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Executive Summary 

SB 5211, Authorizing payment for parental caregivers of minor children with 

developmental disabilities (2026 Legislative Session) 
 

 

 

 

 

 

 

 

 

 

 

 
 

BILL INFORMATION 

 

Sponsors: Frame, Harris, Bateman, Christian, Cortes, Dhingra, Hasegawa, Krishnadasan, 

Lovelett, Nobles, Orwall, Saldaña, Salomon, Shewmake, Slatter, Trudeau, Valdez, Wagoner, 

Wilson, C. 
 

Summary of Bill: 

• Directs DSHS DDCSa to submit requests to CMS for amendments to applicable DDCS 

HCBS waivers to allow parents who provide personal care services to minor children 

who have developmental disabilities to receive payment for services that qualify as 

extraordinary care.  

• Directs DSHS DDCS to take additional action if amendments are approved by CMS.  

 

HEALTH IMPACT REVIEW 

 

Summary of Findings:  

This Health Impact Review found the following evidence for SB 5211: 

• Informed assumption that directing DDCS to submit requests for amendments to 

applicable DDCS HCBS waivers to allow parents who provide personal care services to 

children younger than 18 years old who have developmental disabilities to receive 

payment for services that qualify as extraordinary care would result in DDCS preparing 

requests for amendments to applicable DDCS HCBS waivers. This assumption is based 

on previous work by DDCS and information from key informants. 

 
a SB 5211 refers to DSHS Developmental Disabilities Administration (DDA). In May 2025, DSHS consolidated key 

functions and reorganized programs supporting behavioral health, developmental disabilities, and aging and long-

term support into 2 new administrations.28 Programs supporting people who have developmental disabilities were 

moved into the Home and Community Living Administration, Developmental Disabilities Community Services 

(DDCS).28 This Health Impact Review will use DDCS to reflect DSHS’s new organizational structure. 

 

Evidence indicates that SB 5211 would likely result in the Developmental Disabilities 

Community Services (DDCS) division of the Washington State Department of Social and 

Health Services (DSHS) preparing requests to the U.S. Centers for Medicare & Medicaid 

Services (CMS) for amendments to applicable DDCS Home and Community-Based 

Services (HCBS) waivers to allow parents who provide personal care services to children 

younger than 18 years old who have developmental disabilities to receive payment for 

services that qualify as extraordinary care and the State Medicaid Director submitting 

these requests to CMS. There is unclear evidence how CMS may respond to DDCS’s 

requests for amendments to applicable DDCS HCBS waivers. 
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• Informed assumption that DDCS preparing requests for amendments to applicable 

DDCS HCBS waivers would result in the State Medicaid Director submitting requests to 

CMS. This assumption is based on information from key informants. 

• Unclear evidence how the State Medicaid Director submitting requests to CMS may 

result in CMS responding to DDCS’s request for amendments to applicable DDCS HCBS 

waivers. 
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Introduction and Methods 

 

A Health Impact Review is an analysis of how a proposed legislative or budgetary change will 

likely impact health and health disparities in Washington State (RCW 43.20.285). For the 

purpose of this review “health disparities” have been defined as differences in disease, death, and 

other adverse health conditions that exist between populations (RCW 43.20.025). Differences in 

health conditions are not intrinsic to a population; rather, inequities are related to social drivers 

or determinants (access to health care, economic stability, racism, etc.). This document provides 

summaries of the evidence analyzed by State Board of Health’s Health Impact Review staff 

during the Health Impact Review of Senate Bill 5211 (SB 5211).  

 

Health Impact Review staff analyzed the content of SB 5211 and created a logic model visually 

depicting the pathway between bill provisions, social drivers or determinants, and health 

outcomes and equity. The logic model reflects the pathway with the greatest amount and 

strongest quality of evidence. The logic model is presented both in text and through a flowchart 

(Figure 1). 

 

We conducted an objective review of published literature for each step in the logic model 

pathway using databases including PubMed, Google Scholar, and University of Washington 

Libraries. The annotated references are only a representation of the evidence and provide 

examples of current research. In some cases, only a few review articles or meta-analyses are 

referenced. One article may cite or provide analysis of dozens of other articles. Therefore, the 

number of references included in the bibliography does not necessarily reflect the strength-of-

evidence. In addition, some articles provide evidence for more than one research question and 

are referenced multiple times. 

 

We consulted with people who have content and context expertise about provisions and potential 

impacts of the bill. The primary intent of key informant interviews is to ensure staff interpret the 

bill correctly, accurately portray the pathway to health and equity, and understand different 

viewpoints, challenges, and impacts of the bill. For this Health Impact Review, we spoke with 20 

key informant interviewees, including: 7 people from Washington State agencies with experience 

in HCBS waivers and policy that provide services to people with developmental disabilities and 

their families; 4 people from state agencies outside Washington State with expertise providing 

payment for parental caregivers of children younger than 18 years old who have developmental 

disabilities; 4 parental caregivers of children with developmental disabilities; 2 people from 

organizations working with people who have developmental disabilities and their families; 2 

researchers; and 1 person with expertise in Medicaid policy. More information about key 

informants and detailed methods is available upon request. 

 

We evaluated evidence using set criteria and determined a strength-of-evidence for each step in 

the pathway. The logic model includes information on the strength-of-evidence. The strength-of-

evidence ratings are summarized as: 

 

• Very strong evidence: There is a very large body of robust, published evidence and some 

qualitative primary research with all or almost all evidence supporting the association. There 

http://apps.leg.wa.gov/rcw/default.aspx?cite=43.20.285
https://app.leg.wa.gov/RCW/default.aspx?cite=43.20.025
https://app.leg.wa.gov/billsummary/?BillNumber=5211&Year=2025&Initiative=false
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is consensus between all data sources and types, indicating that the premise is well accepted 

by the scientific community. 

• Strong evidence: There is a large body of published evidence and some qualitative primary 

research with the majority of evidence supporting the association, though some sources may 

have less robust study design or execution. There is consensus between data sources and 

types. 

• A fair amount of evidence: There is some published evidence and some qualitative primary 

research with the majority of evidence supporting the association. The body of evidence may 

include sources with less robust design and execution and there may be some level of 

disagreement between data sources and types. 

• Expert opinion: There is limited or no published evidence; however, rigorous qualitative 

primary research is available supporting the association, with an attempt to include 

viewpoints from multiple types of informants. There is consensus among the majority of 

informants. 

• Informed assumption: There is limited or no published evidence; however, some qualitative 

primary research is available. Rigorous qualitative primary research was not possible due to 

time or other constraints. There is consensus among the majority of informants. 

• No association: There is some published evidence and some qualitative primary research 

with the majority of evidence supporting no association or no relationship. The body of 

evidence may include sources with less robust design and execution and there may be some 

level of disagreement between data sources and types. 

• Not well researched: There is limited or no published evidence and limited or no qualitative 

primary research and the body of evidence was primarily descriptive in nature and unable to 

assess association or has inconsistent or mixed findings, with some supporting the 

association, some disagreeing, and some finding no connection. There is a lack of consensus 

between data sources and types. 

• Unclear: There is a lack of consensus between data sources and types, and the directionality 

of the association is ambiguous due to potential unintended consequences or other variables. 

 

This review was requested when the Legislature was not in session and was therefore not subject 

to the 10-day turnaround required by law. This review was subject to time constraints, which 

influenced the scope of work for this review. 
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Analysis of SB 5211 and the Scientific Evidence 

 

Summary of relevant background information 

Provision of Medicaid services 

• Under the U.S. Social Security Act, states are required to provide all mandatory Medicaid 

benefits.1 States may provide Medicaid Optional Services if they choose to add these 

benefits through the state plan process or Medicaid waiver program.1 

o Medicaid Mandatory Benefits are provided under a State Medicaid Plan, which is 

an entitlement program, meaning that services must be available to all people 

statewide who are enrolled in Medicaid and may not be limited by age, service, 

condition, geography, etc.2  

▪ The only Medicaid Mandatory Benefit for people who have 

developmental disabilities is institutional care.3 

• Very few people enrolled in Medicaid who have developmental 

disabilities use long-term care in institutional settings.4 

▪ States may choose to add Medicaid Optional Services through the state 

plan process (i.e., as a state plan amendment).1 If approved through the 

state plan process, these benefits must also be offered as an entitlement 

program.2 

o Medicaid Optional Services may also be offered through a Medicaid waiver 

program.1 These programs may be limited by age, service, condition, geography, 

funding, etc.2,3 

Medicaid Home and Community-Based Services (HCBS) waivers  

• The U.S. Centers for Medicare & Medicaid Services (CMS) may grant demonstrations 

and waivers (i.e., a Medicaid waiver program) to allow states to test new or existing ways 

to deliver and pay for health care services in Medicaid and the Children’s Health 

Insurance Program (CHIP).5 Authority is provided by the U.S. Social Security Act 

sections 1915(b), 1915(c), and 1115.5 Medicaid waiver programs are unique for each 

authority. 

o Section 1915(c) authorizes HCBS waivers to provide people with long-term care 

services and supports in home or community, rather than in an institutional 

setting.5 The intent of HCBS waivers is “to address barriers to affordable, quality 

care” for people who have intellectual and developmental disabilities by 

providing “a broad range of medical and long-term care services to […] support 

them to live in their homes and communities.”6 

▪ All HCBS for people who have developmental disabilities are provided as 

Medicaid Optional Services through a Medicaid waiver program.1,3 While 

programs can be limited, people must be deemed to meet an institutional 

level of care to be eligible to receive services.3  

▪ Almost all states and Washington, D.C., offer services through HCBS 

waivers.4,5 States may operate multiple HCBS waivers.5  
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• HCBS waivers vary by state in terms of populations served, 

services covered, number of people covered, and geographic 

coverage.3,6 Services may include options like in-home nursing, 

transportation, respite care, wheelchairs, assistive technology, etc.6 

▪ HCBS waivers “are the largest, and often the only, provider of long-term 

services and supports for people [who have intellectual and developmental 

disabilities] in the [U.S.].”6 

• Medicaid “pays for almost 70% of all home care spending in the 

U.S., nearly all of which is provided through [Medicaid] Optional 

Services” and waiver programs.7  

• Home health care “is medically necessary and legally entitled care 

for children” who have “disabilities and behavioral needs for 

adequate growth, development, and social participation.”8 

▪ Preliminary evidence suggests HCBS waivers “provide economic benefit 

at the state and federal level, reduce unmet health care needs, increase 

likelihood that parents will be able to continue working, and reduce racial 

[inequities] in access to care.”6 

• On May 10, 2024, CMS adopted the Ensuring Access to Medicaid Services Final Rule 

(Access Rule; CMS-2442-F).9,10 The intent of the rule was to improve access to care, 

quality, and health outcomes “by better addressing health equity issues in the Medicaid 

program across fee-for-service […], managed care delivery services, and in [HCBS] 

programs.”9 

• In July 2025, the passage of H.R. 1 (Public Law No: 119-21) included policy and funding 

changes that impact states, including changes to Medicaid.11  

o H.R. 1 made changes to the HCBS waiver program. H.R. 1 allows states to apply 

for a HCBS waiver to cover costs for people who do not meet the existing 

requirement of needing an institutional level of care.12,13 To apply for this 

funding, states must demonstrate that approval will not increase the average wait 

time to receive benefits under HCBS waivers.12,13 This change takes effect July 4, 

2028.13 

• In July 2025, CMS announced a shift in Medicaid policies and limitations to section 1115 

waivers related to continuous eligibility and workforce initiatives.14 CMS stated the intent 

of the changes was to “refocus future section 1115 funding on high value activities 

aligned with the core mission of Medicaid and CHIP.”14  

• In 2025 and 2026, the federal administration stated an intent to withhold federal funding 

from states with policies that do not align with various federal priorities, including 

Washington State.15-17 

Home care workforce 

• Nationally and in Washington State, there is a workforce shortage of home care aides to 

provide in-home care to people who have developmental disabilities,2,18 especially care 

for children who have complex medical or behavioral care needs (personal 

communications, December 2025-January 2026).19-21  

https://www.federalregister.gov/documents/2024/05/10/2024-08363/medicaid-program-ensuring-access-to-medicaid-services
https://www.congress.gov/bill/119th-congress/house-bill/1/text
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o Data from 2021 indicated “persistently high turnover and vacancy rates (43% and 

20%, respectively) among [direct support professionals] providing HCBS.”22 

o To fill this gap, “family caregivers often perform nursing level tasks unpaid. 

