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Children and Youth with Disabilities: Health and Justice 

I. Background

Defining Children with Special Health Care Needs 
Trends in social and political perspectives regarding children with special health care needs 
(CSHCN) and disabilities have had major impact on the number of children and the conditions 
that make them eligible for Medicaid. With additional costs and need for services, health 
coverage is important to CSHCN, (Saper et al., 2023; Yu et al., 2022; Elinson et al., 1999) and 
Medicaid plays an important role. This brief explores: 1) how the macro political context has 
affected children’s SSI and Medicaid eligibility, and 2) how advocacy by one parent changed the 
direction of health policy for children with disabilities. 

An estimated 15 million children (21%) under age 18 have special health care needs.1 (NSCH, 
2023-24) Children with special health care needs (CSHCN) are defined as those who have 
chronic physical, developmental, behavioral, or emotional conditions and who require health and 
related services of a type or amount beyond that required by children generally. (McPhearson et 
al., 1998) This group includes children with intellectual, physical, or developmental disabilities, 
as well as those with complex medical needs and other conditions. In addition, substantial 
overlap across different developmental disabilities and co-occurrence of conditions is common. 
This may be related to shared underlying factors, such as genetic, biological, environmental, 
neurodevelopmental, functional limitations, and other factors. (Zhou et al., 2026; Lin et al., 
2024) prevalence and diagnoses vary by race ethnicity, geography, and age of child. (Gatewood 
et al., 2026; Li et al., 2023; Gandour et al., 2022; Pham et al., 2022; Shi et al., 2021; Zablotsky & 
Black, 2020; Zablotsky et al., 2019). National surveys and other studies show that children from 
certain historically disadvantaged groups (e.g., households with low-income or low parental 
education, Black or Hispanic, or uninsured) are disproportionally identified with developmental 
disabilities and as children with special health care needs. (Flasch, 2024; Black et al., 2024; Lin 
et al., 2024, Li et al., 2023) Disability-based discrimination in health care use is significantly 
more likely to be reported by families, particularly those with public insurance such as Medicaid. 
(Ames et al., 2025) 

1 To estimate CSHCN, the National Survey of Children Health (NSCH) uses the CSHCN Screener. This five item, 
parent-reported tool is designed to identify children across the range of childhood chronic conditions, functional 
capacity, and special needs requiring health and related services beyond that required by children generally. 



 
Moreover, variation in definitions across states and public programs leads to wide variation in 
diagnosis, eligibility, and services. (Black et al., 2024; Davis & Brosco, 2007; Beers et al., 2003) 
For example, a national study of children ages 5 to 21 found that in 2023 the prevalence of 
developmental disability ranged from 4% using the narrowest definition to 16% using the 
broadest definition. (Ne’eman & Clark, 2025; Russell et al., 2024) 
 

Medicaid’s Vital Role in Coverage 
Medicaid and the Children’s Health Insurance Program (CHIP)2 provide health coverage for 
more than 4 in 10 CSHCN and disabilities. (Williams, 2025; Muscemci & Chidambaram, 2019) 
Reflecting variations in child poverty and state policy choices, the share of CSHCN covered by 
Medicaid varied from 22% to 65% in 2023. In recent years, most CSHCN enrolled in disability-
related pathways remained enrolled in Medicaid as adults, particularly in ACA Medicaid 
expansion states. (Williams & Jennings, 2026) 
 
CSHCN are more likely than other children to be eligible for Medicaid because they qualify 
under several eligibility pathways related to income and disability. (See Figure 1). Millions of 
CSHCN are eligible for Medicaid because of low-income status alone, with the minimum 
income eligibility level for children being 138% of the federal poverty level (FPL) and the 
average being 255% FPL.  
 
Other CSHCN qualify on the basis of disability and income combined. Only about one in six 
(15%) children with disabilities has automatic Medicaid coverage because they receive federal 
Supplemental Security Income (SSI) benefits. (Muscemci & Chidambaram, 2019). Most of the 
Medicaid eligibility pathways for CSHCN and disabilities are optional, with about 1 in 5 
children covered in a disability category enrolled at state option. (Rosenbaum et al., 2025) At the 
start of 2026, most states (43) use what is known as the TEFRA/ Katie Beckett option for 
children with significant disabilities who require an institutional level of care but are living at 
home. Some states use other types of waivers for covering home- and community-based services 
(HCBS). Only a few states (9) offer the optional Family Opportunity Act “buy-in” coverage for 
children with disabilities and family income up to 300% FPL. (KFF Survey of Medicaid 
Financial Eligibility for Older Adults and People, 2026) 
  

 
2 By 2026, 23 states used a CHIP-funded Medicaid approach (M-CHIP). Although not required to do so, 14 of 28 
states with separate CHIP programs for children provide full Medicaid (EPSDT) benefits. 



Figure 1. Medicaid Eligibility Pathways for Children with Special Health Care Needs and 
Disabilities 
 

 
 
Data Sources: KFF Survey of Medicaid Financial Eligibility & Enrollment Policies for Older Adults & People with 
Disabilities. Issue Brief. April 2026; KFF State Health Facts Table “Medicaid and CHIP Income Eligibility Limits for 
Children as a Percent of the Federal Poverty Level. January 2026”; and KFF State Health Facts Table “Medicaid 
Eligibility for Katie Beckett Children with Significant Disabilities and Special Income Rule, 2026.” 
 

II. What One Can Do: How families of children with disabilities changed 
Medicaid’s approach to coverage of home- and community-based services 
Section 1902(e)(3) of the Social Security Act (the Act), permits states to extend Medicaid 
eligibility to certain children who are living at home, who require the level of care provided in an 
institution, and who would be Medicaid eligible if living in such an institution. Many individuals 
have income and/or resources too high to qualify for Medicaid unless they are living in an 
institution. Under this eligibility group, Medicaid eligibility may be granted to a child who would 
be eligible if institutionalized, but who can be cared for at home with no additional cost to 
Medicaid. This eligibility group is often called the Katie Beckett group because it was 
established as a result of the advocacy of Katie Beckett’s mother, who wanted to care for her 
child at home. States can cover children in Katie Beckett group through a state plan amendment 
(SPA) and/or comparable waivers.  In simple terms, the Katie Beckett option allows children 
with severe disabilities to qualify for Medicaid based solely on the child's income. By waiving 
the parents' income, it allows children requiring institutional-level care to live safely at home 
without bankrupting their families. Without parent advocacy, this option would not be available. 

The Story of Julie and Katie Beckett 
When she was an infant, Mary Katherine “Katie” Beckett contracted encephalitis, a viral brain 
infection. This condition and its complications affected Katie’s central nervous system and 
permanently affected her ability to breathe and swallow without medical support. While she had 
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private coverage at the start, the family exhausted the $1 million cap in just three years. By age 
3, Katie still needed a respirator to breathe, which was not covered as an in-home service under 
Medicaid. Federal law at the time would have required that Katie live in an institutional setting 
(e.g., hospital, intermediate care facility) in order to have Medicaid coverage. (McEnvoy, 2022; 
Catalyst Center, 2012; Family Voices, 2012). 
 
