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Objectives and Ground Rules

• This is a safe space to share

• This is a judgement free zone

•  Everything that is shared here is 
confidential

• Please speak up if there is 
anything you need to help you 
participate more easily

• Learn the basics about 
Medicaid

• Learn about Medicaid waiver 
programs

• Learn how to how to 
find state-specific information



What is Medicaid?

• A health insurance program for low-income kids, adults, seniors, and 
people with disabilities.

• Helps millions of Americans get and stay healthy by seeing the doctor 
when they are sick, getting check-ups, filling prescriptions, and going 
to the hospital without fear of choosing between their health and 
groceries or paying the rent.



What is Medicaid?
History  
• Enacted in 1965 as part of the Social Security Act, alongside several other general support 

programs (Medicare, Unemployment, Maternal & Child Health Block Grant and more).

Joint Federal-State Program
• Medicaid is administered by states, according to federal requirements. The program is funded jointly 

by states and the federal government.
• Federal Government provides funds for 50-75% of the cost for all eligible individuals and services.
• Federal law mandates coverage of some populations and benefits, but states have discretion on 

coverage of groups in addition to core groups, income eligibility limits, covered services, premiums & 
co-pays, and payments to providers.



What is Medicaid?

If you’ve seen one Medicaid program, 
you’ve seen one Medicaid program



Medicaid and CHIP

Medicaid programs provide health coverage for low-income people.

Children's Health Insurance Program (CHIP) 
• Signed into law in 1997
• Provides federal matching funds to states to provide health coverage to 

children in families with incomes too high to qualify for Medicaid, but who 
can't afford private coverage. 

• All states have expanded children's coverage significantly through their CHIP 
programs, with nearly every state providing coverage for children up to at 
least 200 percent of the Federal Poverty Level (FPL).



Delivery of Care
States determine how to deliver care. Approaches include:

• Fee-for-Service (FFS)
 State contracts directly with providers and pays them for 
                covered services

• Managed Care
 State contracts with Managed Care Organization(s) (MCOs) to 
                oversee delivery and payment of services

• Premium Assistance
 Medicaid and CHIP funds are used to purchase private insurance that is cost-effective and 
 comparable

• Combination of these approaches



Why do I want Medicaid

• Standalone health insurance
• Secondary health insurance
• Coverage of:

○ Inpatient and Outpatient hospital services
○ Physician services
○ Laboratory and x-ray services
○ Home health services
○ Prescription medications
○ Case management
○ Therapies, including physical, occupational, and speech therapy
○ Durable medical equipment and supplies

• No co-pays for children / minimal co-pays for adults



Medicaid Waivers
States may apply for formal waivers of some statutory requirements from the Secretary of the U.S. Department of 
Health and Human Services (HHS).
• Waiving certain requirements of the Federal Medicaid Statute
• Waivers are generally referred to by the section of Social Security Act granting the waiver authority 
• Waivers are categorized either as program waivers or research and demonstration projects

Section 1915(b)
• Permits states to implement service delivery models (e.g., those involving managed care plans) that restrict choice of providers
Section 1915(c)
• Authorizes states to provide Home and Community-Based Services (HCBS) as an alternative to institutional care in nursing homes, intermediate 

care facilities for individuals with intellectual disabilities.
Section 1115
• Gives broad authority to the Secretary to authorize “any experimental, pilot or demonstration project likely to assist in promoting the 

objectives” of the programs; gives states flexibility to experiment with different approaches to program operation, service delivery, and 
payment.

TEFRA
• Tax Equity and Fiscal Responsibility Act (TEFRA)/Katie Beckett. Eligibility pathway for the Medicaid Program. For certain children who have 

long-term disabilities or complex medical needs and live at home. Allows children to receive services at home with additional supports, instead 
of in an institution. Under TEFRA/Katie Beckett, only the child’s income and resources are considered (not those of the parents).

*There are other 1915 waivers, such as I, J, and K, that are wholly state-based, unless grandfathered into federal partnership.



TEFRA / Katie Beckett Waiver
The Tax Equity and Fiscal Responsibility Act (TEFRA) Medicaid Eligibility 
Option, also known as the Katie Beckett Option, was developed to allow 
children with disabilities from near-poor and middle-income families to 
qualify for Medicaid.
It allows children to receive services at home with additional supports, 
instead of in an institution. 
• Only children are eligible
• Eligibility is based on diagnosis
• Does not look at parent income, but does look
      at income/assets of the child
• Not offered in all states
• No wait list
• Generally, provides Medicaid coverage only
• Look at your State for specifics



Home and Community-Based Services 
Waivers (HCBS Waivers)

States can develop HCBS Waivers to meet the needs of people 
who prefer to get long-term care services and supports in their 
home or community, rather than in an institutional setting.

• Children and adults are eligible
• Eligibility is based on level of care, including diagnosis.
• Does not look at parent income, but does look at income/assets of the 

applicant (whether child or adult)
• Offered by most states (at least one, some states have more than one)
• May be a wait list
• Provides Medicaid coverage plus additional services
• Look at your state for specifics



HCBS Waiver Programs

The statute identifies services that may be considered 
home and community-based services, including:

• case management 
• homemaker/home health aide
• personal care 
• adult day programs
• habilitation 
• respite care services



HCBS Waiver Programs

Other services needed to avoid institutionalization may also be 
approved.
Services vary from state to state. Other services may include:

● Home/vehicle modifications
● Assistive technology
● Adaptive Equipment – car seats, tricycles
● Conference registration fees



Waiver Programs /Case Management

How can a case manager help?
● Assist with referrals for in-home care, therapies, equipment, and supplies
● Recommendations for new providers
● Follow up on issues with providers
● Organization management
● Connect with local resources - support groups, non-profit orgs for non-covered items
● Assist with completion of paperwork for grants, etc. 
● Referrals to wish-granting organizations
● Connections to studies
● Assist with transition to adult world - guardianship, new providers, adult waiver, etc.
● Follow up from hospital discharge or other post-visit questions
● Understanding of Medicaid eligibility, services, waiver programs

 

Recognize when you need help and delegate!



State-Specific Information
Kidswaivers.org

https://www.kidswaivers.org/










When should I apply?

Things to consider:
● Talk to someone from the Waiver Program first!
● Some programs have wait lists
● Some programs require that you also apply to SSI 

(Social Security Income)
● Your income and assets
● Your child’s income and assets, including SSI
● Any inheritance (presentation during Symposium!)
● Look into Health Insurance Premium Payment 

program in your state



Questions/Discussion



Resources

Glossary of Terms – QR code and in Mobile App

Important Links:

• Centers for Medicare & Medicaid Services
• CMS.gov

• Medicaid/CHIP
• Medicaid.gov

• Federal Poverty Level 
• aspe.hhs.gov/topics/poverty-economic-mobility/poverty-guidelines 

• State-specific waiver info
• kidswaivers.org

• Kaiser Family Foundation
• kff.org

https://www.cms.gov/
https://www.medicaid.gov/
http://aspe.hhs.gov/topics/poverty-economic-mobility/poverty-guidelines
http://kidswaivers.org
http://kff.org


CONNECT!
Opportunities to connect after Symposium

● Parent/Caregiver Support Group / Monthly on the third Monday

● UMDF Ambassador program

● UMDF Social Media

● Diagnosis specific social media pages

● MitoAction or other mito-focused organizations

● Symptom-specific organizations

● Social worker or case manager at hospital and/or mito clinic
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