When families undertake complex medical care themselves, consequences can 

significantly impair family functioning and quality of life.”8 Parents may reduce 

work hours or leave the workforce to care for children with complex medical or 

behavioral care needs, creating economic hardship for a family (personal 

communication, December 2025-January 2026).19-21  

▪ Data indicated about 25% of family caregivers earned less than $25,000 in 

2019.22 

▪ Women and mothers, families of color, and families with lower financial 

resources are disproportionately more likely to provide unpaid family 

caregiving and to fill the gap to care for children with high support needs 

(personal communications, December 2025-January 2026).8,19,20 

o Given workforce shortages and impacts to families, advocacy groups have noted 

that policies allowing “paid family caregiving can be an important tool to address 

the systemic shortfall of available direct support professionals.”22 

Medicaid waivers for paid parental caregivers 

• Federal Medicaid rules address payment to legally responsible parties (e.g., parents of 

children younger than 18 years old) for providing care. However, Medicaid rules 

regarding payment of legally responsible parties “is not uniform across all authorities, 

varying within and across both [the Medicaid State Plan] and HCBS authorities.”22 

o Federal rules prohibit payment of legally responsible individuals under the 

Medicaid State Plan,2 including payment for providing personal care services.22 

o The federal regulation that governs the Medicaid State Plan does not expressly 

prohibit nor does it specifically allow paying legally responsible parties for 

providing personal care services.2 However, federal rules prohibit states from 

receiving federal matching funds if payments are made to people who are legally 

responsible for someone enrolled in Medicaid, including parents of children 

younger than 18 years old and spouses.2  

o Parents of adult children (i.e., age 18 years and older) can be reimbursed for 

care.18 

o Overall, “[a]lmost all states allow family to be paid caregivers in certain 

[Medicaid] programs, mostly 1915(c) waivers, but very few [states] pay a parent 

who is a guardian and even fewer pay parents of minor children.”23 

• During the COVID-19 Public Health Emergency, CMS provided states flexibility to 

provide payment to parents for providing personal care services for children younger than 

18 years old in certain circumstances,2,22 in part to assist with workforce shortages 

(personal communications, December 2025-January 2026). These allowances were 

provided under a Section 1135 waiver (i.e., a temporary waiver authorized during a 

disaster or emergency),24 which stopped with the end of the COVID-19 Public Health 

Emergency in May 2023.23 
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o Many of these policies were temporary,22,24 and some programs providing 

payment to parents of children younger than 18 years old have been eliminated or 

reduced since the end of the COVID-19 Public Health Emergency (personal 

communication, The Arc of Washington State, December 2025).22,25 

o Washington State did not apply for a Section 1135 waiver to provide payment to 

parents of children younger than 18 years old (personal communications, January 

2026). 

• Some states have submitted requests to CMS and have received 1915(c) waivers allowing 

parents to receive payment for extraordinary care provided to children younger than 18 

years old.2,22  

o CMS defines “extraordinary care” to mean:  

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.2 

▪ States use varying metrics to determine whether care is extraordinary.22 

o For example, in 2023, the Oregon Legislative Assembly passed Senate Bill 91 

directing Oregon Department of Human Services (ODHS) to administer a 

program compensating parents to provide care to children with very high medical 

or very high behavioral needs. ODHS submitted a waiver application to CMS in 

January 2024 for the Children’s Extraordinary Needs Program (CEN Program) to 

provide reimbursement for parents and guardians of children younger than 18 

years old with very high medical or behavioral needs.26 CMS approved the waiver 

in May 2024, and ODHS began providing reimbursement for families in July 

2024.26  

o A comprehensive list of states that have received waivers allowing parents of 

children younger than 18 years old as paid caregivers is not available through 

CMS. Estimates of the number of states allowing parents of children younger than 

18 years old as paid parental caregivers vary. Two surveys conducted in 2023 

provided different estimates of the number of states allowing payment to legally 

responsible relatives.22,25  

▪ Kaiser Family Foundation conducted a survey of state Medicaid HCBS 

officials and found that 27 states allowed payment to legally responsible 

relatives of people with intellectual and developmental disabilities.25 

However, 9 states were ending the policy following the COVID-19 Public 

Health Emergency, suggesting 18 states may allow payment to legally 

responsible relatives.25  

▪ The National Association of State Directors of Developmental Disabilities 

Services (NASDDDS) surveyed all state and territorial directors of 

developmental disabilities services.22 Out of 27 respondents, 12 states 

reported providing payment to parents of children younger than 18 years 

old.22 NASDDDS reported some states that did not respond to the survey 

also allowed payment to parents of children younger than 18 years old.22 

https://olis.oregonlegislature.gov/liz/2023R1/Downloads/MeasureDocument/SB91/Enrolled
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• All states that reported providing payment to parents did so under a 

1915(c) HCBS waiver and limited how many hours a day or week 

a parent may be paid.2  

• States providing payment to parents of children younger than 18 

years old “reported challenges with separating regular parental 

responsibilities from the personal care tasks parents are paid to 

provide.”2 

• Available evidence from HCBS waiver programs providing payment to parental 

caregivers of children younger than 18 years old who have developmental disabilities 

suggests there are potential benefits and challenges related to workforce, child care, 

parental supports, and family income and financial wealth.2,18-23  

o Workforce: Providing payment to parents of children younger than 18 years old 

may alleviate provider and workforce shortages by expanding the number of 

trained providers (i.e., parents); reduce provider turnover; reduce burden on 

parents to train caregivers; and meet family and child choice for providers 

(personal communications, December 2025-January 2026).2,19-23 

o Child care: Providing payment to parents of children younger than 18 years old 

may enhance continuity of care; provide culturally and linguistically appropriate 

care; reduce risk of abuse or neglect; reduce time spent in hospital (especially for 

some children with special health care needs); and reduce placement in 

institutional settings (personal communications, January 2026).2,19-22 Potential 

challenges may relate to isolation, abuse, or neglect and loss of independence or 

autonomy in caregiver choice (personal communications, January 2026).2,22,23 

o Parental support: Providing payment to parents of children younger than 18 years 

old may develop parent skills, competencies, and opportunities for other 

employment or career growth and fulfill desires to parent and spend time with 

their child (personal communications, January 2026).2,20,21 Potential challenges 

may relate to increased scrutiny of families; parental burnout; mental and physical 

burden; social isolation; and training challenges (personal communications, 

January 2026).2,20,23 

o Family income and financial wealth: Providing payment to parents of children 

younger than 18 years old may provide income, access to health insurance, and 

benefits (e.g., retirement) for parents who may otherwise be unable to work due to 

care needs of their child (personal communications, December 2025-January 

2026).2,20,21 Parental caregivers of children with developmental disabilities stated 

that providing payment for parental caregivers of children younger than 18 years 

old would be lifechanging for their personal health, their child’s health, and their 

family’s health and financial well-being (personal communications, January 

2026). They stated additional income could allow families to cover basic expenses 

(e.g., rent, utilities); reduce reliance on state social services; purchase needed 

supports for their child’s well-being (e.g., safety equipment); connect to 

community (e.g., wheelchair vans); access health insurance for themselves; seek 

medical care for themselves; or reduce the need for the second parent to hold 
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multiple jobs (personal communication, January 2026). Some sources cautioned 

that additional parental income may lead to potential changes in eligibility or loss 

of other income-based services (e.g., housing and food benefits) (personal 

communications, December-January 2026).2 

Washington State HCBS waivers and relevant laws 

• Washington State Health Care Authority (HCA) is the state agency responsible for 

administering the State Medicaid Plan (i.e., Apple Health).27 

• Washington State Department of Social and Health Services (DSHS), Developmental 

Disabilities Community Services (DDCS)28b provides services and supports for people, 

including children younger than 18 years old, who have developmental disabilities.29 

o Services are provided through the Community First Choice Program under Apple 

Health and through HCBS waivers.30 

• DDCS has operated 1915(c) waivers since the 1980s (personal communication, DDCS, 

January 2026). In 2026, Washington State operated 8 section 1915(c) waivers,5 including 

5 HCBS waivers operated by DSHS DDCS.31 

o The 5 DDCS HCBS waivers include: Basic Plus Waiver; Children’s Intensive In-

home Behavioral Supports Waiver; Community Protection Waiver; Core Waiver; 

and Individual and Family Services Waiver.5,31,32  

o Each DDCS HCBS waiver offers a variety of services not available through 

private insurance, Apple Health, school settings, etc.32 Overall, DDCS HCBS 

waivers offer 37 services, 10 of which are offered on all 5 waiver progams.33 

o Four of the DDCS HCBS waivers, not including the Community Protection 

Waiver, serve children younger than 18 years old.32 

o HCBS waivers operate on a 5-year renewal cycle.5 With the exception of the 

current Individual and Family Services Waiver, which took effect September 1, 

2024, the remaining current DDCS HCBS waivers took effect September 2, 2022, 

and will be due for renewal August 31, 2027.5 

o DDCS has authority to limit enrollment in HCBS waivers based on the 

availability of funding.32 Each waiver program has a limit on the number of 

people who can be served.32 

• To be eligible to receive services under an HCBS waiver, a person must demonstrate: 

o Financial eligibility.34 A person must be enrolled in or eligible for Medicaid.34 For 

HCBS waivers, the parent’s income is excluded and only the child’s income is 

considered for financial eligibility.2 

o Functional eligibility.34 A person must demonstrate they meet the definition of 

“developmental disability” in statute and complete an assessment of their needs34 

that shows they meet a specified level of care (personal communication, DDCS, 

December 2025). 

 
b SB 5211 refers to DSHS Developmental Disabilities Administration (DDA). In May 2025, DSHS consolidated key 

functions and reorganized programs supporting behavioral health, developmental disabilities, and aging and long-

term support into 2 new administrations.28 Programs supporting people who have developmental disabilities were 

moved into the Home and Community Living Administration, Developmental Disabilities Community Services 

(DDCS).28 This Health Impact Review will use DDCS to reflect DSHS’s new organizational structure. 
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• RCW 71A.10.020 defines “developmental disability” to mean a disability attributable to 

intellectual disability, cerebral palsy, epilepsy, autism, or another neurological or other 

condition found by DDCS to be closely related to an intellectual disability or to require 

treatment similar to treatment required for a person who has an intellectual disability. 

Further, a developmental disability is a condition that originates before a person is 18 

years old, has continued or can be expected to continue indefinitely, and constitutes a 

substantial limitation to the person. 

o WAC 388-823-0200 further specifies eligibility criteria for each condition.  

o In 2022, Second Substitute House Bill 2008 (2SHB 2008) (Chapter 277, Laws of 

2022) directed DDCS to conduct rulemaking to further define developmental 

disability without the use of intelligence quotient (IQ) scores by June 30, 2025. 

