
Connor Griffin, MPH
Director of Health Care Advocacy

July 29th, 2025
healthcareadvocacy@arcnj.org

To sign up for emails:
www.arcnj.org

SSI and Medicaid for Adults with IDD

mailto:healthcareadvocacy@arcnj.org
http://www.arcnj.org/


• The state’s largest organization advocating for children and 
adults with intellectual and developmental disabilities (IDD) and 
their families.

• Affiliated chapter of our national organization, The Arc.

• Community-based, direct support services available statewide 
through our strong network of 20 local chapters across all 21 
counties.

• Primarily an advocacy organization, conducting public policy 
work, community outreach, and information and referral 
services.

The Arc of New Jersey



The Arc of NJ has many programs, including:
• Project HIRE
• Planning for Adult Life
• The NJ Self-Advocacy Project
• The Criminal Justice Advocacy Program
• The Arc of NJ Family Institute
• Children’s Advocacy
• Health Care Advocacy
• Training & Consultation Services

 
Visit arcnj.org and subscribe to our email list!

The Arc of New Jersey (cont.)

http://arcnj.org
http://arcnj.org


• ABD – Aged, Blind, Disabled (Medicaid Programs) 

• DDD – NJ Division of Developmental Disabilities

• DAC – Disabled Adult Child

• IDD – Intellectual and Developmental Disabilities

• SSA – Social Security Administration

• SSI – Supplemental Security Income (not based on work history)

• SSDI – Social Security Disability Income (based on work history)

• SNT – Special Needs Trust

Common Acronyms



• Applying for SSI

• ABLE Accounts and Special Needs Trusts

• Disabled Adult Child (DAC)

• Appealing an SSI Denial

• How to Qualify for Medicaid, besides SSI?

• Different Medicaid Programs

• NJ WorkAbility and Employment

• Medicaid Managed Care

Main Topics to be Discussed:



• When an individual with IDD is under 18 years old, the 
determination for Social Security Supplemental Security 
Income (SSI) is based on family/household income and 
resources/assets. 

• When the individual is over 18, the determination is only based 
on the individual’s income and resources.

• Most families apply when their child with IDD turns 18.

• If approved, the person with IDD automatically qualifies for 
Medicaid, and receives a monthly SSI benefit. 

• Resources must be under $2,000.

Why Apply for SSI at 18?



• Often the best path to Medicaid: Apply for SSI at age 18. 
• SSI eligibility automatically provides Medicaid coverage.
• SSI is the cash benefit, via Social Security. 
• Medicaid is the health insurance benefit, via the state.

*An exception being someone who qualifies as a “Non-DAC” through the DDD Waiver 
Unit. This is someone “over income” for SSI and other Medicaid programs.

To Receive Division of Developmental Disabilities (DDD) services at age 
21, a person:

Must be functionally eligible for DDD services and must 
have Medicaid.*

Why Apply for SSI at 18? (cont.)



• Individual with IDD must have limited income and no more than 
$2,000 in their name (resources/assets).

• Can “spend-down” if the amount over $2,000 is small. 

• Document spend-down: educational expenses, medical 
expenses not covered by insurance, paying off debt/bills, 
recreational/entertainment expenses. 
○ Do not “gift away” money!

• Spend down should only be to benefit the SSI applicant.
• Or transfer funds to a Special Needs Trust (SNT) or ABLE 

account.

Before Applying for SSI



• On all financial transfers, there is a 36 month look-back period 
on the individual’s resources.

• Social Security ensures assets were not transferred for less 
than “fair market value.”

• Funds in an ABLE account/SNT excluded from the $2,000 limit.

• “Resources/assets” include savings bonds with the 
individual’s SSN!

• The 36 months is prior to the date when the SSI application 
was filed.

36 Month Look-Back 



• When parents are divorced, child support is regarded as the 
child’s “unearned income.”

• Depending on the amount of child support, an individual with 
IDD may not be eligible for SSI or Medicaid, but there is a 1/3rd 
exclusion of child support income.

Example: $900/month in child support, but only $600 would be 
counted as the child’s unearned income.

If Parents are Divorced …



Achieving a Better Life Experience (ABLE) Act of 2014

• People with IDD can deposit up to $19,000/year (2025) in an 
ABLE tax-advantaged savings account.

• Age of onset of disability must be before age 26*
• Must be receiving SSI or SSDI, or provide medical documentation 

with a formal written diagnosis from a physician.  
• Will not affect continuing financial eligibility for SSI or Medicaid.

• But, SSI suspended if the ABLE account exceeds 
$100,000. 

