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Ellen: Hello, my name is Ellen Nalven. I'm the Executive Director of Planned
Lifetime Assistance Network of New Jersey, otherwise known as PLAN|NJ. I'm
here with my co-host Jason Miller, Senior Director of Social Services at PLAN
New Jersey. We're here today to speak about ways of receiving lifetime
assistance for people with significant disabilities who will require direct support
and assistance to sustain healthy, quality lives.

For this episode, we plan to focus on public benefits that many people with
disabilities and their families find essential to ensure safety and well being.
We'll begin our conversation with a discussion on Supplemental Security
Income, or SSI, and Medicaid, and then move into some tips with regard to
accessing services from the New Jersey Division of Developmental Disabilities.

I'm so pleased to welcome our guests, Crystal West Edwards, an elder law
attorney from the firm of Porzio, Bromberg, and Newman. Our other guest is
Carla Ponn, a member of the PLAN New Jersey Board of Directors and a parent
of a young man with significant developmental disabilities. So, let's get started.
Welcome Crystal. Thank you so much for joining us.

Crystal: Thank you for having me.
Ellen: And welcome Carla. Thank you so much for being here with us.
Carla: Oh, it's a pleasure.

Ellen: So Carla, let's start with you. Would you tell us something about your
son — what is he like and what kind of supports does he need?
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Carla: Sure. My son David is now 31. He has a couple of diagnoses. He has
quite a significant level of retardation. He's also got autism and he has some
medical challenges, including reflux and osteoporosis and some other things. So
he needs quite a significant amount of care. He does not speak. He doesn't
understand speech. He still wears diapers, so he needs help with toileting,
bathing, dressing, you name it. He can't eat independently, but things have to be
prepared appropriately. We have to have food cut up in bite-sized pieces in a
deep dish bowl, and he uses a special spoon with a wide handle and kind of
drags it up the side. He needs a lot of help, and he needs to have someone
holding his hand if he's outside in the community.

Ellen: Thank you. That really helps us get a picture of the support needs that he
has. I would imagine that at an early age you realized that you needed to have
certain public benefits to help him for his lifetime. Can you tell us what benefits
you learned that you needed and how you applied for those?

Carla: Sure. He started at a special ed school program and preschool program,
actually. So he was started in that, in the educational side, early on. But one of
the first things we also did was have Guardianship for him, which is a process
where you actually go to court and have him declared incompetent, which
sounds mean, but he had a diagnosis that was going to be a lifelong diagnosis.
We did that to have ourselves, his father and I, established as co-guardians. And
that's something that you need to have for many things down the line.

Ellen: So you used that guardianship as a way to give you authority to make
sure he received the benefits that he needed. And what were some of the things
that you learned you needed to care for him?

Carla: Well, the special education system was critical. And of course that's
fairly extensive, but then it just vanishes when you reach adulthood. So we
knew that he was going to need a group home environment eventually. When he
was young, I was working, and ultimately I was divorced. And so I was a single
mom and I needed to keep my job. So, I had in-house au pairs and nannies to
help take care of him, but you know, as he got older and became a teenager and
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had soiled diapers, having in home care became more and more difficult to do.
And I knew that as behaviors go, he's very compulsive.

I think he's got a diagnosis of autism, but he really presents more like anxiety
and OCD. So he's got an awful lot of compulsions to have things turned
backwards, upside down, and opened. So all the cupboards would have to get

emptied, you know, with things onto the floor. So all the cupboards would have
to be locked.

He would try to turn rugs upside down, and he'd turn up the corners of them and
people would trip on them. He would try to turn furniture around or turn
furniture upside down. There were a lot of compulsions, so he really had to be
watched carefully all the time. As he got older, that became a little bit more
challenging to find someone to come into the home and help out with that.

And I knew he was going to have to be moved to a group home where they
would have round-the-clock care. He was also up at night a lot, which was hard.
It was hard to go to work on four hours of sleep day in, day out. So I knew we
were going to have to do that. And there is a waiting list in New Jersey for
people to get into group homes.

I knew he would qualify based on the level of his disabilities to be on the list.
But I also knew that the waiting list was thousands of people long, and
realistically, the way to get in was either all family members are dead, which is
a little extreme, or if the client is in an out-of-state residential school.

