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Topics to be covered include:

• What is Medicaid “Unwinding”? 

• What happens to SSI/Medicaid when parent 

starts to collect Social Security?

• How to obtain Medicaid thru DDD Waiver Unit

• NJ WorkAbility Medicaid

• ABLE Accounts

• Medicaid Managed Care

• Different Medicaid Categories



WHAT IS

MEDICAID 

UNWINDING?



Medicaid “Unwinding”

• Public Health Emergency (PHE) started in March 2020, due to 

COVID pandemic.

• While the PHE is in effect, no one should lose Medicaid.

• “Medicaid Unwinding:” When PHE ends, Medicaid will mail 

redetermination paperwork to everyone who has NJ Medicaid. 

• Medicaid Unwinding should not apply to people with SSI & Medicaid.

• If receiving NJ Medicaid, must respond promptly to Medicaid 

redetermination paperwork.  Failure to respond can result in 

Medicaid termination!!

• When PHE is scheduled to end, I will announce to my listserv.  

To sign up: www.mainstreamingmedicalcare.org

http://www.mainstreamingmedicalcare.org/


Medicaid “Unwinding” (cont.)
What you can do prior to the end of PHE:

• Don’t exceed Medicaid’s maximum allowable resources 

(usually $2,000).  This maximum also applies if receiving SSI.

• Exception: If received a back-payment from Social 

Security – 9 months to spend-down.

• Consider ABLE account, if appropriate.

• Be sure Medicaid has current mailing address.  Call 1-800-

701-0710, if need to confirm.

• If notified by Social Security that loved one’s current SSI and 

Medicaid will end, don’t delay in submitting necessary 

paperwork to Medicaid!



Current Status of the

Public Health Emergency (PHE)
• On October 13, 2022, the PHE was renewed by the US 

Department of Health & Human Services.

• Medicaid members will continue to remain enrolled as 

they have since March 2020.

• The next possible date for the PHE to end would be 

January 11, 2023. The federal government has 

promised at least 60 days’ advance notice, so we should 

know in mid-November whether or not the PHE will 

actually end on January 11th.

• It is possible the PHE will be renewed again.



WHAT HAPPENS TO SSI AND 

MEDICAID FOR 

SON/DAUGHTER WITH IDD 

WHEN A PARENT STARTS TO 

COLLECT SOCIAL SECURITY 

RETIREMENT BENEFIT (OR 

IF PARENT IS DISABLED OR 

PASSES AWAY)?



SSI and Medicaid in NJ

• Majority of adults (18 and older) with IDD have SSI 

and Medicaid.

• When individuals have SSI, they have Medicaid 

automatically, without a separate Medicaid application.

• There will be changes to the son/daughter’s SSI & 

Medicaid when a parent collects Social Security 

retirement, or if parent becomes disabled or passes 

away.



Eligibility for Medicaid as a 

Section 1634 DAC

• Social Security Admin. (SSA) definition of a Section 1634 DAC:

− A person who was receiving Supplemental Security Income (SSI) 

benefits (and Medicaid) and who meets the following:

− Is at least 18 years of age;

− Has blindness or a disability which began before the age of 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.

• Also, the person cannot have more than $2,000 in resources in 

his/her name (not including a Special Needs Trust or ABLE account.



The DAC Flyer



The DAC Flyer



Transition from SSI to SSDI

If son/daughter has SSI, this is what parents should know 

regarding a parent’s retirement, disability or passing away: 

• Son/daughter is eligible for SSDI instead of SSI. But parent 

needs to complete a new application prior to 

son/daughter getting SSDI. Transition from SSI to SSDI 

is not automatic!

• When SSDI starts: Medicaid that started when SSI 

started will be ending -- usually in 4 months – but won’t 

end during PHE.

• Must apply for Medicaid from the County!



When applying for Medicaid…

When SSI/Medicaid is ending due to parent’s 

retirement (or due to parent’s disability or passing 

away):

• Son/daughter with IDD cannot have more than $2,000 

in assets with these exceptions:

• Funds in ABLE account (up to $16,000 can be 

deposited per year).

