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Welcome Activities
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Approach to January CDAC
 Content Overview: We want CDAC members to understand:

 The progress on we’ve made on discussing key items.
 The key takeaways from the other Subcommittee’s November and December meetings.
 The potential benefits and challenges of serving youth 0-2 on the CDW v. the IID/DD Waiver.
 The ways that other states have navigated paid family caregiver modalities and what the tradeoffs are 

when considering this as a waiver service modality in ND.

 Voting on CDAC Recommendations: We want CDAC to vote on:
 The guiding principles for ID/DD definitions, which will help inform eligibility rules for the IID/DD Waiver.

 Feedback: We want CDAC’s input on:
 Opportunities to streamline the experience of youth 0-5 on waivers.
 What safeguards could help minimize the risks posed by paid family caregiver programs.

 Timeline Considerations: 
 Two important milestones we are working towards is ND’s 27-29 budget process (~late summer / early fall 

2026) and ND’s 27-29 legislative session (~Jan-May 2027).
 We are prioritizing topics that impact the waiver’s cost – services, modalities, eligibility rules, etc. – before 

these key budget related milestones.



CDAC Progress Update: High-level Overview
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Revisiting: What Will the Future Look Like? 

North Dakota plans to modernize its existing waiver system. The State’s 
vision is to make it easier for people with disabilities to get waiver services.

Current State

IID/DD Waiver

Future State

Updated IID/DD Waiver
• Modernized rules about who qualifies for the waiver (LOC)
• Designed to serve people with ID/DD who have intellectual 

disability support needs, including both kids and adults

ASD Waiver

Medically Fragile 
Waiver

New Children’s Cross Disability Waiver
• Designed to serve qualifying children without intellectual 

disability support needs, aged 3 until age 21
• Two ways for kids to qualify (LOC) 

• Modernized LOC for kids 3-5 and 
• Modernized LOC for kids 6+

Children’s Hospice and adult HCBS waivers will continue as-is
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What are the Main Parts of ND’s Waiver Work? 

The work ahead has two major goals: 1) creating the new waiver and 2) 
updating the way people qualify for the IID/DD Waiver.

Goal #1: Create a new children’s waiver

Create a new HCBS waiver for kids aged 3 
until age 21. This waiver will serve kids 

different disabilities.

Goal #2: Update the way people qualify for 
the IID/DD waiver (LOC)

Fine tune and update the process used to 
decide who qualifies for the IID/DD Waiver. 

We will use two CDAC sub-committees to help guide this work
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DRAFTChecking in on Key Early CDAC Priorities: How are We 
Tracking? (1 of 2)
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Level of Care
Goal #1 and #2

Both Committees

• Share experiences with current waiver 
eligibility processes and LOC assessments

• React to A&M’s LOC research and suggest 
areas for further exploration

• Create high-level guidelines for HHS to 
consider during the LOC redesign process

• Advise on approach to stakeholder 
engagement and communications, 
including sharing new tools and gathering 
feedback on LOC pilot experiences

O
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Create LOC for new CDW; refine LOC for 
existing IID/DD Waiver

St
at

us
 CDAC drafted and voted to recommend a 

formal set of LOC guiding principles to HHS. 
CDAC will advise on the LOC pilot in 2026.

ID/DD Definitions
Goal #2

IID/DD Committee Primarily

• Share experiences and perspectives with 
current  ID/DD criteria and definitions

• React to A&M’s I/DD definitions research 
and suggest areas for further exploration

• Provide feedback on draft ID/DD 
definitions updates throughout 
workshopping process

• Help identify areas where definitions will 
need to be changed

Update ID/DD definitions for IID/DD waiver 
eligibility 

IID/DD subcommittee drafted guiding 
principles on definitions. CDAC will vote on 

these principles today.
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DRAFTChecking in on Key Early CDAC Priorities: How are We 
Tracking? (2 of 2)
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New Populations
Goal #1

CDW Committee Primarily

• Advise on A&M’s SED population research – 
where are these children currently being served? 
What are their most pressing support needs? 

• Provide input on targeting the 3-5 
population – how should we prioritize the 
children who currently do not meet eligible?

• Help guide broader stakeholder 
engagement around these populations to 
better understand prevalence and support 
needs and guide communications to families

Determine how new populations might be 
served on the children’s waiver

CDW subcommittee provided feedback on needs 
of new populations, including SED and kids 3-5. 

Additional SED public comment was held.

Service Array Alignment
Goal #1

CDW Committee Primarily

• Advise on self-direction supports and 
options for services

• Provide feedback on paid family 
caregiving – extraordinary care definition / 
assessment, potential safeguards

• Explore provider qualifications

• Offer input on technology modalities, 
ex: is telehealth an appropriate option for 
various services

Build out service array for new children’s 
waiver

Collected input on service array and 
modality – guiding principles to be drafted 

and voted on in early 2026



Waiver Drafting 
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What is the Timeline for Launching the New Waiver? 

ND Estimates the New Waiver Will Launch in July 2028

Phase 1: Laying the Foundation for 
Sustainable Change
July 2025 – June 2027

Goal: Submit cross-disability children’s 
waiver application to CMS June 30, 2027

Phase 2: Waiver Approval and 
Implementation Planning
July 2027 – December 2027

Objective: Secure CMS approval for new 
waiver

Phase 3: Launch, Post-Launch 
Stabilization & Improvement

July 2028 and Beyond
Objective: Launch new Children’s Cross-
Disability Waiver, estimated July 2028
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What’s in a Waiver? The Pieces of a Waiver Application 

Complete

On Track
Delayed

Not Started

Basic Info

What should we name 
the waiver?

Target 
Pop.

Who does the waiver 
support? Min and max ages? 

Eligibility 
Process

How do you apply?
What is the LOC tool 
and process used?

Goods & 
Services

What services should be 
included? What are the provider 
qualifications? Should there be 
limitations?

Case 
Mgmt

What are the 
qualifications? 
What does good 
person-centered 
planning look 
like? What helps 
you choose a 
provider?

Self 
Direction

What services?
What support is needed?
What safeguards should 
be in place?

Individual 
RightsHow does the 

appeal process 
work? What should 
an informal 
complaint process 
look like?

Quality
What happens when 
things go wrong?
How does the state 
enable health and safety?

Cost

How many people will 
use each service?
What is the overall cost ?
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How States Start New HCBS Waivers: The CMS Approval Process

1. First, the State crafts an application:
• Applications include information such as target population, 

services, rates, individual rights protections, and cost projections
• These documents are MANY pages (think hundreds!)
• States can reference the publicly available technical guide. They 

can also request CMS Targeted technical assistance 

2. Then, CMS reviews the State’s request:
• The State Medicaid office submits the official application to CMS, 

which starts the “90-day clock”
• CMS has 90 calendar days to approve, deny, or issue a request 

for additional information (RAI)
• An official RAI pauses the clock; therefore, CMS often seeks 

clarification via informal communications
• Generally, a ~6-month process

3. Once CMS approves a waiver:
• New waivers are approved for a period of 3 years, 
• Extensions of existing authorities are authorized for 5 years
• States are subject to various ongoing monitoring requirements 

This is where we are right now! 
ND is working with 

stakeholders to collect ideas 
about what the program will 
look like. Then, the State will 
write the formal application 

and submit to CMS.
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Breaking Down the Waiver Document: High-Level Overview
Waiver documents are long and often arcane – but good policy is in the details.

1. Request Information: Title, dates, type of request, applicable 
LOCs. Note: In amendment requests, states must fill out an 
additional section to specify amendment details, including the 
purpose of the amendment, and components affected by the 
amendment 

2. Brief Waiver Description: One page or less – “cliff notes”

3. Appendices: The “meat” of the waiver request: detailed 
information about target population, services, rates, etc.

Other Sections

4. Waivers requested: The sections of SSA requirements being 
waived (Comparability, institutional income rules, statewideness)

5. Assurances: Agreements the state makes to uphold components 
including health and welfare and expenditures

6. Additional Requirements: Includes prompt to explain public input

7. Contact Personnel

8. Authorizing Signature
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Understanding the Waiver Appendices: A Bird’s Eye View
Appendices are where all the program details live!
Apnd. Title Key Information Included

A Waiver Administration and 
Operation

Waiver operating agency, oversight, use of contracted entities 

B Participant Access and Eligibility Target groups served, number of participants expected to be 
served each year, Medicaid eligibility requirements, LOC procedures

C Participant Services Services provided through the waiver, including limits, and provider 
qualifications for service delivery

D Participant-Centered Service 
Planning and Delivery

Details regarding the service planning process, including 
development of participant-centered plan of care

E Participant Direction of Services Identification of self-directed service options, supports available to 
participants to assist with self-direction

F Participant Rights Fair hearing rights and other information on grievances and 
complaints 

G Participant Safeguards Protections for health and welfare of participants
H Quality Improvement Strategy Waiver systems improvement 

I Financial Accountability Methods for waiver service payments 

J Cost-Neutrality Demonstration Projections for utilization and overall spending, based on rates
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How CDAC Helps: Understanding How Topics Map to the Waiver 

Complete

On Track
Delayed

Not Started

App. Title CDAC Areas of Feedback Used to Inform Application

A Waiver Administration and 
Operation

N/A – administrative in nature 

B Participant Access and 
Eligibility

What groups / conditions should be included? What ages will be served 
(CDAC 1.0)? How do you apply? What is the LOC tool and process used?

C Participant Services What services should be included? What are the provider 
qualifications? Should there be limitations?

D Participant-Centered Service 
Planning and Delivery

What does good person-centered planning look like? What is the role of 
case managers in supporting participants?

E Participant Direction of 
Services

What services can be self-directed? What support is needed?
What safeguards should be in place?

F Participant Rights How does the appeal process work? What should an informal 
complaint process look like?

G Participant Safeguards What happens when things go wrong? How does the state enable 
health and safety?

H Quality Improvement Strategy How do you know when a program is working well?

I Financial Accountability N/A – administrative in nature 

J Cost-Neutrality Demonstration N/A – administrative in nature 



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

• This subcommittee will address one of the goals of this 
project:

• “Create a new HCBS waiver for kids aged 3 until age 21. 
This waiver will serve kids with different disabilities.”

• Reminder about the future state for the new CDW:
• Designed to serve all qualifying children without 

intellectual disability support needs, aged 3 until age 21
• Two ways for kids to qualify (LOC) 

• Modernized LOC for kids 3-5 and 
• Modernized LOC for kids 6+

• This subcommittee may look at defining the service array, 
front door processes, and the structures for providers, case 
management, and quality for the CDW. Some of this work 
may be done in hand with the IID/DD subcommittee.

This subcommittee is focused on tasks related to the new cross-
disability waiver.
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What Was the Focus of November’s CDW Meeting?

 We talked about the option to serve kids aged 0-2 on the CDW, before gathering CDAC’s collective input on 
starting infant development on the CDW.

 The Subcommittee shared feedback about how starting 0-2 on the CDW instead of the IID/DD Waiver could 
potentially help with supports across the lifespan.

 We talked about technology as a waiver service and about virtual supports as a waiver service modality.