▪ On August 27, 2024, DDCS filed changes to Chapter 388-823 WAC, 

removing IQ criteria from the DDCS enrollment processes.35 The changes 

went into effect September 27, 2024.35  

• WAC 388-106-0010 defines “personal care services” to mean physical or verbal 

assistance with activities of daily living and instrumental activities of daily living due to a 

person’s functional limitations. 

o “Activities of daily living” means bathing; bed mobility; dressing; eating; moving 

in a room, immediate living environment, and to more distant areas; medication 

management; toilet use; transfer between surfaces; and personal hygiene. 

o “Instrumental activities of daily living” means routine activities performed around 

the home or in the community, including meal preparation, ordinary housework, 

wood supply, and travel to medical services. 

o Paid in-home personal care services are only available through the Community 

First Choice Program and are not available through DDCS HCBS waivers.18 

▪ In order to “receive 50% matching funds from the federal government 

DSHS wrote program rules […] that prohibit biological, step, adoptive and 

foster parents from being paid to provide personal care services to their 

own children.”2 

• WAC 388-106-0050 provides information about the Comprehensive Assessment 

Reporting Evaluation (CARE) assessment. DSHS uses the CARE assessment to evaluate 

a person’s ability to care for themselves based on criteria related to cognitive 

performance, clinical complexity, mood and behaviors, activities of daily living, and 

exceptional care. Based on a person’s CARE assessment, a person’s level of need for 

personal care services is classified into 17 groups ranging from Group E High (highest 

level of need for personal care services) to Group A Low (lowest level of need for 

personal care services) (WAC 388-106-0115). This classification is used to determine 

eligibility for and allotment of personal care services hours.18 

o People who meet criteria for exceptional care are classified in Group E. 

▪ A person meets criteria for exceptional care (WAC 388-106-0110) if they: 

• Have a high activities of daily living score; need a 

turning/repositioning program; need an external catheter, 

intermittent catheter, indwelling catheter care, bowel program, 

https://app.leg.wa.gov/RCW/default.aspx?cite=71A.10.020
https://app.leg.wa.gov/WAC/default.aspx?cite=388-823-0200
https://lawfilesext.leg.wa.gov/biennium/2021-22/Pdf/Bills/Session%20Laws/House/2008-S2.SL.pdf?q=20251121104838
https://lawfilesext.leg.wa.gov/biennium/2021-22/Pdf/Bills/Session%20Laws/House/2008-S2.SL.pdf?q=20251121104838
https://app.leg.wa.gov/wac/default.aspx?cite=388-823
https://app.leg.wa.gov/WAC/default.aspx?cite=388-106-0010
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0050
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0115
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0110
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ostomy care, or total in self performance for toilet use; and need 

active or passive range of motion services from a specified 

provider; or 

• Have a high activities of daily living score; need a 

turning/repositioning program; need active or passive range of 

motion services from a specified provider; require intravenous (IV) 

nutrition support or tube feeding, receive more than 50% of total 

calories from IV or tube, and receive 2 cups per day or more of 

fluid through IV or tube; and need dialysis or ventilator/respirator 

assistance from a specified provider. 

▪ People who meet the criteria for mood and behavior qualification, but do 

not meet the qualification for C, D, or E groups (i.e., clinical complexity 

or exceptional care), are classified in Group B. People who have high 

qualification based on activities of daily living are placed into Group B 

High.  

o For children, WAC 388-106-0130 further considers childhood developmental 

milestones for CARE classification.2 

▪ Under current rule, DSHS “presumes that when a child is living with their 

legally responsible parent the child’s needs are met at least ¾ of the time 

by that parent unpaid.” Moreover, WAC 388-106-0130 specifies: 

a legally responsible parent will not be considered unavailable to meet [a 

child’s] personal care needs simply due to other obligations such as work 

or additional children because such obligations do not decrease the 

parent’s legal responsibility to care for [a child] regardless of [their] 

disabilities. 

• In 2023, the Washington State Legislature passed 2 bills directing DSHS work related to 

HCBS: 

o Among other provisions, Engrossed Second Substitute House Bill 1694 (E2SHB 

1694) (Chapter 424, Laws of 2023) directed DSHS to study the feasibility and 

cost of paying parents of children younger than 18 years old who are medically 

complex or who have complex support needs related to behaviors.  

▪ Based on this study, DSHS recommended “the Legislature appropriate 

funding to request approval from CMS to restore personal care to the 

[existing DDCS HCBS waivers] to pay parents of [children younger than 

18 years old].”2 

o Among other provisions, Engrossed Substitute Senate Bill 5187 (ESSB 5187) 

(Chapter 475, Laws of 2023) directed DSHS to conduct a study exploring 

opportunities to restructure DDCS HCBS waivers to enhance service 

accessibility. 

▪ Among additional recommendations, DSHS recommended adding 

“personal care for [children younger than 18 years old] with extraordinary 

needs, whose parents wish to provide paid personal care, as a service in 

the proposed new Community Supports waiver.”33 

https://app.leg.wa.gov/WAC/default.aspx?cite=388-106-0130
https://lawfilesext.leg.wa.gov/biennium/2023-24/Pdf/Bills/Session%20Laws/House/1694-S2.SL.pdf?q=20251205115428
https://lawfilesext.leg.wa.gov/biennium/2023-24/Pdf/Bills/Session%20Laws/Senate/5187-S.SL.pdf?q=20251219155007
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• In 2025, Engrossed Substitute Senate Bill 5167 (E2SSB 5167) (Chapter 424, Laws of 

2025) directed Washington State Institute for Public Policy (WSIPP) to conduct a study 

evaluating potential cost savings if legally responsible individuals, such as parents, are 

allowed to serve as paid caregivers for children who have developmental disabilities. 

Among other considerations, the study must quantify, to the extent possible, savings from 

the decreased use of entitlement programs, hospitals, foster care, and residential facilities. 

WSIPP submitted the initial report to the Legislature in December 2025.18 The final 

report is due November 15, 2026. 

 

Summary of SB 5211 

• Directs DSHS DDCS to submit requests to CMS for amendments to applicable DDCS 

HCBS waivers to allow parents who provide personal care services to minor children 

who have developmental disabilities to receive payment for services that qualify as 

extraordinary care.  

o Defines “minor child” to mean a person who is younger than 18 years old and 

who is a client of DDCS. 

o Defines “parent” to mean a natural parent, adoptive parent, stepparent, or legal 

guardian. 

o Defines “extraordinary care” to mean: 

▪ Prior to July 1, 2031: Care provided to a child younger than 18 years old 

who is assessed by the CARE assessment at the E classification category 

or B high classification category that exceeds the range of activities that a 

legally responsible individual, such as a parent, would ordinarily perform 

in the household on behalf of a child without a disability or chronic illness 

of the same age, and is necessary to assure the health and welfare of the 

child and to avoid institutionalization. 

▪ After July 1, 2031: Care provided to a child younger than 18 years old that 

exceeds the range of activities that a legally responsible individual, such as 

a parent, would ordinarily perform in the household on behalf of a child 

without a disability or chronic illness of the same age, and is necessary to 

assure the health and welfare of the child and to avoid institutionalization. 

• Directs DDCS to take additional action if amendments are approved by CMS.  

o Directs DDCS to authorize payments to parents of children under 18 years old 

who provide extraordinary care. 

o States that DSHS may adopt rules for assessing and authorizing personal care 

services hours for children younger than 18 years old with paid parental 

caregivers and to adopt additional rules necessary to comply with CMS approval 

of amendments to pay parental caregivers of children younger than 18 years old. 

o Allows parental caregivers to be employed as individual providers as defined in 

RCW 74.39A.240. 

o Specifies that all personal care services hours served by paid parental caregivers 

must be offered as a waiver service. 

https://lawfilesext.leg.wa.gov/biennium/2025-26/Pdf/Bills/Session%20Laws/Senate/5167-S.SL.pdf?q=20250618145226
https://lawfilesext.leg.wa.gov/biennium/2025-26/Pdf/Bills/Session%20Laws/Senate/5167-S.SL.pdf?q=20250618145226
https://app.leg.wa.gov/RCW/default.aspx?cite=74.39A.240
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Health impact of SB 5211 

Evidence indicates that SB 5211 would likely result in DDCS preparing requests to CMS for 

amendments to applicable DDCS HCBS waivers to allow parents who provide personal care 

services to children younger than 18 years old who have developmental disabilities to receive 

payment for services that qualify as extraordinary care and the State Medicaid Director 

submitting requests to CMS. There is unclear evidence how CMS may respond to DDCS’s 

requests for amendments to applicable DDCS HCBS waivers. 

 

Pathway to health impacts 

The potential pathway leading from provisions of SB 5211 to health and equity are depicted in 

Figure 1. We have made the informed assumption that directing DDCS to submit requests for 

amendments to applicable DDCS HCBS waivers to allow parents who provide personal care 

services to children younger than 18 years old who have developmental disabilities to receive 

payment for services that qualify as extraordinary care would result in DDCS preparing requests 

for amendments to applicable DDCS HCBS waivers. This assumption is based on previous work 

by DDCS and information from key informants. We also made the informed assumption that 

DDCS preparing requests for amendments to applicable DDCS HCBS waivers would result in 

the State Medicaid Director submitting requests to CMS. This assumption is based on 

information from key informants. 

 

There is unclear evidence how the State Medicaid Director submitting requests to CMS may 

result in CMS responding to DDCS’s request for amendments to applicable DDCS HCBS 

waivers. Since there is unclear evidence how CMS may respond to DDCS’s requests for 

amendments to applicable DDCS HCBS waivers, the pathway to health and equity could not be 

completed. 

 

Scope 

Due to time limitations, we only researched the most linear connections between provisions of 

the proposal and health and equity and did not explore the evidence for all possible pathways. 

For example, we did not evaluate potential impacts related to:  

• State funding. DDCS would need legislative approval to direct funding to pay parental 

caregivers of children younger than 18 years old (personal communication, DDCS, 

December 2025). In a 2023 report to the Legislature, DDCS stated, “[w]ith the addition 

of parents as caregivers the number of children accessing personal care will increase and 

budget appropriations will be needed. Additionally, children currently eligible for 

personal care will [use] more of their assessed benefit, which will also result in increased 

costs. Other states reported both occurred when they began paying parents of children.”2 

More specifically, DDCS estimates that, 

[o]f the 4,700 children currently eligible to receive personal care services, 65% (3,100) had 

providers paid by [DDCS in 2023]. Those who received paid services [used] 74% of their 

authorized [personal care services] hours. If children have the option to have their parents 

paid to complete their personal care tasks, [DDCS] presumes all authorized hours would be 

claimed and those who did not have a paid provider would now access one [(i.e., due to 

having a paid parental caregiver)].2  
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Since DDCS currently budgets based on the number of personal care services hours used, 

rather than on the number of hours authorized, increasing the number of hours used (i.e., 

assuming all authorized hours would be claimed) would result in a need for increased 

funding (personal communications, December 2025-January 2026). However, researchers 

have noted, “[i]f a state’s budget is based on historic [use] data based on times when [a 

person] was not able to find providers to fill approved hours, that is creating a misleading 

fiscal impact.”23 In 2023, DDCS estimated providing payment for parental caregivers of 

children younger than 18 years old in E classification category or B high classification 

category (i.e., eligibility outlined in SB 5211) may increase annual expenditures for 

personal care services by up to $15.6 million.2  

In December 2025, Washington State faced an estimated $4.3 billion budget shortfall 

over the next 4 years.11 The state budget shortfall is exacerbated by the federal “reduction 

in Medicaid funding to [Washington State which] will cause legislators to look to reduce 

spending to balance the state budget.”3 For example, key informants stated that the 

Governor’s proposed 2026-2027 state operating budget includes increasing the level of 

care to qualify for personal care services hours, which could affect whether people 

qualify for or receive personal care services hours (personal communication, Open Doors 

for Multicultural Families, January 2026). Key informants stated that it is harder to find 

skilled caregivers as medical complexity and level of need increase and as behavioral 

support needs increase (personal communications, January 2026).  

