
Cross Disability Advisory Council Meeting

Cross Disability Advisory Council Meeting
March 26, 2026



AGENDA

I. Welcome Activities
II. Waiver Service Modalities – Paid Family Caregiver

a. PFCG and the “All Triangle”
b. Update on Federal Activity
c. PFCG State Case Studies
d. Discussion
e. Vote on PFCG Guiding Principles

III. CDW Service Array and Modalities Guiding Principles
IV. Closing Activities 



Welcome Activities
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DRAFT
Approach to March CDAC
 Learn - Content Overview: We want CDAC members to understand:

 The “All Triangle” principle from Charting the LifeCourse as a framework for considering paid family service
 Examples of other states’ challenges with their paid family caregiving services
 Updates on the federal landscape for paid family caregiving

 Discuss - Feedback: We want CDAC’s input on:
 What are some ways North Dakota can both protect people and make the program sustainable?

 How could ND manage costs to make sure the program is successful and can continue?
 What ideas might work best to help keep waiver participants who use this service safe?

 Create - Formal Guidance: We want CDAC to draft official guiding principles for:
 Paid family caregiving in North Dakota – formally vote today

 A&M has drafted starting guiding principles based on CDAC conversations. They were introduced in 
February. We will work together to finalize and vote on these guiding principles.

 CDW Service Array and Modalities – review initial draft and offer revisions today
 A&M has drafted starting recommendations based on CDAC conversations. We will work together to 

edit and finalize these guiding principles.

Timeline Considerations: ND’s 27-29 budget process will take place in ~late summer / early fall 2026. The 
27-29 legislative session will happen ~Jan-May 2027. We are focusing on topics that impact the waiver’s 
cost so that we have this information to share with the legislature. 



Paid Family Caregiver: The “All Triangle”
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DRAFT
Safeguards for PFCG (1 of 2)

In January, CDAC continued its deep dive on PFCG. Members asked for 
more information on examples of program safeguards.

• We have talked about how PFCG can help families.

• We also have talked about the risks that PFCG has:
• Without thoughtful planning and internal controls, its 

costs can grow uncontrollably. 

• Not being able to control costs creates a risk that the 
PFCG modality – or even the entire waiver – must 
end, meaning no family can benefit from the option.

• PFCG can also risk isolating the waiver participant.

KEY TERM: Paid Family Caregiver (PFCG)
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DRAFT
Safeguards for PFCG (2 of 2)

In February, we talked about some examples of safeguards used in 
other states’ PFCG programs.

• We discussed four examples of common safeguards used 
to help control PFCG’s costs and reduce the risk of 
isolation:

1. Who can be an LRI
2. What Services LRIs Can Be Paid for
3. How Many Hours an LRI Can Be Paid for, and When
4. LRIs Working for a Provider

• Today, we’re going to continue our discussions on PFCG by 
talking about:

• A Charting the LifeCourse framework for PFCG
• Federal updates that may impact PFCG
• Additional state case studies of PFCG experiences

• This will support CDAC’s formal vote on guiding principles.

KEY TERM: Legally Responsible Individual / Relative (LRI)
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DRAFT
Budgeting for PFCG (1 of 2)

Budgeting for PFCG when it is a waiver service modality is different 
than when it is a separate pilot program.

• Before we vote on guiding principles for PFCG, it is important to 
understand how states approach budgeting for PFCG.

• In a pilot like ND’s, PFCG is the only cost to consider. It can be 
easier to manage a smaller budget of one distinct program.

• This pilot is capped, meaning that there is a maximum 
amount that can be spent on the pilot.

• When PFCG is a service modality like in other states’ waivers, it is 
now just one cost of an entire waiver program made up of many 
different costs and factors that influence the waiver’s budget.

• This means that states must evaluate PFCG in the same way 
they evaluate all services and modalities for the whole waiver.

• This is necessary because of federal requirements that 
waivers cost less than institutionalization and because of all 
states’ budget processes.
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DRAFT
Budgeting for PFCG (2 of 2)

This is important to understand when talking about PFCG safeguards 
against uncontrollable costs.

• When developing budgets for waivers, states are required by 
federal regulations to project many things, such as:

• How many people will use a service
• How many hours will be used
• What that service’s rates are
• Who can provide that service

• These questions influence the waiver’s budget and total cost.

• When PFCG is a waiver service modality, states must ask these 
questions while thinking about the entire waiver program’s many 
different costs. 