 The Subcommittee shared feedback about the strengths and challenges they have experienced with technology 
as a waiver service and virtual supports as a waiver service modality on ND’s existing waivers.

The CDW Subcommittee focused on serving youth 0-2 and continued 
discussing waiver service modalities, such as virtual supports.
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What Were the Key Takeaways from November’s CDW Meeting?
Subcommittee Feedback A&M Comments
It is important to make sure that the 0-2 population 
maintains access to services if the early intervention 
program changed waivers.

The same eligibility criteria that is used for kids 
aged 0-2 today will still be used in the future. This is 
true for both the CDW and the IID/DD Waiver.

The Subcommittee requested more information on Part C 
Early Intervention services and how these services work 
within the waiver, including funding.

We will be talking about this more in our discussion 
on 0-2 today.

More consistent definitions of technology services could 
make it easier to understand the available supports.

Writing a new waiver application is a chance to 
streamline definitions about technology services for 
a new program – such as assistive technology, 
equipment and supplies, etc.

It is important for HHS to think about what happens when 
virtual supports don’t work, such as how will participants 
get access to virtual supports again and what will happen 
in the interim.

Waiver applications are required to identify a 
contingency plan for when technology faces issues 
and virtual supports aren’t available.

Providers may need additional support in providing 
services virtually to maintain the same quality as services 
delivered in person.

We can continue discussing this when we talk about 
provider qualifications for the CDW.
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What Was the Focus of December’s CDW Meeting?

 We continued talking about technology as waiver services and virtual supports as waiver service modalities.

 The Subcommittee shared feedback about their experiences with technology and virtual supports on existing 
ND waivers.

 We talked about self-direction as a waiver service modality on the CDW.

 The Subcommittee shared feedback about the benefits and challenges of self-directing on ND’s waivers today.

The CDW Subcommittee continued a discussion of waiver service 
modalities, specifically virtual supports and self-direction.
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What Were the Key Takeaways from December’s CDW Meeting?
Subcommittee Feedback A&M Comments
Contingency plans, such as how to secure back up devices 
and alternative support plans when technology breaks 
could help families respond to issues. Instructions on how 
to use technology and how to address issues is helpful, 
especially in rural areas.

Person-centered planning could be an opportunity 
to identify contingency plans for technology and 
virtual supports. Assistive technology services can 
include training for the person and their family on 
usage.

Technology can promote participants’ self-expression, 
such as using different virtual backgrounds.

Agree.

Technology doesn’t have to just be used in a home. It can 
also be a mechanism to support community integration.

Agree, this will be important to discuss in person-
centered planning meeting.

Sometimes families don’t fully know how much work the 
responsibilities of self-directing are before they start. Self-
direction is important but can be hard to navigate.

Families being able to share their experiences self-
directing with each other could help better prepare 
families who are considering self-directing.

Families who choose to self-direct have a lot of other 
responsibilities on their plate as well and may need more 
support to self-direct.

Additional support roles could help families but 
have cost tradeoffs. Support from other families 
can be helpful as well.

The Subcommittee requested more information on other 
states’ “common law” and “co-employer” models of self-
direction.

We shared more information on this after the 
meeting and will recap it in this section.
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Summary of Current Waiver Service Modality Options

Self-Direction Option

• Respite
• Dietary 

Modifications
• Transportation
• Community 

Connector
• In-Home Supports
• Individual and 

Family Counseling

Both

• Assistive Tech.
• Environmental 

Modifications
• Equipment and 

Supplies
• Remote monitoring*
• Behavioral 

Consultation 
*Remote monitoring 
can only be self-
directed on IID/DD 
waiver, not on ASD

Technology Option

• Case Management
• Individual Employment 

Supports

Paid Family Caregiver Option
As a waiver service modality, ND doesn’t pay legally responsible individuals (LRIs) for any service. ND does 
allow relatives who aren’t the participant’s legal guardians and aren’t living in the participant’s home to be 
paid for providing certain services, only if they meet specific requirements for service provision.
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How Can States Enable Participants to Use Self-Direction?

Here is a summary of the two different models of self-direction that states can 
implement in their HCBS Waivers:

There are two self-direction models:
• “Common Law” self-direction model: this means the waiver participant is the only employer. 

• They are responsible for recruiting, hiring, firing, their staff, as well as setting schedules and controlling 
their budget to entirely direct their home and community-based care. 

• The waiver participant or their guardian serves as the employer of record, and a Financial Management 
Service (FMS) provider would take care of the IRS paperwork, payroll, and the new hire process

• “Co-Employer” self-direction model: this means the waiver participant is a co-employer with another 
provider. 

• The waiver participant handles hiring, firing, and scheduling, while a co-employer provider, usually an FMS 
vendor, manages paperwork and payroll. 

• The waiver participant or guardian share the employment relationship with the co-employer provider, but 
ultimately the co-employer provider is considered the employer of record and is responsible for IRS 
paperwork and payroll.

30 waivers across 15 states were assessed. 3 waivers offered only common law self-direction. 18 waivers offered 
only co-employer self-direction. 9 waivers offered a mix of both. In ND’s waivers today, only common-law self-
direction is offered.



Read-out from IID/DD Subcommittee



25

DRAFTOverview of the Individuals with Intellectual Disabilities / 
Developmental Disabilities (IID/DD) Waiver Subcommittee 

• This subcommittee will address one of the goals of this 
project: “Update the way people qualify for the IID/DD waiver 
(through Level of Care (LOC))”

• Future state for the updated IID/DD waiver:
• Modernized rules about who qualifies for the waiver (LOC)
• Designed to serve people with ID/DD who have the highest 

needs, including both kids and adults

• This subcommittee will look at updating ID/DD definitions 
and criteria.

The IID/DD subcommittee work on tasks related to the IID/DD waiver. 
We will focus on how people qualify for the waiver.
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What Was the Focus of November’s IID/DD Meeting?

 We talked about the option to serve kids aged 0-2 on the Cross-Disability Waiver (CDW).

 The Subcommittee shared feedback about the different transitions that could happen at age 3, depending on 
which waiver the population of kids 0-2 would start on.

 We also talked about which waiver is best aligned with the needs of youth who have physical disabilities only. 
This means kids who need support with activities of daily living, but do not have an intellectual disability.

 The Subcommittee asked to see case studies of youth with physical disabilities only to better understand their 
level of support needed. A&M took this as a next step for December.

The IID/DD Waiver Subcommittee focused on serving youth with 0-2 
and youth with physical disabilities.
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What Were the Key Takeaways from November’s IID/DD Meeting?
Subcommittee Feedback A&M Comments
It is important to make sure that the quality of early 
intervention services for waiver participants wouldn’t 
change between waivers.

Agree. If kids aged 0-2 were served on the CDW 
instead of the IID/DD Waiver, all early intervention 
services that are on the IID/DD Waiver would carry 
over to the CDW.

The Subcommittee requested to see the data shared 
during the assessment and CDAC 1.0 about the number of 
kids who are currently transitioning off the IID/DD Waiver 
at age 3 after no longer qualifying.

We will be talking about this more in our discussion 
on 0-2 today.

The Subcommittee asked to see data on the proportion of 
kids in multiple states that are qualifying for waivers.

We will be talking about this more in our discussion 
on 0-2 today.

Youth with physical disabilities (and no co-occurring 
intellectual disability) need additional supports and are 
experiencing gaps in services.

Because the Aged and Disabled Waiver doesn’t 
begin until ae 18 and the IID/DD Waiver requires an 
intellectual disability, it can be difficult today for 
youth with physical disabilities to access waivered 
services. We will talk more about this shortly.

The Subcommittee requested to see case studies about 
youth with physical disabilities and the support they need.

We shared this information in December’s IID/DD 
Subcommittee meeting.
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What Was the Focus of December’s IID/DD Meeting?

 We continued talking about youth who have physical disabilities only. This means kids who need support with 
activities of daily living, but do not have an intellectual disability.

 Some Subcommittee members shared case studies about this population and their needs. We discussed the 
challenges faced by these families

 We reviewed the types of needs displayed by kids in the case studies and talked about what waiver services 
could best help support them and their families. 

 We also talked about the feedback that has been shared so far about DD definitions. We reviewed draft high-
level guiding principles to present to CDAC in January.

The IID/DD Subcommittee continued its discussion about the support 
needs of youth with physical disabilities.
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What Were the Key Takeaways from December’s IID/DD Meeting?
Subcommittee Feedback A&M Comments
The Subcommittee acknowledged the challenges faced by 
families who are navigating supports for their kids with 
physical disabilities without waivered services.

Agree, while state plan services are available to 
eligible children, a waiver may cover additional 
services.

These waivered services could be beneficial for youth with 
physical disabilities:
• In-home supports
• Support for community integration
• Personal care
• Assistive technology
• Infant development
• Equipment and supplies
• Individual employment support (that wraps around 

vocational rehabilitation)

Most of these services are currently planned to be 
on the CDW. ND’s waivers don’t currently offer 
personal care services. This is available through the 
state plan.

The Subcommittee agreed with the high-level, draft 
guiding principles about ID/DD definitions that were 
presented.

We will continue talking about these guiding 
principles today.
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DRAFT: Where are People with Physical Disabilities Served?

There are different waiver options for people with physical disabilities, 
depending on their age and needs.

C
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te

Children

LIMITED: Medically 
Fragile Waiver Ages 3-17
Does not cover most kids 
with physical disabilities; 

only those who are 
deemed medically fragile

Adults

Aged and Disabled 
HCBS Waiver Ages 18+

Fu
tu

re
 S

ta
te

Cross-Disability Children’s Waiver

Medically 
Fragile 

Children 

POTENTIAL: 
Children with 

Physical 
Disabilities 

Aged and Disabled 
HCBS Waiver Ages 18+



DD Definition /  Functional Areas: Guiding Principles
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Recap: Understanding the Way ND Defines DD Today

One of the goals of this project is to modernize the way people qualify for the 
IID/DD Waiver. As part of this, we are looking at definitions.

• Today, North Dakota uses the federal definition of developmental 
disabilities (DD). 

• ND’s definition of DD includes a list of the specific functional limits 
someone must show to meet the definition of DD. 

• This means showing at least three functional limits across seven areas of 
life activity: 1) self-care; 2) receptive and expressive language; 3) 
learning; 4) mobility; 5) self-direction; 6) capacity for independent living; 
and 7) economic self-sufficiency. 

• ND uses the functional limits outlined in the DD definition to 
assess if someone qualifies for the IID/DD waiver. This is done using 
a tool called the Gollay Grid.

• The goal of looking at functional limits is to make sure the waiver 
services are a good fit to help address the person’s needs.
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Why is ND Changing the Definition of DD? 

Based on observations, feedback, and best practices from other states, ND is 
modernizing the DD definition and associated functional areas.

• The assessment and CDAC 1.0 found that the functional limits in ND’s 
DD definition are both too narrow and too broad. 

• This means sometimes people who look like they should qualify 
don’t. Sometimes people who would be better served on other 
waivers end up on this waiver instead.