• Funds in a Special Needs Trust.



RFI = Request for Information 

(New Medicaid application)

• If individual with IDD has DDD services:  Parent should 

receive a Request for Information (RFI Medicaid 

application from DDD. The RFI may be emailed, or 

mailed.

• The RFI (which is the ABD Medicaid application), should be 

completed and returned promptly to the address provided.

• Check with Support Coordinator if you don’t receive it after 

son/daughter has switched to SSDI.

• NOTE:  Be sure to submit the RFI to Medicaid, not a 
regular ABD Medicaid application.



Special Needs Trusts (SNT)

• If setting up SNT, be sure the attorney is very 

experienced with this type of trust for Medicaid 

beneficiary.

• If the SNT has been funded, Medicaid will want to 

review the document.

• Whenever there are expenditures from SNT, save all 

receipts.  Follow Medicaid regulations, e.g., cannot pay 

for apt. rent or food with SNT funds.



Save all documentation of 

disability from SSI application!

• Important to save all medical & IEP 

documents from when SSI is approved, to 

re-submit during a Social Security re-

application process when a parent collects 

Social Security retirement benefit, or is 

disabled, or passes away.



MEDICAID 

ELIGIBILITY FROM 

THE DDD WAIVER 

UNIT

(ALSO KNOWN AS

“NON-DAC”)



Medicaid eligibility from DDD 

Waiver Unit
DDD allows Medicaid eligibility for people with IDD who don’t 

qualify for Medicaid from the County:

• Example: Never had SSI due to high income from parent’s 

retirement, disability or death;  or income from child support.

• Income must be above $1,133/month in 2022.

• The maximum total income for approval from DDD Waiver 

Unit is $2,523/month in 2022.

• Parents will need to complete a Medicaid application.

• Cannot have more than $2,000 in resources.

• You can request our Medicaid Eligibility Problem Form. 



SOME PEOPLE WITH IDD 

WHO ARE EMPLOYED HAVE 

NJ WORKABILITY 

MEDICAID.



NJ Legislation was enacted in 

January 2022 to fix some NJ 

WorkAbility problems, but it has 

not been implemented yet.



NJ WorkAbility

Current regulations
• Eligibility: Persons with permanent disabilities, who are 

working PT or FT, between ages 16 and 64.

• Individual’s gross earned income can be much as 

$64,596/yr, or $5,383/mo.  Can have $20,000 in 

personal assets and still qualify.

• IRA & 401K personal retirement accts are okay; not 

counted for eligibility.



NJ WorkAbility: Difference between 

“earned” & “unearned” income

Current regulations on unearned income. WE HOPE 

THIS PROBLEM WILL BE FIXED SOON.

• SSDI income from individual’s own work record is 

earned income.

• But SSDI from a parent’s work record is 

“unearned” income; unemployment income; 

investments are also unearned income.

• In 2022: Unearned income threshold cannot exceed 

$1,133/mo. If unearned income exceeds 

$1,133/month not eligible for NJ WorkAbility.



NJ WorkAbility (Cont.)

These 3 problems will be corrected when NJ WorkAbility

legislation is implemented.

1. Receiving “unearned” income from parent’s SSDI above 

$1,133/month will be okay.

2. Eligibility for NJ WorkAbility at age 65+ if still employed.

3. Eligibility for NJ WorkAbility continues if unemployed for 

less than 12 months

• No one should be terminated from any type of Medicaid 

during the coronavirus pandemic.



ABLE ACCOUNTS



Achieving a Better Life Experience

(ABLE) Act of 2014

• Helpful if “spend down” is needed for Medicaid eligibility.

• Persons with disabilities can deposit up to $16,000/year in an 

ABLE tax-exempt savings account (in 2022).

• Eligibility: Must be receiving SSI or SSDI; Age of onset of 

disability must be before age 26,  OR

• With medical documentation, can deposit money into ABLE 

account (up to max. of $16,000/yr) as spend-down before

applying for SSI. 