Katie’s mother, Juliann “Julie” Beckett was an indefatigable advocate for improving health care 
for CHSCN and disabilities for more than 35 years, beginning with her daughter. Julie fought 
successfully to give Katie the opportunity to grow up at home, rather than in a facility. This 
battle and its success began by talking to her Representative Thomas Tauke (R-IA-2). On a flight 
to Iowa with then Vice President George H.W. Bush, Rep. Tauke pleaded the Becketts’ case. Mr. 
Bush was so moved that he immediately told President Ronald Reagan about the situation and 
the policy barrier. (New York Times, 2022) 
 
In November 1981, Reagan singled out the Beckett’s story in a news conference, saying: “Now, 
by what sense do we have a regulation in government that says we’ll pay $6,000 a month to keep 
someone in a hospital that we believe would be better off at home?” Two days later, Secretary of 
Health and Human Services Richard S. Schweiker announced a waiver option for states, stating 
that Medicaid would in fact cover Katie’s care at home. (McEnvoy, 2022; New York Times, 
2022; Catalyst Center, 2012). 
 
 

 
 
Photo caption: The White House paid attention to Ms. Beckett’s advocacy. In 1984, President Ronald Reagan (seen 
holding Katie Beckett) met with the Beckett family on the tarmac of Cedar Rapids Municipal Airport in Iowa.  Julie 
Beckett is on left, wearing a striped dress. Representative Tauke is standing behind the President. Credit: Courtesy of 
the Ronald Reagan Library. 
  



In 1982, as part of the Tax Equity and Fiscal Responsibility Act (TEFRA, Public Law 97-248), 
Congress expanded what had been accomplished by the Reagan Administration by creating what 
is often referred to as the Katie Beckett waiver but is actually a state option. Additional types of 
home- and community-based waivers are also available to and used by states, some in the name 
of Katie Beckett. (KFF, 2026; MACPAC, 2018) 
 
Thus, the determined advocacy efforts of one parent on behalf of her daughter resulted in the 
creation of the TEFRA/Katie Beckett option and led to other Medicaid home- and community-
based waivers. While sometimes limited in numbers served, these waivers have allowed many 
thousands of families to care for their loved ones at home rather than in institutions. (Burns et al., 
2023) 
 
The story might have ended there, but Julie’s advocacy was far from over. With Polly Arango 
and Josie Woll, Julie co-founded Family Voices to promote the inclusion of families’ voices in 
all levels of health care decision-making for children. (Watch and earn more here 
https://www.youtube.com/watch?v=y_y1pal-KfE). In part, creation of Family Voices was 
stimulated by the fact that CSHCN were not guaranteed coverage in the Clinton health reform 
plan. Advocacy by Julie and other parent advocates from Family Voices helped to generate a 
broad definition of CSHCN and to create the federally-funded Family-to-Family Health 
Information Centers (F2Fs), which provide support to families of CSHCN in every state and DC. 
Hundreds of parents of CSHCN successfully fought against Medicaid block grants and repeal of 
the Affordable Care Act. The advocacy work of Family Voices continues more than 30 years 
later. 
 
Notably, Katie —who grew up living at home, went on to graduate from college, and lived to age 
34—also dedicated her life to advocating for disability rights. She was widely recognized for her 
motivating speeches and effective lobbying.  
 

Current Policy Shows the Impact and Legacy of Julie Beckett’s Action 
Section 1902(e)(3) of the Social Security Act (the Act), permits states to extend Medicaid 
eligibility to certain children who are living at home, who require the level of care provided in an 
institution, and who would be Medicaid eligible if living in such an institution (e.g., hospital, 
nursing facility or intermediate care facility). (CMS) Under current policy, to qualify for 
Medicaid under either the TEFRA/Katie Beckett state plan option or a comparable waiver for 
home- and community-based services, a child must meet all of these criteria: a) be under age 19 
b) have a disability, c) would be eligible for Medicaid if they were living in a medical institution, 
d) require an institutional level of care that can be safely provided outside of an institutional 
setting; and d) the estimated Medicaid cost of care at home is no more expensive than the 
estimated Medicaid cost of institutional care. 
 
As shown in Figure 2, by 2026, 43 states had a Katie Beckett State Plan Option or comparable 
waiver in place. (States that do not have this policy in place include: MT, NM, OH, PA, TX, VA, 
WA, WY). (KFF, 2026) 

https://familyvoices.org/juliebeckett/
https://www.youtube.com/watch?v=y_y1pal-KfE
https://familyvoices.org/lfpp/f2fs/
https://familyvoices.org/lfpp/f2fs/


Figure 2. Medicaid Eligibility under Katie Beckett State Plan Option or Comparable Waiver for 
Children with Disabilities, 2026 
 

 
 
Source: KFF State Health Facts Table “Medicaid Eligibility for Katie Beckett Children with Significant Disabilities and 
Special Income Rule, 2026”. 
 

III. Big P Politics for Children with Disabilities: Why did the Supplemental Security 
Income (SSI) have multiple definitions of children with disabilities over a short 
period of years? Why did Congress override a Supreme Court decision? Who was 
harmed? Why does this matter today?  

What is the SSI program and how does it define children with disabilities? 
The Supplemental Security Income (SSI) program was enacted in 1972 (P. L. 92-603) and 
implemented by the Social Security Administration (SSA) in 1974 to provide cash assistance to 
certain low-income people considered aged, blind and disabled.3 For children from birth to the 
18th birthday to be eligible to receive SSI benefits, the child must have a severe medically 
determinable physical or mental impairment (disability) that results in marked and several 
functional limitations expected to last for at least 12 months or result in death. In addition, the 
individual must not be employed and must come from a household that does not exceed a certain 
level of income and resources. (SSA, 2026) The majority of children who are recipients of SSI 
benefits come from households at or below 200% FPL. In addition to cash benefits, children who 
qualify for SSI are automatically eligible for Medicaid coverage in most states. (SSA, 2026) 
Notably, given the fact that the child must have both severe disability and low income, less than 
2% of the US child population receives SSI benefits. (NASEM, 2015) 
 

 
3 Social Security Act. Section 1604 (42 USC 1381). https://www.ssa.gov/OP_Home/ssact/title16b/1601.htm  

https://www.ssa.gov/OP_Home/ssact/title16b/1601.htm


Over its 50-year history, the program has evolved through four distinct phases of policy for 
children, as a result of legislative and judicial action. The larger social and political context 
influenced the program and its impact for children, including views about children, what 
constitutes a disability, and how generous cash assistance should be. (NASEM, 2015; Center on 
Budget and Policy Priorities, 2014; Haskins, 2012; Vallas and Fremstad, 2012).  
 