• If a person with IDD is employed, may contribute up to an 
additional $15,060 from their earnings into the account. 

*46, effective January 1st.

ABLE Accounts



• ABLE accounts available in New Jersey and other states  
• Open an NJ ABLE account: savewithable.com/nj/home.html
• Visit the ABLE National Resource Center at ablenrc.org for 

more information. 
○ Educational webinars and state-by-state comparisons.

• Important: Upon the death of the beneficiary, the state in which 
the person lived can file a claim for a portion or all of the 
remaining funds in the ABLE account to recoup costs paid by 
the state while the beneficiary was receiving services through 
the state Medicaid program.

ABLE Accounts (cont.)

https://savewithable.com/nj/home.html
http://www.ablenrc.org/


• Can be used to establish eligibility for SSI or Medicaid.
• If setting up a SNT, be sure the attorney is experienced 

with this type of trust for the SSI/Medicaid beneficiary.
• If the SNT has been funded, Social Security and Medicaid 

will want to review the information on an ongoing basis. 

• Whenever there are expenditures from SNT, document and 
save all receipts.

Special Needs Trust (SNT)



Before Starting the SSI Application

As you are getting ready to start the application, collect:
• Evaluations and assessments
• Schools: Name, address, IEPs and Progress Reports
• Disabilities: names of conditions/diagnoses; onset date
• Doctors and therapists: Name, address, phone, dates first and last 
seen, specialty, diagnosis

• Medications: Name, prescribing physician, date and dosage when 
started as well as most recent date and dosage

• Employment (if applicable): Name, address, phone, supervisor name, 
position held, date  and pay when started, last date of work and pay

• Division of Vocational Rehabilitation Services information

Put together a folder, make copies, and create electronic files.
SSI: Documents You May Need

https://www.ssa.gov/ssi/text-documents-ussi.htm


• What is the individual’s disability?

• How does it affect the individual?

• What prevents them from working (or affects their ability to 

work full time)?

• Can they complete tasks and activities independently?

• What does a typical day look like?

• What steps were tried previously to work? What happened?

Key SSI Questions



• A disability diagnosis does not necessarily mean a severe 
impairment that entitles the applicant to SSA benefits - the 
burden of proof is on the applicant!

• While the diagnosis may be compelling, Social Security must 
know the impact of the condition on the applicant’s ability 
to do work-related activities and be self-supporting. 

• SSA evaluates whether they think the applicant can work and 
earn above the Substantial Gainful Activity (SGA) limit

○ $1,620/month for non-blind individuals
○ $2,700/month for statutorily blind individuals

The SSI Decision



• Apply for SSI online: ssa.gov/ssi
• SSA representative will follow up and schedule an 

appointment within 7-14 business days.

• Or call Social Security at 1-800-772-1213 to make an 
appointment to apply for SSI benefits.

• With an appointment, you can apply for SSI on the phone or 
in person at your local Social Security office.

Start the SSI Application

http://ssa.gov/ssi


• Consider a representative payeeship for the SSI funds.

○ SSI cannot be deposited into the parent’s bank account!

• SSI checks deposited electronically into this new account, set 
up for the representative payee, to manage the funds of the SSI 
beneficiary.

• Do not exceed $2,000 in resources!

• If receiving a lump sum back payment, you have 9 months to 
spend down. After 9 months, assets cannot exceed $2,000 in 
the individual’s name.

○ Consider an ABLE account or SNT.

When SSI Begins …



• Continuing Disability Review (every 3 years): Is the 
individual still disabled?
• 5-7 years if medical condition is not expected to improve.

• Redetermination (every 1-6 years): Does the individual 
continue to meet the non-medical eligibility requirements, 
including documentation, income, resources, and living 
arrangement?

• Rep Payees may receive an annual Representative Payee 
Report to account for the benefit payments received. 
• Keep records and document how payments are spent or 

saved!

Social Security Reviews



Social Security & Employment

• If a Social Security beneficiary is working, must report wages 
to Social Security each month.

• ssa.gov/ssi/reporting/wages

• SGA limit: $1,620/month in work-related earnings

• If a person is receiving SSI and exceeds SGA: expect a 
reduction in SSI benefit; SSI income limit (from work) is 
generally $2,019/month

• If a person is receiving SSDI and exceeds SGA: likely to result 
in a termination of SSDI, and required to pay back the 
“overpayment.” 

http://ssa.gov/ssi/reporting/wages


• When the parent of a person with IDD starts collecting Social 
Security, or dies: 
○ If the adult child has SSI - eligible to receive SSDI income, on the 

parent’s record, often instead of SSI.