Key informants raised concerns related to state funding if SB 5211 were to pass, 

including whether state funding would be available to support the program, whether the 

program could be implemented given the budget shortfall, and whether the program 

would need to be further restricted or capped due to funding (personal communications, 

December 2025). However, providing payment to parental caregivers may also result in 

cost-savings in other areas of the system. WSIPP is conducting a study evaluating 

potential cost-savings of a paid parental caregiver program, including potential savings 

from the decreased use of entitlement programs, hospitals, foster care, and residential 

facilities.18 Parental caregivers of children who have developmental disabilities also 

suggested that shifting to paid parental caregivers instead of other caregivers (e.g., private 

nursing care) may also result in cost savings as reimbursement rates would be lower for 

parental caregivers (personal communications, January 2026). This Health Impact 

Review did not evaluate how state funding may affect current services to families, current 

HCBS waiver caps, implementation of SB 5211, or the number of parents of children 

younger than 18 years old that may be able to receive payment for providing 

extraordinary care. 

• Rulemaking. If SB 5211 were to pass, DSHS would conduct rulemaking to align existing 

WAC requirements with any approved amendments to DDCS HCBS waivers (personal 

communication, DDCS, December 2025). SB 5211 states that DSHS may adopt rules for 

assessing and authorizing personal care services hours for children younger than 18 years 

old with paid parental caregivers and to adopt additional rules necessary to comply with 

CMS approval of amendments to pay parental caregivers of children younger than 18 
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years old. Key informants from DDCS estimated it would take 6 months to conduct 

rulemaking after receiving approval from CMS (personal communication, DDCS, 

December 2025). This Health Impact Review did not evaluate the rulemaking process or 

potential outcomes. 

• Employment and certification requirements. Key informants emphasized that parents 

would not automatically become paid parental caregivers if SB 5211 were to pass, but 

rather would have to meet qualifications as well as training, certification, and oversight 

requirements. SB 5211 allows parental caregivers to be employed as individual providers 

as defined in RCW 74.39A.240. “Individual provider” is defined in RCW 74.39A.240 as 

a person under contract with DSHS or as an employee of a consumer directed employer 

who provides personal care or respite care services to a person who is functionally 

disabled or otherwise eligible for programs authorized and funded by the Medicaid State 

Plan, Medicaid waiver program, or other specified programs. DDCS currently contracts 

with a consumer directed employer to provide personal and respite care services 

(personal communication, DDCS, December 2025). Key informants from DDCS stated 

they would work with this contractor if SB 5211 were to pass to determine whether the 

employer would be able to support additional employees and to determine rates (personal 

communication, DDCS, December 2025).  

Key informants stated that allowing payment to parents of children younger than 18 years 

old would require outreach, education, clear communication, and technical assistance to 

parents about requirements to be paid to provide care to their own child and how to 

become an individual provider (personal communications, December 2025-January 

2026). For example, families will need clear communication about who may qualify to 

provide caregiving, what care meets the definition of extraordinary care, and what 

process to follow to become an individual provider (personal communications, 

December-January 2026). Key informants stated the process and requirements to become 

an individual provider outlined in SB 5211 follows the same process and requirements 

parents of adult children follow to become paid parental caregivers (personal 

communications, December 2025-January 2026). Key informants stated that families of 

children with development disabilities are generally aware of this process, and 

emphasized the importance of maintaining this alignment to reduce application burden 

for families (personal communications, December 2025).2  

Some key informants stated that the current process is challenging (personal 

communications, January 2026). For example, some families experience barriers to 

accessing materials online or experience language or cultural barriers to completing 

questionnaires and requirements (personal communication, Open Doors for Multicultural 

Families, January 2026).2 Some key informants stated that the current process is 

workable and may be beneficial (personal communications, January 2026). For example, 

going through the process to become an individual provider would provide families with 

more training and support than they have currently (personal communications, January 

2026). Overall, key informants stated that DDCS as well as community organizations 

providing service navigation for families would likely work with families on employment 

https://app.leg.wa.gov/RCW/default.aspx?cite=74.39A.240
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and certification requirements if SB 5211 were to pass (personal communications, 

December 2025-January 2026). This Health Impact Review did not evaluate how the 

process of becoming an individual provider or meeting training, certification, or oversight 

requirements may impact families.  

• Participation in paid parental caregiving. In addition to employment and certification 

requirements, key informants stated that families may experience additional challenges 

and may choose not to seek HCBS or participate in paid parental caregiving (personal 

communications, Open Doors for Multicultural Families, January 2026).20 For example, 

key informants stated that current federal administration policies and practices related to 

immigration are affecting people’s decisions to access social services, including people 

with legal documentation statuses in the U.S. (personal communication, Open Doors for 

Multicultural Families, January 2026).  Key informants questioned whether, based on 

immigration status, people may seek HCBS services or seek payment as parental 

caregivers (personal communication, Open Doors for Multicultural Families, January 

2026). This Health Impact Review did not evaluate who may choose to participate in paid 

family caregiving or who may be disproportionately and systematically less likely to 

participate in a paid family caregiving program if SB 5211 were to pass. 

 

Magnitude of impact 

SB 5211 has the potential to impact children younger than 18 years old who have developmental 

disabilities and their families. 

 

Researchers have noted it is difficult to estimate the number of children and adults who have 

developmental disabilities as “there is no current survey that asks a nationally representative 

population whether they have an [intellectual or developmental disability].”4 A number of data 

sources have provided estimates of the percentage of children with intellectual and 

developmental disabilities in the U.S.  

 

The 2019-2020 National Survey of Children’s Health (the most current data available) estimated 

19.4% (14.1 million) children younger than 18 years old in the U.S. have a special health care 

need, meaning they have or are at increased risk of having chronic physical, developmental, 

behavioral, or emotional conditions and require health and related services of a type or amount 

beyond that required by children generally.36 Children and youth with special health care needs 

includes children with medical complexity.21 Special health care needs were more common 

among Black children (23.3%), children living in poverty (22.8%), and children with multiple 

adverse childhood experiences (ACES) (36.6%).36 About 25% of children with special health 

care needs experienced functional limitations.36 Children with special health care needs were 

also more likely than children without special health care needs to experience unmet health care 

needs for every type of care, including medical, dental, vision, hearing, mental, and other health 

care.36  

 

In 2019, researchers estimated that 17% of children have 1 or more intellectual or developmental 

disability that “last throughout a person’s lifetime and occur across all racial, ethnic, and 
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socioeconomic groups.”6 Children younger than 18 years of age account for 82% of nonelderly 

people enrolled in Medicaid who have intellectual or developmental disabilities.4  

 

National survey data collected from April 2020 to August 2025 found that 14% of parents with 

children younger than 6 years old reported having a child with a disability.37 Parents surveyed 

with children younger than 6 years old with a disability were more likely than parents of children 

without a disability to report difficulty paying for basic needs (68% compared to 54%, 

respectively), including difficulty paying for food (48%), utilities (46%), housing (42%), health 

care (29%), and child care (26%).37 Parents surveyed with children younger than 6 years old with 

a disability were also more likely to report emotional distress (94% compared to 73% of parents 

without a child with a disability).37 Parents surveyed who had a child younger than 6 with a 

disability reported experiencing stress (88%), anxiety (70%), loneliness (60%), and depression 

(55%).37 

 

In Washington State, 67,594 people were enrolled as DDCS clients in 2025, meaning they have 

been deemed financially and functionally eligible for services.3 About 78% of clients live with a 

parent or relative.3 More than half of people enrolled as DDCS clients are children (36,881).3 

About 5,000 children are eligible to receive personal care services through DDCS.2 DDCS stated 

that “all children eligible for personal care have extraordinary needs because personal care hours 

are not generated unless the child’s needs are beyond what is typical of children of the same 

age.”2 

 

Approximately 44,000 people (65% of people enrolled as DDCS clients) receive paid services 

through DDCS, suggesting about one-third of people enrolled as DDCS clients do not receive 

services.3 In December 2024, about 25,000 adults and children received services on a HCBS 

waiver.33 HCBS waivers are limited on the number of people who can receive services,32 

meaning not everyone enrolled as a DDCS client may receive services through a HCBS waiver. 

Nationally, 41 states operate waitlists for HCBS waivers and most people on waitlists have 

intellectual and developmental disabilities.38 Additionally, services may be limited due to a lack 

of access to providers, workforce shortages, low pay for home health care providers, and low 

provider reimbursement rates.3,4,8 Key informants stated that use of personal care services hours 

is low due to caregiver workforce shortages and associated challenges of finding skilled 

caregivers (personal communications, January 2026). Moreover, key informants stated that it is 

harder to find skilled caregivers as a child’s medical complexity and level of need increase and 

as behavioral support needs increase (personal communications, January 2026). 

 

Prior to July 1, 2031, SB 5211 would define “extraordinary care” to mean care provided to a 

child younger than 18 years old who is assessed by the CARE assessment at the E classification 

category or B high classification category that exceeds the range of activities that a legally 

responsible individual, such as a parent, would ordinarily perform in the household on behalf of 

a child without a disability or chronic illness of the same age, and is necessary to assure the 

health and welfare of the child and to avoid institutionalization. In 2023, DDCS estimated 4,700 

children were eligible for personal care services, including 853 children who met the definition 

of “extraordinary care” (275 children met the E high classification category; 26 children met the 

E medium classification category; 552 children met the B high classification category).2 In the 

fiscal note for SB 5211, based on data from 2025, DSHS estimated approximately 1,017 children 
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younger than 18 years old enrolled as DDCS clients may meet the eligibility for extraordinary 

care outlined in the bill (i.e., children in the B High and E classifications).39 After July 1, 2031, 

SB 5211 would define “extraordinary care” more broadly, which may expand eligibility to more 

children and their families in the future (personal communication, DDCS, December 2025). 

 

Nationally, in 2019, 53 million people provided an adult or child with support needs, 

representing all “racial/ethnic groups, educational levels, work statuses, genders, and nearly all 

generations.”22 Washington State does not currently allow payment to parents of children 

younger than 18 years old for providing personal care services.2 If SB 5211 were to pass, DDCS 

estimates 50% of families would access parental payment in the first month after CMS approval, 

with the remainder of families being phased in during the following fiscal year.39 In 2023, all 

parents providing input to DDCS stated they would access payment for providing extraordinary 

care if this option were to become available.2 

 

Overall, SB 5211 has the potential to impact children younger than 18 years old who have 

developmental disabilities and their families. 
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Summaries of Findings  

 

Would directing Washington State Department of Social and Health Services (DSHS), 

Developmental Disabilities Community Services (DDCS)c to submit requests to the U.S. 

Centers for Medicare & Medicaid Services (CMS) for amendments to applicable DDCS 

Home and Community-Based Services (HCBS) waivers to allow parents who provide 

personal care services to children younger than 18 years old who have developmental 

disabilities to receive payment for services that qualify as extraordinary care result in 

DDCS preparing requests for amendments to applicable DDCS HCBS waivers?  

We have made the informed assumption that directing DDCS to prepare requests for 

amendments to applicable DDCS HCBS waivers to allow parents who provide personal care 

services to children younger than 18 years old who have developmental disabilities to receive 

payment for services that qualify as extraordinary care would result in DDCS preparing requests 

for amendments to applicable DDCS HCBS waivers. This assumption is based on previous work 

by DDCS and information from key informants. 