• Today, ND is looking at functional limits across two domains 1) 
Conceptual (receptive and expressive language; learning; self-direction)  
and 2) Practical (self-care; mobility; capacity for independent living; and 
economic self-sufficiency. 

• Some states have started to modernize their DD definitions. Specifically,  
states are updating their DD definitions to add other functional area(s) 
in a different domain: social.

• CDAC has been asked to provide HHS with guiding principles on 
updating the DD definition / functional areas. The goal is for ND to 
identify the people who would be well-served on the IID/DD waiver.
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How Do States Determine Who is Eligible for a Waiver?

Identify 
Population

• Decide the target population. This includes what ages and conditions will be served by the waiver.
• In ND,  this is anyone with an ID or a related condition with needs similar to an ID.
• Note that people must meet other criteria including income and residency.

Set 
Definitions

• Define what it means to be in the target population.
• This includes the definition for what it means to have certain conditions like DD for the IID/DD Waiver’s 

eligibility requirements.
• CDAC helps by providing input on the experiences of people with I/DD and advising the state. Today, 

we will talk about draft guiding principles that CDAC will vote on as recommendations.

Establish 
Criteria

• Set criteria for who qualifies for the waiver.
• This starts with the definition of conditions like DD, then the state adds the functional needs someone 

should also have to benefit from waiver supports (e.g., kinds of adaptive deficits assessed in the Gollay Grid).
• CDAC helps by providing input on the functional needs that should be included in the definition. 

Pick an 
Assessment 

Tool

• Select the tool the state will use to assess if someone qualifies.
• The tool will help the state measure needs and test the criteria
• CDAC helped ND by providing guiding principles on the LOC assessment process.
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How Does North Dakota Put This All Into Practice?

ND looks at people’s functional limitations (as defined in statute) to 
see if they meet the target population.

ND looks at functional ability using the Gollay Grid. To meet the definition for DD, someone must show 3 limits 
across any of the Grid’s categories below. These categories are in two buckets of adaptive deficits: conceptual and 
practical. Note that the language for the IID/DD waiver also requires an intellectual component.

Gollay Grid Category Examples Adaptive Deficit

Receptive and Expressive Language Understanding through listening, reading, use of 
oral or sign language

Conceptual

Learning Memory, knowledge, reasoning Conceptual

Self-Direction Decision-making, self-awareness, cooperation Conceptual

Self-care Eating, toileting, dressing, taking medication Practical

Mobility Movement, fine motor control, coordination Practical

Capacity for Independent Living Using transit, housekeeping, time management Practical

Economic Self-Sufficiency
Not included in federal definition for related 
condition as one of the three areas

Job finding ability, earning capacity Practical
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What are Peer States Doing About DD Assessment?

• Nebraska: Social skills, including interpersonal skills, social responsibility, 
self-esteem, gullibility, wariness, social problem solving, and the ability to 
follow laws and rules and to avoid being victimized

• Kansas: Social skills, community use, leisure

• Iowa: Social/community skills, behavior

• South Dakota: Self-direction: the management of one's social and 
personal life; the ability to make decisions affecting and protecting one's 
self-interests; (this criteria may be applied in both conceptual and social)

Some peer states have also updated the way they look at DD. Several peer states 
now also look at social deficits. Below are examples of how states define social.
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CDAC’s Guiding Principles on DD Definitions / Functional Areas (1)

CDAC Feedback / Recommendation A&M Notes
The language North Dakota uses to define a 
developmental disability can be hard to follow. This 
could make it hard to understand whether someone 
may or may not be eligible for the IID/DD Waiver.

Creating plain language, parent-friendly guides could 
help to better explain the state’s definition of 
developmental disability and eligibility rules for the 
IID/DD Waiver.

It can be hard to understand the difference between 
comprehensive waivers, like the IID/DD waiver, and 
family supports waivers (what the CDW would be). It is 
confusing who is eligible for what waiver when there is 
more than one waiver that looks like it might fit.

Comprehensive support waivers are designed for 
people with lifelong high-support needs and include 
residential services. Family support waivers focus on 
providing integrated supports to families living in the 
community. In general, states try to start by serving 
people on family support waivers whenever possible.

Children who only have a physical-disability – meaning, 
no intellectual disability – need additional services and 
supports. There are currently no North Dakota waivers 
that serve kids with only physical disabilities after the 
age of 3. 

The IID/DD Waiver is designed to serve both adults and 
children with an intellectual disability. The CDW will be 
designed to serve children with disabilities who may or 
may not need supports related to intellectual 
functioning. This is an area we have heard is a gap. 
A&M agrees that the new CDW is a potential 
opportunity to serve these children.
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CDAC’s Guiding Principles on DD Definitions / Functional Areas (2)

CDAC Feedback / Recommendation A&M Notes
Adding social adaptive deficits could help make the 
IID/DD Waiver more accessible to different people who 
previously haven’t been able to qualify for the Waiver. 
It might be hard to find the right assessment to capture 
social needs, and it may take time to train direct 
support professionals who are good at supporting 
Activities of Daily Living to be able to address people’s 
social needs (such as not being gullible).

This could help make the IID/DD Waiver more 
accessible to people who weren’t eligible before. The 
Waiver is not designed to serve someone who only has 
social functional needs, so someone must still have at 
least one intellectual deficit (conceptual adaptive 
deficit).

It can be hard to assess for an intellectual disability at a 
young age. Requiring an intellectual component for the 
IID/DD Waiver may make it more difficult for younger 
children to qualify for the IID/DD Waiver who could 
benefit from it.

As part of modernizing level of care, North Dakota will 
seek a tool that is validated across the lifespan. This 
includes looking at the best options for younger kids. 
The CDW may also be a good option for young kids 
when full intellectual functioning is not yet known.



Regrouping on the ID/DD Guiding Principles Vote
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How Does ND Determine Who is Eligible for the IID/DD Waiver?

Identify 
Population

• Decide the target population. This includes what ages and conditions will be served by the waiver.
• In ND,  this is anyone with an ID or a related condition with needs similar to an ID.
• Note that people must meet other criteria including income and residency.

Set 
Definitions

• Define what it means to be in the target population.
• This includes the definition for what it means to have certain conditions like DD for the IID/DD Waiver’s 

eligibility requirements.
• CDAC helps by providing input on the experiences of people with I/DD and advising the state. Today, 

we will talk about draft guiding principles that CDAC will vote on as recommendations.

Establish 
Criteria

• Set criteria for who qualifies for the waiver.
• This starts with the definition of conditions like DD, then the state adds the functional needs someone 

should also have to benefit from waiver supports (e.g., kinds of adaptive deficits assessed in the Gollay Grid).
• CDAC helps by providing input on the functional needs that should be included in the definition. 

Pick an 
Assessment 

Tool

• Select the tool the state will use to assess if someone qualifies.
• The tool will help the state measure needs and test the criteria
• CDAC helped ND by providing guiding principles on the LOC assessment process.
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DRAFT: Where Will Children Be Served in the Future?

A&M worked with CDAC 1.0 to define high-level future state for where 
existing and new populations will be served on the waivers.  
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Medically Fragile 
Waiver (Age 3-17)

Medically fragile 
children

Autism Waiver 
(Ages 0-17) 

Children with 
Autism 

Spectrum 
Disorder

IID/DD Waiver (No Age Limit) 
Note: This waiver also serves adults with I/DD

Children 0-2 
with low-

high needs 
(EI) 

Children 3+ 
with ID/DD, 
moderate 

needs

Children 3+ 
with ID/DD, 
high needs
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Cross-Disability Children’s Waiver - Children with low to moderate support 
needs (Ages 3-20)

Medically 
fragile 

children 
(3-20)

Children 
with 

Autism 
(3-20)

Children 
with ID/DD, 
moderate 
needs (3-

20)

POTENTIAL: 
Children 3-5 
with ID/DD, 

low-moderate 
needs

POTENTIAL: 
Children with 

behavioral  
health needs

POTENTIAL: 
Children with 

Physical 
Disabilities 

IID/DD Waiver 
(No Age Limit - Lifetime)

Children 0-
2 with low-
high needs 

(EI) 

For Discussion: 
Should kids 0-2 

be served on the 
IID/DD waiver, or 

the new CDW?

Children 3+ 
with ID/DD, 

high 
intellectual 

needs



Serving Kids 0-2
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Examining Where to Serve Kids 0-2

Let’s continue the conversation on serving kids 0-2. A&M will start by 
sharing information in response to CDAC requests.

• A&M has been looking into where ND can best serve kids 0-2 in 
the future, after the new children’s waiver is launched.

• We know ND has exceptional services for these kids, and our 
top priority is continuing that success for kids and families.

• We also know that age 3 is a big transition for families and we 
want to think about what path makes the most sense.

• We shared some initial information with the Subcommittees in 
November and got great feedback.

• We’ve conducted additional research and analysis based on 
your thoughts and questions and will share out today.

• The IID/DD Subcommittee asked for additional data on 
the proportion of youth served on peer state waivers.

• CDW Subcommittee asked for additional information on 
Part C, both waivered and non-waivered services.



Infant Development
Infant Development is a service within the 1915c Home & Community Based Services Waiver, which 

is an individualized service that is delivered on a one-to-one basis professional to a participant.

• Infant Development is a home-based, family-focused service that provides information, 

support, and training to assist the primary caregiver(s) in maximizing the child's development 

utilizing a parent-coaching model. Infant Development professionals work with primary 

caregivers to identify and adapt natural learning opportunities that occur during daily family 

and community routines. The title of the participant’s plan for children under age three and 

receiving Infant Development services is called the Individualized Family Service Plan 

(IFSP).  This IFSP team determines the services necessary to meet the child and caregiver’s 

needs, along with the frequency and duration of services.



Early Intervention- IDEA Part C

• Early Intervention is a state-wide home visiting program for infants 

and toddlers, birth through age 2, with developmental delays and 

their families. It is provided at no cost to families, and the majority of 

visits take place in the child's home or community.

• Early Intervention is a routines-based coaching program designed to 

help families find ways to narrow or close gaps in their 

child's development.



Infant Development/Early Intervention

Regulations
• ID: 1915 (c) HCBS 

Waiver
• EI: IDEA Part C

Funding
• ID: Medicaid
• EI: Combination 

of Medicaid and 
IDEA Part C 
Funds

Reporting
• ID: Centers for 

Medicare & 
Medicaid Services 
(CMS)

• EI: Office of 
Special Education 
Programs (OSEP)

Services
• ID: All Part C 

services PLUS 
appropriate 
HCBS Waiver 
Services

• EI: 17 Part C 
Services
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What Does Typical Spend Look Like for Supports Waivers?
Projected Spend for Supports Waivers, as reported in Appendix J of State Waivers. Note this only looks at costs on 
waiver service spending and does not include broader Medicaid costs,.