• This means that states need to calculate and use limits for 
PFCG that will help make sure the entire waiver stays 
within budget. 

• We will talk about examples of these limits next.
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DRAFT
Charting the LifeCourse and Paid Family Caregiving (1 of 3)

A&M and CDAC have used the Charting the LifeCourse framework to 
understand key concepts of HCBS waivers.
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DRAFT
Charting the LifeCourse and Paid Family Caregiving (2 of 3)

A&M and CDAC have used the Charting the LifeCourse framework to 
understand key concepts of HCBS waivers.
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DRAFT
Charting the LifeCourse and Paid Family Caregiving (3 of 3)

A&M and CDAC have used the Charting the LifeCourse framework to 
understand key concepts of HCBS waivers.



© 2024 Curators of the University of Missouri | UMKC-IHD, UCEDDCharting the LifeCourse   |   www.lifecoursenexus.com 

The All Triangle is a great way to consider all groups.

100 % - Larger Population 
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© 2024 Curators of the University of Missouri | UMKC-IHD, UCEDDCharting the LifeCourse   |   www.lifecoursenexus.com 

Example of the All Triangle – People with Developmental 
Disabilities

• 8.38 Million People with
Developmental Disabilities
– 22% National average receiving

State HCBS

– 75% Not Receiving State HCBS

Source: RISP database

https://risp.umn.edu/products/key-questions/how-many-people-have-idd


© 2024 Curators of the University of Missouri | UMKC-IHD, UCEDDCharting the LifeCourse   |   www.lifecoursenexus.com 

When we use the All Triangle for PFCG, it shows that all families of children with 
disabilities have additional responsibilities and need help. With limited resources, 
it’s important to think about the different ways to help the most families.



Paid Family Caregiver: Update on Federal Activity
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DRAFT
Continued Changes in the Federal Landscape

We have talked about problems many states have experienced with their PFCG 
programs over the years. Happening right now, there also is a significant challenge 

to PFCG coming from the federal administration. 

“HCBS spending has grown explosively, and its decentralized 
delivery model and weak verification controls make it one of 
Medicaid’s most fraud-prone categories. Care is often 
delivered in people’s homes by loosely supervised aides, 
frequently relatives. Many states allow “self-direction,” 
meaning beneficiaries effectively control Medicaid dollars and 
hire family members as caregivers.”

Source links are in the Appendix.
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DRAFT
States That Have Received CMS Investigation Letters
On March 3rd, The House Committee on Energy and Commerce sent letters to ten states requesting information on the 
integrity of their Medicaid programs as well as information on fraud, waste, and abuse. CMS Administrator, Dr. OZ, has 
also been reaching out to states directly. More are expected.

More information about states outlined in black – Colorado, Oregon – will be shared in a case study next.
Source link is in the Appendix.
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DRAFT
The Case for Caution Moving Forward

Given the growing number of challenges facing PFCG, it is important to 
reduce the risk of a program being reduced or cancelled.

• PFCG programs are facing more challenges to their 
sustainability than ever before:

• Many states continue to face challenges with their 
PFCG programs after exploding costs.

• Many states are also facing budget shortfalls that 
threaten many health and human services programs.

• There is now an increased focus from the federal 
administration on reducing the risk of fraud, waste 
and abuse. This means increased scrutiny into 
programs like PFCG.

• As ND continues to explore options for PFCG beyond its 
state pilot, it is essential to start small enough so that the 
program can cautiously grow as lessons are learned in 
potentially more favorable budget and monitoring years.



Paid Family Caregiver as a Modality – 
Specific State Case Studies
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DRAFT
Oregon | PFCG as its Own Waiver (Case Study #1)
Oregon has created a separate waiver for its PFCG program, the “Children’s Extraordinary Needs Waiver.”

Population: 155 kids per year, ages 0-17. This waiver is limited to only children who need extraordinary 
care from an LRI. 
• “Children who do not require legally responsible individuals to provide extraordinary care may receive the 

other services provided in this waiver through ODDS’ other 1915 (c) waivers.”

Covered Services: LRIs can only be paid providers for one service on the waiver, “Attendant Care 
Provided by a Legally Responsible Individual.” This service is limited to 20 hours per week. This service 
is not offered on any other waiver. No other waivers allow for LRIs to be paid providers of any other 
service.