• Monthly SSDI oftens exceeds the Medicaid income limit 
• When person with IDD previously had SSI, they are “Disabled 

Adult Children - Section 1634 DACs,” as defined by SSA.

• Must submit a Medicaid renewal, after the person starts 
receiving SSDI.
○ The monthly SSDI benefit amount is disregarded as income 

by Medicaid, when a person is a DAC.

Why is it Helpful to have SSI?



SSA definition of a DAC: A person who was receiving SSI 
benefits (and Medicaid) and who meets the following:

• Is at least 18 years of age;
• Has blindness or a disability which began before age 22;
• Has been receiving SSI based on blindness or disability; and
• Has lost SSI due to the receipt of Social Security benefits 

on a parent’s record due to the retirement, death, or 
disability of a parent.

• The person cannot have more than $2,000 in resources 
(except for an ABLE account or SNT).

Section 1634 Disabled Adult 
Child (DAC)



Dept. of Human Services DAC Flyer

https://www.nj.gov/humanservices/ddd/assets/documents/individuals/dac-flyer.pdf
https://www.nj.gov/humanservices/ddd/assets/documents/individuals/dac-flyer.pdf


• “your Medicaid benefits 
will stop if you do not 
respond to this letter.”

• Medicaid coverage is not 
terminated right away.

• Promptly complete and 
return the RFI. 

Letter from DDD When SSI and 
Medicaid Terminate



For individuals ENROLLED in the DDD Supports Program or 
Community Care Program:
• DDD sends the NJ FamilyCare Aged, Blind, and Disabled 

Programs Request for Information (RFI) Packet in a blue 
envelope, with instructions on where to send the completed form. 

• Or they send the RFI by email, from the DDD Waiver Unit
• Complete this RFI as soon as possible and return it as instructed. 

After the packet is reviewed (up to 90 days), you will receive a Final 
Determination letter.

• If a person does not receive the RFI, notify the DDD support 
coordinator, or email healthcareadvocacy@arcnj.org

• The RFI packet is the DAC Medicaid application.

Obtaining Medicaid as a DAC 
after SSI Benefits End - DDD

mailto:healthcareadvocacy@arcnj.org


For individuals NOT ENROLLED in the DDD Supports Program or 
Community Care Program:
• Your local County Social Services Agency should send you the NJ 

FamilyCare Aged, Blind, and Disabled (ABD) Programs Request for 
Information (RFI) Packet in a blue envelope. 

• Complete this RFI as soon as possible and return it as instructed. 
After the packet is reviewed (allow up to 90 days), you will receive a 
Final Determination letter.

• If you do not receive the RFI Packet from the county, contact your 
local office to request it: nj.gov/humanservices/dfd/counties/

Obtaining Medicaid as a DAC 
after SSI Benefits End 

https://www.nj.gov/humanservices/dfd/counties/


Medicaid RFI Packet



• You must appeal within 60 days.
• Easy to submit an appeal online:

• socialsecurity.gov/disability/appeal

• Possible reasons for a denial of SSI:
• Assets above $2,000
• Special Needs Trust not done correctly
• Medical documentation not sufficient to justify a severe 

disability, per SSA requirements.

• Usually recommended to contact an attorney to represent your 
adult child in the event of a hearing before an administrative law 
judge (ALJ).

If SSI is Denied …

http://www.socialsecurity.gov/disability/appeal


SSI Appeals Fact Sheet

https://acrobat.adobe.com/id/urn:aaid:sc:VA6C2:cec3a6cc-da75-4f91-ab23-12762b1f1f29
https://acrobat.adobe.com/id/urn:aaid:sc:VA6C2:cec3a6cc-da75-4f91-ab23-12762b1f1f29


• In some instances, a person with IDD cannot qualify for 
SSI:
• The applicant receives a Social Security Disability (SSDI) 

benefit because their parent passed away, is retired, or 
they have their own work record.

• High unearned income (ex: child support)
• The applicant is employed and earns wages.

• But there are other ways to access Medicaid!
• SSI is not the only way to get Medicaid, and SSI is not 

required in order to be eligible for DDD services.

When SSI is Not Possible?



• If SSI is denied because SSA determines the individual to not 
be severely disabled (and you do not appeal) …

• Must wait 1 year to apply for Aged, Blind, Disabled (ABD) 
Medicaid.
• The state then makes their own disability determination.

• Some individuals may qualify for regular (non-ABD) Medicaid.
• Individual with IDD cannot be listed as a dependent on the 

parents’ taxes and cannot have Medicare.
• SSI appeals are often a lengthy process, so it can be better to 

apply for Medicaid separately.