In the first phase, from 1974-1990, the eligibility standards for children were based on the adult 
standards (related to employability). This so-called “comparable severity standard” used a list of 
conditions and did not include an assessment of a child’s functioning and health status. 
Specifically, the statute stated that a child would be eligible for benefits “if he suffers from any 
medically determinable physical or mental impairment of comparable severity” to one that would 
disable an adult (SSA, 1991). Many observers found this approach unfair to children with 
disabilities. First, children don’t work and their functional needs are different.  Second, no list 
captures the hundreds of conditions affect children, which can be divided into four broad and 
overlapping categories: 1) children with developmental delays and disabilities (e.g., intellectual 
disability), 2) physical conditions (e.g., quadriplegia, spina bifida), 3) children with chronic 
conditions (e.g., cystic fibrosis, sickle cell anemia), and 4) children with mental/ emotional/ 
behavioral conditions (e.g., attention deficit hyperactivity disorder-ADHD, mood disorders).4 
These may be present from birth or be diagnosed as a child ages. (NASEM, 2015; Rupp et al. 
2006) 
 
The second phase was kicked off by a landmark US Supreme Court decision in 1990 (Sullivan v. 
Zebley, 493 US 521), which ruled that the SSI eligibility determination rules relying on 
“comparable severity” and a narrow list of conditions were unfair to children with disabilities 
and emphasized the importance of assessing a child’s functioning. Fairness was the principle. As 
a result, from 1990-1996, based the determination of SSI eligibility for a child was based upon 
an individualized functional assessment, which measured a child’s ability to function 
independently and effectively in an age-appropriate manner. (SSA, 1995) The SSA also updated 
medical listings to include seven additional mental health and developmental conditions (e.g., 
conditions such as ADHD, autism, infant mental health). Between 1991 and 1996, the number of 
SSI child beneficiaries more than doubled from 397,000 to 955,000, with a substantial portion of 
new awards being given to children with mental health and developmental conditions (NASEM, 
2015, SSA, 1995). 
 
The third policy phase has been from1996 to 2026. In 1996, the structure of the SSI program and 
its benefits for children was reconsidered at the same time as the national political discussion 
shifted toward “welfare reform” in the Clinton Administration. President Clinton appointed a 
National Commission on Childhood Disability, which voted to reduce benefits and made a 
recommendation for a new definition of childhood disability.  
 
Enacted in 1996, the Personal Responsibility and Work Opportunity Reconciliation Act 
(PRWORA, Public Law 104-193) not only addressed “welfare reform” in terms of cash 
assistance, it also narrowed the definition of disability for children, including elimination of the 
requirement for functional assessment and new criteria for the determination of eligibility. 

 
4 Social Security Administration. Listing of Impairments – Childhood Listings. Accessed July 23, 2026. Available 
at: https://www.ssa.gov/disability/professionals/bluebook/ChildhoodListings.htm 

https://www.ssa.gov/disability/professionals/bluebook/ChildhoodListings.htm


(PRWORA also terminated SSI eligibility for most non-citizens and its provisions related to 
immigrants are being reinterpreted in 2026.) Following these changes to the childhood disability 
determination process and the stricter definition of disability,5 a decline in the number of awards 
for new beneficiaries was documented. (Fremstad S & Vallas R, 2012; Bazelon Center, 2012; 
Loprest, 1999). In early implementation of PRWORA, child SSI recipients who were originally 
evaluated using functional assessment were reevaluated for eligibility based on the new criteria, 
which led to the termination of SSI benefits for more than 90,000 children. (Coe and Rutledge, 
2013).  
 
The fourth phase of policy for children in SSI began around 2010. The focus was on who was 
“deserving” and “fraud” – familiar themes in politics today. In part this was driven by an 
unprecedented rise in the number of applications, and the number of children found to meet the 
disability criteria between 2000 and 2010. (NASEM, 2015) By 2012, both political and media 
voices raised concerns about the number of children receiving SSI disability benefits (and 
Medicaid), with costs also rising. Misunderstandings and misimpressions grew. Speeches in 
Congress and opinion pieces in newspapers implied that parents were teaching children to 
pretend to have a disability (i.e., accusing parents of fraud), that children with “mild” disorders 
received benefits and children were “coached” by parents seeking income. Other critics said that 
children were being pulled out of school, that children were being given unnecessary 
psychotropic drugs, and that benefits were too generous. (Center for Budget and Policy 
Priorities, 2012; US Congress 2011) For example, in December 2010 the Boston Globe 
published a series of articles that described the experiences and challenges of families that either 
were currently receiving or else sought to become eligible to receive SSI benefits for their 
children. (Wen, 2010) An editorial article in the New York Times in December 2012 written by 
the influential opinion writer Nicholas Kristoff suggested that the growth in the SSI program for 
children not might be related to increases in the true prevalence of disability in children. 
(Kristoff, 2012).  
 
While the data about children in SSI do not support these critics’ views, such allegations fueled 
public and Congressional sentiment. Members of Congress demand investigation and oversight 
of SSI child benefits in 2011-2015. (US Congress, 2011) Federal studies by the SSA, GAO and 
OIG indicated that the majority of the growth resulted not from the revised functional criteria, 
but from an increase in children with mental and other conditions who qualified. 
 
A study by the National Academy of Sciences, Engineering, and Medicine helped to bring the 
facts forward in 2015. The panel concluded that “many severely impaired or disabled children in 
the United States are recipients of SSI benefits. Most children who are recipients of the SSI 
benefits will have severe impairments and will come from an impoverished household.” Only 

 
5 Social Security Act Section 416.906. “Basic definition of disability for children. If you are under age 18, we will 
consider you disabled if you have a medically determinable physical or mental impairment or combination of 
impairments that causes marked and severe functional limitations, and that can be expected to cause death or that 
has lasted or can be expected to last for a continuous period of not less than 12 months. Notwithstanding the 
preceding sentence, if you file a new application for benefits and you are engaging in substantial gainful activity, we 
will not consider you disabled. We discuss our rules for determining disability in children who file new applications 
in §§ 416.924 through 416.924b and §§ 416.925 through 416.926a. [62 FR 6421, Feb. 11, 1997, as amended at 65 
FR 54777, Sept. 11, 2000].” Available at: https://www.ssa.gov/OP_Home/cfr20/416/416-0906.htm  
 

https://www.ncbi.nlm.nih.gov/books/NBK332900/
https://www.ssa.gov/OP_Home/cfr20/416/416-0924.htm
https://www.ssa.gov/OP_Home/cfr20/416/416-0924b.htm
https://www.ssa.gov/OP_Home/cfr20/416/416-0925.htm
https://www.ssa.gov/OP_Home/cfr20/416/416-0926a.htm
https://www.ssa.gov/OP_Home/cfr20/416/416-0906.htm


about half had reported major mental disorders, with no significant increase between 2004 and 
2013. The percentage of children who receive SSI benefits varied by state, in part related to 
patterns of diagnoses and in part related to state policies. (NASEM, 2015) Others found that SSI 
cash assistance and health coverage increased the likelihood that a family identifies and seeks 
services for chronic and disabling conditions. (Kubik, 1999) Having children receive needed 
services was seen by most as a positive result of policy; yet by others seen as too costly or 
fraudulent. 
 

Figure 3. SSI Trend for Children with Speech and Language Disorders, 2004-2014 
 
 
 
Source: National Academies of Sciences, 
Engineering, and Medicine. (Sara Rosenbaum 
and Patti Simon, editors.) Speech and Language 
Disorders in Children: Implications for the Social 
Security Administration’s Supplemental Security 
Income Program. National Academies Press. 
2016. DOI: 10.17226/21872.  
FIGURE 5-1 Proportion of children with speech 
and language disorders in the general U.S. 
population based on the 2005-2006 and 2009-
2010 National Survey of Children with Special 
Health Care Needs. 
 