 

Washington State has 8 section 1915(c) waivers,5 including 5 HCBS waivers operated by 

DDCS.31 DDCS HCBS waivers include: Basic Plus Waiver; Children's Intensive In-home 

Behavioral Supports Waiver; Community Protection Waiver; Core Waiver; and Individual and 

Family Services Waiver.5,31,32 Each waiver offers a variety of services not available through 

private insurance, Apple Health, school settings, etc.32 Four of the DDCS HCBS waivers, not 

including the Community Protection Waiver, serve children younger than 18 years old.32 If SB 

5211 were to pass, DDCS would likely prepare amendments to the Basic Plus Waiver, 

Children’s Intensive In-home Behavioral Supports Waiver, and/or Individual and Family 

Services Waiver (depending on how many people could be served by available funding), as these 

waiver programs would be most appropriate to support payment to parental caregivers of 

children younger than 18 years old (personal communication, DDCS, January 2026). See 

“Scope” for additional discussion of state funding. 

 

In 2023, the Washington State Legislature passed Engrossed Second Substitute House Bill 1694 

(E2SHB 1694) (Chapter 424, Laws of 2023). Among other provisions, the bill directed DSHS to 
study the feasibility and cost of paying parents of children younger than 18 years old who are 

medically complex or who have complex support needs related to behaviors. E2SHB 1694 

directed DSHS to identify: 1) Statutory or regulatory changes needed to authorize payments for 

parental caregivers of children younger than 18 years old; 2) Information technology changes 

and costs; 3) Elements needed to prepare a federal waiver or state plan amendment; 4) Estimates 

of the number of children expected to be served; 5) Anticipated annual cost based on the 

availability of federal match funding and based on state funding alone; 6) Training needs for 

parents to support care; and 7) Proposed timeline for implementation. The final report was due to 

the Legislature by December 31, 2023.  

 

 
c SB 5211 refers to DSHS Developmental Disabilities Administration (DDA). In May 2025, DSHS consolidated key 

functions and reorganized programs supporting behavioral health, developmental disabilities, and aging and long-

term support into 2 new administrations.28 Programs supporting people who have developmental disabilities were 

moved into the Home and Community Living Administration, Developmental Disabilities Community Services 

(DDCS).28 This Health Impact Review will use DDCS to reflect DSHS’s new organizational structure. 

https://lawfilesext.leg.wa.gov/biennium/2023-24/Pdf/Bills/Session%20Laws/House/1694-S2.SL.pdf?q=20251205115428
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In DSHS’s final report to the Legislature, DDCS identified elements needed to prepare 

amendments to DDCS HCBS waivers.2 DSHS identified that a waiver amendment to allow 

payment for parents of children younger than 18 years old who have complex care needs should: 

define extraordinary care; define the population that would be served by the waiver program; and 

establish parents as a provider type (personal communication, DDCS, December 2025).2,3 These 

elements are specified in provisions of SB 5211. 

 

Based on CMS requirements, states must provide information about how they will distinguish 

“extraordinary care” from “ordinary care” provided by parents.2,23 CMS defines “extraordinary 

care” to mean: 
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.2  

States operating HCBS waiver programs providing payment to parents of children younger than 

18 years old have “reported challenges with separating regular parental responsibilities from the 

personal care tasks parents are paid to provide.”2 Key informants suggested that clear 

communication about what meets the definition of extraordinary care would be necessary if SB 

5211 were to pass (personal communications, January 2026). See “Scope” for addition 

discussion of employment and certification requirements. 

 

In the 2023 report to the Legislature, DDCS recommended “the use of the current assessment 

tool and the algorithms already built into it that generate acuity levels” to distinguish 

extraordinary care.2 Chapter 388-106 WAC includes information about DDCS’s current 

assessment tool and algorithm to determine if a person meets the threshold for exceptional care 

needs.2 Specifically, DSHS uses the Comprehensive Assessment Reporting Evaluation (CARE) 

assessment to evaluate a person’s ability to care for themselves based on criteria related to 

cognitive performance, clinical complexity, mood and behaviors, activities of daily living, and 

exceptional care (WAC 388-106-0050). Based on a person’s CARE assessment, a person’s level 

of care is classified into 17 groups (WAC 388-106-0115). People who meet criteria for 

exceptional care are classified in Group E (WAC 388-106-0110). People who meet the criteria 

for mood and behavior qualification, but do not meet the qualification for C, D, or E groups (i.e., 

clinical complexity or exceptional care), and who have a high qualification based on activities of 

daily living are classified in Group B High. For children, WAC 388-106-0130 further considers 

childhood developmental milestones for CARE classification.2 The definition of “extraordinary 

care” in SB 5211 aligns with the current DDCS and CMS definitions for “extraordinary care.” 

 

Medicaid waiver programs may be limited by age, service, condition, geography, funding, etc.2,3 

DDCS has authority to limit enrollment in HCBS waivers based on the availability of funding.32 

Each waiver program has a limit on the number of people who can be served.32 Based on the 

definition of “extraordinary care,” SB 5211 would limit eligibility to include children younger 

than 18 years old assessed by the CARE assessment at the E classification category or B high 

classification category. DSHS estimated approximately 1,017 children younger than 18 years old 

enrolled as DDCS clients may meet the eligibility for extraordinary care outlined in the bill.39 

After July 1, 2031, SB 5211 would define “extraordinary care” more broadly, which may expand 

eligibility to more children and their families in the future (personal communication, DDCS, 

December 2025). However, key informants expressed concern that cuts to federal Medicaid 

https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0050
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0115
https://app.leg.wa.gov/wac/default.aspx?cite=388-106&full=true#388-106-0110
https://app.leg.wa.gov/WAC/default.aspx?cite=388-106-0130
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funding and state funding decisions may further restrict or cap participation in the program 

(personal communications, December 2025). See “Scope” for additional discussion. 

 

Key informants from DDCS stated amendment requests would also propose a process to 

establish parents as a provider type (personal communication, DDCS, December 2025). If SB 

5211 were to pass and CMS were to approve amendments to applicable DDCS HCBS waivers, 

SB 5211 would require parental caregivers of children younger than 18 years old be employed as 

individual providers defined in RCW 74.39A.240 to receive payment. See “Scope” for additional 

discussion of employment and certification. CMS guidelines also require states propose 

safeguards related to: determining whether care by a legally responsible individual is in the 

child’s best interest; ensuring the caregiving arrangement does not hinder a child’s ability to 

engage with or integrate in community; limit the amount of service a legally responsible 

individual may provide (e.g., number of hours eligible for reimbursement); implement payment 

review procedures; and address additional foreseeable risks.2,21-23 

 

As part of the process to prepare amendments to applicable DDCS HCBS waivers, DDCS noted 

they would seek external input and provide opportunities for feedback.2 For example, DDCS 

indicated they would seek consultation with Tribes and Tribal organizations; gather input from 

potential employers of individual providers; collaborate with groups regarding training and 

curriculum requirements; and engage with families that may be impacted, advocacy 

organizations, and additional state agencies (e.g., Washington State Health Care Authority 

[HCA]).2 

 

DSHS indicated amendments to HCBS waivers typically take 6 months to prepare prior to 

submitting requests to CMS.39 Additionally, with the exception of the current Individual and 

Family Services Waiver, which took effect September 1, 2024, the remaining current DDCS 

HCBS waivers took effect September 2, 2022, and will be due for renewal August 31, 2027 (i.e., 

on a 5-year renewal cycle).5 CMS guidance allows changes to an existing waiver to be included 

in a state’s renewal application, though the intention of a renewal application is to continue 

existing services.40 Key informants suggested DDCS could incorporate a proposal allowing 

payment for parents of children younger than 18 years old into the renewal applications for 

DDCS’s HCBS waivers (personal communication, DDCS, December 2025). However, renewal 

applications will need to be prepared by January 2027, and DDCS would need legislative 

approval to direct funding to pay parental caregivers of children younger than 18 years old 

(personal communication, DDCS, December 2025). Key informants raised concerns related to 

state funding (personal communications, December 2025-January 2026). See “Scope” for 

additional discussion. 

 

Since DDCS completed work in 2023 to identify components of a potential amendment to 

applicable DDCS HCBS waivers to allow payment of parental caregivers of children younger 

than 18 years old and since key informants from DDCS stated they would prepare requests for 

amendments to applicable DDCS HCBS if directed by SB 5211 (personal communication, 

DDCS, December 2025), we have made the informed assumption that DDCS would prepare 

requests for amendments to applicable DDCS HCBS waivers if SB 5211 were to pass.  

 

https://app.leg.wa.gov/RCW/default.aspx?cite=74.39A.240
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Would DDCS preparing requests for amendments to applicable DDCS HCBS waivers 

result in the State Medicaid Director submitting requests to CMS? 

We have made the informed assumption that DDCS preparing requests for amendments to 

applicable DDCS HCBS waivers would result in the State Medicaid Director submitting requests 

to CMS. This assumption is based on information from key informants. 

 

While SB 5211 would direct DDCS to submit requests to CMS for amendments to applicable 

DDCS HCBS waivers, CMS requires all waivers, including amendments and new or renewal 

applications for HCBS waivers, to be submitted by a person assigned the State Medicaid 

Director role.40 In Washington State, HCA is the lead Medicaid agency,27 and the State Medicaid 

Director must sign and submit waiver requests to CMS through the CMS Waiver Management 

System (personal communications, December 2025-January 2026). The State Medicaid Director 

would need to sign-off on amendments prior to submitting the requests to CMS (personal 

communications, December 2025-January 2026). Key informants stated the State Medicaid 

Director would work with DSHS to ensure waiver amendments complied with current CMS 

requirements, and DSHS would coordinate with the State Medicaid Director in signing-off on 

amendments to applicable DDCS HCBS waivers if SB 5211 were to pass (personal 

communications, December 2025-January 2026). 

 

Key informants stated that, since SB 5211 would direct DDCS to submit requests to CMS, the 

State Medicaid Director would serve as the liaison between DDCS and CMS and assist DDCS to 

meet this direction by submitting DDCS HCBS waiver amendments (personal communication, 

HCA, January 2026). Therefore, we made the informed assumption that DDCS preparing 

requests for waiver amendments would result in the State Medicaid Director submitting requests 

to CMS for amendments to applicable DDCS HCBS waivers. 

 

Would the State Medicaid Director submitting requests to CMS result in CMS responding 

to DDCS’s request for amendments to applicable DDCS HCBS waivers? 

There is unclear evidence how the State Medicaid Director submitting requests to CMS may 

result in CMS responding to DDCS’s request for amendments to applicable DDCS HCBS 

waivers. Available evidence as well as key informants provided differing opinions about whether 

CMS may approve or not approve HCBS waiver amendments or whether seeking HCBS waiver 

amendments may have unintended impacts. It is unclear how current federal policy and 

practices, including the passage of H.R. 1, Medicaid funding reductions, and federal priorities 

related to Medicaid waivers, may affect CMS’s response to a request for amendments to 

applicable DDCS HCBS waivers. 

 

Amendments to an approved Medicaid waiver may be submitted at any time (personal 

communication, DDCS, January 2026). Once CMS receives an amendment request, they must 

respond (i.e., approve, disapprove, or issue a formal “Request for Additional Information”) to 

waiver amendments and new or renewal applications within 90 days.41 If CMS requests 

additional information, the 90 day requirement is stopped until CMS receives additional 

information from a state (personal communication, DDCS, January 2026).2 CMS must then 

respond within 90 days of receiving additional information from a state.2 Key informants stated 

that this allowance extends the review timeline and often results in applications taking longer 

than 90 days for review by CMS (personal communication, DDCS, December 2025). In the 
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fiscal note for SB 5211, DSHS indicated CMS consideration of waivers takes a minimum of 6 

months and often longer.39 Based on CMS processing data for 2024 (the most recent data 

available) for 1915(c) waivers, the median processing time was 71 days for amendments and 86 

days for new or renewal waiver applications.41 CMS review of HCBS waivers may also be 

impacted by staffing shortages2 and whether amendments include substantive changes.42 CMS 

notes that “[s]ubstantive amendments include: those with rate methodology changes, removal of 

service(s), eligibility changes, or other changes that may result in individuals losing services or 

being required to change providers.”42 Allowing payment for parental caregivers of children 

younger than 18 years old would likely be considered a substantive change (personal 

communication, DDCS, December 2025). 