State Population Ages Average Waiver Spend/Person
Illinois Autism, DD, ID 3-21 $16.6k
Louisiana Autism, DD, ID 0-20 $18.1K
Michigan AD, DD, ID 0-17 $21.3
Missouri DD, ID 0+ $18.2k
New York Cross-Disability 0-20 $3.7k
North Dakota Autism 0-17 $22.2k
North Dakota Medically Fragile 3-17 $6.9k
South Dakota DD, ID Lifespan $4.2K
Utah ASD, DD, ID, Brain Injury Lifespan $24.5K
Wisconsin Cross-Disability 0-21 $10.8k
Wyoming DD, ID, Brain injury 21+ $11.3k
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Supports Waivers
In the November meeting, the IID/DD Waiver Subcommittee asked for additional data on the proportion of youth served 
on waivers across peer states. Note that this data is directional due to limitations in census data breakdown by age. Also 
note that some states have several waivers; the percentage served only refers to the specific waiver listed, not the total.

State Waiver Age Youth 
Served Youth in State Waivered as % of Total

IL IL Support Waiver for Children and Young 
Adults with Developmental Disabilities 3-21 1440 2,701,627 (under 18) 0.0533%

LA LA Children's Choice (CC) Waiver 0-20 3500 1,063,436 (under 18) 0.3291%
MI MI Children's Waiver Program 0-17 669 2,110,471 (under 18) 0.0317%

MO MO Division of Developmental Disabilities (DD) 
Community Support Waiver 0+ 5572 6,196,156 (all) 0.0899%

NY NY Children’s Waiver 0-20 17379 3,950,749 (under 18) 0.4399%

ND ND Autism Spectrum Disorder (ASD) Birth 
through Seventeen Waiver 0-17 345 179,600 (under 18) 0.1921%

ND ND Medicaid Waiver for Medically Fragile 
Children 3-17 50 179,600 (under 18) 0.0278%

SD SD Family Support 360 Waiver 0+ 1422 919,318 (all) 0.1547%
UT UT Limited Supports Waiver 0+ 120 3,417,734 (all) 0.0035%

WI WI Children's Long-Term Support Waiver 
Program 0-21 18492 1,244,078 (under 18) 1.4864%

WY WY Supports Waiver 21+ 1057 454,092 (18+) 0.2328%
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Current Service Landscape for Young Children with Disabilities
IDEA and Medicaid provide two of the core support systems for young children with disabilities in states across the 
country, including ND.

Birth Children from Birth 
Until 3

Key 
Transition: 

Turn 3
Children from Age 3 Until 6 Turn 6

IDEA 
Programs

• Part C of the IDEA serves 
children with disabilities from 
birth until age 3

• Also known as Early 
Intervention Services (EIS)

Eligibility for 
IDEA 
programming 
changes when 
children turn 3

• Part B of the IDEA serves children with disabilities 
aged 3 until age 21

• Focused largely on school-based supports and 
serviced

ND 
Medicaid 
HCBS 
Waiver 
Access

• Eligibility: IID/DD waiver 
utilizes eligibility 
requirements similar to Part C

• Leads to strong waiver 
services for kids from birth 
until age 3

Eligibility for 
IID/DD waiver 
changes when 
children turn 3

• Eligibility: IID/DD waiver utilizes new eligibility 
requirements (same requirements used for all ages 
3+)

• No longer mirrors IDEA Program Requirements
• Children may not continue to qualify due to the new 

eligibility requirements around their 3rd birthday
• New 3-5 eligibility planned for future 
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Where Kids Go When they Finish Early Intervention (EI) at 3
When kids graduate EI at age 3, they may or may not continue to need some level of formal supports. Below is an 
estimate of the proportion of kids who transition into different programs. This estimate is directional in nature.

At / Near Age Level 
Functioning

Continued 
Support Needed, 
Not Eligible for 
IID/DD Waiver

Eligible for 
IID/DDW

• Improved functioning to 
at or near age-level peers

• Do not show a need for 
continued services.

 No further waiver or 
Part B services at 3

 
Example: A child who was 

born prematurely and needed 
early supports, but is now 

functioning at age-level and 
does not need further support

DATA PENDING CONFIRMATION

Proportions estimated based 
on 2021 Part C Exit Data, 2025 
Part C Outcome Measures, and 
2018-2021 waiver data sample

• Show need for continued formal supports.
• Do not meet the level of need for the IID/DD waiver. 
 Some qualify for the ASD and MF waiver, depending on 

condition and need. Most primarily access formal 
supports through school (Part B). 

Future: This is the group of kids who may be served on cross-
disability waiver (existing ASD and MF, new groups such as 
kids with physical disabilities, etc.)

*What segment of this population might be served on CDW?

• Show significant need for continued formal 
supports related to intellectual functioning

• Meet the level of need for the comprehensive 
IID/DD waiver

 Access services on IID/DD waiver, very likely 
also receive Part B services in school
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Youth 0-5
Based on the data shared about the transition that currently happens at age 3 for most participants on the IID/DD 
Waiver, CDAC 1.0 formulated the recommendation that became part of Goal #1 for CDAC 2.0.

CDAC recommended that both waivers enhance their eligibility processes for youth. 
• The IID/DD Waivers eligibility process should be modernized to clarify its intent to serve youth with functional 

needs related to intellectual disabilities.
• The CDW’s modernized eligibility process should reflect the needs of youth with other developmental disabilities.

These recommendations for 3-5 could inform opportunities to streamline the supports for youth 0-5. 
Even with a modernized level of care, starting 0-2 on the IID/DD Waiver may mean many youth 
experience a transition between waiver programs at age 3.

CDAC 1.0

Recommendation:
Include a new, modernized 
eligibility process for kids aged 3 
until age 5 to qualify for the 
cross-disability children’s waiver 
to provide continued Medicaid 
waiver support for very young 
children with disabilities. 
Consider aligning this new 
eligibility with Part B of IDEA.

CDAC 2.0
Goal #1: Create a new children’s waiver

Create a new HCBS waiver for kids aged 3 until age 21. This 
waiver will serve kids different disabilities.

Future State: New Children’s Cross Disability Waiver
• Designed to serve all qualifying children with mild to moderate 

support needs, aged 3 until age 21
• Two ways for kids to qualify (LOC):

• Modernized LOC for kids 3-5 and 
• Modernized LOC for kids 6+
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Discussion: Where to Serve Kids 0-2?

We Want to Hear from You Now!

• We have discussed cost, services, and population size. We 
have also discussed the current transition that happens at 
age 3 for most youth who start on the IID/DD Waiver.

• We have also heard from CDAC 1.0 that the CDW is an 
opportunity to better support families as they transition 
through different life stages

• What do you think about the idea of serving kids 0-2 on the 
cross-disability waiver? 

• Is there anything that you would want to know more about 
before having an opinion on this?

• Do you have any concerns about serving kids 0-2 on either the 
IID/DD waiver, or the CDW?



Paid Family Caregiver as a Modality – Overview
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Key Elements of Paid Family Caregiving

Excerpt from 
CDAC 1.0

• Paid family caregiving is an optional service 
delivery method; states may choose whether 
or not to authorize this modality

• If a State decides to pursue paid family 
caregiving, they can include this option for:

• Medicaid State Plan Services; and / or
• In some or all the State’s 1915(c) waivers 

(most common method)

Which Family Members Can 
Be Paid for Caregiving? It 

Depends on Who the State 
Chooses to Include:

Relatives 
(Not Legally 
Responsible)

States may choose to allow 
relatives, excluding legally 
responsible individuals, 

(ex: parents) to be paid for 
providing Medicaid services

Legally 
Responsible 

Individuals (LRIs) 
Example: Parents

If LRIs are authorized to 
provide paid family 

caregiving, there are more 
stringent federal rules to 
protect health and safety of 

participants

KEY TERM: Legally Responsible Individual / Relative (LRI)
This term typically refers to parents or spouses. In North Dakota, LRI means an individual who 
has a duty under law to care for the participant, including a biological or adoptive parent, 
nonentity custodian, guardian, or a spouse.
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Paid Family Caregiver | Opportunities

Excerpt from 
CDAC 1.0

Family caregivers fill an important role in home and community-based services.

• Available, trusted resources
• Culturally competent care
• Language access
• Remote / rural locations

Access to Services

• Continuity and consistency in delivering care
• Experience and skill

Improved Health 
Outcomes

• Comfort, familiarity
• Experience and skill

Participant 
Preference

• Reduced financial strain
• Replacement of lost wages / employment due 

to inability to hire / care needs of loved one

Stability of 
Caregiving

During COVID-19, use of paid 
family caregiving increased. 
According to a Kaiser Family 
Foundation survey, 37 of 50 
responding states reported 

allowing spouses and parents of 
minor children or other legally 
responsible relatives to be paid 
providers. 70% of these states 

(26/37) have (or plan) to sustain 
this policy as permanent. 

Source: KFF State Survey

https://www.kff.org/medicaid/issue-brief/pandemic-era-changes-to-medicaid-home-and-community-based-services-hcbs-a-closer-look-at-family-caregiver-policies/
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Paid Family Caregiver | Policy Considerations / Safeguards

Excerpt from CDAC 1.0

States must carefully define who they consider a family caregiver, the type/scope of services available, participant choice 
in using family caregivers, and how they will provide monitoring/oversight to ensure safety, well being and choice.

• Extraordinary vs. ordinary care
• Legally responsible individuals (state laws)

Definitions / 
Criteria

• Waiver services
• Type of family caregivers
• Service limits / requirements

Scope / Limit

• Integration
• Supported decision making
• Conflict of interest / financial dependency

Choice / Best 
Interests

• Qualifications
• Program integrity
• Administration / costs
• Health, welfare and safety

Oversight / 
Monitoring

Following COVID-19, some states 
opted to end previously 

authorized policies, including 
workforce flexibilities. According 

to the Kaiser survey, 11 states 
reported that they intended to 

stop allowing legally responsible 
relatives such as parents to be 

paid providers. States who have 
opted to keep provisions for paid 

family caregiving must ensure 
careful program safeguards, and 

meet federal requirements.
Source: KFF State Survey

https://www.kff.org/medicaid/issue-brief/pandemic-era-changes-to-medicaid-home-and-community-based-services-hcbs-a-closer-look-at-family-caregiver-policies/
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The Importance of Balancing Opportunity with Risk

Excerpt from 
CDAC 1.0

To fully benefit from the opportunities of paid family caregiving, North Dakota needs to establish safeguards that will 
limit risk and help set this option up for long term success.

• North Dakota should embrace the opportunity to work with 
stakeholders to think proactively about program decisions that will 
allow the State to protect against known risks and help ensure 
program sustainability moving forward

• The case for caution:
• We know there are some states that used paid family caregiving 

but stopped using this method due to challenges
• There are legitimate concerns about issues like health and 

welfare, participant choice, isolation, state budgetary limits, and 
potential misuse of the program

• The case for optimism:
• Groups like CDAC are passionate about helping the State design 

paid family caregiving in a way that works long-term 
• Technology such as EVV can provide a lower-effort way to help 

protect against potential risks such as fraud/waste
• North Dakota can learn from other states across the country
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Federal Requirements Around Paid Family Caregiving (1 of 2)

Excerpt from CDAC 1.0

There are federal rules about paid family caregiving.

