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Executive summary 
Engrossed Substitute Senate Bill (ESSB) 5187; Section 211(79); Chapter 475; Laws of 2023, directed the 
Health Care Authority (HCA) to: 

• Develop and implement a Katie Beckett 1115 Medicaid demonstration waiver in coordination with 
the Department of Social and Health Services (DSHS) and limit enrollment to 1,000 children. 

• Make recommendations for a future Tax Equity and Fiscal Responsibility Act (TEFRA) state plan 
option.  

This report responds to the directive provided in ESSB 5187. A prior legislative report, titled TEFRA and 
Katie Beckett Waivers Legislative Report from 2020, identified ongoing coverage gaps for children with 
significant disabilities whose family income exceeds Medicaid eligibility standards. That report also 
outlined the historical and policy framework supporting consideration of TEFRA and Katie Beckett options 
in Washington state. This report builds upon that prior analysis and provides updated implementation, 
fiscal, and policy considerations. 

This report details the progress HCA and DSHS Developmental Disabilities Administration (DDA) have 
achieved in the development and implementation of a Katie Beckett waiver. Analysis and considerations 
regarding transition to a TEFRA state plan option are also included. 

HCA submitted a concept paper to the Centers for Medicare & Medicaid Services (CMS) to assess CMS’ 
willingness to approve a waiver request for Washington State. As of the date of this report’s submission, 
CMS has not responded to HCA’s concept paper submitted as a place holder for the waiver request. As a 
result, Washington state had not yet received waiver approval and does not anticipate any immediate 
approval given that a state plan option exists to cover this population. 

A TEFRA state plan option may be the only currently viable alternative to filling the access gap for 
vulnerable populations of children with significant disabilities who meet federal disability and institutional 
level-of-care criteria but are not eligible for Medicaid due to family income. However, there are significant 
fiscal impacts to consider, as explained further in this report. TEFRA state plan options require coverage 
for all eligible clients, whereas Katie Beckett waivers afford states greater fiscal controls through 
limitations on enrollment.  

 

 

https://www.hca.wa.gov/assets/program/tax-equity-fiscal-responsibility-act-katie-beckett-waivers-20201015.pdf
https://www.hca.wa.gov/assets/program/tax-equity-fiscal-responsibility-act-katie-beckett-waivers-20201015.pdf


Tax Equity and Fiscal Responsibility Act (TEFRA) and Katie Beckett Waiver  
September 17, 2026 

Page | 5 

TEFRA and Katie Beckett waiver 
Background 
Children with complex medical conditions including, but not limited to, spina bifida, muscular dystrophy, 
spinal cord injuries, and traumatic brain injuries, often require intensive, ongoing care to remain safe in 
their homes and communities. Many of these children rely on advanced medical supports such as 
ventilators, tracheostomy care, gastrostomy tubes (G-tubes), specialized feeding supports, mobility 
devices, and continuous clinical monitoring. A significant portion of this population meets clinically 
complex thresholds within Washington’s care assessment tools, reflecting needs that may otherwise meet 
an institutional level of care.  

Despite these needs, gaps exist within current Medicaid eligibility pathways. Some children do not meet 
intellectual or developmental disability eligibility criteria for DDA, while others may qualify intermittently 
during childhood but lose eligibility at certain ages before requalifying as adults when parental income is 
no longer considered. In addition, children whose family income exceeds Medicaid eligibility thresholds 
may not qualify for coverage under existing programs, including Community First Choice (CFC) and other 
state plan services. As a result, some families are unable to access Medicaid-funded services necessary to 
support care in the home.  

A Katie Beckett pathway would provide Medicaid access to eligible children with significant disabilities 
and complex medical needs who meet an institutional level of care but do not otherwise qualify due to 
parental income. Medicaid coverage may provide access to medically necessary services and supports, 
including private duty nursing, respiratory and tracheostomy care, durable medical equipment, therapies, 
and other services that support children remaining safely in their homes and communities. For children 
with private health insurance, Medicaid may also provide supplemental coverage for eligible services and 
costs not fully covered by the family’s primary insurance. Providing Medicaid eligibility based on the 
child’s medical and functional needs may help address coverage gaps and reduce financial burden on 
families without assuming that every enrolled child will require the same type or level of services each 
month. 

Katie Beckett waiver implementation 
To bridge those eligibility gaps, HCA began the process to develop a Katie Beckett 1115 waiver program, 
as required by ESSB 5187. Section 1115 of the Social Security Act authorizes CMS to approve 
experimental, pilot, or demonstration projects that promote the objectives of the Medicaid program and 
meet specific criteria. Federal guidance requires that demonstrations improve access, quality, or 
outcomes, while meeting budget neutrality and program integrity requirements. These federal standards 
provide important context for Washington state’s evaluation of available coverage pathways for children 
with complex medical needs. 