 
The changes in SSI definitions, eligibility criteria, and other policies for children led to 
fluctuations in the number of children who qualified for SSI benefits. For example, as shown in 
Figure 3, a special analysis of data regarding SSI enrollment of children with speech and 
language disorders shows increases and decreases between 2004 and 2014. As is generally true, 
these fluctuations are not mainly the result of changes in the prevalence of disabilities related to 
speech and language disorders. The variation in the trend is primarily related to the policies, 
processes, and criteria used to identify and enroll children eligible for SSI. The problem has been 
magnified at the state level. 
 
In a positive turn, during the 118th Congress, Members of Congress introduced bills that would 
have changed certain eligibility criteria for childhood disability benefits. These various proposals 
would have allowed more individuals to establish or maintain their eligibility for childhood 
disability benefits but differed in terms of the specific eligibility criteria that would have been 
changed (e.g. extending benefits to age 22 or 26). (Congressional Research Service, 2025) 
However, none of these proposals was signed into law. 
 

IV. Advocacy for Policies that Support CSHCN and Disabilities Must Continue 
With access to modern medicine, quality pediatric care, and other supports, children with special 
needs and disabilities have the opportunity to grow, achieve optimal development, engage in 
school and community, and live for decades. The success of these efforts depends in large 
measure on strong and effective public policies. 

https://doi.org/10.17226/21872


 
SSI is beneficial for families, reducing stress, economic hardship, and pressure to use out-of-
home, institutional care. Families of children with disabilities were almost twice as likely to 
experience financial hardships than families of children without disabilities. (Houtrow et al., 
2025) The families of children with disabilities are more likely to have lower incomes, 
experience food insecurity, and have overall economic instability. (Constanzo and Reilly, 2023) 

 
Public policies undergird the opportunity to 
thrive. Medicaid coverage and it’s guarantee for 
medically necessary services under the EPSDT 
benefit is an essential support for nearly half of 
CSHCN. The SSI program is one pathway to 
ensure such coverage, as well as provide 
minimal income assistance. Public policies also 
support opportunities for inclusion in public 
schools through the Individuals with Disabilities 
Education Act (IDEA), and access to home- and 
community-based services and public 
accommodations protected under the Americans 
with Disabilities Act (ADA). All of these are 
essential for quality of life among people with 
disabilities, beginning at birth.  
 

However, in the current political climate, the policy interpretation of PRWORA is being 
revisited.  In 2026, revised rules have been proposed to more broadly apply the definition of 
“public charge” for immigrants. (Homeland Security Department, 2026) The potential for harm 
to children is great. In addition, pressure to reduce enrollment in Medicaid and other entitlement 
programs is growing. The One Big Beautiful Bill Act (OBBBA, Public Law 119-21), as passed 
in 2025, aims to cut approximately $1 trillion in federal funds for Medicaid, forcing states to 
make adjustments to budgets, eligibility rules, provider payments, and costs in the program. 
Additional rulemaking is further tightening the requirements for states and heightening the risk 
for lost coverage. People with disabilities, including children with disabilities, will feel the 
impact of these changes. (Alker & Kohler, 2026; Edwards, 2025; Vanneman et al, 2025) 
 
Despite variations, much progress has been made. Today, Medicaid, nutrition programs, income 
assistance, and education programs for children with disabilities are all threatened by 
Congressional and administrative action. Vigilance by parents and other advocates remains 
essential to ensuring these public policies remain in place and are implemented effectively and 
efficiently.  

SSI Has Benefits for Children, 
Families, and Communities 

• Supports ability to care for child at 
home, with family 

• Replaces some of family Supplies 
income to help meet additional costs 
related to disability – reducing 
economic hardship 

• Supplies income if parent(s) must 
reduce work hours 

• Provides Medicaid coverage to 
increase access to needed health care 

• Complements programs such as IDEA 
for educational success 

• Reduces family stress 



References and Resources regarding Prevalence of CSHCN, Medicaid for 
Children with Disabilities, and the Katie Beckett Option 
 
Alker J & Kohler A. Which Parents Will be Impacted by Medicaid Work Reporting Mandate? Blog. Georgetown 

University Center for Children and Families. April 2, 2026. https://ccf.georgetown.edu/2026/04/02/which-
parents-will-be-impacted-by-medicaid-work-reporting-mandate/  

Ames SG, Houtrow AJ, Gatewood AK, Zigler C, Ware A, Berry JG, & Coller RJ. Disability-based discrimination 
and forgone health care in Children with Special Health Care Needs. Pediatrics. 
2025;156(1):e2024068782. doi: 10.1542/peds.2024-068782.  

Beckett J. I fought for my daughter to live at home, and congress wants to take that away from people with 
disabilities. ACLU News. July 24, 2017. https://www.aclu.org/news/disability-rights/i-fought-my-daughter-
live-home-and-congress-wants-take-away-people  

Beers NS, Kemeny A, Sherritt L, & Palfrey JS. Variations in state-level definitions: children with special health care 
needs. Public Health Reports. 2003;118(5):434-47. doi: 10.1093/phr/118.5.434. 

Belcher HME, Love CE, Segal AH, & Lopez-Arvizu C. Intellectual and Developmental Disability Research: 
Success Through Inclusion and Equity. American Journal of Intellectual and Developmental Disabilities. 
2023;128(5):371-374. doi: 10.1352/1944-7558-128.5.371. 

Black LI, Ghandour RM, Brosco JP, Payne SI, Houtrow A, Kogan MD, & Bethell CD. An expanded approach to the 
ascertainment of Children and Youth with Special Health Care Needs. Pediatrics. 
2024;153(6):e2023065131. doi: 10.1542/peds.2023-065131. 

Medicaid and CHIP Eligibility, Enrollment, and Renewal Policies as States Prepare for Major Medicaid Policy 
Changes. Issue Brief. Georgetown Center for Children and Families and KFF. April 30, 2026. 
https://www.kff.org/medicaid/medicaid-and-chip-eligibility-enrollment-and-renewal-policies-as-states-
prepare-for-major-medicaid-policy-changes/  

Burns A, Mohamed M, & Watts MO. A Look at Waiting Lists for Medicaid Home- and Community-Based Services 
from 2016 to 2023. KFF. November 29, 2023. https://www.kff.org/medicaid/a-look-at-waiting-lists-for-
medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-
Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-
9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1ht
MO-0TlGUA&utm_content=284403982&utm_source=hs_email  

Catalyst Center. The TEFRA Medicaid State Plan Option and Katie Beckett Waiver for Children – Making It 
Possible to Care for Children with Significant Disabilities at Home. March, 2012. 
https://www.hdwg.org/files/sites/default/files/tefra.pdf  

Catalyst Center. TEFRA & TEFRA Look-alike Programs: TEFRA State Plan Option for Severely Disabled Children 
(formerly Katie Beckett waivers). Issue Brief. 2012. https://www.hdwg.org/catalyst/cover-more-kids/tefra  

Centers for Medicare and Medicaid Services (CMS). Implementation Guide: Medicaid State Plan Eligibility 
Children under Age 19 with a Disability. https://www.medicaid.gov/resources-for-
states/downloads/macpro-ig-children-under-age-19-with-a-disability.pdf  

Davis MM & Brosco JP. Being specific about being special: defining children's conditions and special health care 
needs. Archives of Pediatric and Adolescent Medicine. 2007;161(10):1003-5. doi: 
10.1001/archpedi.161.10.1003. 