• Service Type: Personal care, or related service (ex: home 
health aide, homemaker, chore, and companion services)

• Provider Qualifications: Providers of paid family caregiving 
must meet the same standards as other providers of similar 
waiver services 

• Extraordinary Care: Payments may only be made to 
legally responsible individuals when services are 
deemed extraordinary care, and not for tasks falling 
under ordinary care. States use various assessment forms 
to measure an individual’s need for extraordinary care.
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Federal Requirements Around Paid Family Caregiving (2 of 2)

Excerpt from CDAC 1.0

States must show that a parent is providing extraordinary care to 
qualify for paid family caregiving.

• CMS requires states to assess whether individuals demonstrate need for extraordinary care when screening 
for paid family caregiving provided by LRIs (ex: parents).

• CMS defines extraordinary care broadly but leaves flexibility for states to further define this term.

• It is the responsibility of states to assess and measure extraordinary care vs ordinary care.

Defining Extraordinary Care: An Excerpt from CMS Guidance (Source)

“A state may elect to make payment for personal care or similar services that are rendered by legally 
responsible individuals when such services are deemed extraordinary care so long as the state 
specifies satisfactory criteria for authorizing such payments. The criteria must include how the 
state will distinguish extraordinary from ordinary care. By extraordinary, CMS means care 
exceeding the range of activities that a legally responsible individual would ordinarily perform in the 
household on behalf of a person without a disability or chronic illness of the same age, and which 
are necessary to assure the health and welfare of the participant and avoid institutionalization"

https://wms-mmdl.cms.gov/WMS/help/35/Instructions_TechnicalGuide_V3.6.pdf
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A Sampling of Various State Definitions for Extraordinary Care 

Excerpt from CDAC 1.0

States may only pay legally responsible individuals for personal care waiver services if the care provided qualifies as 
“extraordinary care”. It is up to states to set the definitions and assessment protocol for extraordinary care. 

Wyoming
Cases shall meet the following 

criteria: 1. The participant’s Adaptive 
Behavior Quotient is 0.35 or lower 

on the ICAP assessment; and 2. The 
participant needs assistance with 

ADLs or IADLs exceeding the range 
of expected activities that a LRI 
would ordinarily perform in the 

household on behalf of a person 
without a disability or chronic illness 

of the same age, and which are 
necessary to assure the health and 

welfare of the participant and to 
avoid institutionalization. (Example: 

A 12 year old needing assistance 
with dressing and bathing, whereas 

the average 12 year old does not); or 
3. The participant requires care from 

a person with specialized medical 
skills relating the participant’s 

diagnosis or medical condition as 
determined appropriate by the 

participant’s medical professional 
and the Division.5

Minnesota
A spouse or parent of a minor can be paid to 
help their spouse or child with tasks beyond 

what is considered ordinary responsibility 
(e.g., doing additional laundry for a 12-year-

old child who is incontinent). The service 
cannot be an activity that the LRI would 

typically be responsible to perform (e.g., age-
appropriate supervision).1

Louisiana
Care that is extraordinary from 

that of a child without a disability 
of the same age. The State further 

defines extraordinary care as 
behavioral or nursing care needs 
such as but not limited to tube 

feeding, suctioning or diapers after 
age 3, behavioral care requiring 

the intervention of a neurologist, 
psychologist or other specialist.3

West Virginia
Support that goes beyond what 

would be expected to be performed 
in the usual course of parenting, 

and when needed supported 
exceeds what is typically required 

for a child of the same age.

Pennsylvania
Support that goes beyond what 

would be expected to be performed 
in the usual course of parenting, and 

when needed supported exceeds 
what is typically required for a child 

of the same age.4

Maryland
Care exceeding the range of 

activities that a LRI would ordinarily 
perform in the household on 
behalf of a person without a 

disability or chronic illness of the 
same age and which is necessary 

to assure the health and welfare of 
the participant and to avoid 

institutionalization.2

1. MN Source
2. MD Source
3. LA Source
4. PA Source
5. WY Source
6. WV Source

https://www.dhs.state.mn.us/main/idcplg?IdcService=GET_DYNAMIC_CONVERSION&RevisionSelectionMethod=LatestReleased&dDocName=cfss-000702
https://www.dhs.state.mn.us/main/idcplg?IdcService=GET_DYNAMIC_CONVERSION&RevisionSelectionMethod=LatestReleased&dDocName=cfss-000702
https://health.maryland.gov/dda/Documents/FSW%20Waiver%20Amendment%20%231%202023.pdf
https://health.maryland.gov/dda/Documents/FSW%20Waiver%20Amendment%20%231%202023.pdf
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/81836
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/81836
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/83086
https://www.medicaid.gov/medicaid/section-1115-demo/demonstration-and-waiver-list/83086
https://www.nasddds.org/wp-content/uploads/2023/07/Caring-Families_final-0713.2023tss.pdf
https://www.nasddds.org/wp-content/uploads/2023/07/Caring-Families_final-0713.2023tss.pdf
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Achieve Sustained Program Success Excerpt from CDAC 1.0

ND will work to balance flexibility with regulation to create a service option that can stand the test of time.

North Dakota must establish rules and parameters for the paid family caregiver program that meet the 
needs of varied stakeholders and address the State’s responsibilities to these groups.

Federal Regulatory Agencies

• About 50% of the funding for 
paid family caregiving will 
come from federal Medicaid.

• CMS requires states to show 
they are meeting national 
rules.

• Most critically, CMS specifies 
that states must assess 
whether individuals meet the 
criteria for extraordinary 
level of care before 
approving payments to LRI.

ND State Policy Makers 

• Public policy makers in ND 
are also investing in this 
program through both the 
current pilot, and in the 
future through Medicaid 
funds.

• Policy makers want to be 
sure that HHS is using 
money as intended.

• By establishing guardrails, 
HHS can help ensure they 
are being good stewards of 
public dollars.

ND Families and the 
Individuals Served by Waivers
• Paid family caregiving will 

require families to operate in 
a new role as formal service 
providers.

• Families will need help 
understanding  how to meet 
their responsibilities in this 
new role.

• This option is not right for 
everyone – a core function of 
HHS is to help ensure this is 
the best fit for individuals 
receiving services.
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Family Caregiving Excerpt from CDAC 1.0

The 21st Century Cures Act requires states to implement EVV for all Medicaid personal care services (PCS) and home 
healthcare services that require an in-home visit by a provider.

• PCS provided by family caregivers who live in the 
same home with the participant do not require EVV.

• When services are provided by a family caregiver 
who does not live in the same home as the 
participant, EVV is required.

• States are may choose to expand beyond the 
requirements of the 21st Century Cures Act and 
implement EVV for all family caregivers, and we 
have seen many states choose this option as a 
safeguard for paid family caregiving.

Potential Benefits of EVV

 Decreased reliance on maintaining and retaining 
paper records due to electronic service records.

 Automation of service verification, electronic 
service records, and assurance that payment is 
based on actual service delivery at recorded check-
in and check-out times and locations.

 Assurance that payment for waiver services is 
based on assessed participant need as identified 
on the individual’s person-center service plan.



63

DRAFT
Waiver Payment Rate Options and Considerations 

Excerpt from 
CDAC 1.0

Understanding the Basic Structure of Medicaid HCBS Waiver Payments and the Impact on Providers 

Federal Guidelines on the Rate Development Process

• CMS sets guidelines for rates, including minimum and maximum payment rates, and requires state to establish 
rates that, “are consistent with efficiency, economy, and quality of care, and are sufficient to enlist…providers.”1

• Within the CMS framework, Medicaid payment rates vary widely by state, waiver, and specific service provided.
• States must detail their rate methodology in a transparent manner and provide opportunities for public 

comment.

Provider Requirements for Rate Reimbursement 

• Providers must bill according to the available unit rate options established by the State for the service in 
question

• The two primary reimbursement units states use for Medicaid waiver services are:
• A) 15-minute unit of service – example: ND currently offers in-home supports as a service on the DD 

Waiver. This service is also subject to EVV through Therap.
•  B) Daily unit of service – example: the ND paid family caregiving pilot provided authorization for a daily 

rate of $162.73 (this will increase again on 7/1/26).
• Providers cannot bill for a direct care service such as in-home supports at the same time as another 

direct care service like respite. This means there can only be one daily unit of direct care service 
provided each day. 

1: Social Security Act Section 1902(a)(30)(A)



Paid Family Caregiver as a Modality – CDAC and 
ND Today
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DRAFT
CDAC 1.0 Feedback on Paid Family Caregiving 

• CDAC members were very supportive of including the option for paid 
family caregiving.

• The State is currently testing out this option as a pilot. 

• CDAC talked about the opportunities paid family caregiving gives 
families, including flexibility and control. It also helps increase access 
to providers in more rural areas.

• CDAC also talked about needing protections for safety, and to make 
sure the service is the right fit for the child.

CDAC members value the option for paid family caregiving

Excerpt from 
CDAC 1.0
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Overview of Paid Family Caregiving in ND Today (1 of 2)

• Under the pilot program, family members who provide extraordinary 
care to either a child or adult enrolled in one of the following Medicaid 
1915(c) waivers may receive payments from the state:

• Autism Spectrum Disorder Birth Through 17 Waiver.
• Children with Medically Fragile Needs Home and Community-

Based Services Waiver.
• Children’s Hospice Home and Community-Based Services Waiver.
• Traditional Individual with Intellectual Disabilities and 

Developmental Disabilities Home and Community-Based 
Services Waiver.

State funding for the pilot program was approved with the passage 
of Senate Bill 2276 during the 2023 legislative session.

How is “Extraordinary Care“ Defined?
When a family member provides care for someone with medical or 
behavioral needs that is beyond what a legally responsible individual 
would typically perform.

North Dakota is currently running a pilot on paid family caregiving.

Excerpt from CDAC 1.0

https://ndlegis.gov/assembly/68-2023/regular/documents/23-0635-07000.pdf
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DRAFT
Overview of Paid Family Caregiving in ND Today (2 of 2)

Excerpt from CDAC 1.0

North Dakota allows relatives who are not legal guardians to provide 
certain services in some waivers, with strict requirements.

• ND requires that relatives complete background checks, complete 
mandated reporter training, and meet Electronic Visit Verification 
(EVV) policies as needed. 

• The Financial Management Services vendor or the licensed DD agency 
verifies that the relative is qualified to provide the specified service.

• Other safeguards differ by waiver and by service:
• In some of ND’s waivers and some services across the waivers, 

relatives must not live with the participant and must not be legal 
guardians and must also be over the age of 18.

• In ND’s IID/DD Waiver’s in-home supports and respite services 
only, relatives can live in the same home as the waiver 
participant.



68

DRAFT

Future State of Paid-Family Caregiving in the CDW
Excerpt from 

CDAC 1.0

CDAC recommended that Paid Family Caregiving will be an option on 
the new waiver. There would be extra protections.

 Paid family caregiver will no longer be a standalone service 
like it is in the pilot program, but a way to receive certain 
waiver services.