 

Some key informants stated CMS may be likely to approve requests for amendments to 

applicable DDCS HCBS waivers to allow payment to parental caregivers of children younger 

than 18 years old (personal communications, December 2025). There is precedent for CMS to 

approve HCBS waivers allowing payment for parental caregivers of children younger than 18 

years old (personal communications, December 2025). Some states have submitted requests to 

CMS and have received approvals for 1915(c) waivers allowing parents to receive payment for 

extraordinary care provided to children younger than 18 years old (none in 2025).2,5 In the 2023 

report to the Legislature, DSHS stated that:  
 [DDCS] was unable to receive technical assistance from CMS on whether there are other options 

to allow parents to be paid to care for their children or whether one of the options identified by 

[DDCS] staff [(i.e., providing payment through a state plan amendment to the Community First 

Choice program or through an HCBS waiver)] would be approved. However, information 

provided by other states that [DDCS] connected with indicated they are all paying parents 

through personal care services in their waivers or seeking to do so.2  

 

For example, in January 2024, Oregon Department of Human Services (ODHS) submitted a 

waiver application to CMS for the Children’s Extraordinary Needs Program (CEN Program) to 

provide reimbursement for parents and guardians of children younger than 18 with very high 

medical or behavioral needs.26 CMS approved the waiver in May 2024, and ODHS began 

providing reimbursement for families in July 2024.26 Due to limited funding and high demand, 

the program has operated with a waitlist (personal communication, ODHS CEN program, 

January 2026).26 When the program started in July 2024, 1,557 children were eligible for the 

CEN Program and, based on available funding, 155 families were able to participate in the 

program.26 Due to limited funds, the CEN Program has been approved to serve up to 155 

children at any point in time and to provide payment for up to 20 hours of care per week per 

child (personal communication, ODHS CEN Program, January 2026). 

 

There is also precedent for CMS to respond to amendment requests for HCBS waivers. For 

example, since the 5 DDCS HCBS waivers became effective (4 on September 1, 2022, and 1 on 

September 1, 2024), DDCS has submitted 21 amendments (none in 2025).5 All 21 amendments 

were approved by CMS.5 Therefore, based on these precedents, some key informants stated it 

was likely CMS would approve requests for amendments to applicable DDCS HCBS waivers 

(personal communications, December 2025-January 2026). 

 

However, key informants shared that, while some CMS routine business operations (e.g., annual 

rate approvals, state plan amendments, communication with state Medicaid agencies) have 
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continued in 2025, some work with CMS has stalled or slowed under the current federal 

administration (personal communications, December 2025-January 2026). For example, data 

suggest that CMS approved fewer waiver applications than previous years. In 2024, states 

submitted to CMS 257 amendments to 1915(c) waivers and 44 new or renewal applications.41 

Over the same time period, CMS approved 311 amendments to 1915(c) waivers and 60 new or 

renewal applications,41 suggesting that some applications were likely submitted the previous 

calendar year. Based on data available through the CMS State Waiver List, from January 1, 

2025, through December 31, 2025, CMS approved 0 amendmentsd to 1915(c) waivers and 7 new 

or renewal applications, including 6 renewal applications and 1 new waiver application.5 Data 

about the number of applications submitted by states in 2025 were not available. While data 

available through the CMS State Waiver List may not be inclusive of all approvals, available 

data suggest waiver application approvals were lower in 2025 compared to 2024. 

 

Key informants expressed uncertainty about current CMS priorities and what work CMS may 

prioritize under the current federal administration (personal communications, December 2025-

January 2026). Consideration and approval of Medicaid waivers by CMS may vary by federal 

administration.43,44 For example, Medicaid “1115 waivers generally reflect priorities identified 

by states as well as changing priorities from one [federal] administration to another.”43 The 

current federal administration has not outlined priorities for Medicaid waiver programs (personal 

communications, December 2025).44 In May 2025, the Kaiser Family Foundation reported that 

“the future direction of [1115] waivers is uncertain,” and “recent actions from the [federal] 

administration could signal efforts to curtail waivers related to social determinants of health and 

to limit waiver financing tools and flexibility.”43 Changing priorities for Medicaid waiver 

programs or reductions or restrictions of Medicaid waivers generally may also impact 

consideration and approval of HCBS waivers.  

 

In addition, some sources and some key informants stated it is unclear how federal policies and 

practices may impact current HCBS services (personal communications, December 2025-

January 2026),3,4,7,12,43,44 making it unclear how CMS may respond to future waiver requests. In 

July 2025, H.R. 1 (Public Law No: 119-21) made changes to the HCBS waiver program. H.R. 1 

allows states to apply for a HCBS waiver to cover costs for people who do not meet the existing 

requirement of needing an institutional level of care.12,13 To apply for this funding, states must 

demonstrate that approval will not result in a material increase of the average wait time to 

receive benefits under the HCBS waiver program.12,13 This change takes effect July 4, 2028.13 

However, H.R. 1 also reduces funding for Medicaid, “which will likely lengthen wait times for 

HCBS, making [states] ineligible to establish the new category.”12 It is unknown how this change 

may impact state funding or people who live in Washington State.13 

 

H.R. 1 is estimated to reduce federal Medicaid funding by 14% or $911 billion between 2025 

and 2034.7 H.R. 1 includes potential impacts to Medicaid that phase in over multiple years, and 

 
d Summary data for 2025 were not available through CMS as of January 16, 2026. Data from January 1, 2025, 

through December 31, 2025, are based on information available through the CMS State Waiver List, which can be 

filtered by status (i.e., “approved”) and approval date (i.e., January 1, 2025-December 31, 2025). Key informants 

from ODHS stated they received approval of 2 1915(c) waiver amendments in 2025 (personal communication, 

ODHS CEN Program, January 2026), suggesting the CMS State Waiver List may not accurately provide data about 

amendment approvals. 

https://www.congress.gov/bill/119th-congress/house-bill/1/text
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states have not yet received guidance from CMS about how to implement changes from H.R. 

1.3,11 While “there were no direct cuts to [HCBS], the reduction in Medicaid funding to 

[Washington State] will cause legislators to look to reduce spending to balance the state 

budget.”3 Moreover, “the waiver landscape will also change dramatically as the Medicaid cuts in 

[H.R. 1] go into effect.”44 Key informants shared other states have already begun to reduce 

personal care services hours, reduce services, and restrict or eliminate programs paying parents 

of children younger than 18 years old in response to the federal reduction in Medicaid funding 

(personal communications, December 2025-January 2026). 

 

Although H.R. 1 does not reduce services under HCBS waivers, key informants expressed 

concern that reductions in federal Medicaid funding and state funding decisions could impact 

HCBS programs and supports for people who have developmental disabilities (personal 

communications, December 2025).3 Current Medicaid spending for children younger than 18 

years old who have developmental disabilities is 4 times higher annually than for children who 

do not have a developmental disability.4 Sources noted: 
[w]ith an unprecedented reduction in federal Medicaid spending, states will face pressure to 

reduce Medicaid costs and may look at approaches to reduce spending among high-cost 

populations, such as [people who have intellectual and developmental disabilities]. States may 

also face pressure to restrict eligibility criteria for optional eligibility groups or reduce coverage 

of optional benefits such as home care, both of which could disproportionately affect people [who 

have intellectual and developmental disabilities].4 

 

During previous reductions in Medicaid funding, “all states reduced spending on home care by 

serving fewer people (40 states) or by cutting benefits or payment rates for long-term care 

providers (47 states).”7 Other “[r]esearch shows that when federal funding for Medicaid 

decreases, states tend to cut optional benefits such as [HCBS] first.”12 For example, when federal 

Medicaid funding was reduced following the Great Recession (2007-2009), the Washington 

State budget response resulted in reduced funding for supported living, reductions in the number 

of clients served by HCBS, and an inability to serve people who had been waiting for HCBS 

programs.3 Therefore, H.R. 1 “could spur states to cut home care spending.”7 It is unclear how 

H.R. 1 and reductions in Medicaid funding may impact services provided under HCBS waivers 

(personal communications, December 2025).3  

 

Lastly, some key informants stated that requesting amendments to applicable DDCS HCBS 

waivers may have unintended impacts (personal communications, December 2025). As part of 

the CMS waiver review process, CMS reviews sections of the existing waiver that are being 

amended.42 CMS may also review sections of the existing waiver not being amended and may 

notify a state if “immediate action may be needed if the waiver issue is related to a health and 

welfare issue and/or if the waiver is out of compliance with statute and regulations, even if it is 

not under review.”42 CMS also specifies, “[i]n instances where there have been regulatory 

changes between [1] waiver version and the next, there will be different review criteria.”42 

 

For example, key informants from DDCS stated that, as part of the 5-year renewal process in 

2027, DSHS will need to update DDCS HCBS waivers to come into compliance with the 

Ensuring Access to Medicaid Services Final Rule (Access Rule; CMS-2442-F), which was 

adopted by CMS on May 10, 2024,9,10,45 and has a phased implementation from 2026 to 2031 

(personal communication, DDCS, December 2025). Among additional provisions, the Access 

https://www.federalregister.gov/documents/2024/05/10/2024-08363/medicaid-program-ensuring-access-to-medicaid-services


30                                                                 February 2025 – Health Impact Review of SB 5211 

Rule addresses HCBS payment adequacy, access, person-centered planning, incident 

management, grievances, and quality measures.45 For example, the Access Rule requires states to 

“report information on HCBS waiting lists [and] on whether people have timely and full access 

to homemaker, home health aide, personal care, and habilitation services once services are 

approved.”45 The U.S. Department of Health and Human Services (DHHS), Administration for 

Community Living noted the Access Rule “is the most consequential, comprehensive regulation 

related to Medicaid-funded HCBS in a decade.”45 Therefore, “CMS is allowing states several 

years to implement the provisions. During that time, CMS will provide states with additional 

guidance and assistance.”45  

 

Since SB 5211 would direct DDCS to submit amendments to applicable DDCS HCBS waivers 

ahead of the 5-year renewal cycle, CMS may require DDCS to make changes to existing waivers 

now to come into compliance with the Access Rule (personal communication, DDCS, December 

2025). Key informants from DDCS stated the Access Rule may affect current HCBS services 

and DSHS is still working to understand how the Access Rule may impact HCBS waivers 

(personal communication, DDCS, December 2025). Moreover, key informants stated that CMS 

priorities related to the Access Rule may be shifting and the current federal administration may 

be discussing revisions or rescissions to certain provisions of the rule (personal communication, 

HCA, January 2026). Key informants expressed a need to understand requirements of the Access 

Rule and how the rule may affect HCBS services prior to requesting amendments to applicable 

DDCS HCBS waivers (personal communication, DDCS, December 2025).  

 

Key informants also stated CMS may require DDCS to make additional changes to DDCS HBCS 

waivers to come into compliance with other federal changes (personal communication, DDCS, 

December 2025). For example, in July 2025, CMS announced a shift in Medicaid policies and 

limitations to certain Medicaid demonstrations (i.e., 1115 waivers) related to continuous 

eligibility and workforce initiatives.14,44 While 1915(c) waivers are different from 1115 waivers, 

key informants stated it is unclear whether CMS may request other Medicaid waiver programs 

(like 1915[c] waivers) to respond to these policy shifts (personal communications, December 

2025). 