Flasch EA. Health equity and children with medical complexity/children and youth with special health care needs: A 
scoping review. J Pediatr Health Care. 2024 Mar-Apr;38(2):210-218. doi: 10.1016/j.pedhc.2023.07.007. 
Erratum doi: 10.1016/j.pedhc.2024.10.020.  

Ghandour RM, Hirai AH, & Kenney MK. Children and Youth with Special Health Care Needs: A profile. 
Pediatrics. 2022;149(Suppl 7):e2021056150D. doi: 10.1542/peds.2021-056150D. PMID: 35642877. 

Gatewood AK, Morgen M, Eickhoff J, Brosco JP, Houtrow AJ, Chung PJ, Ghandour RM, Payne S, & Coller RJ. 
Mapping meaningful populations of Children with Special Health Care Needs. JAMA Health Forum. 
2026;7(5):e261199. doi: 10.1001/jamahealthforum.2026.1199. 

Iowa Family Leadership Training Institute. An Interview with Julie Beckett. 
https://www.youtube.com/watch?v=oSsV-HZ-YS4  

KFF. TABLE: Medicaid Eligibility for Katie Beckett Children with Significant Disabilities and Special Income 
Rule. State Health Facts, 2026. (Website, 2026).  https://www.kff.org/medicaid/state-indicator/medicaid-
eligibility-for-long-term-care-through-the-special-income-

https://ccf.georgetown.edu/2026/04/02/which-parents-will-be-impacted-by-medicaid-work-reporting-mandate/
https://ccf.georgetown.edu/2026/04/02/which-parents-will-be-impacted-by-medicaid-work-reporting-mandate/
https://www.aclu.org/news/disability-rights/i-fought-my-daughter-live-home-and-congress-wants-take-away-people
https://www.aclu.org/news/disability-rights/i-fought-my-daughter-live-home-and-congress-wants-take-away-people
https://www.kff.org/medicaid/medicaid-and-chip-eligibility-enrollment-and-renewal-policies-as-states-prepare-for-major-medicaid-policy-changes/
https://www.kff.org/medicaid/medicaid-and-chip-eligibility-enrollment-and-renewal-policies-as-states-prepare-for-major-medicaid-policy-changes/
https://www.kff.org/medicaid/a-look-at-waiting-lists-for-medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1htMO-0TlGUA&utm_content=284403982&utm_source=hs_email
https://www.kff.org/medicaid/a-look-at-waiting-lists-for-medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1htMO-0TlGUA&utm_content=284403982&utm_source=hs_email
https://www.kff.org/medicaid/a-look-at-waiting-lists-for-medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1htMO-0TlGUA&utm_content=284403982&utm_source=hs_email
https://www.kff.org/medicaid/a-look-at-waiting-lists-for-medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1htMO-0TlGUA&utm_content=284403982&utm_source=hs_email
https://www.kff.org/medicaid/a-look-at-waiting-lists-for-medicaid-home-and-community-based-services-from-2016-to-2023/?utm_campaign=KFF-2023-Medicaid&utm_medium=email&_hsmi=284403982&_hsenc=p2ANqtz-9LIRR4I0HU23kr4osPBSLqTqIpsV1u45D5hOtvnmoyihY0ioPZsqPVJt28BWM9eibUMB3It3Djq0i9Vi1htMO-0TlGUA&utm_content=284403982&utm_source=hs_email
https://www.hdwg.org/files/sites/default/files/tefra.pdf
https://www.hdwg.org/catalyst/cover-more-kids/tefra
https://www.medicaid.gov/resources-for-states/downloads/macpro-ig-children-under-age-19-with-a-disability.pdf
https://www.medicaid.gov/resources-for-states/downloads/macpro-ig-children-under-age-19-with-a-disability.pdf
https://www.youtube.com/watch?v=oSsV-HZ-YS4
https://www.kff.org/medicaid/state-indicator/medicaid-eligibility-for-long-term-care-through-the-special-income-rule/?currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D
https://www.kff.org/medicaid/state-indicator/medicaid-eligibility-for-long-term-care-through-the-special-income-rule/?currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D


rule/?currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%
7D   

KFF Survey of Medicaid Financial Eligibility & Enrollment Policies for Older Adults & People with Disabilities. 
Issue Brief. April 30, 2026. https://www.kff.org/medicaid/medicaid-eligibility-levels-for-older-adults-and-
people-with-disabilities-non-magi-in-2026/  

Kids Waivers. (Website, undated). https://www.kidswaivers.org/  
Li Q, Li Y, Zheng J, Yan X, Huang J, Xu Y, Zeng X, Shen T, Xing X, Chen Q, & Yang W. Prevalence and trends of 

developmental disabilities among US children and adolescents aged 3 to 17 years, 2018–2021. Scientific 
Reports. 2023;13(1):17254. 

Lin J, Xu X, Li C, Kendrick T, & He WQ. Multiple developmental disabilities among American children: 
prevalence and secular trends 2016-2022. Public Health. 2024;237:22-29. doi: 10.1016/j.puhe.2024.08.027. 

McEnvoy K. Just one extremely determined person can change the world. Blog. Milbank Memorial Fund. June 14, 
2022.  https://www.milbank.org/2022/06/just-one-extremely-determined-person-can-change-the-world/#top  

McPherson M, Arango P, Fox H, Lauver C, McManus M, Newacheck PW, Perrin JM, Shonkoff JP, & Strickland B. 
A new definition of children with special health care needs. Pediatrics. 1998;102 (1): 137–139. doi: 
10.1542/peds.102.1.137. 

Medicaid and CHIP Payment and Access Commission (MACPAC). Children with Disabilities. Issue Brief. July 3, 
2018. https://www.macpac.gov/subtopic/children-with-disabilities/  

Medicaid and CHIP Payment and Access Commission (MACPAC). Eligibility for Long-Term Services and 
Supports. Issue Brief. March 22, 2022. https://www.macpac.gov/subtopic/eligibility-for-long-term-
services-and-supports/  

Musumeci M. Modernizing Medicaid eligibility criteria for children with significant disabilities: Moving from a 
disabling to an enabling paradigm. American Journal of Law and Medicine. 2011; 37(2011):81-127. doi: 
10.1177/009885881103700103.  

Musumeci M & Chidambram P. Medicaid’s role for children with special health care needs: A look at eligibility, 
services, and spending. Issue Brief. KFF. https://files.kff.org/attachment/Medicaid%E2%80%99s-Role-for-
Children-with-Special-Health-Care-Needs-A-Look-at-Eligibility,-Services-and-Spending  

National Survey of Children’s Health (NSCH) 2023-2024 data query. Data Resource Center for Child and 
Adolescent Health supported by the U.S. Department of Health and Human Services, Health Resources and 
Services Administration (HRSA), Maternal and Child Health Bureau (MCHB). Retrieved July 23, 2026 
from Child and Adolescent Health Measurement Initiative www.childhealthdata.org. 

Ne'eman A, Clark H. Different Definitions of Developmental Disability and Implications for Outcomes. JAMA 
Health Forum. 2025;6(12):e255642. doi: 10.1001/jamahealthforum.2025.5642.  