At the time, those were the only two ways to get into a group home
environment. Otherwise, people were staying with their parents until the parents
died. And so I made the decision to do an out-of-state residential school, which
he started when he was 18, because between that and not being able to find
caregivers I was kind of desperate.

That's not a decision for the faint of heart. It was a pretty miserable decision. I
mean, it was a pretty miserable experience, to be honest. But that was needed to
get into the system and that was a matter of survival for us.
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Jason: So, Carla, can you tell us a little bit about what it was like as David
transitioned from the child system of care to the adult system of care? What was
that experience like? Was it easy? What were the things that you had to do to
change from services being funded by the school district to what happens after
in adulthood? You mentioned that the service is pretty much vanished. So can
you explain a little bit about what that process was?

Carla: Sure. David moved into a group home and began collecting SSI. The
group home will have you contribute maybe 75% or so of SSI towards his care,
and usually another nominal amount to cover toiletries. And then I am the
Representative Payee, so I keep track of his bank account and his expenditures
and the record keeping for all of that. Occasionally you get audited by social
security or somebody on that. So you do have to keep records. There are rules
about how you can manage, what you can spend that money on, and you have to
adhere to those. There are also rules about how much money you can have. I
think it's a $2,000 limit, so you can't let money accumulate.

You can spend money on things like medical and health expenses that aren't
covered by insurance. Clothing. You cannot spend it on food and shelter
because the group home is providing food and shelter. A restaurant out, I think,
would be deemed entertainment, and that's okay. But you can't go to the grocery
store and buy the favorite food and drop it off at the group home. That's a no.

There's a lot of communication with the group home manager and staff,
especially at the beginning, to handle transition. That's a big deal. They put
together a service plan for each member of a group home, and New Jersey also
provides a classification that determines the budget that they get for services.

And so David started a day program. That was about a six-hour day and then he
had transportation to and from the day program; most group home residents will
do a day program, typically. And there were also behavioral supports from the
group home agency staff.

Ellen: Great.
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Jason: Crystal, can you explain a little bit about that benefits process from
beginning to end as your child comes out of that children's system of care and
into working with the division of developmental disabilities? Can you explain in
more detail about what that application process looks like and the order in
which that has to happen?

Crystal: First I'll say, parents are always used to making decisions and
providing for their kids, right? It's something that you do naturally. You don't
even think about it. But when our kids turn 18, they become adults in the eyes
of the law. And at that point, we no longer have authority to act on their behalf.
And we need that authority either from them or from the court. And so in the
first instance, we think about powers of attorney. We hear about that all the
time.

A power of attorney is a document where you're appointing someone to act on
your behalf, to stand in your shoes, to make legal and financial decisions for
you. But to appoint someone as your agent under your power of attorney, you
have to understand the complexities of a contract. It's a process to establish what
we call capacity. And so for newly minted adults (as I like to call them) that
may not have the legal capacity or the mental capacity to understand a contract,
they are giving another person the ability to do any and everything for them that
they would not be able to do for themselves.

We then have to seek court intervention to have a judge deem them unable to
manage their own legal, medical and financial affairs in the first instance, and
then second to appoint someone to act on their behalf. So the guardianship
process, as Carla mentioned earlier, is typically the first step that we'll see when
someone is transitioning from childhood to adulthood.

With that piece of paper, I can act on Jason's behalf and I can stand in his shoes.
I'm then able to start tapping into some of the government benefits he may need
to be able to put a care plan together. So we hear about four benefits programs
and then an honorable mention number five, but that one's going to end up
being like the showstopper, right?
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Carla mentioned Supplemental Security Income (SSI). There's SSI, there's
SSDI, or Social Security Disability Insurance. There's Medicaid benefits and
also Medicare. So those are like the buzzword benefits that we're going to really
hear about throughout the rest of today. SSI is what we call a federal welfare
program. It is a program for adults with disabilities who are unable, essentially
unable to work because they have a disability that renders them, as the social
security administration says, “unable to engage in substantial gainful activity.”
It just means that they're not able to earn a certain dollar amount. Each year, that
dollar amount increases and is set by the Social Security Administration. For
someone to qualify for SSI benefits, their assets, things that can be converted to
cash, have to be less than $2,000. So it's a pretty low standard to qualify for SSI.
But anyone in the state of New Jersey — and I probably should have highlighted
in the beginning that this is about New Jersey, so if you are out of state and
you're hearing this there are some federal concepts here, but a lot of this is going
to be specific to New Jersey. In New Jersey, anyone who's receiving SSI will
automatically get Medicaid benefits. And that automatic eligibility is valuable
and is the reason why a lot of families, even if they don't need $900 a month of
income for their loved one with special needs, that Medicaid eligibility is almost
like a golden ticket.