Assessment: “The state uses the following criteria to determine that the provision of services by a 
legally responsible individual is in the best interest of the participant. 
• Children requiring extraordinary care provided by a legally responsible individual;
• Who are assigned to the highest service group due to their very high medical or very high 

behavioral support needs according to their current, valid functional needs assessment;”
• (Extraordinary care defined as - 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.)”
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DRAFT
Oregon | The Path Forward on PFCG (Case Study #1)
Oregon’s Children’s Extraordinary Needs Waiver started small and may grow as costs are better understood.

• In July 2023 OR passed a law that required ODDS to request a separate waiver that would allow for parents who 
provide extraordinary care to their children with disabilities to be paid for providing attendant care services.

• After submitting the waiver application and getting approval from CMS, this waiver became available in July 2024. 

• At the time the waiver started, 1,557 kids were eligible, but the program only had enough money to serve 155 kids. 

• OR requires that LRIs be employed by a provider agency in the state before becoming a paid provider. There are 
other state trainings that LRIs must take before becoming a paid provider.

• Starting out small in challenging budget cycles can allow the program to grow as outcomes and needs are 
better understood and more resources may be dedicated to the program in future budget cycles. This helps reduce 
the risk of all families losing access to this option if it started too large and had to be cut or cancelled.

In the Department’s Own Words, on Next Steps:
“We understand the strong need for this program and its benefit for children. Being on the waitlist may be frustrating, 

angering and disappointing. We know many families on the waitlist were strong advocates for this program. The program 
exists because of your perseverance and hard work. Thank you for your advocacy.

After the program runs for a year, we will know the true cost per child. We may be able to increase the number of children 
served. Right now, our budget of $3 million per year can't cover all eligible children. To serve more children, the Legislature 

would need to approve more funding.​”
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DRAFT
Colorado | Challenges with PFCG (Case Study #2)
CO utilizes PFCG as a waiver service modality on two of its waivers for certain services.

Population: The Children’s Extensive Support Waiver serves ~4,000-6,500k kids aged 0-17 with a DD. The 
Children’s Habilitation Residential Waiver serves ~400 kids aged 0-20 kids with a DD and / or an SED.  

Covered Services: Both waivers allow LRIs to be paid providers for the Community Connector 
service. This is “provided one-on-one to deliver instruction for documented severe behavior 
problems that are being demonstrated by the waiver participant while in the community.” LRIs can 
be paid for ~520 hours annually for providing this service.
• “When using substituted judgment, the legally responsible individual must actively try to understand the individual's 

desires and preferences, even if they are not explicitly stated, to make decisions that align with their best interests 
and avoid making decisions based on their own personal biases or convenience.”

Assessment: “Extraordinary care is determined by assessing whether an individual who is the same 
age without a disability needs the requested level of care, the activity is one that a parent would not 
normally provide as part of a normal household routine and the activity is one that a parent is 
not legally responsible to provide and is necessary to assure the health and welfare of the 
participant and to avoid institutionalization. During the service planning process the case 
manager uses the Ages and Stages questionnaire to help determine what tasks are typical for 
the members' age and what is not typical for their age. The Ages & Stages document developed 
by Iowa State University provides guidance for the typical child’s developmental milestones. 
Care and tasks that are not typical of their age would be considered extraordinary care.”
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DRAFT
Colorado | The Path Forward on PFCG (Case Study #2)
Colorado has seen an explosion in the utilization of PFCG modalities, especially after investing in increasing the benefits 
offered to families through the program. This has created a fiscal crisis for the program.

• Colorado, like many other states, is facing a challenging budget cycle. 
• The state faced an expected $850M shortfall for the state’s entire budget in the next fiscal year (that starts in July 

of this year). 
• CO Medicaid spending grew 9% over the last decade. PFCG program-related costs rose 44% in the last 5 years.

• As of January 1st, 2026, CO’s waivers reduced the rates that LRIs would be paid for providing Community Connector 
to create some of the necessary savings. The state is also working to enhance its extraordinary care assessment 
and requiring LRIs to take provider trainings.

• CO is another cautionary example of how PFCG programs are at risk of being cut or cancelled if the program starts 
out too large, or doesn’t carefully follow federal guidance, and the costs threaten the sustainability of entire waiver 
programs. Facing cuts to benefits is a significant experience for families.