Pham HH, Sandberg N, Trinkl J, Thayer J. Racial and ethnic differences in rates and age of diagnosis of autism 
spectrum disorder. JAMA Network Open. 2022;5(10):e2239604. doi: 
10.1001/jamanetworkopen.2022.39604. 

Risen C. Julie Beckett, Who Helped Disabled Children Live at Home, Dies at 72. New York Times. Obituary. May 
25, 2022. https://www.nytimes.com/2022/05/25/us/julie-beckett-dead.html 

Rosenbaum S, Johnson K, Bodas M, Krips M, & Jacobs F. Deep Medicaid Spending Cuts Put Health Care Coverage 
at Risk for One of Five Enrolled Children. To the Point (blog), Commonwealth Fund, May 5, 2025. 
https://doi.org/10.26099/0k08-xs63 

Rowland D, Lyons B, & Edwards J. Medicaid: health care for the poor in the Reagan era. Annual Review of Public 
Health. 1988;9:427-50. doi: 10.1146/annurev.pu.09.050188.002235.  

Saper JK, Davis MM, & Kan K. Addressing underinsurance for Children with Special Health Care Needs. JAMA 
Network Open. 2023;6(12):e2348857. doi: 10.1001/jamanetworkopen.2023.48857.  

Semansky RM & Koyanagi C. The TEFRA Medicaid eligibility option for children with severe disabilities: A 
national study. Journal of Behavioral Health Services and Research. 2004;31(3);334-342. doi: 
10.1007/BF02287295. 

Shapiro J. Katie Beckett: Patient turned home-care advocate. National Public Radio. November 8, 2010. Accessed 
July 21, 2016. http://www.npr.org/templates/story/story.php?storyId=131145687   

Shi Y, Hunter Guevara LR, Dykhoff HJ, Sangaralingham LR, Phelan S, Zaccariello MJ, & Warner DO. Racial 
disparities in diagnosis of attention-deficit/hyperactivity disorder in a US national birth cohort. JAMA 
Network Open. 2021;4(3):e210321. doi: 10.1001/jamanetworkopen.2021.0321. 

US Department of Health and Human Services, Health Care Finance Administration (HCFA). Medicaid program; 
eligibility groups, coverage, and conditions of eligibility; legislative changes under OBRA '87, COBRA, 

https://www.kff.org/medicaid/state-indicator/medicaid-eligibility-for-long-term-care-through-the-special-income-rule/?currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D
https://www.kff.org/medicaid/state-indicator/medicaid-eligibility-for-long-term-care-through-the-special-income-rule/?currentTimeframe=0&sortModel=%7B%22colId%22:%22Location%22,%22sort%22:%22asc%22%7D
https://www.kff.org/medicaid/medicaid-eligibility-levels-for-older-adults-and-people-with-disabilities-non-magi-in-2026/
https://www.kff.org/medicaid/medicaid-eligibility-levels-for-older-adults-and-people-with-disabilities-non-magi-in-2026/
https://www.kidswaivers.org/
https://www.milbank.org/2022/06/just-one-extremely-determined-person-can-change-the-world/#top
https://www.macpac.gov/subtopic/children-with-disabilities/
https://www.macpac.gov/subtopic/eligibility-for-long-term-services-and-supports/
https://www.macpac.gov/subtopic/eligibility-for-long-term-services-and-supports/
https://files.kff.org/attachment/Medicaid%E2%80%99s-Role-for-Children-with-Special-Health-Care-Needs-A-Look-at-Eligibility,-Services-and-Spending
https://files.kff.org/attachment/Medicaid%E2%80%99s-Role-for-Children-with-Special-Health-Care-Needs-A-Look-at-Eligibility,-Services-and-Spending
http://www.childhealthdata.org/
https://www.nytimes.com/2022/05/25/us/julie-beckett-dead.html
https://doi.org/10.26099/0k08-xs63
http://www.npr.org/templates/story/story.php?storyId=131145687


and TEFRA--HCFA. Action notice of proposed rulemaking. Federal Register. 1989 February 
23;54(35):7798-7812. https://www.govinfo.gov/content/pkg/FR-1989-02-23/pdf/FR-1989-02-23.pdf  

Williams A & Jennings L. Children and Youth with Special Health Care Needs transitions to adult coverage: Policy 
options. MACPAC Presentation on January 29, 2026. https://www.macpac.gov/wp-
content/uploads/2026/01/04_January-Slides_Children-and-Youth-with-Special-Health-Care-Needs-
Coverage-Transitions-Policy-Options.pdf  

Williams E. 5 Key Facts About Children with Special Health Care Needs and Medicaid. Issue Brief. KFF. April 18, 
2025. https://www.kff.org/medicaid/5-key-facts-about-children-with-special-health-care-needs-and-
medicaid/  

Yu J, Perrin JM, Hagerman T, & Houtrow AJ. Underinsurance among children in the United States. Pediatrics. 
2022;149(1):e2021050353. doi: 10.1542/peds.2021-050353. 

Zablotsky B, Black LI, Maenner MJ, Schieve LA, Danielson ML, Bitsko RH, Blumberg SJ, Kogan MD, & Boyle 
CA. Prevalence and Trends of Developmental Disabilities among Children in the United States: 2009-2017. 
Pediatrics. 2019;144(4):e20190811. doi: 10.1542/peds.2019-0811.  

Zablotsky B & Black LI. Prevalence of Children Aged 3-17 Years with Developmental Disabilities, by Urbanicity: 
United States, 2015-2018. National Health Statistics Report. 2020;(139):1-7. 

Zablotsky B, Ng AE, Black LI, & Blumberg SJ. Diagnosed developmental disabilities in children aged 3-17 years: 
United States, 2019-2021. NCHS Data Brief. 2023;(473):1-8.  

Zhou X, Jia F, Bambling M, Edirippulige S, Whiteford H, & Lin J. Associations between multiple 
neurodevelopmental disorders and mental health in children. Journal of Affective Disorders. 2026;393(Part 
A):120397. doi: 10.1016/j.jad.2025.120397. 

 

References and Resources regarding SSI and Children 
 
Bazelon Center. Children's SSI: Enrollment trends in perspective. Judge David L. Bazelon Center for Mental Health 

Law; 2012. [July 7, 2015]. http://www.bazelon.org/LinkClick.aspx?fileticket
=eZaz6hw6dxI%3D&tabid=40  

Coe NB & Rutledge MS. What is the long-term impact of Zebley on adult and child outcomes? 2013. [July 7, 2015]. 
(Center for Retirement Research and Boston College Working Paper No. 2013-3). http://crr.bc.edu/wp-
content/uploads/2013/01/wp_2013-3-508.pdf 

Costanzo M & Reilly A. Economic well-being for households with children with disabilities: Evidence from the 
SIPP. Journal of Child and Family Studies. 2024;34(1):14-24. doi: 10.1007/s10826-024-02948-2. 