So that is typically why folks will start to look towards the SSI program in the
beginning of starting their advocacy journey for adulthood. Social Security
Disability Insurance, on the other hand, is an insurance benefit. So I've worked
40 quarters. I work, I pay into the social security system. I reach insured status.
If I today become disabled, I will be able to then use my insurance benefit to
receive Social Security benefits, income on a monthly basis based on my work
record and my now inability to work further. And for people who receive SSDI
after two years, they accept, they receive Medicare. Now, the special thing
about that program is people can tap into the SSDI system, the Social Security
Disability Insurance System, not just for yourself, but also for an adult child
with disabilities.

The Social Security Administration will call someone a disabled adult child
(DAC). So for DACs, you would have to show that you have a child who had a
disability that manifested prior to age 22. And because of that disability they,
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him or herself, are unable to engage in “substantial gainful activity,” or earn.
And if they reach that criteria, and also you have either died, retired, or become
disabled yourself, then that newly minted adult child could become what Social
Security calls a DAC and receive SSDI benefits. And again, two years after
receiving SSDI, you automatically get Medicare benefits.

A lot of people will ask, can I get Medicare and Medicaid at the same time?
Yes, you can. We call you a dual eligible. We like dual eligibles because we are
going to get all your health care paid, for the most part, if you have both
programs. Those are the main programs to think about.

It's challenging for me — as an aunt of a nephew with disabilities, as an
advocate, as a elder law lawyer, as a special needs lawyer — it is wonky to think
that our government system is so complicated that people will oftentimes give
up mid-process, we'll get super frustrated mid-process or we'll have to hire a
lawyer mid-process. It is actually crazy talk. That's a legal term, by the way. It is
crazy talk that you need a lawyer to help you tap into a government benefit that
you are paying into the system to collect.

Ellen: And that's why we're having this podcast, because you're 100% right. It
is so confusing and complicated. So just to go back to one of the two of the
programs that you raised, there's often really big confusion over Medicare
versus Medicaid. Can you talk about those distinctions?

Crystal: Sure. Medicare is a program for adults that are over the age of 65, or
individuals with disabilities. And so the individuals with disabilities part is what
the average person doesn't think of. So they think Medicare, oh, that's for my
Grandma. That's going to be, you know, when I'm super old. No, you can be an
adult with disabilities and collect Medicare benefits. Medicare is an insurance
program that covers very generally about 80 percent of the population of your
health care costs and there's a co-insurance for Medicare. A lot of providers will
accept Medicare. Oftentimes when families receive Medicaid benefits, it is a
need-based benefit. So Medicare is an insurance benefit. You pay into the
system, you've paid your premiums, you get Medicaid. However, it is an
insurance program, but you have to show a financial need and a medical need
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for the program. And so the biggest difference I would say between the two is
that oftentimes families will share their frustration that their providers may not
necessarily participate with Medicaid.

For younger families, not so much our adults with disabilities, in our child
system, the 18, 19 year olds still like their pediatrician. And the pediatrician
hasn't kicked them out yet, but they're grown now, so to speak. Sometimes it's
hard to find providers that will participate with Medicare because the
pediatricians of the world aren't used to dealing with an insurance program
where the average age of the person receiving the benefit is 75. Sometimes we
have to formulate a plan that is taking into consideration who their most
important caregivers are and care providers are, and then focusing on the
services from that. Medicaid is always the payer of last resort.

So at the end of the day, having other health insurance, whether it be Medicare
or private health insurance, is still preferred. Because at the end of the day,
Medicaid is going to cover whatever those other coverages don't provide. But
then later we'll see that there are other services that may be needed that
traditional health insurance is not going to cover where Medicaid is really the
primary payer source.

Jason: Actually, could you explain what those are? Because that's actually very
important to our topic today in terms of people concerned about the issue of
Medicaid, the primary providers not accepting Medicaid. Are there things that
Medicaid covers that those other insurances will not?