SSI Denial & Medicaid



• NJ FamilyCare is the NJ Medicaid program.

Main Types of Medicaid:

1. NJ FamilyCare, covering children under 19 (including CHIP), 
lower income adults, and pregnant women.
• Also known as Affordable Care Act (ACA) expansion or MAGI 

(Modified Adjusted Gross Income) Medicaid.

2. NJ FamilyCare Aged, Blind, Disabled (ABD) Programs, 
covering people 65 and older, adults 19-64 who have Medicare, 
and people determined blind or disabled by Social Security or the 
state.
• Many individuals with IDD have an ABD type of Medicaid.

Medicaid in New Jersey



• Eligibility is only based on income
• No resource/asset limit
• Maximum gross income of $1,800/month (2025) for a single 

adult (ages 19-64)
• Cannot qualify if the person with IDD has Medicare or is 

claimed as a dependent on parents’ taxes
• ABD Medicaid usually a better option if an individual has a 

disability and is financially eligible.
• Apply online: njfamilycare.dhs.state.nj.us/apply.aspx

ACA/MAGI Medicaid

https://njfamilycare.dhs.state.nj.us/apply.aspx


• ABD Medicaid Programs:
• Supplemental Security Income (SSI) Medicaid
• “DAC” Medicaid
• New Jersey Care Special Medicaid
• NJ WorkAbility
• Managed Long Term Services and Supports (MLTSS)
• “Non-DAC” Medicaid via the DDD Waiver Unit

• Apply online or submit a paper application
• nj.gov/humanservices/dmahs/clients/medicaid/abd/

If someone is unsure of their Medicaid, review the eligibility 
outcome letter or call your local County Board of Social Services.

ABD Medicaid 

https://www.nj.gov/humanservices/dmahs/clients/medicaid/abd/ABD_Overview.pdf
https://www.nj.gov/humanservices/dmahs/clients/medicaid/abd/


• Depending on their income, an adult with IDD (age 18+) can 
apply for ABD Medicaid.

• Individuals with gross monthly income equal to or below 100% 
of the federal poverty level may qualify for NJ Care Special 
Medicaid.
• Income limit: $1,305/month for a single individual 
• Resource maximum: $4,000

• Apply online or submit an ABD application to the county. 
• If applying online, ensure the application says “NJ 

FamilyCare Aged, Blind, Disabled (ABD) Programs”

NJ Care Special Medicaid



• Full Medicaid coverage to working individuals with 
disabilities whose income/assets would otherwise make 
them ineligible.

• Open to people ages 16+ with a disability determination
• Does not limit eligibility based on resources
• Does not limit eligibility based on income

• People with countable income over 250% of the FPL 
must pay a monthly premium. 

• Information available on the DDS website:
• nj.gov/humanservices/dds/programs/njworkability/

NJ WorkAbility Medicaid

https://www.nj.gov/humanservices/dds/programs/njworkability/


nj.gov/humanservices/dds/programs/njworkability/

2025 Premium Chart

https://www.nj.gov/humanservices/dds/programs/njworkability/


NJ WorkAbility & SSDI

• NJ WorkAbility provides Medicaid coverage - as long as the 
individual remains employed. 

• While WorkAbility does not have an income or asset limit, 
the person with IDD may be receiving SSDI.

• If they want to keep their SSDI benefit - keep employment 
income under $1,620/month (SGA limit).

• NJ WorkAbility does not protect against loss of SSDI, if a 
person exceeds SGA.



• MLTSS is the delivery of 
long-term services and 
supports through the NJ 
FamilyCare managed care 
program.

• For medically complex 
individuals that require nursing 
care.  

• People age 21+ must contact 
local County Area Agency on 
Aging (AAA) - Aging and 
Disability Resource 
Connection (ADRC) to find out 
more information and to be 
clinically screened for MLTSS.

MLTSS
● Care Management;
● Home and Vehicle 

Modifications;
● Home Delivered Meals;
● Respite;
● Personal Emergency 

Response Systems;
● Mental Health and Addiction 

Services;
● Assisted Living;
● Community Residential 

Services;
● Nursing Home Care.



• If a person with IDD never received SSI and is instead receiving 
SSDI from a parent’s record (or a survivor’s benefit) - usually too 
much income to qualify for Medicaid.

• Previously referred to as a “Non-DAC” - can get special Medicaid 
eligibility through the DDD Waiver Unit
• Income limit of $2,901/month (2025)
• Resources must be under $2,000

• Following DDD intake and, upon approval for services, the person is 
provided a Medicaid application. 