 

Additionally, some key informants anticipated there may be heighted scrutiny of HCBS waiver 

requests and additional questions from CMS (personal communications, December 2025). For 

example, key informants stated that funding requests to CMS are receiving greater scrutiny 

(personal communication, HCA, January 2026). Some key informants also suggested it may not 

be prudent to submit amendments to existing Medicaid waivers prior to renewal cycles to avoid 

drawing attention to or causing potential unintended impacts to services for people who have 

developmental disabilities (personal communications, December 2025). Alternatively, key 

informants suggested DSHS could incorporate a proposal allowing payment for parents of 

children younger than 18 years old into the renewal applications for DDCS’s HCBS waivers in 

August 2027 (personal communication, DDCS, December 2025). However, key informants 

raised concerns related to state funding (personal communications, December 2025-January 

2026). See “Scope” for additional discussion. 

 

Overall, available evidence as well as key informants provided differing opinions about how 

CMS may respond to DDCS’s requests for amendments to applicable DDCS HCBS waivers. 
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Federal actions also suggest CMS waiver approval may be reduced and some Medicaid waiver 

programs may be restricted. Therefore, there is unclear evidence how submitting requests to 

CMS for amendments to applicable DDCS HCBS waivers may result in CMS responding to 

DDCS’s request for amendments to applicable DDCS HCBS waivers. Since additional 

provisions of SB 5211 are dependent on CMS approval of amendments to applicable DDCS 

HCBS waivers, including providing payment to parents of children younger than 18 years old 

who have developmental disabilities (personal communication, DDCS, December 2025), the 

pathway to health and equity could not be completed. 
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On May 10, 2024, the U.S. Centers for Medicare & Medicaid Services (CMS) adopted the 

Ensuring Access to Medicaid Services Final Rule (CMS-2442-F). The intent of the rule was to 

improve access to care, quality, and health outcomes “by better addressing health equity issues in 

the Medicaid program across fee-for-service (FFS), managed care delivery services, and in home 

and community-based services (HCBS) programs.” 

 

10. Fact Sheet: Ensuring Access to Medicaid Services Final Rule (CMS-2442-F) [press 

release]. 4/22/2024 2024. 

This factsheet from the U.S. Centers for Medicare & Medicaid Services (CMS) provides an 

overview of changes made by the Ensuring Access to Medicaid Services Final Rule (Access 

Rule; CMS-2442-F), including changes made to Home and Community-Based Services (HCBS). 

 

11. Munroe Mary. 2026 Session Budget Preview: House Appropriations Committee, 

December 4, 2026. Office of Program Research, Washington State House of 

Representatives;2025. 

On December 4, 2025, the Washington State House of Representatives, Office of Program 

Research provided an overview of the state budget to members of the House Appropriations 

Committee. The presentation included information and context for legislators developing the 

2026 Supplemental State Budget. 

 

12. Ives-Rublee M., Musheno K. The Truth About the One Big Beautiful Bill Act's Cuts 

to Medicaid and Medicare. Center for American Progress;2025. 

The Center for American Progress, in collaboration with The Arc, published an overview of how 

H.R.1 may impact Medcaid and Medicare. The article included potential impacts to Home and 
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Community Based Services (HCBS) waivers. The Center for American Progress reported that 

H.R.1 created a new category for Home and Community Based Services (HCBS) waivers. 

Specifically, H.R.1 creates a category for people who do not meet the existing requirement of 

needing an institutional level of care to recieve HCBS. However, "[s]tates would be allowed to 

apply to access this funding as long as their proprosed program does not increase the average 

HCBS wait times for people who meet the need for institutional care." Center for American 

Progress notes, "states will be contending with massive federal funding losses due to the 

[H.R.1's] Medicaid cuts, which will likely lengthen wait times for HCBS, making them ineligible 

to establish the new category at all." The report concluded that H.R.1 will make it harder for 

states to fund HCBS. Moreover, "[r]esearch shows that when federal funding for Medicaid 

decreases, states tend to cut optional benefits such as home-and community-based (HCBS) first." 

 

13. H.R.1 impacts on Washington State people and budget. 2025; Available at: 

https://ofm.wa.gov/budget/resources/h-r-1-impacts-on-washington-state-people-and-

budget/. Accessed 1/7/2026. 

On this webpage, Washington State Office of Financial Management summarizes potential 

impacts of H.R. on Washington State agencies, people who live in the state, and state funding. 

Among other topics, the webpage provides a summary of other health care system impacts, 

including information about the expansion of HCBS waivers. H.R.1 created a new 1915(c) 

waiver option allowing states to offer waiver services to people who do not require an 

institutional level of care if waiting lists for existing services are not extended. This provision of 

H.R.1 takes effect July 4, 2028. OFM notes it is unknown how this provision of H.R.1 may 

impact Washingtonians or state funding. 

 

14. CMS Reinforces Medicaid and CHIP Integrity by Strengthening Eligibility 

Oversight and Limiting Certain Demonstration Authorities [press release]. 2025. 

In this press release, CMS announced a shift in Medicaid policies and limitations to 1115 

waivers related to continuous eligibly and workforce initiatives. CMS stated the intent of the 

changes were to “refocus future section 1115 funding on high value activities aligned with the 

core mission of Medicaid and CHIP.”  

 

15. Governor Bob Ferguson response to Trump threat to "withhold all federal funding" 

[press release]. 4/10/2025 2025. 

In April 2025, the federal administration threatened to withhold all federal funding from any 

state allowing "sanctuary cities", including Washington State.  

 

16. Mulvihill G., Superville D. Trump administration says it will withhold SNAP from 

states led by Democrats if they don't provide recipient data. PBS News2025. 

On December 2, 2025, the federal administration threatened to withhold SNAP funding from any 

state that does not provide information about recipients of SNAP, the federal food aid program. 

 

17. Mulvihill G. Trump Administration tells agencies to compile data on money sent to 

Democratic states. Associated Press2026. 

On January 22, 2026, the federal administration ordered federal agencies to compile data on 

federal funding sent to 14 states, including Washington State. The Associated Press reported that 

https://ofm.wa.gov/budget/resources/h-r-1-impacts-on-washington-state-people-and-budget/
https://ofm.wa.gov/budget/resources/h-r-1-impacts-on-washington-state-people-and-budget/
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the federal administration "intended to cut off federal funding that goes to states that are home to 

'sanctuary cities' that resist [the federal administration's] immigration policies." 

 

18. Goodvin R., Briar C. Estimating Potential Cost Savings from Paying Parental 

Caregivers of Children with Developmental Disabilities: Preliminary Report. Washington 

State Institute for Public Policy;2025. 

In 2025, Engrossed Substitute Senate Bill 5167 (E2SSB 5167) (Chapter 424, Laws of 2025) 

directed Washington State Institute for Public Policy (WSIPP) to conduct a study evaluating 

potential cost savings if legally responsible individuals, such as parents, are allowed to serve as 

paid caregivers for children who have developmental disabilities. Among other considerations, 

the study must quantify, to the extent possible, savings from the decreased use of hospitals, foster 

care, and residential facilities. The initial report was due to the Legislature by December 31, 

2025, with a final report due November 15, 2026. The preliminary report provides background 

information on services and policy proposals in Washington State. 

 

19. Foster C.C., Kwon S., Blakely C., et al. Paying Family Medical Caregivers for 

Children's Home Healthcare in Colorado: A Working Medicaid Model. Journal of 

Pediatrics. 2023;261. 

Foster et al. conducted a retrospective cohort study examining outcomes for 861 children 21 

years and younger with medical complexity who received paid certified nursing assistant (CNA) 

care from a non-family CNA compared to care by a paid family member (family CNA) in 

Colorado between 2017 and 2019. Some children received care from both a non-family CNA 

and a family CNA. The authors looked at multiple outcomes, including hospitalization rates. The 

authors concluded, “[p]aid family caregivers provided [certified nursing assistant]-level care to 

children with medical complexity with a greater employee retention compared with nonfamily 

[certified nursing assistant] caregivers, with marginal different hospitalization rates using a 

family-centered approach. This model may help address workforce shortages while also 

providing income to family caregivers.” Family CNAs were more likely to still be providing care 

at the end of the 3-year study period compared to non-family CNAs, suggesting “family 

members are less inclined to leave their position because of their committed relationships to the 

patient.” Family CNAs received lower pay per hour than non-family CNAs ($14.60 per hour 

versus $17.60 per hour, respectively). The authors noted they were unable to obtain the number 

of hours patients were eligible for care, which limited their analysis. 

 

20. Brittan M., Chavez C., Blakely C., et al. Paid Family Caregiving for Children with 

Medical Complexity. Pediatrics. 2023;151(6). 

Brittan et al. conducted qualitative interviews to evaluate Colorado’s paid family caregiver 

certified nursing assistant (CNA) program. The authors conducted 45 key informant interviews 

between September 2020 and June 2021, including interviews with 25 family caregivers 

(including parents and relatives), 10 home health administrators, and 10 primary care providers. 

Questions explored perceived benefits, perceived drawbacks, and implications for child and 

caregiver quality of life. In Colorado, as of 2021, approximately 90% of in-home care for 

children under 18 years old with complex medical needs was provided by family CNAs. 

Interviewees reported multiple perceived benefits of the family caregiver program, including 

fulfilling the desire to be a good parent and spending time with their child; providing stable and 

high-quality home care; developing skills and competencies; opportunities for other employment 
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or career growth; benefitting the child’s health and wellbeing; and enhancing financial stability. 

Perceived drawbacks included family caregivers experiencing mental and physical burdens and 

social isolation; CNA training challenges, and difficult access to the program for some families 

(e.g., due to immigration status, low health literacy, language barriers, or rurality). Interviewees 

reported mixed perceptions of the program on caregiver’s emotional health and wellbeing. 

 

21. Pediatrics American Academy of. Paid Family Caregiving: State Medicaid 

Pathways for Payment, Advocacy Action Guide for AAP Chapters.No date. 

The American Academy of Pediatrics published an advoacy guide related to paying family 

caregivers. The guide discusses the need for paid family caregivers and outlines various policy 

options and considerations to allow payment to family cargivers, including through HCBS 

waivers. 

 

22. (NASDDDS) National Association of State Directors of Developmental Disabilities 

Services. Caring Families: Paying Family Caregivers Topic Brief.Alexandria, VA2023. 

In 2023, the National Association of State Directors of Developmental Disabilities Services 

(NASDDDS) conducted a survey of members to learn about state practices for paying parental 

caregivers. Out of 27 respondents, 13 states reported providing payment to parents of children 

under 18 years. 

 

23. Edwards E. Paying Family Caregivers: State Options, Limitations, and Policy 

Considerations. National Health Law Program;2023. 

The National Health Law published a policy brief about paying family caregivers for Medicaid 

home and community-based services. This brief discusses state options for paying parental 

caregivers, including through the State Medicaid Plan and through HCBS waivers. The authors 

summarize that, "[a]lmost all states allow family to be paid caregivers in certain programs, 

mostly 1915(c) waivers, but very few pay a parent who is a guardian and even fewer pay parents 

of minor children." The brief outlines policy options, waiver processes, and potential benefits 

and challenges of paying parental caregivers. 

 

24. Emergency preparedness: 1135 Waivers. 2024; Available at: 

https://www.cms.gov/medicare/health-safety-standards/quality-safety-oversight-

emergency-preparedness/1135-waivers. Accessed 1/28/2026. 

This U.S. Centers for Medicare & Medicaid Services (CMS) webpage provides information 

about Section 1135 waivers. Section 1135 waivers may be authorized during a disaster or 

emergency, including a public health emergency. Section 1135 waivers are temporary and 

"typically end no later than the termination of the emergency period, or 60 days from the date the 

waiver or modification is first published" unless extended by the Secretary of the U.S. 

Department of Health and Human Services. 

 

25. Burns A., Mohamed M., Watts M.O. Pandemic-Era Changes to Medicaid Home- 

and Community-Based Services (HCBS): A Closer Look at Family Caregiver Policies. 