Crystal: Yes. It's a two-part question. One is, what type of services are we
talking about? I know that's what you asked me, but I throw it back for this
reason. Let’s say you see a doctor and there are coverages for the doctor, but
then there are other situations where what you really need is similar to what
Carla was describing, right? Which is someone in the home to assist you on a
day-to day-basis. So if you're thinking about going to see your primary care
physician, your primary health insurance is going to cover that. Medicaid is
going to cover that too, just after everybody else is paid. But when it comes to
being able to bring someone into the home, it is rare that you will have a
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traditional insurance program (to help). And I don't want to advertise any of the
insurance companies, but you know who they are, right? The big ones that have
multiple names that sometimes have blue in the name. That's Blue Cross Blue
Shield for those that are paying attention. But those types of insurance
coverages aren't going to pay for someone to help with eating, dressing, bathing,
toileting, the things that Carla talked about that she really needed assistance
with for David. However, the Medicaid program does have specific service
packages for people who need that level of care. And so while you may have,
I'm going to pick on our Blue Cross Blue Shield as your primary health
insurance, if it comes to needing a caregiver to come in to be able to assist you
with ensuring that your loved one is getting bathed on a regular basis so that you
can go to work and do the other things that you need to do, it's really going to be
the Medicaid program that's going to be our primary payer source for that.

Jason: And does that include residential care? Carla was talking about David
residing in a residential group home. Is that something that traditional insurance
covers or 1s that something that you would need Medicaid to have?

Crystal: Oftentimes people will say, [ don't need a welfare program. Why
should I apply for Medicaid for my daughter? We have great health insurance.
Why should I apply for SSI to get roughly $900 a month of income? We have
income, we work, we can take care of our son. And the reason why to apply is
because, at least in the state of New Jersey, there are many programs,
particularly once we start looking at residential placements and other day
programs, that do not accept private pay money. It does not matter that you have
an ability to pay. It will be very difficult to find an actual open slot because a lot
of the providers rely on the budgets that one may receive through qualification
for another program through the New Jersey Division of Developmental
Disabilities.

So the “why apply?” is always twofold for me. One, we want to make sure that
whatever services you need, you can tap into. But the biggest reason is
succession planning. If mom and dad aren't here tomorrow, I want to make sure
that we have all the services in place so that someone else can step in and can
kind of be the puppet master of these programs that we can attend. These are the
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services that we can tap into so that we have the framework in place to ensure
that we can get the services delivered in a meaningful way.

Taking a step back, the child system... while for a lot of people it ends at age
18, in New Jersey it can end at age 21, right? So you can receive up to an
additional three years of services in the education system prior to transitioning
to the true — I hate to use that term, true — but to the true adult system for
purposes of people with disabilities.

Now, what do [ mean by that? If you're 18 years old, what can you apply for?
You can apply for SSI, you can apply for Medicaid. However, we have a
program in the New Jersey Division of Developmental Disabilities agency, they
have two primary programs, but the DDD provides support services for adults
with disabilities that are age 21 and up.

So what happens if you have a disability and you have graduated from high
school at 18? It means that we have three years to figure it out because there's
not really much in services I'll be able to get you until you reach age 21. The
DDD though allows people to apply for services as early as age 18. And one
should ask, “Why is that? Why is that, Crystal?”” I'm so glad that you asked. The
reason is because the DDD recognizes that the application processes to get on
Medicaid, to get your SSI benefits in place, to receive your guardianship
authority, take time. And so if you waited to apply until you were age 21, or
your loved one is age 21 and the agency says, Oh, this is great, I see, but you
know, you can't get this service without this benefit. Do you have that? Oh, and
then you go and you get that benefit. You could be another year, two years away
from what your eligibility start date really could have been. So the DDD gives
you this three-year window where you can apply as early as 18 with the thought
that by 21 you have all your ducks in a row so that you can tap into those DDD
benefits.

Jason: So for parents to take the best take advantage of that waiting period,
would be to start that application at the age of 18, certainly to get SSI and
Medicaid, and then potentially apply for DDD and then be in a holding pattern,

10
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all the while they're receiving services through the school system. Would that be
the recommendation?