 Under federal law, this is option is only allowed for what is 
deemed extraordinary care

 ND will need to show people meet this definition to qualify 
for this service delivery option 

 There will also be protections in place:
 Making sure it is in the best interest of the participant
 Health and welfare – home visit requirements 



Paid Family Caregiver as a Modality – State Case Studies
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DRAFTNational Landscape of Paid Family Caregiving in ID/DD HCBS 
Waivers (1 of 2) Excerpt from CDAC 1.0

A&M conducted a national scan of states allowing LRI to provide services and receive payment in 1915 (c) waiver 
programs for adults and children with ID/DD. There are 30 total states1 currently offering the LRI flexibility.

State Service Model Service(s)

Alabama Self-Directed and Traditional Personal Care (and Personal Care Transportation) and Self-Directed Adult Companion

Alaska Traditional Court appointed services; In-Home Supports (for minors); Supported Living (for adults)

California Self-Directed and Traditional Community Living Arrangement Services

Colorado Traditional and Self-Directed Community Connector Service; Personal Care and Consumer Directed Attendant Support Services

Connecticut Self-Directed and Traditional Individualized Home Support, Respite, Individualized Day, Personal Supports and/or Senior Supports

Iowa Self-Directed and Traditional Most Comprehensive Waiver Services

Kansas Self-Directed and Traditional Personal Care

Kentucky Self-Directed and Traditional Personal Care or similar services

Louisiana Self-Directed and Traditional Any Family Support Waiver Services, All Comprehensive Waiver Services 

Maryland Self-Directed and Traditional Personal Supports, Respite, Community Development, Personal Supports, Intensive Individual Support 
Services

Minnesota Self-Directed and Traditional Extended Community First Services and Supports

Montana Self-Directed and Traditional All Comprehensive Waiver Services

Nebraska Self-Directed and Traditional LRI Personal Care 

Nevada Traditional Residential Support Services and Non-Medical Transportation (only to adult waiver participants)

New Hampshire Self-Directed and Traditional In Home Residential Habilitation

New Mexico Self-Directed and Traditional All Family Support Waiver Services

New York Self-Directed and Traditional Residential Habilitation in Family Care Homes; Community Habilitation; Habilitative Supports; Respite

Ohio Self-Directed and Traditional Homemaker/Personal Care and Waiver Nursing Services

Oklahoma Self-Directed and Traditional Habilitation Training Specialist services

1. Not all of these states’ waivers serve youth 0-20, some only allow LRIs to be paid if the waiver participant is 21+.
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DRAFTNational Landscape of Paid Family Caregiving in ID/DD HCBS 
Waivers (2 of 2) Excerpt from CDAC 1.0

A&M conducted a national scan of states allowing LRI to provide services and receive payment in 1915 (c) waiver 
programs for adults and children with ID/DD. There are 30 total states currently offering the LRI flexibility.

State Service Model Service(s)

Oregon Traditional Attendant Care Provided by a LRI

Pennsylvania Self-Directed and Traditional In-Home and Community Support and Life Sharing

South Carolina Self-Directed Attendant Care

South Dakota Self-Directed and Traditional Personal Attendant Care, Respite Care

Tennessee Self-Directed and Traditional Personal Assistance

Texas Traditional Supported Employment, Employment Assistance, Residential Habilitation, Respite (age restricted)

Utah Self-Directed and Traditional Supported Living, Attendant Care

Virginia Self-Directed and Traditional Personal Assistance

West Virginia Self-Directed All Comprehensive Waiver Services

Wisconsin Self-Directed and Traditional Personal Care, Supportive Home Care, Employment Supports, Respite, or Skilled Nursing

Wyoming Traditional Personal Care

1. Not all of these states’ waivers serve youth 0-20, some only allow LRIs to be paid if the waiver participant is 21+.
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DRAFTPeer State Approaches to Paid Family Caregiving in HCBS I/DD 
and ASD Waivers Excerpt from CDAC 1.0

A&M reviewed ND’s peers to identify which states allow LRIs to provide services and receive payment in 1915 (c) waivers.

State Waiver Target Pop. Age Payments to LRIs Allowed?
ID Adult DD Waiver ASD, ID, DD Adult (18+) No (Previously allowed for children 

and adults via State Plan)

IA HCBS ID Waiver ID Lifespan (0+) Yes, most comprehensive waiver 
services

KS HCBS I/DD Waiver ASD, ID, DD Ages 5+ Yes, personal care only

KS Autism Waiver ASD Youth (0-5) No

MN DD Waiver ID, DD Lifespan (0+) Yes, extended community first 
services and supports

MT HCBS Waiver for DD ID, DD Lifespan (0+) Yes, residential, day, employment, 
personal and companion

NE Comprehensive DD ASD, ID, DD Lifespan (0+) Yes, personal care

NE Family Supports Waiver ASD, ID, DD Youth (0-21) Yes, personal care

SD CHOICES Waiver ID, DD Lifespan (0+) No (allowed in adult waiver only)

SD Family Support Waiver ID, DD Lifespan (0+) No (allowed in adult waiver only)

WY Comprehensive Waiver TBI, ID, DD Lifespan (0+, unless TBI 21+) Yes, personal care only

WY Supports Waiver TBI, ID, DD Lifespan (0+, unless TBI 21+) Yes, personal care only
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DRAFTOklahoma | Approach to Expanding Paid Family Caregiving 
to LRIs (1 of 2) (Case Study #1) Excerpt from CDAC 1.0

A&M supported the State of Oklahoma to utilize learnings from the COVID-19 public health emergency flexibilities and 
plan for the expansion of paid family caregiving in the I/DD waiver to legally responsible individuals.
Paid Family Caregivers post PHE

Stakeholder
Perspectives

What is Working: To be Built Upon Opportunities

State I/DD
System

• Families play a critical role in providing care/supports
• Interest and efforts to grow self-directed services (SDS)

and expand role of paid family caregivers
• Experience with service caps for in-home family

caregivers has worked well
• Strong commitment to identifying opportunities to

support individuals' flexibility and leverage the
learnings through the pandemic

• Identify services and safeguards to expand the role of paid 
family caregivers for minor children

• Develop provider capacity building/workforce
investment strategies to ensure access to 
blend/balance of family caregivers and providers for
individuals

Families

• Families know their loved ones best and will consistently
be there throughout their lives

• Families fill critical roles in providing care and services
• Families are trusted and available resources
• Families value circles of support and relationships for their 

loved ones

• Find ways to balance the role of paid family caregivers
while also broadening/building relationships and
personal networks beyond family

• Create a model where reliance is not solely on family.
‘Family as long-term support plan is not a long-term plan’.

• Identify ways to address the high demand and financial 
impact on families. Families have lost wages, jobs, and
insurance to care for family members.

• Continue focus on provider capacity building efforts ‘to
address keeping pace with current need and waitlist
reduction efforts

Providers • Families are identified as a workforce recruitment strategy
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DRAFTOklahoma | Approach to Expanding Paid Family Caregiving 
to LRIs (2 of 2) (Case Study #1) Excerpt from CDAC 1.0

Oklahoma is currently working to stand up a new payment option for Legally Responsible Individuals (LRIs).

• Oklahoma recently added the authority for LRI’s to serve as paid family caregivers in their waiver

• The State has received CMS approval to add the option to the waiver and is currently working on 
operationalizing it

• Oklahoma is currently fine-tuning an assessment process for participants who wish to utilize a LRI as a paid 
family caregiving

• The assessment process is focused on identifying assistance needs for ADLs and IADLs and comparing them to 
typical age expected responses to identify extraordinary needs

• The state team is considering how best to measure needs throughout a child’s life

• Oklahoma is also working to identify low-barrier options for participants, including keeping the assessment as 
short as possible and using virtual modalities

Key Takeaway: The assessment is an important tool to help target funds to the intended population. OK is working to 
balance ease of use with rigor to ensure approachability for families while also protecting OK from potential misuse 

of funds. 
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DRAFTNebraska | Challenges with Paid Family Caregiving (Case 
Study #2) Excerpt from CDAC 1.0

NE utilizes PFCG as a modality for a specific service across its waivers. LRIs cannot be authorized to provide / to be paid 
for any other service on the waivers. LRIs must meet strict requirements to provide services and receive payment.

Population: In 2025, NE added the LRI Personal Care Service to all of its waivers:
• Aged and Adults and Children with Disabilities (AD) Waiver – 0+ with a physical disability, and 65+
• Family Support Waiver (FSW) – ages 0-21, intended to support the child and their family
• Developmental Disabilities Day Services for Adults (DDAD) Waiver – 21+, meant to maximize 

independence to work in the community with competitive, integrated employment
• Comprehensive Developmental Disabilities (CDD) Waiver – all ages, meant to maximize 

independence in the community
• Traumatic Brain Injury (TBI) Waiver – 18+, helping people live safely in their homes

Covered Services: LRIs can be paid for providing personal care services on these waivers. There are 
restrictions on what other services can be authorized and what kinds of support cannot be included 
in the LRI Personal Care service. LRI Personal Care includes:

• Assistance with Activities of Daily Living (ADLs)
• Assistance with health-related tasks
• Assistance with Instrumental Activities IADLs

Assessment: Extraordinary Care is defined as hands-on assistance with ADLs and IADLs that 
exceeds a range of activities a parent or spouse would ordinarily perform in the household on behalf 
of a person without a disability or chronic illness of the same age. NE use the state-mandated 
assessment tool to assess whether a participant meets the definition of extraordinary care
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DRAFTNebraska | The Path Forward on Paid Family Caregiving (Case 
Study #2) Excerpt from CDAC 1.0

NE recently proposed changes to how it pays LRIs for providing a specific services on its AD and TBI Waivers.

• Previously, waiver participants could receive 112 hours a week of combined Personal Care, LRI Personal Care, and 
Companion services (“caregiver hours”).

• The latest amendments to NE’s AD and TBI Waivers propose limiting these combined services to 70 hours per week.

• Of those hours, an LRI can only be reimbursed for up to 40 hours. Someone other than an LRI would have to 
provide the additional 30 hours per week allowed.

• There is a cap on the maximum reimbursement that LRIs can receive for providing caregiver hours.

• The waivers’ costs have been “far outpacing” the population’s growth – in the last 10 years, the AD Waiver’s 
population has grown 34%, and waiver’s cost per person have increased by 218%.

In the Department’s Own Words, on Next Steps:
“It necessitates the state doing something to preserve the program long term, or we would have to implement a waiting list.”

– Tony Green, director of the Division of Developmental Disabilities in the Nebraska Department of Health and Human Services

DHHS says the changes are needed to make the waivers fiscally “sustainable.” The state faces a projected $471 million 
shortfall by mid-2027, and NE is looking to cut state spending by $500 million.
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DRAFTIdaho | The Initiation of Paid Family Caregiving (Case 
Study #3) Excerpt from CDAC 1.0

Idaho began allowing limited instances of payments to LRIs during the pandemic and extended this authority following 
the pandemic.