• ABLE accounts won't affect continuing financial eligibility 

for Medicaid, SSI and other public benefits.



ABLE Accounts (cont.)

• ABLE accounts are available in NJ.  Can open ABLE 

account in this state or another state. 

https://savewithable.com/nj/home.html

• Visit the ABLE National Resource Center website

www.ablenrc.org, for state-specific information. Great website; 

webinars; state-by-state comparisons.

• Important: Upon the death of the beneficiary, the state in 

which he/she lived may file a claim for all or a portion of 

the funds in the ABLE account to recoup costs paid by the 

state while the beneficiary was receiving services through 

the state Medicaid program.

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


MEDICAID 

MANAGED CARE



Medicaid Managed Care

• Everyone enrolled in Medicaid must be enrolled in Medicaid managed care.  

Can select the managed care org. (MCO).

• Health Benefits Coord. for Medicaid questions or to switch to another MCO 

“for good cause”:  1-800-701-0710.

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

• If son/daughter has private insurance, it is primary payer. Medicaid should 

cover prescription co-pays.

Five Medicaid MCOs in NJ:

1. Horizon NJ Health

2. United Health Care Community Plan

3. Amerigroup

4. WellCare

5. Aetna Better Health



Personal Care Assistance (PCA) 

and Personal Preference Program 

(PPP)

• To be eligible, Medicaid enrollees must need assistance with 

activities of daily living (ADLs) e.g., dressing, bathing, feeding, 

grooming, toileting, etc.

• This assistance is covered by NJ Medicaid, but requires doctor’s 

prescription and MCO nurse assessment to approve the eligibility 

and the number of hours per week.

• Contact MCO care manager to get started.

• Difference between PCA and PPP:  PCA provided by home health 

agency; with PPP, the family chooses the provider, which is often a 

parent.



DIFFERENT 

MEDICAID 

CATEGORIES



Two Major Medicaid Categories

1. Aged Blind and Disabled (ABD): Most 

people with IDD are enrolled in ABD 

Medicaid/NJ FamilyCare

2. NJ FamilyCare – Medicaid Expansion:

eligibility based on income not on disability.



New Jersey Care Special Medicaid 

Program (Community Medicaid)

• This ABD Medicaid program is for people with 

a disability;  income under $1,133/month in 

2022.

• Complete the Aged, Blind and Disabled (ABD) 

Medicaid application and submit to County 

Board of Social Services (BOSS).

• Can have up to $4,000 in resources.



Medicaid and Private Duty 

Nursing (PDN)

How to start the process for Medicaid coverage of Private 

Duty Nursing (PDN), for individuals who are medically 

fragile:

• If family is not low income:  Medicaid covers private 

duty nursing (PDN) through Managed Long-Term 

Services and Supports (MLTSS).

• Can initiate application for PDN through Division of 

Disability Services (DDS).  Call 1-888-285-3036. 



NJ MEDICAID THAT 

DOES NOT

PERTAIN TO 

HAVING A 

DISABILITY



Medicaid/NJ FamilyCare – not

connected to having a disability

• Income maximum for an individual:  $1,482/month; 

($17,784/year).

• Eligibility based on low income of the indivdiual, not on 

disability.  

• Cannot be a dependent on parent’s tax return!

• Cannot receive Medicare and have this type of Medicaid!

• Example: Receiving SSDI and then Medicare starts after 24 

months – not eligible for this type of Medicaid.





IMPORTANT: Continuation of Parent’s

Private Health Insurance AFTER age 26

• All young adults can stay on parent’s health insurance until 

age 26.

• BEFORE child’s 26th birthday – parent requests a form 

from employer’s Human Resources Dept.

• Special process for young adults with disabilities who are 

not capable of self-sustaining employment to stay on 

parent’s employer’s health insurance – for as long as parent 

has the health insurance.

• Can have private health insurance and Medicaid. Medicaid is 

always payer of last resort.

• The Arc of NJ’s fact sheet on private insurance.
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Questions?