• Use The Arc of NJ Medicaid Eligibility Problem Form
• arcnj.org/file_download/inline/e37ab496-b506-4db5-960c-14dee

e8619c7

“Non-DAC” & the DDD Waiver Unit

https://www.arcnj.org/file_download/inline/e37ab496-b506-4db5-960c-14deee8619c7
https://www.arcnj.org/file_download/inline/e37ab496-b506-4db5-960c-14deee8619c7


Medicaid Eligibility Problem Form

https://www.arcnj.org/file_download/inline/e37ab496-b506-4db5-960c-14deee8619c7


• Most notices say that Medicaid is required to receive DDD 
services. 

• But a person with too much income for SSI and Medicaid 
can qualify through the DDD Waiver Unit. 

• The Arc of New Jersey “Non-DAC” fact sheet
• Note: Approval under the “Medicaid Only” program through 

the DDD Waiver Unit does not immediately provide 
Medicaid coverage. 
• The person is provided a Medicaid application later, 

upon approval for DDD services.

DDD & Medicaid 

http://arcnj.org/file_download/inline/ccc26b06-7aec-4f90-adf1-36cbe3ca1019


https://www.thearcfamilyinstitute.org/file_download/inline/110941fd-9dad-4e27-9fc7-44ac6fe7c954


https://www.thearcfamilyinstitute.org/file_download/inline/110941fd-9dad-4e27-9fc7-44ac6fe7c954


• A person enrolled in 
Medicaid must be enrolled in 
Medicaid managed care.  

• Select a managed care 
organization (MCO), and 
switch at any time for “good 
cause.”

• Health Benefits Coordinator 
for Medicaid questions: 
1-800-701-0710

• Care management available, 
upon request, from the MCO.

Medicaid Managed Care

Medicaid MCOs: 
1. Horizon NJ Health
2. United Health 
Care Community 
Plan
3. Wellpoint 
4. Fidelis Care
5. Aetna Better 
Health

nj.gov/humanservices/dmahs/info/resources/care/

https://www.nj.gov/humanservices/dmahs/info/resources/care/


• Personal Care Assistance (PCA) and the Personal Preference 
Program (PPP) available for eligible Medicaid enrollees.

• Require assistance with activities of daily living (ADLs) such as 
bathing, feeding, dressing, grooming, toileting, etc.

• PPP program allows someone to direct their own PCA services, 
such as through friends and family, without needing a home 
health care agency.

• PCA and PPP are free, but require a doctor’s prescription and 
MCO nurse assessment to approve eligibility and determine 
Medicaid approved number of hours/week.

• Contact your Medicaid MCO to begin the process.

PCA and PPP



• Online via the NJ FamilyCare website
• Apply here

• In person at the local County Board of Social Services 
office
• Find your local office

• Complete the application and mail or drop off in person to 
your local County Board of Social Services office
• ABD application

• Call NJ FamilyCare at 1-800-701-0710 (TTY: 711) for 
assistance, if needed.

Apply for NJ FamilyCare/Medicaid

https://dmahs-nj.my.site.com/familycare/quickstart
https://www.nj.gov/humanservices/dfd/counties/
https://www.nj.gov/humanservices/dmahs/clients/medicaid/abd/ABD_Application.pdf


Online ABD Application

https://dmahs-nj.my.site.com/familycare/ABD_NJFC_GettingStartedPage?lng=


ABD Medicaid Application

https://www.nj.gov/humanservices/dmahs/clients/medicaid/abd/ABD_Application.pdf


• All young adults can remain on a parent’s health insurance 
until age 26.

• Adult children with IDD may remain on the parent’s plan 
beyond age 26, if not capable of self-sustaining 
employment.

• At least a few months before the child’s 26th birthday - 
contact your employer’s Human Resources.

• Possible for a young adult with IDD to have private 
health insurance, Medicare, and Medicaid. 
• Medicaid is always the payer of last resort.

• The Arc of New Jersey fact sheet:
• arcnj.org/file_download/inline/de40b9a5-4b63-46b4-a67f-3d

33c7e6e439

Parent’s Insurance Beyond 26

http://arcnj.org/file_download/inline/de40b9a5-4b63-46b4-a67f-3d33c7e6e439
http://arcnj.org/file_download/inline/de40b9a5-4b63-46b4-a67f-3d33c7e6e439


More information can be found at
www.arcnj.org, under the Health Care Advocacy Program.

Connor Griffin, MPH
Director, Health Care Advocacy
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healthcareadvocacy@arcnj.org
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