Davies P, Iams H, & Rupp K. The Effect of Welfare Reform on SSA’s Disability Programs. Social Security 
Administration Bulletin. 2000. https://www.ssa.gov/policy/docs/ssb/v63n1/v63n1p3.pdf  

Edwards E. Celebrating 35 Years of the ADA in the Face of the OBBBA Building Barriers to Care. Issue Brief. 
National Health Law Program. July 29, 2025. https://healthlaw.org/celebrating-35-years-of-the-ada-in-the-
face-of-the-obbba-building-barriers-to-care / 

Elinson L, Kennedy G, & Verbrugge L. Considering children with disabilities and the State Children's Health 
Insurance Program. Office of the Assistant Secretary for Planning and Evaluation (ASPE) US Department 
of Health and Human Services. September 30, 1998. https://aspe.hhs.gov/reports/considering-children-
disabilities-state-childrens-health-insurance-program-0  

Fremstad S & Vallas R. Supplemental Security Income for Children with Disabilities. Social Security Brief. 
National Academy for Social Insurance. November 2012. 
https://www.nasi.org/sites/default/files/research/SSI_For_Children_Disabilities.pdf 

Haskins R. The SSI Program for children: Time for change? Policy Brief. The Future of Children. 2012. 
https://futureofchildren.princeton.edu/sites/g/files/toruqf2411/files/media/children_with_disabilities_22_01
_policybrief.pdf 

Houtrow AJ, Carle A, Perrin JM, & Stein REK. Children With special health care needs on supplemental security 
income for disability have more health impacts and needs than other Children with Special Health Care 
Needs on Medicaid. Academic Pediatrics. 2020 Mar;20(2):258-266. doi: 10.1016/j.acap.2019.10.014. 

Houtrow AJ, Shearer CS, McKernan G, Kuhlthau K, & Agrawal R. Health care cost concerns and hardships for 
families of children with disabilities. JAMA Network Open. 2025;8(4):e257826. doi: 
10.1001/jamanetworkopen.2025.7826. 

https://www.govinfo.gov/content/pkg/FR-1989-02-23/pdf/FR-1989-02-23.pdf
https://www.macpac.gov/wp-content/uploads/2026/01/04_January-Slides_Children-and-Youth-with-Special-Health-Care-Needs-Coverage-Transitions-Policy-Options.pdf
https://www.macpac.gov/wp-content/uploads/2026/01/04_January-Slides_Children-and-Youth-with-Special-Health-Care-Needs-Coverage-Transitions-Policy-Options.pdf
https://www.macpac.gov/wp-content/uploads/2026/01/04_January-Slides_Children-and-Youth-with-Special-Health-Care-Needs-Coverage-Transitions-Policy-Options.pdf
https://www.kff.org/medicaid/5-key-facts-about-children-with-special-health-care-needs-and-medicaid/
https://www.kff.org/medicaid/5-key-facts-about-children-with-special-health-care-needs-and-medicaid/
http://www.bazelon.org/LinkClick%E2%80%8B.aspx?fileticket%E2%80%8B=eZaz6hw6dxI%3D&tabid=40
http://www.bazelon.org/LinkClick%E2%80%8B.aspx?fileticket%E2%80%8B=eZaz6hw6dxI%3D&tabid=40
http://crr.bc.edu/wp-content/uploads/2013/01/wp_2013-3-508.pdf
http://crr.bc.edu/wp-content/uploads/2013/01/wp_2013-3-508.pdf
https://www.ssa.gov/policy/docs/ssb/v63n1/v63n1p3.pdf
https://healthlaw.org/celebrating-35-years-of-the-ada-in-the-face-of-the-obbba-building-barriers-to-care
https://healthlaw.org/celebrating-35-years-of-the-ada-in-the-face-of-the-obbba-building-barriers-to-care
https://aspe.hhs.gov/reports/considering-children-disabilities-state-childrens-health-insurance-program-0
https://aspe.hhs.gov/reports/considering-children-disabilities-state-childrens-health-insurance-program-0
https://www.nasi.org/sites/default/files/research/SSI_For_Children_Disabilities.pdf
https://futureofchildren.princeton.edu/sites/g/files/toruqf2411/files/media/children_with_disabilities_22_01_policybrief.pdf
https://futureofchildren.princeton.edu/sites/g/files/toruqf2411/files/media/children_with_disabilities_22_01_policybrief.pdf


Inkelas M, Rowe M, Karoly L, & Rogowski J. Policy Evaluation of the Effect of the 1996 Welfare Reform 
Legislation on SSI Benefits for Disabled Children: First Round Case Study Findings. RAND (No. DRU-
2017/1-SSA). 1999. 

Kristoff N. Profiting from a Child’s Illiteracy. New York Times. December 9, 2012. 
http://www.nytimes.com/2012/12/09/opinion/sunday/kristof-profiting-from-a-childs-illiteracy.html  

Kubik JD. Incentives for the identification and treatment of children with disabilities: The Supplemental Security 
Income program. Journal of Public Economics. 1999;73(2):187-215.  
doi: 10.1016/S0047-2727(99)00009-2. 

Loprest PJ. Supplemental Security Income for Children with Disabilities; Part of the Federal Safety Net. Urban 
Institute. (Series A, No. A-10). July 1997. 
https://www.urban.org/sites/default/files/publication/66996/307041-Supplemental-Security-Income-for-
Children-with-Disabilities.PDF  

Morton WR. Primer on disability benefits: Social Security Disability Insurance (SSDI) and Supplemental Security 
Income (SSI). Congressional Research Service. (No. RL32279). August 1, 2014. 
https://sgp.fas.org/crs/misc/RL32279.pdf  

National Academies of Sciences, Engineering, and Medicine (NASEM). Mental Disorders and Disabilities Among 
Low-Income Children. (Boat TF & Wu JT, editors.) National Academies Press. 2015. doi: 10.17226/21780. 
Available from: https://www.ncbi.nlm.nih.gov/books/NBK332900/  

National Academies of Sciences, Engineering, and Medicine (NASEM). Speech and Language Disorders in 
Children: Implications for the Social Security Administration's Supplemental Security Income Program. 
(Rosenbaum S & Simon P, editors.) National Academies Press. 2016. 
https://www.nationalacademies.org/publications/21872  

Public Charge Ground of Inadmissibility. Homeland Security Department. July 20, 2026. 
https://www.federalregister.gov/documents/2026/07/20/2026-14539/public-charge-ground-of-
inadmissibility  

Pulcini CD, Kotelchuck M, Kuhlthau KA, Nozzolillo AA, & Perrin JM. Potential savings from redetermining 
disability among children receiving supplemental security income benefits. Academic Pediatrics. 
2012;12(6):489-94. DOI: 10.1016/j.acap.2012.07.001.  

Reichman NE, Corman H, & Noonan K. Impact of child disability on the family. Maternal and Child Health 
Journal. 2008;12(6):679-83. doi: 10.1007/s10995-007-0307-z. 

Rennane S, Dick A. Effects of Medicaid automatic enrollment on disparities in insurance coverage and caregiver 
burden for Children with Special Health Care Needs. Medical Care Research Review. 2023;80(1):65-78. 
doi: 10.1177/10775587221106116.  

Rogowski J, Karoly L, Klerman J, et al. 1998. Background and Study Design Report for Policy Evaluation of the 
Effect of the 1996 Welfare Reform Legislation on SSI Benefits for Disabled Children. RAND (No. 
DRU1808-SSA). 1998. 

