CROSS-DISABILITIES ADVISORY COUNCIL
Hybrid Meeting
Wednesday, December 13, 2023
9:30 a.m. — 3:00 p.m.

Cross-Disability Advisory Council voting members present: Colette Fleck, Susan Karpyak, Heather Larson, Toby Lunstad,
Katynka Morrissette, Stephanie Nelson, Magan Paulson, Erin Peterson, Vicki Peterson, Moe Swanson, Carmen Troutman,
Trevor Vannett, Emily Vieweg, Heidi Wilhelm

Cross-Disability Advisory Council non-voting members present: Jackie Adusumilli, Kathy Barchenger, Kayla Fender

Kim Hruby, Mary McCarvel-O’Connor, Kevin Miiller

Guests present: Erin Leveton, Kathy Miiller, Jillian Salmon

WELCOME and ADMINISTRATIVE MATTERS

Presiding officer Kevin Miiller called the meeting to order at 9:31.
Introductions of council and guests

APPROVAL OF CDAC CHARTER

Kevin Miiller opened the floor for discussion on the CDAC charter. “ND-CDAC Charter DRAFT 08DEC23”

Motion: It was moved by Toby Lunstad and seconded by Emily Vieweg to approve the CDAC charter.

Vote (Yes): Colette Fleck, Susan Karpyak, Heather Larson, Toby Lunstad, Katynka Morrissette, Stephanie Nelson, Magan
Paulson, Erin Peterson, Vicki Peterson, Moe Swanson, Carmen Troutman, Emily Vieweg, Heidi Wilhelm

Vote (No): none

Motion carried

CROSS-DISABILITY ADVISORY COUNCIL GROUNDWORK

Kevin Miiller

CDAC Roles
e Council provide feedback to Department of Health and Human Services regarding
o the implementation, planning, and design of the cross-disability children's waiver
o level of care reform for the comprehensive developmental disabilities Medicaid home and community-
based services waiver
o aservice option that will allow payment to a legally responsible adult who provides extraordinary care to
an eligible individual through the Medicaid 1915(c) waivers
e Alvarez & Marsal
o Researching all waivers nationally and share information, share examples from other states,
o Lead cross-disability children’s waiver discussions, listen to council to gain understanding, answer
technical questions,
o Create CDAC report advising HHS on the waiver
e Voting Members
o Listen and share your lived experiences; what is working well, problems & gaps, solutions
o Make recommendations in key areas like; access, services, case management, and quality
o Vote
e Non-Voting Members
o Are NOT here to make decisions for HHS, Listen to voting member's feedback
o Share perspective from; wide variety of families using services, current policies, practices, service
options, and community resources
o Active in making recommendations; Equal members in providing input



e [TCB

o Presiding officer of CDAC; Appoint members, set terms

o Support services for meetings; agenda, minutes, public notice, communications, reimbursement
e The Public

o Listen to meeting conversations

o Share input during designated times

North Dakota Open Meetings Laws
e CDAC s a public entity created by NDCC, Open meetings are required, CDAC is performing public business due to
advisory power, Open records are required for public business, Gathering feedback from others not on the
council is acceptable and recommended.

NORTH DAKOTA DEVELOPMENTAL DISABILITIES STUDY REVIEW

Erin Leveton, Jillian Salmon — Alvarez & Marsal
Review of key study findings “North Dakota Developmental Disabilities Study Report & Oral Presentations”
Alvarez & Marsal June 2022

CROSS-DISABILITY CHILDREN’S WAIVER FUTURE STATE

Feedback on the importance of the future state

Join at menticom | use code 53912640

Please share a word or two about why developing a cross disability children's waiver is
important to you?
39 responses
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CROSS-DISABILITY CHILDRENS WAIVER DISCUSSION

Erin Leveton, Jillian Salmon — Alvarez & Marsal

Feedback on services
e Members shared an interest in the future state Cross-Disability Children's Waiver being able to cover the
following services and supports:

o Medication checks

o  Chore supports like cooking and laundry

o Care coordination

o Support for transition around major life milestones, including the transition to adult services

e They expressed that it would be helpful to have services both in the community and in their home.
e Members also talked about the workforce crisis and the difficulty they have faced finding staff.



Members recognized the need to be fiscally responsible and think about services that would help prevent more
expensive service alternatives.
Members support the option of having paid family caregivers for services.

Feedback on Target Population

Eligible children with disabilities should be supported for the same age range in the new waiver, regardless of
diagnosis.

Members had an initial discussion on the age range for the future state Cross-Disability Children's Waiver (up to
18, up to 21, through 21, or up to age 26).

There is a need for services for children who do not qualify for the DD waiver at age 3 to help address that cliff,
especially before school starts (ages 3 - 5).

There was discussion about the need for services for children with behavioral health needs.

A member raised the question of whether the hospice waiver should be included in the future state Cross-
Disability Children's Waiver

A members suggested that we review the Social Security Compassionate Allowance List of conditions, available
online at: Compassionate Allowances Complete List of Conditions (ssa.gov)

Feedback on Access

Members learned about waiver services from a variety of places, including through other parents, healthcare
professionals, early intervention, advocacy organizations, day care, schools, the state website, and their own
research.

Members suggested ways to help get the word out, including use of a QR code that would take people to the
state webpage.

It would be helpful to have one place to go and one waiver for children. Members have experienced trying to
navigate the various waivers currently available.

Members suggested that there should be additional flexibility to move between waivers.

Members recommend a plain language application with an open text box where families can add any additional
information that would be helpful

Members are seeking an easy to understand process with a single point of contact

The application process should be trauma informed

There is a need for plain language information about the appeals process, for children who are denied

There is interest in having an online screening tool or other information to help families understand whether or
not they are likely to qualify

Feedback on Case Management

Members expressed appreciation for their case managers who worked for HHS and shared examples of how
they have helped them with planning and navigation

Turnover makes it hard to build relationships and have people who know your child and family well. Having to
share your story over and over again can be traumatic.

More rural parts of the state do not have sufficient case managers

Anticipatory guidance is really helpful so that families can know what to expect

ADJOURNMENT

The meeting was adjourned at 3:01 p.m.


https://www.ssa.gov/compassionateallowances/conditions.htm