Kaiser Family Foundation;2023. 

Kaiser Family Foundation (KFF) conducted a survey of state Medicaid HCBS officials between 

May and August 2023. The survey examined ways states used expanded authorities during the 

COVID-19 pandemic to provide HCBS, how services may change following the Public Health 

https://www.cms.gov/medicare/health-safety-standards/quality-safety-oversight-emergency-preparedness/1135-waivers
https://www.cms.gov/medicare/health-safety-standards/quality-safety-oversight-emergency-preparedness/1135-waivers
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Emergency, and the role of family caregivers in HCBS. Specific to family caregivers, the survey 

found that most sttes allowed family caregivers to be paid for providing personal care services 

during the COVID-19 pandemic; however, 11 states were ending the program following the 

Public Health Emergency. 

 

26. Children's Extraordinary Needs Program. 2025; Available at: 

https://www.oregon.gov/odhs/idd/pages/childrens-extraordinary-needs.aspx#contact. 

Accessed 11/24/2025. 

This Oregon Department of Human Services's webpage provides information about the 

Children's Extraordinary Needs Program, including a history of the program and current status. 

 

27. Washington State Health Care Authority. 2025; Available at: 

https://www.hca.wa.gov/. Accessed 12/4/2025. 

Washington State Health Care Authority (HCA) is responsible for administering the State 

Medicaid Plan (Apple Health). 

 

28. Home and Community Living Administration: Latest News. 2025; Available at: 

https://www.dshs.wa.gov/altsa. Accessed 12/4/2025. 

This webpage provides information about Washington State Department of Social and Health 

Services's (DSHS) reorganization in May 2025. DSHS consolidated key functions and 

reorganized programs supporting behavioral health, developmental disabilities, and aging and 

long-term support into 2 new administrations. Programs supporting people who have 

developmental disabilities was moved into the Home and Community Living Administration, 

Developmental Disabilities Community Services (DDCS).  

 

29. DDA: Services for Children and Youth. 2025; Available at: 

https://www.dshs.wa.gov/dda/children. Accessed 11/21/2025. 

This Washington State Department of Social and Health Services (DSHS) webpage provides 

information about services for children and youth who have developmental disabilities. 

 

30. Mendiola A. Senate Bill Report: SB 5211. 2025. 

The Senate Bill Report for SB 5211 provides background information, a summary of the bill, and 

a summary of public testimony. 

 

31. Home and Community-based Waivers (HCBS). 2025; Available at: 

https://www.dshs.wa.gov/dda/consumers-and-families/home-and-community-based-

waivers-hcbs. Accessed 11/21/2025. 

This Washington State Department of Social and Health Services (DSHS) webpage provides 

information about 5 Home and Community-based Services (HCBS) waviers offered by the 

Developmental Disabilities Administration (DDA). The 5 DDA HCBS waivers include: Basic 

Plus; Children's Intensive In-home Behavioral Supports; Community Protection; Core; and 

Individual and Family Services. All 5 waivers were approved in July 2023. 

 

32. Administration Developmental Disabilities. Home and Community Based Waiver 

Services. In: Washington State Department of Social and Health Services, ed2023. 

https://www.oregon.gov/odhs/idd/pages/childrens-extraordinary-needs.aspx#contact
https://www.hca.wa.gov/
https://www.dshs.wa.gov/altsa
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This brochure provides an overview of Home and Community Based Waiver Services available 

through the Washington State Department of Social and Health Services, Developmental 

Disabilities Community Services (DDCS).  

 

33. Services Washington State Department of Social and Health. Medicaid 1915(c) 

Waiver Restructure.Report to the Legislature: Engrossed Substitute Senate Bill 5187 

Section 203 (1)(jj). 2024. 

In 2023, the Washington State Legislature passed Engrossed Substitute Senate Bill 5187 

(Chapter 475, Laws of 2023). Among other provisions, Section 203 (1)(jj) directed Washington 

State Department of Social and Health Services (DSHS) to conduct a study exploring 

opportunities to restructure DDCS HCBS waivers to enhance service accessibility. Overall, 

DSHS recommended restructuring and reducing the number of DDCS 1915(c) waivers from 5 to 

2. Among additional recommendations, DSHS recommended adding “personal care for minors 

with extraordinary needs, whose parents wish to provide paid personal care, as a service in the 

proposed new Community Supports waiver.” 

 

34. Developmental Disabilities Administration: How to Ask for Services. 2025; 

Available at: https://www.dshs.wa.gov/dda/how-ask-services. Accessed 12/4/2025. 

This Washington State Department of Social and Health Services's webpage outlines eligibilty 

requirements to recieve services through the Developmental Disabilities Administration. 

 

35. Administration Developmental Disability. Rule-making Order, CR 103-P, WSR 24-

18-040. In: Services WSDoSaH, ed2024. 

Washington State Department of Social and Health Services (DSHS), Developmental 

Disabilities Administration (DDA) conducted rulemaking in response to Second Substitute 

House Bill 2008 (2SHB 2008) (2022 Legislative Session). 2SHB 2008 directed DDA to conduct 

rulemaking to remove intelligence quotient (IQ) criteria from the DDA enrollment process by 

June 30, 2025. DDA filed the CR 103P updating the rules on August 27, 2024. The changes went 

into effect September 27, 2024. 

 

36. U.S. Health Resources & Services Administration Maternal & Child Health. 

Children and Youth with Special Health Care Needs (CYSHCN): National Survey of 

Children's Health (NSCH) Data Brief, June 2022. 2022. 

This data brief presents data from the 2019-2020 National Survey of Children's Health, which is 

a national and state-level survey on the health and health care needs of children under 18 and is 

completed by a parent or guardian. The 2019-2020 survey included information for 72,210 

children, including 17,065 children with a special health care need. HRSA defines children and 

youth with special health care needs (CYSHCN) as children who have or are at increased risk of 

having chronic physical, developmental, behavioral, or emotional conditions and require health 

and related services of a type or amount beyond that required by children generally. In 2019-

2020, the survey estimated 19.4% (14.1 million) children in the U.S. had a special health care 

need. Special health care needs were more common among Black children (23.3%), children 

living in poverty (22.8%), and children with multiple adverse childhood experiences (36.6%). 

About 25% of children with special health care needs experienced functional limitations. 

Children with special health care needs are more likely than children without special health care 

https://www.dshs.wa.gov/dda/how-ask-services
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needs to experience unmet health care needs for every type of care, including medical, dental, 

vision, hearing, mental, and other health care. 

 

37. Childhood Stanford Center on Early. Families with a young child with a disability 

report high rates of economic hardship and emotional distress.2025. 

Stanford Center on Early Childhood conducts a monthly survey of parents of children younger 

than 6 years old related to material hardship. The survey defines “material hardship “as difficulty 

in the last month paying for one or more basic needs, including food, housing, utilities, child 

care, and healthcare.” The survey includes responses from 24,456 parents of children under 6 

years old in all 50 states collected from April 2020 to August 2025. This factsheet summaries 

data related to families with children younger than 6 years old with a disability (14% of parents 

surveyed). The survey found that 68% of families surveyed who had a child younger than 6 years 

old with a disability reported experiencing material hardship, compared to 54% of families 

surveyed without a child with a disability. The authors stated this is the highest level of hardship 

reported since the survey began in 2020. Families who had a child younger than 6 years old with 

a disability reported hardships related to food (48%), utilities (46%), housing (42%), health care 

(29%), and child care (26%). In August 2025, 94% of parents surveyed who had a child younger 

than 6 years old with a disability experienced emotional distress, compared to 73% of parents 

surveyed without a child with a disability. Of parents who had a child younger than 6 years old 

with a disability that reported emotional distress, 88% reported experiencing stress, 70% reported 

anxiety, 60% reported loneliness, and 55% reported depression. 83% of parents surveyed with a 

child under 6 years old who has a disability reported emotional distress (e.g., fussiness, 

fearfulness) in their child, compared to 77% of parents surveyed without a child with a disability.  

 

38. Burns A., Wolk A., Watts M.O. A Look at Waiting Lists for Medicaid Home- and 

Community-Based Services from 2016 to 2025. Kaiser Family Foundation;2025. 

This report from Kaiser Family Foundation (KFF) presents data from the 23rd KFF survey of 

officials administering Medicaid home care programs in all 49 states (not including Florida) and 

the District of Columbia between April and July 2025. The survey includes information about 

waitlists for HCBS waiver services, and does not present potential impacts due Medicaid funding 

reductions in H.R.1. The survey found that 41 states have a waiting list for HCBS waivers. Most 

people on waiting lists have intellectual or developmental disabilities. Most people on waiting 

lists are eligible for personal care services provided by a states Medicaid program or for services 

provided through specialized state plan home care benefits. 

 

39. Management Washington State Office of Financial. Individual State Agency Fiscal 

Note: SB 5211 (DD parental caregivers). 2025. 

Washington State Department of Social and Health Services (DSHS) submitted a fiscal note for 

SB 5211 (DD parental caregivers).  

 

40. Medicaid U.S. Centers for Medicare &. CMS Waiver Management System (WMS) 

Frequently Asked Questions (FAQs). 2019. 

In this document, U.S. Centers for Medicare and Medicaid Services (CMS) provides guidance to 

states submitting an amendment and new or renewal application for Medicaid waivers. Among 

additional topics, the document provides guidance to states related to submission, roles and 

assignments, and notification of approval/disapproval of applications. 
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41. Services U.S. Centers for Medicare & Medicaid. SPA and 1915 Waiver Processing 

Statistics. 2025. 

U.S. Centers for Medicare & Medicaid Services (CMS) publishes Waiver Processin Statistics for 

State Plan Amendment (SPA) and 1915 waiver requests. Data are available on the website for 

2022 through 2024. CMS notes that, "[i]n calendar years 2020 through 2023, CMS processed a 

large volume of SPA and 1915 waiver actions submitted by states in direct response to the 

COVID-19 public health emergency." Data from 2024 are available by waivery type, including 

number of state submitted actions, number of approved actions, and medican processing days 

from submission to approval As of December 12, 2025, data were not available for 2025. 

 

42. Services U.S. Centers for Medicare & Medicaid. Frequently Asked Questions 

(FAQs): 1915(c) Waiver Processing. No date. 

In this document, U.S. Centers for Medicaid & Medicare Services (CMS) provides guidance to 

states related to 1915(c) waiver processing. Along with additional guidance, this document 

provides information about the CMS waiver review process. 

 

43. Diana A., Hinton E., Rudowitz R. Section 1115 Waiver Watch: Early Signs Point to 

New Directions Under Trump Administration. Kaiser Family Foundation;2025. 

This report from Kaiser Family Foundation (KFF) outlines potential impacts changes in federal 

administration may have for Section 1115 waivers. KFF reported that "[w]hile the future 

direction of [1115] waivers is uncertain, recent actions from the [federal administration could 

signal efforts to curtail waivers related to social determinants of health and to limit waiver 

financing tools and flexibility."  

 

44. Law Harvard. Medicaid Waivers During Trump 2.0: What Do We Know So 

Far?Health Care in Motion: Timely, Substantive Updates on Policy Shifts, Actionable 

Advocacy to Protect Health Care. 2025. 

This report from Harvard Law summarizes the current status of CMS Medicaid waivers as of 

September 3, 2025. 

 

45. The Medicaid Access Rule: A Historic Regulation to Strengthen Home and 

Community-based Service. 2024; Available at: https://acl.gov/news-and-events/acl-

blog/medicaid-access-rule-historic-regulation-strengthen-home-and-community. Accessed 

1/21/2026. 

This U.S. Department of Health and Human Services (DHHS), Administration for Community 

Living webpage provides a summary of the provisions of the Medicaid Access Rule related to 

Home and Community-Based Services (HCBS). 
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