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Executive Summary
Changes to Medicaid financing structure should be carefully considered because any change 
could have a potentially negative impact on children with disabilities and special health care 
needs (hereafter referred to as children with disabilities) and limit their access to critically needed 
health care services and community supports. Currently, Medicaid funding operates through a 
state and federal partnership, with the federal government providing 60% of funding on average. 
A cornerstone of Medicaid is the Early and Periodic Screening, Diagnostic, and Treatment 
(EPSDT) child health benefit. This program offers vital support services to children with disabilities, 
including early and periodic screenings, comprehensive wellness checks, and timely immunizations. 
Historically, a majority of Americans have held a favorable view of the Medicaid program. 
Additionally, many individuals currently benefit from the program. In the state of Maine, 4 in 10 
children benefit from Medicaid services – many of whom have disabilities. Since 1965, Medicaid has 
provided low or no-cost health care to low-income families of children with disabilities who would 
not otherwise be able to afford developmentally and medically necessary supports and services. 
Medicaid also fills insurance coverage gaps for privately insured, working families. Medicaid further 
allows many families the financial means to keep children with disabilities living at home, involved 
in their communities, and out of institutions (Musumeci & Foutz, 2018). This not only lifts a financial 
burden off families; states also see downstream economic benefits as services shift to more cost-
effective community and home-based settings.

Policy Responses and Alternatives
Since 1980, many proposed changes have focused on limiting federal spending on Medicaid rather 
than improving services. For example, the two most common policy proposals are block grants 
and per capita caps which could help states reduce spending, but could also limit Medicaid’s 
ability to adjust and meet the actual needs of recipients. These proposals could result in negative 
consequences, particularly for children with disabilities and their families (e.g., redefined eligibility 
criteria so that working families with children with disabilities lose access to health insurance, or 
limiting access to crucial medical and developmental services). Ultimately, changes focused solely on 
costs may reduce services and lead to greater health disparities among states.
Medicaid Waivers have provided states with an alternative to test new approaches that differ from 
federal program rules, potentially improving their programs and managing costs. An example 
of a waiver that has improved services for children with disabilities is the Katie Beckett Waiver. 
Implemented under the Reagan Administration in 1982, this program has served to make Medicaid 
more effective and efficient. Waivers, however, can also have negative consequences if they reduce 
eligibility or restrict access for children with disabilities and their families.
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Stakeholders/Professional Opinions
Many stakeholders, pediatric health-related groups, and professionals from a variety of disciplines 
advocate for no major changes to Medicaid funding and eligibility structure in order to continue the 
vital access to health services that the program provides for children with disabilities. Professional 
organizations opposing major changes to Medicaid include the American Academy of Pediatrics, 
American Medical Association, National Association of Social Workers, American Occupational 
Therapy Association, American Speech-Language-Hearing Association, Academy of Nutrition and 
Dietetics, American College of Obstetricians and Gynecologists, and the Association of University 
Centers on Disabilities. Advocacy organizations opposing changes include the Kaiser Family 
Foundation, The ARC, March of Dimes, Families USA, Family Voices, the National Association of 
Councils on Developmental Disabilities, National Disability Rights Network, and the Autistic Self 
Advocacy Network. 

Proposal
Any major change to Medicaid policy could have negative consequences for children with disabilities. 
Restructuring eligibility or financing for Medicaid would shift costs to states or families and likely result 
in funding cuts for this population. This would endanger benefits such as EPSDT or the Katie Beckett 
Waiver that are important to children with disabilities. The consequences of such a change could be 
devastating to families, burdening them with costs that could easily bankrupt even the most financially 
stable households. On a larger economic scale, services such as EPSDT improve quality of life for 
children with disabilities, enabling them to perform better academically, live in their communities, and 
ultimately become more productive, contributing members of society.
Our Medicaid program has been tested and refined over the past 50 years to provide the level of care 
necessary to properly serve children with disabilities. Block grants, per capita caps, and the use of 
waivers to reduce eligibility and benefits could threaten the system of comprehensive care built over 
these decades. While we recognize that there is not pending legislation addressing these issues, we 
encourage families, legislators, health-related professionals and advocacy organizations to remain 
vigilant to any proposed changes to the Medicaid program that could impact eligibility and access for 
children with disabilities and the community services they and their families need.
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Professional Associations and Advocacy Groups in Support of Current Medicaid Policy
American Academy of Pediatrics – Leading Children’s Health Groups to House of Representatives: 

Keep Medicaid Strong: https://www.aap.org/en-us/about-the-aap/aap-press-room/Pages/
ChildrensCoalitionAHCAOpposition.aspx

American College of Obstetricians and Gynecologists – America’s Frontline Physicians: Statement 
on Medicaid Work Requirements: https://www.acog.org/About-ACOG/News-Room/
Statements/2018/Americas-Frontline-Physicians-Statement-on-Medicaid-Work-Requirements

American Medical Association – AMA Urges Senate Leaders to Focus on Sustaining Insurance 
Coverage: https://www.ama-assn.org/ama-urges-senate-leaders-focus-sustaining-insurance-
coverage

Academy of Nutrition and Dietetics – Position of the Academy of Nutrition and Dietetics: Nutrition 
Services for Individuals with Intellectual and Developmental Disabilities and Special Health Care 
Needs: https://jandonline.org/article/S2212-2672(15)00121-5/fulltext/

American Occupational Therapy Association, Inc. – Medicaid: An Essential Safety Net Program: 
https://www.aota.org/~/media/Corporate/Files/Advocacy/Federal/Fact-Sheets/Medicaid-One-
Pager.pdf

American Speech-Language-Hearing Association – Health Care Coverage and Reimbursement 
Issues: https://www.asha.org/Advocacy/2018-ASHA-Public-Policy-Agenda-
Summaries/#HealthCare

The ARC – Public Policy and Legal Advocacy: https://www.thearc.org/what-we-do/public-policy

Association of University Centers on Disabilities, the National Association of Councils on 
Developmental Disabilities, and the National Disability Rights Network – Policy Priorities for 
the 115th Session of Congress, 2017: https://nacdd.org/wp-content/uploads/2018/01/115th-
Congress-Partner-priorities.pdf

Autistic Self Advocacy Network – ASAN Statement on Medicaid Work Requirements: http://
autisticadvocacy.org/2018/01/asan-statement-on-medicaid-work-requirements/

Families USA – Still Lurking: Federal Threats to Health Care: http://familiesusa.org/blog/2018/02/still-
lurking-federal-threats-health-care

Family Voices – Advocate: Family Voices Policy Positions: http://www.familyvoices.org/page?id=0065

Kaiser Family Foundation – Implications of Emerging Waivers on Streamlined Medicaid Enrollment 
and Renewal Processes: https://www.kff.org/medicaid/fact-sheet/implications-of-emerging-
waivers-on-streamlined-medicaid-enrollment-and-renewal-processes/

March of Dimes – Medicaid Caps Would Harm Children and Pregnant Women: https://www.
marchofdimes.org/materials/06-21-17-SKG-Medicaid-Caps-Statement_March-of-Dimes.pdf

National Association of Social Workers – Practice Alert: Medicaid Advocacy Tool Kit: https://www.
socialworkers.org/LinkClick.aspx?fileticket=kcSUXAhp_5k%3D&portalid=0
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