Crystal: That's right. And you know, again, we love our acronyms. So DDD, so
what does DDD do? Carla mentioned earlier about group home placements,
residential placements. So the DDD has two primary programs, the supports
program and the community care program. The supports program is the
program that everyone receives DDD services for when they apply. So as soon
as you apply for DDD benefits and you are found eligible, you are then enrolled
in the supports program. And with the supports program, it is intended to,
spoiler alert, provide supports. They were not unique with these names, right?
But to provide supports at home. Now, those supports, the way that the DDD
system is set up, you can tailor what support you receive based on the person
and based on what they need.

So for example, I have a client who is super into photography. He loves all
things photography. So a large part of his supports budget is for photography
classes. And, you know, hands on, like computer manipulation of things, right? I
have one I young lady, she's not so young anymore. I guess these ages are
starting to get bigger. But she loves karate. So, a part of her supports budget is a
karate class that she attends three days a week. But then for others that may not
be able to participate in that level of community engagement, their budget could
be solely having individual supports assisting them in the home. So you tailor
your service package and your support package based on what your needs are.

The other program is the Community Care Program. That's the program that we
would think of typically for providing residential supports. It's also a program,
it's not just about providing residential supports, it's also for people who need
higher levels of support. People who need an institutional level of care such that
they need help, even in many ways that Carla described, of needing assistance
with bathing and showering and toileting and things of that nature. You could
have someone on the supports program that needs that level of services, too.

But one of the things that the DDD does is they look at how to distinguish a
pool of people from each other for purposes of how dollars are going to be

11
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allocated. I mean, it's just as plain as that. And so while you may have two
people who need assistance eating, they may be viewed very differently as far as
the supports that are needed. One is able to eat independently but needs cueing
for eating, and the other needs to be handfed. So even with some of the
questions that the DDD will ask when they're trying to assess how much care
you need, oftentimes I'll tell families to go below the surface and you don't just
want to answer the question, but you want to find out really what's at the heart
of the question.

Ellen: Carla, I think you had some thoughts about that?

Carla: Yes. So when you're speaking with DDD in order to ascertain what kind
of classification you fall into, and budget you would fall into, the tendency of
parents is to want to present the most positive picture of their child that they
can, but this is the place where you want to remember all the really challenging
aspects. You want to make sure that DDD understands the details of what they
need help with, and exactly what kind of behavioral challenges that you might
have to cope with. For example,with an autism diagnosis, there's a pretty wide
range of what that means. So that alone isn't going to convey what kind of
behavioral supports someone might need. Concrete examples are helpful, but
this is a place to, unfortunately, think about every problematic thing that's
happened and recollect it. The worst day, right? What does the worst day look
like?

Ellen: And that would apply to applying for Spplemental Security Income as
well as Division of Developmental Disabilities benefits, right? Because the
classification you referred to is called a tier level. And that tier level determines
the budget that a person is going to get, right?

Carla: That's correct.

Ellen: So it sounds like Carla's son, though, is not on the supports program, but
probably on the community care program. And your son entered before the
current fee for service structure. So things have changed quite a bit with the
Division of Developmental Disabilities. Carla, can you talk a little bit more

12
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about what David's day looks like? What are all the services that you get from
the Division of Developmental Disabilities?

Carla: So, (at) the group home, the agency is providing around-the-clock staff,
so they have three shifts a day, including overnight. They provide meals, so they
do all the cooking and serving of meals in the home. They dispense and manage
medications, and there is a pharmacy who does delivery straight to the home.
They have behaviorists who will come and monitor behavior and write up, if
necessary, a behavior plan. They have nurses on staff who will dispense some
medications and do some kinds of monitoring that are recommended.

David is also eligible for a day program, and he has attended day programs. He
doesn't have one currently, but he has. Those are programs that run about six
hours a day. Usually you either bring lunch, or lunch is served, and they engage
in activities and outings into the community as a group. There are also
something called individual supports, which can either augment a day program
or be in lieu of a day program, depending on what your budget is like.
Currently, my son is receiving some of those. He's actually doing music therapy
in lieu of a day program, although it's not every day. Also, he is eligible, if he's
doing a day program, for transportation to and from the day program.

Ellen: Crystal, would you just clarify, what's the difference between what the
Division of Developmental Disabilities offers and what one receives from, say,
a provider organization? What's the distinction between DDD and the agencies
themselves?

