North Dakota has invested General Funds in this pilot program, but CDAC acknowledged that it isn’t
sustainable to keep it a pilot.

e |t was explained that many states are seeing significant budget challenges — and even cancelled programs — due to
the significantly increasing costs of the services that they allow LRIs to be paid for providing.

o There are different perspectives on why PFCG modalities are costing so much.

o Members were reminded of the key points from the waiver budget section of the CDAC meeting — it is
critical to maintain your waiver’s budget so that you continue to meet cost neutrality (meaning, the waiver
doesn’t cost any more than it would cost to provide services in an institution).

o Anything that affects the overall budget of a waiver, such as PFCG payments, puts the entire waiver at risk of
not being able to continue.

e Members shared their understanding of how different states structure their PFCG modality, including requiring some
LRIs to get certain certifications or be enrolled with a certain provider and follow their training requirements.

o It was understood that there may not need to be the same structures around LRIs getting paid for providing
services as there are for other providers, but that there still needs to be some way to ensure that LRIs are
effective stewards of federal dollars in the same way providers are expected to be.

e Members also talked about how they understand safeguards are important for this waiver modality as well, just as
they are for technology and self-direction.

o Making sure that other people can get eyes on the child and that PFCG doesn’t isolate a child is important.

ADJOURNMENT

The meeting was adjourned at 4:47 p.m.