In the State’s Own Words, on Next Steps:
The state’s Medicaid officials said family caregivers, “due to conflicting department guidance,” were paid a higher rate than 
they should have been and that the state is changing the rules to “clarify” its policy. LRIs were paid the same rates as non-

relative staff that come into a participant’s home to provide services, instead of being paid at the host home rate.

“There’s two levers on Medicaid. One is how many people you cover and two is what you cover. There have been a number of 
benefits that have been added in recent years and some of those aren’t sustainable over time.” – Governor Jared Polis.
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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.”

As of January 2026, Idaho has continued to run into significant challenges with 
Medicaid budget sustainability. The Governor’s Office budget proposal has outlined 
a path to cut $45M in Medicaid, which includes removing all home and community 

based (HCBS) services. This means all HCBS waivers in the state are at risk.

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”



Paid Family Caregiver as a Modality – CDAC Discussion
on ND Safeguards
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DRAFT
CDAC Feedback on PFCG (1 of 4)

Thank you to everyone who completed the quick survey about PFCG 
after our January meeting!

We asked two questions about CDAC’s thoughts on PFCG. Here are some things CDAC members shared: 

1. PFCG options can have risks. Which risk worries you the most? Why does it worry you? How could it 
affect families and the CDW?

• Limited funding allocated (if a pilot) that could mean PFCG may not be available for every family who would 
qualify.

• Fraud, waste, and abuse that impacts the rest of the waiver’s sustainability.

• Challenges in understanding the program’s rules and requirements for qualifying by demonstrating 
extraordinary care.

• What happens if the LRI is the only provider and if they can’t provide services (get sick, etc.).

• People taking advantage of a vulnerable system, dollars being used in the wrong way.

• Isolating the child from other service providers and community settings, especially in rural areas.
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DRAFT
CDAC Feedback on PFCG (2 of 4)

Thank you to everyone who completed the quick survey about PFCG 
after our January meeting!

We asked two questions about CDAC’s thoughts on PFCG. Here are some things CDAC members shared: 

2. What ideas do you have to help North Dakota address these risks?

• Other waiver components – case managers, etc. – could help reduce waiver participant and family isolation.

• Not relying on one safeguard alone.

• Conducting regular, non-punitive check-ins and home visits and with DDPMs.

• Clearly explaining extraordinary care v. other parenting responsibilities to make the assessment and 
qualification decisions more understandable.

• Carefully designing at the beginning so the program doesn’t end later.

• Educational materials and making sure program rules and assessment tools are family friendly.

• Using EVV to document service hours v. parent time and ensure good stewardship of funds.
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DRAFT
CDAC Feedback on PFCG (3 of 4)

In our February meeting, we asked CDAC to share feedback in a Menti survey 
about the PFCG safeguards we talked about together. Here’s what they had to say:

The survey asked 
CDAC to rate how 
helpful you think 
each PFCG 
safeguard might be 
on a sliding scale:

• Not Helpful At All
• Somewhat Not 

Helpful
• Not Helpful or 

Unhelpful
• Somewhat 

Helpful
• Very Helpful
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DRAFT
CDAC Feedback on PFCG (4 of 4)

Before we vote on PFCG guiding principles, what else would be helpful 
for CDAC to discuss?



Paid Family Caregiver: Guiding Principles
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DRAFTCDAC’s Guiding Principles on 
Paid Family Caregiving (Part 1)

CDAC Feedback / Recommendation A&M Notes
PFCG is an important program for families. It recognizes the 
additional responsibilities faced by parents who provide 
extraordinary care for their children with disabilities. This 
recognizes the economic impact of having a child with a 
disability and values the care being provided by these families. 

We recognize that PFCG grew out of workforce 
shortages during the pandemic, and workforce 
turnover challenges since the pandemic. 
Today, some states require evidence that 
families could not find or sustain providers.

PFCG helps families have more consistency with the caregivers 
who support their children. Many parents of high-need children 
are skilled at providing complex care that is life-sustaining for 
the child. 

It is also important for states to have 
standards that ensure parents participating in 
this program can meet their children’s complex 
needs successfully.

Families who have participated in ND’s PFCG pilot program have 
frequently shared about the benefits they’ve experienced from 
PFCG. They have shared that this allows them to provide 
consistent care for their children.

The testimony from the state’s families has 
been valuable in advocating PFCG programs.

It is important to use an assessment approach that is age 
appropriate for the waiver participant. Questions may look 
different for younger children compared to older children. 