Crystal: Okay. Ellen, you had mentioned earlier that the program does change,
and the program has changed, and it has changed fairly significantly. And so
because of that, what you may hear from your friends or from colleagues you
are meeting in the community, 1s that it's not one size fits all. So it really is a
program that seeks to deliver services based on the person, right? So that said,
once you qualify for DDD benefits, one of the first things that the program does
now is it enrolls you with a support coordination agency. And that support
coordination agency - which, back in the day, and when I say back in the day,
SIX Or seven years ago - it was different, right? So back in the day, that support

13
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coordinator might be an employee of the DDD, but today it is a separate agency
that the state contracts with for purposes of managing what your budget looks
like. Or I shouldn't say your budget, that manages how your budget is going to
be spent and the actual services that are being selected. From there you may
decide - and picking up on Carla and David and their example - there are music
therapy programs that he attends. The support coordination agency is going to
actually put that in his budget with the respective dollar amount of what it will
cost from the budget to utilize that service.

But then she will additionally have the choice of either separately finding
services or partnering with an agency that has services already in place that she
would then utilize. So she's not so much managing the day-to-day selection of
activity services, but she may partner with the ARC. And then it's the ARC that
has a music therapy program that he's attending, as well as bowling and other
day program type of activities. But it's what you want, it's truly how you best
want to utilize your time, and how you best want to utilize your dollars.

Ellen: And that's really a good way to describe the intent of the changes: to
make it more individualized, more person-centered, while still providing the
supports and services that a person needs.

Carla: DDD does still fulfill the regulatory role. DDD is doing regular
inspections of the group home provider agencies and other provider agencies.

Ellen: That's an important point.

Crystal: You mentioned the tier earlier. You'll hear about the NJCAT, the New
Jersey Comprehensive Assessment Tool, and it has to be the most hated concept
among families and advocacy groups, right? Because as [ mentioned earlier, it is
a way for the agency to take a pool of dollars and divide them up among people,
and say you get more money than this one because you need more care than that
person. | mean, essentially it is what happens, but we hate it because it's like a
secret black box of a calculation where you don't really know how you're going
to get to what tier level. And so there are tiers A through E, and then there are
sub-tiers in there that are called tier groups with acuity. But each one of those
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tier groups coincides with a specific dollar amount that the agency says is your
budget for the year. And that budget amount changes each year. So once you
have your tier, that sets your budget and then it sets what services you're going
to be able to essentially buy.

One question that I'll get often is, am I stuck with this tier group? I did the
NJCAT. I thought about the worst day, but in hindsight, that actually wasn't the
worst day. I was actually thinking about a mid-level day. I don't really think that
I answered this the way that I should have, or I don't think I got to the spirit of
the question, or what have you. There are reassessments, you can ask to be
reassessed; there is a recertification process that happens every five years. So
you can increase your tier, but you can also decrease.

And there's no real magic science to be able to say to someone in advance, if
you say X, Y, and Z, you're going to get a tier. No, it doesn't quite work like
that. But it is something that can be reassessed and re-evaluated, but the worst
day is the key.

Carla: Yes. That's the one to really make sure that you're describing — the worst
day.

Crystal: Yes. And it's hard.

Ellen: Because that's not what we highlight. It's easy to think, oh yes, he can
shower by himself, but we don't realize that we're adjusting the water
temperature and handing him soap and making sure the shampoo is out of his
hair. And we have to really think about the nitty gritty of everything that it takes
to perform a task. And all the potential dangers that might be associated with
any particular task like cooking or anything like that. So that's a really good
point. I'm glad you bring that up.

Jason: Can we go a little bit back to the process in terms of getting a person
eligible to receive services as an adult? We have that Social Security application
which could yield Medicaid. Then you have an application to the Division of
Developmental Disabilities to receive day programming services or residential
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care services. In talking about applying for Medicaid, what does that process
look like? Is it a one and done? When is it? Is it something you have to do
ongoing or regularly, or -?