For the Katie Beckett 1115 waiver, HCA coordinated a workgroup with members of DDA and HCA to 
determine how to operationalize and support the work necessary to administer the program. This work 
group collaborated with HCA’s waiver team to begin the development and the submittal of a section 1115 
demonstration concept paper to CMS in July 2024 to initiate early federal engagement. HCA and DDA 
originally planned to add the Katie Beckett program to the existing Medicaid Transformation Project 2.0 
1115 demonstration waiver, however, CMS suggested that we submit a standalone waiver request. At the 
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time, CMS indicated that there was a backlog of waiver applications, and early submission of a concept 
proposal was identified as a strategy to support more timely consideration. 

As of June 2026, CMS has not responded to HCA’s concept paper, which was submitted as a strategy to 
facilitate a timelier waiver request and approval process. Consequently, Washington State has not yet 
received waiver approval, and no viable short-term pathway to obtaining approval has been identified. 

Katie Beckett or TEFRA programs would expand supports for 
Washington state children 
Washington administers five 1915(c) Home and Community-Based Services (HCBS) waivers through DDA 
with DSHS, which exclusively serve individuals with intellectual and developmental disabilities (IDD). Per 
DDA’s Report to Advocates and Stakeholders 2025 Caseload and Cost Report, as of July 2025, child 
enrollment across these waivers includes approximately: 

• 3,928 children in the Individual and Family Services (IFS) waiver 
• 804 children in the Basic Plus waiver 
• 124 children in the Children’s Intensive In-Home Behavioral Supports (CIIBS) waiver 
• Minimal or no child enrollment in other waivers 

These programs provide a range of services, including therapies, life skill supports, assistive technology, 
and, in some cases, specialized equipment. 

These waiver programs provide critical supports to children and their families despite inconsistent 
eligibility for some children with significant medical complexity. Current eligibility criteria are limited to 
children who meet statutory definitions of developmental disability and institutional level of care criteria 
specific to intermediate care facilities for individuals with intellectual disabilities (ICF/IID). This means that 
children who require hospital-level or nursing facility-level care are not consistently eligible unless they 
also meet developmental disability criteria. 

Case example: barriers to access for a medically complex child  
A Washington family with a child diagnosed with muscular dystrophy—a progressive 
condition requiring intensive medical care—has been unable to access needed services after 
private insurance proved insufficient. Despite clear medical necessity, the family must 
navigate a system that conditions eligibility on developmental disability criteria, including a 
diagnosis of IDD, adaptive functioning deficits, and lengthy functional assessments that took 
months to complete. During this time, no services are authorized.  

Because Washington has not yet implemented a TEFRA or Katie Beckett pathway, the child 
remains without coverage today. Under a TEFRA state plan option, this child would already 
qualify for Medicaid based on level of care needs and would have timely access to services. 
This case reflects a broader gap of children in Washington whose access to care is delayed or 
denied due to program structure rather than medical necessity. 

https://www.dshs.wa.gov/sites/default/files/DDA/dda/documents/25-1018-DDCS-Caseload-Report.pdf
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In contrast, children served under TEFRA or Katie Beckett pathways in other states typically present with 
high-acuity medical needs that would otherwise require institutional care. These needs frequently include, 
but are not limited to, dependence on mechanical ventilation; tracheostomy care; enteral feeding via 
gastrostomy tubes; complex seizure management; continuous skilled nursing oversight; and reliance on 
durable medical equipment and life-sustaining technologies. These children are often characterized as 
having high or complex medical needs that require a level of care comparable to that provided in 
hospitals or nursing facilities, but which can be safely delivered in the home with appropriate supports. 
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Table 1: How TEFRA could fill the gaps of those not approved for HCBS waivers  

Policy area HCBS 1915c waivers TEFRA state plan option Gap covered by implementing TEFRA 

Population covered  Children who have a specific 
diagnosis  

Any child who is 0–18 years old who has a disability 
that meets the institutional level of care 

Dedicated to a certain age of children 
regardless of diagnosis 

Access Subject to limited capped enrollment 
and waitlists 

Children who meet criteria could enroll 
immediately 

Eliminates potential delays in diagnosis, 
treatment, and equipment access 

Income 
determination 

Parent income is not counted  Eligibility is based off the child’s income alone. 
Parental deeming is effectively bypassed 

Eligible children who generally exceed 
the income standards with parents’ 
income would be eligible for Medicaid  

Comprehensive 
medical coverage  

Adds services on top of Medicaid but 
they do not replace the standard 
Medicaid coverage  

Provides comprehensive medical coverage through 
Medicaid and Early and Periodic Screening, 
Diagnostic, and Treatment (EPSDT): 

• Therapies (physical, occupational, and 
speech) 

• Durable medical equipment 
• Home health 
• Behavioral health 

Ensures children receive medically 
necessary services early, which improves 
outcomes and reduces potential long-
term costs. 