Part of ND’s waiver modernization work is 
enhancing assessment tools, including 
considering age appropriateness.

Terms: 
Paid Family Caregiving (PFCG)
Legally Responsible Individual (LRI)
North Dakota (ND)

Cross-Disability Waiver (CDW)
Fraud, Waste, and Abuse (FWA)
Centers for Medicare & Medicaid 
Studies (CMS)
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DRAFTCDAC’s Guiding Principles on 
Paid Family Caregiver (Part 2)

CDAC Feedback / Recommendation A&M Notes
Most families are not seeking PFCG to commit fraud, 
waste, and abuse (FWA). CMS cares about the steps states 
are taking to prevent FWA because of the rare instances 
when it does happen. Families have shared that Medicaid 
rules are confusing and that it can be difficult to 
understand how to follow PFCG rules.

Because CMS cares about how states are preventing 
FWA, it is important to focus on the safeguards and 
limits for the program that will keep it sustainable for 
families. Safeguards and enhanced educational 
materials for families can help clarify program rules 
to reduce the risk of unintentional waste.

PFCG can also present risks to the sustainability of home 
and community-based waivers and to the well-being of 
waiver participants, if not well-managed. Other states 
have seen an uncontrollable growth in costs due to PFCG 
that resulted in cancelling or significantly reducing the 
program. Some other states require non-family members 
to be involved in service delivery to reduce the risk of 
isolation.

PFCG as a waiver service modality is different than as 
a pilot. When a modality, PFCG is subject to more 
limitations that keep the PFCG and the entire waiver 
sustainable. Layering multiple protections is a best 
practice, multiple safeguards can better help 
mitigate PFCG’s risks.

Understanding federal and state requirements to create 
safeguards around PFCG’s risks, CDAC believes that ND 
should continue to invest in sustainable opportunities to 
make PFCG a successful program.

Whether an LRI should become a paid provider for 
certain services depends on whether that is in the 
best interest of the waiver participant and the waiver 
participant’s budget for authorized services. 

Terms: 
Paid Family Caregiving (PFCG)
Legally Responsible Individual (LRI)
North Dakota (ND)

Cross-Disability Waiver (CDW)
Fraud, Waste, and Abuse (FWA)
Centers for Medicare & Medicaid 
Studies (CMS)
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DRAFTCDAC’s Guiding Principles on 
Paid Family Caregiver (Part 3)

CDAC Feedback / Recommendation A&M Notes
ND’s PFCG pilot is set to expire on 
June 30th, 2027. This could be 
disruptive for families who are 
currently involved in the pilot. 

In the upcoming legislative session, 
CDAC recommends that the ND 
Legislature:

• Fund the PFCG state pilot for 
another biennium.

• Allocate funds for a PFCG waiver 
service modality in the Cross-
Disability Waiver.

• Allocate funds for a PFCG waiver 
service modality in the other 
existing children’s waivers (IID/DD, 
ASD, MF).

Extending ND’s PFCG pilot depends on the availability of state dollars. A 
state pilot allows for flexibility in the PFCG program but doesn’t secure a 
federal match. 

The Governor’s Office will release its proposed budget for the 2027-2029 
biennium this year (2026). HHS must align its budget – including PFCG 
options – to the priorities set by the Governor’s Office. The ND Legislature 
will then decide how to appropriate funds for the 2027-2029 biennium next 
year (2027).

Given the well-documented examples of PFCG risks in other states 
(uncontrollable costs and participant isolation), we recommend starting 
small with PFCG as a waiver service modality with overlapping safeguards 
only in the capped CDW. Starting small in this way allows ND to study the 
impacts of PFCG and use lessons learned to potentially expand it in the CDW 
and possibly other waivers in more favorable budget years.

Federal regulations prevent “waivers within a waiver.” Adding PFCG to the 
IID/DD Waiver would mean it had to be an option to all families, which would 
not be in line with starting small to reduce risks and protect the program.

Terms: 
Paid Family Caregiving (PFCG)
Legally Responsible Individual (LRI)
North Dakota (ND)

Cross-Disability Waiver (CDW)
Fraud, Waste, and Abuse (FWA)
Centers for Medicare & Medicaid 
Studies (CMS)



CDW Service Array and Modalities: Guiding Principles

CDAC reviewed initial drafts of their guiding 
principles for the CDW Service Array and 

Modalities in this meeting. CDAC will continue 
reviewing iterative drafts in the next meetings.
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