• During the COVID-19 pandemic, Idaho allowed 
payment of LRIs through Family Personal Care 
Services (FPCS)

• Idaho received positive feedback from stakeholders 
regarding this pandemic flexibility

• The State then extended the authority through 
March 1, 2025, with the goal of addressing the 
direct care workforce shortage, and in response to 
stakeholder feedback

Overview of Family Personal Care Services Benefit

 Based on the State Plan service personal care 
services

 Both children and adults are eligible for this 
service, meaning LRIs could include individuals 
such as parents or spouses

 Under this service, a personal assistant provides 
program participants with assistance with ADLs 
and IADLs such as bathing, grooming, dressing, 
toileting, meal prep, shopping, and laundry
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DRAFTIdaho | Challenges with Paid Family Caregiving (Case 
Study #3) Excerpt from CDAC 1.0

Idaho experienced significant challenges related to paid family caregiving, including rapid growth and lack of funding, 
and has since requested CMS approval to rescind this authority.

Challenges of Paid Family Caregiving

• The Department initially raised concerns that 
they had limited resources to oversee the 
program.

• Program costs rapidly expanded, nearly 
quadrupling from 2022 to 2024 (totaling almost 
$8 million).

• Department leadership also raised concerns 
with fraud, stating that they were “ aware of 
many inappropriate attempts to increase the 
number of authorized hours by families.”

• Idaho met with stakeholders in early 2024 to 
discuss potential changes to the program 
moving forward to address observed challenges.

Request for Early Termination of LRI Payment 
Authority 

• Citing continued significant growth in costs, 
Idaho submitted a request in December 2024 to 
terminate FPCS authority prior to the scheduled 
expiration (request to end January 31, 2025)

• Idaho also recently passed a law which requires 
legislative approval of waivers, meaning the 
legislature would need to be involved in 
restarting the authority via waiver request (1115 
demonstration)

• The Department is working with the legislature 
to identify potential paths forward, including 
additional safeguards and resources for 
oversight
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DRAFTIdaho | Better Understanding Program Concerns (Case 
Study #3) Excerpt from CDAC 1.0

In a letter sent to the Idaho legislature in November 2024, Idaho’s Director of the Department of Health and Welfare 
flagged concerns:

• Rapidly expanding enrollment: A 75% enrollment increase since 2023

• Uncontrolled costs: Expenditures at 90% above the $4.2million budgeted

• Evidence of fraud, including identified instances of:

• Sharing ways to manipulate the state’s medical assessment “to maximize authorized hours of service” that 
Medicaid pays;

• Sharing starting pay rates for provider agencies that led some program participants to switch agencies 
“exclusively to maximize the household’s income;” 

• Performing other activities, like driving for a ride share company, while participants claimed to care for kids; and
• Billing twice or three times for multiple kids at the same time, even when the program only lets providers care 

for one person at a time.

In the Department’s Own Words, on Concerns of Fraud:

“While expenditures are based on authorized hours of services that are approved by clinical staff, we are aware of many 
inappropriate attempts to increase the number of authorized hours by families…  As stewards of taxpayer dollars and in our 
role in overseeing this entitlement program serving vulnerable children and adults, we cannot continue to operate a program 
with such high rates of suspected and known fraud, waste and abuse and potential health and safety issues for participants.”
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DRAFTIdaho | The Path Forward on Paid Family Caregiving (Case 
Study #3) Excerpt from CDAC 1.0

Idaho’s Director of the Department of Health and Welfare also offered a potential path forward in his letter to the 
legislature.

• Idaho’s Department of Health and Welfare has expressed hope that the program is merely paused until the 
Legislature can approve a program extension with additional funding / safeguards

• In the interim, Idaho has committed to working with families to get coverage for the hours of PCS needed, and has 
cited a 10% growth in the direct care workforce over the past two years

• Idaho DHW has advised the legislature to consider “additional statutory provisions outlining the safeguards the 
legislature envisions to protect scarce taxpayer dollars and ensure services are direct to those truly in need.”

In the Department’s Own Words, on Next Steps:

“It is our hope that program advocates and participants can work with the Legislature to determine which safeguards are 
appropriate to resolve the troubling issues we are seeing on the ground, recognizing the need for additional staff capacity if 

labor-intensive safeguards are selected”
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DRAFTMinnesota | Basic Structure of Paid Family Caregiving in 
HCBS (Case Study #4) Excerpt from CDAC 1.0

LRIs in MN may provide specified services under the Minnesota Developmental Disabilities HCBS Waiver Program.

Population: The MN DD Waiver provides home and community-based services to eligible individuals 
with ID or DD ages 0 or older who meet an ICF/IID level of care.

Covered Services: LRIs may be paid for the provision of extended community first services and 
supports (CFSS). CFSS replaced extended personal care assistance in October 2024. CFSS covers 
services including:

• Activities of daily living such as eating, bathing, grooming and transferring; 
• Health-related tasks; 
• Instrumental activities of daily living, such as shopping, cooking, laundry and assistance with self-

administered medications
• Observation and redirection of behavior

Assessment: The MnCHOICES assessment distinguishes ordinary care from extraordinary care using 
age-appropriate milestones. Public guidance is typically available online; however, MN is currently in 
the process of transitioning from a legacy platform.
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DRAFTMinnesota | Safeguards for Paid Family Caregiving in HCBS
(Case Study #4) Excerpt from CDAC 1.0

Minnesota has established guardrails for the paid family caregiving option to protect participant health and welfare and 
help support responsible usage of funding.

Provider Requirements
• LRIs must meet general provider standards including training and keeping of daily records.
• LRIs must pass a background check as specified in Minnesota Statutes.
• LRI must enroll as an individual CFSS provider with the Minnesota Health Care Programs.

Payment Assurances
• Participants must verify the workers’ time documentation.
• Every support worker is required to have an individual provider number; this facilitates reporting to monitor 

that the billable hours are within the monthly limits and that they do not duplicate other claims.
• The department conducts quality assurance and compliance inquires.
• MMIS sends letters to participants, providers, and case managers to notify them of potential overuse.

Best Interest of the Individual
• The assessment and support planning process is used to determine the participant’s needs, including fit of 

LRI and amount of CFSS support needed.
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DRAFTMinnesota | Approach to Determining Age-Appropriate 
Dependencies (Case Study #4) Excerpt from CDAC 1.0

Minnesota’s assessment for age-appropriate assistance is publicly available online; see excerpt below.
Note: Minnesota’s assessment scores dependencies across a variety of ADL’s. If the assistance the child needs 
typically is provided by an adult for a child of that age, that assistance is not considered a dependency.
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DRAFTSouth Dakota | Paid Family Caregiving for Adult Waiver 
Services Only (Case Study #5) Excerpt from CDAC 1.0

South Dakota does not currently allow for paid family caregiving in children’s waivers but does offer this option for some 
adults.

Population: SD only allows for LRIs to provide services in specified instances for adults only – not children
• The two waivers which cover individuals across the lifespan - Family Support 360, and CHOICES, - do not 

allow LRIs to provide services. This means there are no options for LRIs to provider services for children in 
SD currently

• The Assistive Daily Living Services waiver provides services for individuals 65+, or 18+ who meet a nursing 
facility level of care. This waiver allows LRIs to provide some services

Covered Services: In the adult waiver only, LRIs may be paid for the provision of the following services: 
Personal attendant care; Respite care

LRI Requirements: LRIs must
• Be employed by a provider agency
• Meet all the qualifications and training requirements for a personal attendant or respite care worker
• Maintain and submit EVV Records for hours paid (monitored by provider agency, with waiver manager 

annual random sample) 

Department Safeguards: DHS enacts additional requirements for LRIs including:
• At least annual face-to-face visits, including opportunities for private participant visits with the case manager
• At least annual physical examination
• Quarterly reviews of health, safety, and welfare status of the client
• Opportunity for unannounced visits
• Quarterly reviews of expenditures
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DRAFTOhio | Approach to Paid Family Caregiving for Children on 
HCBS Waivers (Case Study #6) Excerpt from CDAC 1.0

Ohio allows LRIs to provide limited services for qualifying individuals via HCBS waiver.

Population: Ohio allows for LRIs to provide services in specified instances for both adults and children enrolled 
in the Ohio Individual Options Waiver. This waiver provides services for individuals with ID or DD age 0+ who 
meet ICF level of care. 

Covered Services: LRIs may be paid for the provision of the following waiver services:
• Personal care
• Participant-directed homemaker / personal care
• Waiver nursing

LRI Requirements: Services must meet extraordinary care requirements, as determined through Ohio’s 
Extraordinary Care Instrument
• Assistance needs must exceed the range of activities a parent of a minor child would ordinarily perform on 

behalf of an individual without a disability or chronic illness art the same age
• This tool uses a ratings scale to indicate level of support needed to meet each need
• Ratings are 1-independent, 2-sometimes requires physical/verbal support, 3-always requires physical/verbal 

support
• Individuals must score a 3 in at least 3 of the listed needs
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DRAFTOhio | Safeguards for Paid Family Caregiving in HCBS (Case 
Study #6) Excerpt from CDAC 1.0

Ohio has established guardrails for the paid family caregiving option to protect participant health and welfare and help 
support responsible usage of funding 

Provider Requirements
• LRIs must be employed through an agency or as a participant directed service
• Services must be needed from the parent/spouse while a willing & able direct care worker/provider is sought
• LRIs must meet provider certification requirements for the service(s) provided

Payment Assurances
• Routine agency billing procedures apply
• Maximum number of hours that may be authorized is 40 hours

Best Interest of the Individual
• The health and safety of the individual must be assured through the parent of a minor child or spouse 

serving as a direct care worker.
• Increased care coordination oversight when the LRI allowance is implemented to ensure the best interests of 

the individual are met.
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DRAFTOhio | Approach to Determining Age-Appropriate 
Dependencies, Part 1 (Case Study #6) Excerpt from CDAC 1.0

• Ohio utilizes the Ohio Extraordinary Care Instrument, a publicly available tool posted online.
• The tool assesses level of assistance required across a number of needs such as bathing, feeding assistance, 

and toileting.
• Individuals must be scored as “always requiring assistance” in at least three areas to qualify.
• See definitions of assistance, below. More information about the scoring form and areas of need are included 

on the following slide.
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DRAFTOhio | Approach to Determining Age-Appropriate 
Dependencies, Part 2 (Case Study #6) Excerpt from CDAC 1.0



Paid Family Caregiver as a Modality – CDAC Discussion
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DRAFT
Guiding Framework for Waiver Service and Modality Design

People lead whole lives made up of specific, connected, and integrated life domains that 
are important to a good quality of life. As we think about what services and modalities 
should be in the CDW, we will want to think about their impact across all life domains.​

Source: Exploring the Life Domains – LifeCourse Nexus (lifecoursetools.com)

https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/
https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/
https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/
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CDW Subcommittee Feedback on PFCG (1 of 2)

Currently, ND’s PFCG pilot program will end in 2027. ND’s waivers currently allow 
relatives that are not legal guardians to be paid to provide only some services, if 

certain requirements are met.
• The services that relatives (not legal guardians) can be paid for 

providing (under strict requirements) include: 
• Respite
• In-Home Supports
• Individual Employment Support

• There is only one service that a LRI can provide in ND’s waivers, but 
that LRI cannot receive payment for providing this service. This is non-
medical transportation, currently on the MF Waiver.