Statewide eligibility 
pathway 

Can vary by: 

• Program design 
• Enrollment caps 

Statewide consistency by following uniform 
eligibility rules 

Simplifies the system for: 

• Families 
• Providers 
• Administrators 

Administrative 
simplicity 

Requires: 

• Federal approval 
• Ongoing renewals 
• Cost-neutrality tracking 
• Waitlist management 

Integrated into the Medicaid state plan TEFRA can be easier to implement 
broadly and scale equitably 
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Summary of analysis  
Washington state’s analysis confirms that both the TEFRA state plan option and the Katie Beckett 
demonstration waiver rely on the same core federal eligibility standards, including institutional level of 
care, cost effectiveness, and the ability to safely receive services in the home. However, they differ in key 
program design features: the Katie Beckett waiver allows the state to limit enrollment through capped 
slots, while the TEFRA state plan option requires coverage of all individuals who meet established 
eligibility criteria. 

The primary policy issue identified in this report is the lack of a consistent Medicaid pathway for children 
who meet these clinical criteria but are ineligible due to parental income and resources. Addressing this 
gap is central to advancing the Legislature’s intent to expand access to home and community-based 
services and reduce reliance on institutional care.  

Findings 
The analysis demonstrates that the TEFRA state plan option would: 

• Establish a statewide, entitlement-based eligibility pathway. 
• Provide all eligible children with services with no enrollment caps or waiting lists. 
• Drive increased state fiscal impact for the broader population.  
• Offer a quicker pathway to CMS approval compared to the timeframe for CMS to approve an 

1115 waiver. 
• Allow potential positive impacts for the enrollment of children who would otherwise not be 

eligible for waiver services due to income standards. 

Policy considerations 
Given these findings, the distinction between the two pathways is not based on eligibility or need, but on 
program structure, available funding, and long-term alignment with state policy objectives. A waiver-
based approach, if approved, could allow the state to limit enrollment and manage expenditures in the 
short term. In contrast, a state plan option could ensure uniform statewide access for all eligible children.  

Washington currently operates multiple HCBS waiver pathways for children with disabilities that provide 
community-based services similar to those available under a TEFRA state plan option or Katie Beckett 
waiver. Because these waiver programs historically served as the primary mechanism for delivering 
Medicaid-funded supports to children with significant disabilities, the state did not previously pursue a 
TEFRA state plan option or Katie Beckett waiver pathway. As a result, Washington remains among a small 
number of states that have not adopted a TEFRA/Katie Beckett option, while many other states utilize this 
pathway as part of a broader strategy to expand Medicaid access for children with significant disabilities. 

The 2020 TEFRA and Katie Beckett waiver legislative report from HCA and DSHS noted that estimating 
how many children would qualify for a TEFRA state plan option is difficult due to gaps in available data. In 
particular, the state cannot fully identify children who meet an institutional level of care but are not 
currently connected to Medicaid or waiver services. While the report provided an initial estimate of the 
potentially eligible population, actual enrollment would depend on program design, outreach efforts, and 
the number of families that choose to apply. 
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Washington currently has unused capacity within some DDA HCBS waiver programs, but it is anticipated 
that the waivers that serve children will begin having waitlists within the next 6 months unless the 
legislature provides funding for additional slots. Washington could design the TEFRA option where DDA 
eligible children would first access HCBS waiver services when available, while TEFRA would serve children 
who do not meet DDA specific waiver criteria, are placed on waitlists, or require immediate access to 
Medicaid coverage. Structuring the state plan option in this manner would help address gaps in access 
without duplicating existing services. 
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Conclusion 
Currently, the TEFRA state plan option is the most comprehensive policy solution to expand Medicaid 
eligibility for children with significant disabilities, and may be the only pathway to covering this 
population if CMS will not process state Katie Beckett waiver applications. The TEFRA option would still 
advance the Legislature’s policy objectives by: 

• Establishing a consistent and equitable eligibility pathway statewide. 
• Eliminating enrollment caps and waiting lists. 
• Providing a robust program structure that does not require ongoing federal demonstration 

approval or renewal. 

However, as discussed above, additional funding would be necessary to cover services under a state plan 
option than would be required to cover capped-enrollment waiver services. 

Recent CMS guidance establishes a more restrictive federal approach to Section 1115 demonstrations and 
increased federal oversight of new demonstration authorities, which aligns with CMS’ reluctance to 
respond to our waiver application. As a result, reliance on a demonstration waiver as a long-term solution 
introduces uncertainty regarding approval, renewal, and ongoing program stability. While a Katie Beckett 
demonstration waiver could provide a temporary mechanism for addressing immediate access needs and 
allow the state to manage expenditures through a capped number of funded slots, its time-limited nature 
makes it less suitable as a permanent framework.  

In contrast, a TEFRA state plan amendment would provide a more stable and predictable federal authority 
for addressing the state's identified access gap, albeit with greater state fiscal responsibility and fewer 
tools to limit enrollment and expenditures. 

To fully achieve the intent of ESSB 5187, Washington state could consider exploring a TEFRA state plan 
approach. If adequate funding is available, a TEFRA-based state plan option is the most comprehensive 
means to ensure that children who meet clinical eligibility criteria can access necessary Medicaid services 
in their homes and communities. If the state remains constrained in its ability to invest in a state plan 
option, a Katie Beckett waiver could provide an incremental approach to expanding services and 
improving access for children with complex conditions if CMS were willing to support implementation. 
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