Ruffing K & Pavetti L. SSI and Children with Disabilities: Just the Facts. Center for Budget and Policy Priorities. 
December 14, 2012. https://www.cbpp.org/sites/default/files/atoms/files/12-14-12ss.pdf 

Rupp K, Davies PS, Newcomb C, et al. A Profile of Children with Disabilities Receiving SSI: Highlights from the 
National Survey of SSI Children and Families. Social Security Bulletin. 2006;66(2). 
http://www.ssa.gov/policy/docs/ssb/v66n2/v66n2p21.html 

Social Security Administration. Understanding Social Security and Supplemental Security Income SSI for Children 
– 2026 Edition. (Website). https://www.ssa.gov/ssi/text-child-ussi.htm  

Social Security Administration. Program Operations Manual System (POMS). HA 02410.001 Supplemental 
Security Income; Determining Disability for a Child Under Age 18. (Final Rules with Request for 
Comments; 56 FR 5534 February 11, 1991). Last update July 31, 2023. [This document reflects rule 
changes in 1991 under the Zebley decision.] https://secure.ssa.gov/apps10/poms.nsf/lnx/2502410001  

Social Security Administration. Trends in the Social Security and Supplemental Security Income Disability 
Programs. https://www.ssa.gov/policy/docs/chartbooks/disability_trends/sect04.html   

US Congress, Committee on Ways and Means, Subcommittee on Human Resources. Hearing on Supplemental 
Security Income for Children. October 27, 2011. https://waysandmeans.house.gov/2011/10/27/hearing-on-
supplemental-security-income-benefits-for-children/  

US Government Accountability Office (GAO). Supplemental Security Income: Better Management Oversight 
Needed for Children’s Benefits. (GAO 12-497) June 2012. https://www.gao.gov/products/gao-12-497  

US GAO. Rapid Rise in Children on SSI Disability Rolls Follows New Regulation. (GAO 94–225). 1994.  

http://www.nytimes.com/2012/12/09/opinion/sunday/kristof-profiting-from-a-childs-illiteracy.html
https://www.urban.org/sites/default/files/publication/66996/307041-Supplemental-Security-Income-for-Children-with-Disabilities.PDF
https://www.urban.org/sites/default/files/publication/66996/307041-Supplemental-Security-Income-for-Children-with-Disabilities.PDF
https://sgp.fas.org/crs/misc/RL32279.pdf
https://www.ncbi.nlm.nih.gov/books/NBK332900/
https://www.nationalacademies.org/publications/21872
https://www.federalregister.gov/documents/2026/07/20/2026-14539/public-charge-ground-of-inadmissibility
https://www.federalregister.gov/documents/2026/07/20/2026-14539/public-charge-ground-of-inadmissibility
https://www.cbpp.org/sites/default/files/atoms/files/12-14-12ss.pdf
http://www.ssa.gov/policy/docs/ssb/v66n2/v66n2p21.html
https://www.ssa.gov/ssi/text-child-ussi.htm
https://secure.ssa.gov/apps10/poms.nsf/lnx/2502410001
https://www.ssa.gov/policy/docs/chartbooks/disability_trends/sect04.html
https://waysandmeans.house.gov/2011/10/27/hearing-on-supplemental-security-income-benefits-for-children/
https://waysandmeans.house.gov/2011/10/27/hearing-on-supplemental-security-income-benefits-for-children/
https://www.gao.gov/products/gao-12-497


US HHS Office of Inspector General (OIG), Concerns About Participation of Children with Disabilities in the 
Supplemental Security Income Program. (OIG No. A-03–94–02602) 1994; SSI: Disability Determinations 
for Children with Mental Impairments. (OIG No. A-03–94–02603) 1995. 

Vallas R & Fremstad S. Maintaining and Strengthening Supplemental Security Income for Children with 
Disabilities. Report. Center for American Progress. September 10, 2012. 
https://www.americanprogress.org/article/maintaining-and-strengthening-supplemental-security-income-
for-children-with-disabilities/  

Vanneman B, Zirker E, & Doetzer G. OBBBA harms people with disabilities: Limits on State Directed Payments. 
Issue Brief. National Health Law Program. November 2025. https://healthlaw.org/resource/obbba-harms-
people-with-disabilities-limits-on-state-directed-payments/  

Wen P. A Legacy of Unintended Side Effects. Boston Globe. December 12-14, 2010 (3-part series). 
http://www.boston.com/news/health/specials/New_Welfare  

Tatem EK & Morton WR. Social Security Childhood Disability Benefits: Proposals in the 118th Congress: In Brief. 
Congressional Research Service. (No. R48321). January 3, 2025. 
https://www.congress.gov/crs_external_products/R/PDF/R48321/R48321.2.pdf  

 

https://www.americanprogress.org/article/maintaining-and-strengthening-supplemental-security-income-for-children-with-disabilities/
https://www.americanprogress.org/article/maintaining-and-strengthening-supplemental-security-income-for-children-with-disabilities/
https://healthlaw.org/resource/obbba-harms-people-with-disabilities-limits-on-state-directed-payments/
https://healthlaw.org/resource/obbba-harms-people-with-disabilities-limits-on-state-directed-payments/
http://www.boston.com/news/health/specials/New_Welfare
https://www.congress.gov/crs_external_products/R/PDF/R48321/R48321.2.pdf

	I. Background
	Defining Children with Special Health Care Needs
	Medicaid’s Vital Role in Coverage
	Figure 1. Medicaid Eligibility Pathways for Children with Special Health Care Needs and Disabilities
	Data Sources: KFF Survey of Medicaid Financial Eligibility & Enrollment Policies for Older Adults & People with Disabilities. Issue Brief. April 2026; KFF State Health Facts Table “Medicaid and CHIP Income Eligibility Limits for Children as a Percent ...



	II. What One Can Do: How families of children with disabilities changed Medicaid’s approach to coverage of home- and community-based services
	The Story of Julie and Katie Beckett
	Current Policy Shows the Impact and Legacy of Julie Beckett’s Action
	Figure 2. Medicaid Eligibility under Katie Beckett State Plan Option or Comparable Waiver for Children with Disabilities, 2026
	Source: KFF State Health Facts Table “Medicaid Eligibility for Katie Beckett Children with Significant Disabilities and Special Income Rule, 2026”.



	III. Big P Politics for Children with Disabilities: Why did the Supplemental Security Income (SSI) have multiple definitions of children with disabilities over a short period of years? Why did Congress override a Supreme Court decision? Who was harmed...
	What is the SSI program and how does it define children with disabilities?
	Figure 3. SSI Trend for Children with Speech and Language Disorders, 2004-2014
	Source: National Academies of Sciences, Engineering, and Medicine. (Sara Rosenbaum and Patti Simon, editors.) Speech and Language Disorders in Children: Implications for the Social Security Administration’s Supplemental Security Income Program. Nation...
	FIGURE 5-1 Proportion of children with speech and language disorders in the general U.S. population based on the 2005-2006 and 2009-2010 National Survey of Children with Special Health Care Needs.


	IV. Advocacy for Policies that Support CSHCN and Disabilities Must Continue
	SSI Has Benefits for Children, Families, and Communities
	References and Resources regarding Prevalence of CSHCN, Medicaid for Children with Disabilities, and the Katie Beckett Option
	References and Resources regarding SSI and Children