• For Discussion: 
1. What services that may be on the CDW would make sense to be provided by an LRI? How 

would this support the waiver participant across their integrated supports and life domains?

2. If LRIs could be paid for providing those services on the CDW, what safeguards could be 
implemented to maintain safety and well-being and control costs that could help mitigate 
these things that could risk the whole waiver?



Appendix – Kids 0-2



IDEA Part C Services

• There are 17 essential services mandated within the Part C 

Regulations

• Service coordination services are provided by a service 

coordinator (DDPM) to assist and enable an infant or 

toddler with a disability and the child’s family to receive 

the services and rights, including procedural safeguards.



Service Coordination (1 of 2)
• Each infant or toddler with a disability and the child’s family must be 

provided with one service coordinator who is responsible for:
• Coordinating all services required under this part across agency lines; and 

• Service coordination is an active ongoing process that involves:

• Assisting parents of infants and toddlers with disabilities in gaining access to, 
and coordinating the provision of, the early intervention services required 
under this part; and 

• Coordinating the other services identified in the Individualized Family Service 
Plan (IFSP) that are needed by, or are being provided to, the infant or toddler 
with a disability and that child’s family.



Service Coordination (2 of 2)
• Serving as the single point of contact for carrying out the following activities:

• Assisting parents of infants or toddlers with disabilities in obtaining access to needed early intervention services and other 
services identified in the IFSP, including making referrals to providers for needed services and scheduling appointments for 
infants and toddlers with disabilities and their families;

• Coordinating the provision of early intervention services and other services (such as educational, social, and medical services that 
are not provided for diagnostic or evaluative purposes) that the child needs or is being provided;

• Coordinating evaluations and assessments;

• Facilitating and participating in the development, review, and evaluation of IFSPs;

• Conducting referral and other activities to assist families in identifying available Early Intervention Service (EIS) providers;

• Coordinating, facilitating, and monitoring the delivery of services required under this part to ensure that the services are 
provided in a timely manner;

• Conducting follow-up activities to determine that appropriate Part C services are being provided

• Informing families of their rights and procedural safeguards and related resources;

• Coordinating the funding sources for services required; and

• Facilitating the development of a transition plan to preschool, school, or, if appropriate, to other services.
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DRAFTNorth Dakota’s Waivers: A Solid Foundation for Children 
Under Three
North Dakota’s DD Waiver provides generous services to kids under three and delivers these supports in a highly cost-
effective manner. 

0-2, 57%3-21, 18%

22+, 25%

Percent of Total DD Waiver Participants By 
Age Range 

0-2

3-21

22+
0-2, 7%

3-21, 
14%

22+, 78%

Percent of Total DD Waiver Participant 
Spending By Age

0-2

3-21

22+

• Those aged 0-2 make up the largest share of participants, but the smallest share of spending.
• Evidence supports that investments in children at this earliest age group provide the most benefit.
• Waiver eligibility also increases access to Medicaid state plan services, including EPSDT for children 

because of the income and asset waiver.
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DRAFT
Understanding Spend by Age: How Do Kids Compare to Adults? 

Spend on the IID/DD Waiver varies significantly by age. Note that this 
data is sample-based and considered directional.

Based on claims data analysis of 400-participant sample  (Note: Average total cost across all age ranges in the 
sample was $41,727. Comparatively, the 2020 federal reporting average was $46,921)

Age Average Cost of HCBS + State Plan Medicaid 

0-2 $10,717
3-5 $15,783

6-12 $23,691
13-17 $23,467
18-21 $30,258
22+ $76,961

Figures are rounded to the nearest dollar. Cost includes State Plan & DD waiver service costs. It does not include Medicaid 
Administrative costs, including case management. Assumes average LOS of 281 days continues; assumes costs remain constant. 
This figure does not account for the fact that some amount of Medicaid State Plan spending may occur for individuals prior to 
and regardless of Waiver Enrollment. 



98

DRAFT
How Overall Spend Varies by Waiver in ND
Spending looks significantly different across the different HCBS waivers ND operates.
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What Services Do People on the IID/DD Waiver Use?

The most common IID/DD waiver services for children are infant development. 
Most other services on this waiver are geared towards adults.
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DRAFT: Where are Kids 0-5 Served Today, and in the Future?
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DRAFT: Where Will Children Be Served in the Future?

A&M worked with CDAC 1.0 to define high-level future state for where 
existing and new populations will be served on the waivers.  
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What Utilized Services May Be on the CDW? (1 of 4)

Service Description Current 
Waiver(s)

Respite

Provides temporary relief to primary caregivers through short-term care for 
participating children. Can be provided in the child’s home, a facility, or the caregiver’s 
home. Respite is flexible and is tailored to the family’s needs. It ensures a child’s unique 
medical and functional needs are met while maintaining their health and welfare. It 
helps prevent caregiver burnout, supports family stability, and delays 
institutionalization.

ASD, MF, 
IID/DD

Case 
Mgmnt

Helps families by providing information, referrals, and support to coordinate services 
and ensure needs are met. Case managers assist with planning, monitoring, and 
reviewing services to promote quality outcomes and address barriers. They meet with 
families regularly to review progress, provide emotional support, and help with crisis 
intervention or paperwork.

ASD, MF

Assistive 
Tech.

Provides devices and services to improve a child’s abilities, such as communication tools 
or mobility aids. It includes evaluation, customization, training, and maintenance of the 
technology. Recommendations from professionals ensure the technology meets the 
child’s needs.

ASD

Dietary 
Supplmnt.

Provides nutritional products for children who rely on supplements for over half of their 
intake or have disease-specific needs. These supplements are prescribed based on 
medical evaluations and can include those administered through feeding tubes. 

MF
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What Utilized Services May Be on the CDW? (2 of 4)

Service Description Current 
Waiver(s)

Envrnment
Mods.

Provides funds to modify a family home or vehicle to improve accessibility and 
independence for children with disabilities. Modifications include ramps, lifts, bathroom 
adaptations, and vehicle adjustments to ensure safety and functionality. Professional 
recommendations are required to ensure the mods meet the child’s needs.

MF, IID/DD

Equipment 
and 
Supplies

Covers specialized equipment, supplies, or safety devices to help children with 
disabilities perform daily activities and communicate effectively. This includes items like 
generators, clothing modifications, and assistive technology not covered by other 
programs. Maintenance and training for equipment use are also included.

MF, IID/DD

Remote 
Monitoring

Provides GPS tracking devices to monitor participants for health and safety risks, and to 
ensure safety for children prone to wandering. Tailored to individual needs and 
documented in the service plan, allowed for quicker responses in emergencies. 
Promotes independence and safety while maintaining privacy and dignity.

ASD, 
IID/DD
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What Utilized Services May Be on the CDW? (3 of 4)

Service Description Current 
Waiver(s)

Community 
Connector

Helps children access community activities and build relationships in inclusive 
settings. Services include socialization, adaptive skills, and support for participation 
in community events. Activities are tailored to the child’s goals and needs.

ASD

In-Home 
Supports

Provides trained caregivers to assist children with disabilities in their homes, 
supporting daily living activities, mobility, and safety. It helps prevent 
institutionalization and can be provided while the primary caregiver is present or 
away. The service is tailored to meet the child’s unique needs and integrates 
support into family routines.

MF, IID/DD

Behavioral 
Consultation

Helps families develop intervention plans to address behavioral challenges. 
Services include training and technical assistance for caregivers. Plans are tailored 
to the child’s needs and monitored for effectiveness.

IID/DD
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What Utilized Services May Be on the CDW? (4 of 4)

Service Description Current 
Waiver(s)

Individual 
and Family 
Counseling

Offers counseling to address stress related to a child’s extraordinary medical 
needs, supporting their integration into home and community life. Sessions may 
include family-focused or individual counseling tailored to the child’s situation. This 
service complements but does not duplicate counseling available under the State 
Plan.

MF

Individual 
Employment 
Support

Provides one-on-one support to help participants maintain paid employment or 
self-employment in integrated settings. Services include job-related interventions 
and transportation assistance when necessary. Participants are paid at or above 
minimum wage and supports are tailored to individual needs.

IID/DD

Infant Dev.

(Depends on where 0-2 is served – will not be on CDW if population is 3-20 but will be on 
CDW if population is 0-20). Provides home-based, family-focused services to assist 
caregivers in maximizing their child’s development. Professionals coach parents to 
identify natural learning opportunities during daily routines. Services are tailored to 
the child’s needs and family goals.

IID/DD
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ND’s Paid Family Caregiver Pilot Program

Excerpt from 
CDAC 1.0

Family Paid Caregiver Pilot Program

Family members who provide extraordinary care to either a child or adult enrolled in one of the following 
Medicaid 1915(c) waivers may receive payments from the state:
• Autism Spectrum Disorder Birth Through 17 Waiver.
• Children with Medically Fragile Needs Home and Community-Based Services Waiver.
• Children’s Hospice Home and Community-Based Services Waiver.
• Traditional Individual with Intellectual Disabilities and Developmental Disabilities Home and Community-Based 

Services Waiver.

State funding for the pilot program was approved with the passage of Senate Bill 2276 during the 2023 legislative 
session.

How is “Extraordinary Care“ Defined?
When a family member provides care for someone with medical or behavioral needs that is beyond what a legally 
responsible individual would typically perform.

Recommendation: Families on CDAC stressed the importance of offering an option for Paid Family Caregiver in the new 
waiver. Use learnings from the pilot to define the parameters of Paid Family Caregiver for the Cross-Disability Children’s 

Waiver. Consider parity between self-directed, and paid family caregiver rates. Work with the CDAC to inform potential 
options for Paid Family Caregiver on the Cross Disability Children’s Waiver.
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Paid Family Caregiver Pilot High-Level Timeline

Excerpt from 
CDAC 1.0

April 2023
Funding for 
Paid Family 
Caregiver 

Pilot Passed

April 2024
Pilot Program 

Launched: 
Applications for 
the Program go 

Live

June 2024
Initial Pilot 
Funds Fully 
Obligated

December 
2024

CDAC Meets 
to Discuss 

Pilot 
Learnings

April 2025
Additional 

Funding for 
Paid Family 
Caregiver 

Pilot Passed

June 2027 
Expiration 

of Pilot 
Program 
Funding
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Applications and Funds Excerpt from CDAC 1.0

Pilot Program Start: 4/1/24 (Data as of 12/3/2024)

Total Funds Appropriated 
for Direct Services: 

$2,200,000

Total Funds Authorized: 
$1,252,245.67

Held for Appeals: 
$609,131.25

Held for Pending 
Applications: $338,623.0818
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North Dakota’s Paid Family Caregiver Pilot: Denials And Appeals

Excerpt from CDAC 1.0

Pilot Program Start: 4/1/24 (Data as of 12/3/2024)
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Costs and Portal Excerpt from CDAC 1.0

Pilot Program Start: 4/1/24 (Data as of 12/3/2024)
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