Crystal: It's an excellent question, Jason, because again, Medicaid is just a
complicated system. So the shock is there are probably a dozen different
Medicaid programs and each program has its own eligibility rules. So if you're
someone who has applied for SSI and qualified for SSI and you are now
receiving Medicaid, that is sufficient for applying for DDD benefits. So I should
have said that, for the past almost 10 years, in order to receive benefits from the
New Jersey Division of Developmental Disabilities, you must be on Medicaid.
That was not a thing 10 years ago, but that is a thing today. And so that's another
reason why I called Medicaid that golden ticket. But the SSI program has the
lowest asset limit. It has the strictest eligibility rules as far as how much money
or income someone can have to qualify for the program. And so because of that,
there are other programs that are more generous in their eligibility that still
count as Medicaid coverage for purposes of qualifying for DDD benefits.

Is the process hard? It's death by a thousand paper cuts, but it's not necessarily
hard. It's annoying. It's tedious. The agency doesn't keep good records. You
might get someone that's helping you process your application that isn't the
nicest, or is super nice but is so overwhelmed they didn't get the documents you
sent them two weeks ago. So it is important to be very careful, organized and
very detailed in that application process.

But for someone who can't apply for SSI and they are applying for Medicaid
services directly, there are programs that look just at someone's income. There
are other programs that look at both income and assets. And then there are
programs that are specific for people that are either aged, blind, or disabled. So
we have a number of programs, but once you identify which program - well, I
should say that, its actually wrong. I was going to say, once you identify which
program is best for you — but the state of New Jersey is supposed to tell you
that, right? They don't often tell you that, but they're supposed to. When you
apply for Medicaid, you are supposed to be assessed for any program that you
could possibly qualify for. Sometimes that happens, sometimes it doesn't. But
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once you kind of open the right door to Medicaid eligibility, your DDD
application process is much easier.

If you don't qualify for Medicaid - and there are people that do not qualify for
Medicaid through no fault of their own. They have no assets, but their mom
passed away, they're receiving Social Security Disability benefits, so they're
getting 60% of their parent’s Social Security benefit, and it's higher than every
income threshold there is for Medicaid. And the person just cannot qualify for
Medicaid.

Ellen: Yes, that was actually a question we wanted to ask you, because
sometimes we know that there are people qualified for SSI who receive
Medicaid because they are attached in New Jersey, but then the parent passes
away and they start to receive their parent's benefit social security retirement
benefit, and therefore they lose the supplemental security income, the SSI,
because of too much income. So do they have to take an action? What action do
they take in order to maintain Medicaid? Because if we don't have Medicaid, we
lose DDD services.

Crystal: I'm going to answer your question first, and I'm going to go back. If
someone receives SSI, they're on SSI, and then a parent passes and they now get
SSDIs, they have more income than what would qualify for SSI, and they're
now losing SSI. Because they received SSI at the time of the parent's passing,
they would lose SSI. They would automatically be considered someone we call
pickle people. That's just because the lawyers are nerds, right? But the
amendment is “the pickle amendment” and it basically just says you can't be
disqualified from services because of something that you had no control over.
Your mom passed away. You can't change that. You were on SSI. You were
getting Medicaid. Now you have income where you don't qualify for SSI, but
guess what? You get to keep your Medicaid.

What should happen procedurally is the Social Security Administration should
send you a notice saying you're one of the people that fall into this nice
exemption. That letter oftentimes doesn't come, but now the state of New Jersey
has taken very proactive steps to make sure that there is a continuation of
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services for that person. So they'll get a letter in the mail that says, we got notice
that your SSI is terminating. Here's this packet of information to complete for
us. And when you complete that information, New Jersey would then deem you
as a DAC, a Disabled Adult Child, and you will keep your Medicaid benefits
even though your SSI has now been terminated.

Now, how does that relate with DDD? Let's say that you're someone who didn't
have SSI first. You never applied for SSI. Mom or dad passed away, and now
you've got an adult with disabilities that has high income and there's no
Medicaid program I can enroll you in. The DDD has exceptions to every rule.
They just don't advertise them. They don't tell you that these things exist, but
they do.

So for people who wouldn't qualify for Medicaid, we can still enroll people in
the DDD program, but we will jump through 5,011 hoops to make it happen.
There is an actual process where we can essentially get a waiver that says, we
understand that you don't qualify for Medicaid. You've shown us proof that you
don't qualify for Medicaid. And so we'll enroll you in your DDD services.

Jason: So is that an easy process? I mean, you're talking about letters from the
government, federal, state, and managing that process. So when you're talking
about an individual that may have a significant disability and maybe their
primary caregiver has now passed away, how does that work?

Crystal: It's an impossible system to maneuver if you are not going to harass
folks on a daily basis for what you need. It is terrible, it's just death by a
thousand paper cuts. So having an advocate is really “I haven't gotten a letter
yet. I got a termination notice. It says I'm going to be off of Medicaid benefits in
45 days.” And now you're nervous, right? So you're picking up the phone. I
didn't get the letter with the blue envelope like the state of New Jersey said I
was going to get. Where's my blue envelope letter? It's never come, right? And
then you're getting on the phone with the county board of social services. So for
self-advocates, it can be challenging without a support system in place that's
going to be able to call on a regular basis and track where you are in the
process.
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Ellen: One of the things that we will do at the end of these podcasts is list
resources where people can go. Aside from attorneys, what organizations do
support and assist people with this process?

Crystal: DDD has a number of help desks, and those help desks are actually
helpful. Because you can get support. Someone from the help desk will call
internal people to direct the path on the back end. So they have a Medicaid
eligibility help desk, for example. That's the place where one would go if they
don't qualify for Medicaid. But now the DDD intake worker is saying, you're
not on Medicaid, so I can't do anything for you. They should direct you to the
help desk. They may not, but the information is on the state's website, and then
it's the person at the help desk. oYu would say, look, I don't qualify. Here's all
the reasons why. Here's my proof. And then they'll start requesting waivers on
the back end for you.

Ellen: That's a good resource to know about. Just jumping back to you, Carla,
and your son's services. When you have a problem with his services, when you
are concerned about something, what are the ways that you might address a
problem? How do you go about it? And what are your suggestions for other
families?

Carla: It really depends on the nature of the problem. If it falls completely
within the scope of the group home, then you might escalate to the regional
manager. If it falls within the day program, then you're going to be talking to the
person who runs the day program. We had a lot of problems with the day
program at some point. If it's a problem in terms of what kinds of services and
getting them coordinated, you may be calling your support manager. For
example, we don't like the day program. We want to look, explore different day
programs. That person can say “here's a list of ones that are in your area that
might work for your child.” So it really depends on the nature of it.

Ellen: Yes, that's really helpful. Everyone has a support coordinator, regardless
of which type of program they're in, whether it's the community care program,
or the supports program. Is that right? You get to choose them. If you don't, if
you're not happy with your support coordinator, change.
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Crystal: I think Beyonce said, “To the left...” There you go. You know, you
could just move on and find another support coordination agency with all the
things, right? You've got places that are great, you have places that are okay,

you have places that just kind of do their job. But you can interview, you can
investigate and see the fit that works best for you.

Ellen: Wonderful. Carla, do you have anything else that you'd like to suggest
for families?

Carla: I think that for a family with younger kids, it's a good idea to find a
lawyer who focuses on special needs, because there are going to be a number of
things that you're going to need, and lawyers who don't specialize in this are not
necessarily going to have the knowledge base or the resources and the
connections that you're going to need. The other thing is to find organizations
that have websites, or subscribe to newsletters and things like that, so that you
can stay abreast of information if there are any workshops to attend, because
this is a complicated landscape and it does change periodically. So, it's good to
know what's going on and who the players are, and to have some resources.

I volunteered to be a board member for a nonprofit that was a provider agency
and that was also a very helpful way to stay abreast of what was going on, and
also to meet a lot of other people who were tangential to this. So if you have a
skill that you might be able to bring to one of those agencies, then it's a good
thing to do. It's a good Samaritan thing to do as well. That can be a good thing
to do.

Ellen: Those are great suggestions. Thank you. Crystal, any pearls of wisdom
you want to close with? Anything we missed?

Crystal: Start early. We really want to be proactive. We don't want to be
reactive. I think the hardest part is finding who's going to be the CEO of your
loved one's life when you're gone. But start to introduce family members to the
process and to all the tedious tasks that are necessary to maintain benefits. And
please make sure you keep your address updated with the state of New Jersey.
Please. That is really important. Medicaid benefits get recertified every year.
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They send you letters in the mail, on paper, that's printed with ink. So please just
make sure that your addresses and phone numbers are up to date with the
agencies.

Ellen: This has been just a fascinating conversation. It's such a complex topic
and we are really grateful for your participation and your guidance and your
time here.
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