Episode SIX — Working Title: One Mother’s Journey to Securing
Residential Services for Her Daughter

With special guest Maria Fischer, Esq. with host Ellen Nalven, co-host Jason
Miller

Ellen: My name is Ellen Nalven. I'm the Executive Director of Planned
Lifetime Assistance Network of New Jersey. I'm here with my co-host Jason
Miller, the Associate Executive Director of Social Services for PLAN New
Jersey. Thank you, Jason.

It's my pleasure to introduce our guest for this podcast, Maria Fischer. We're
here to talk with Maria about the experience of being a parent of a daughter who
has autism, who has moved into her own home with residential supports.

We will also have the benefit of Maria's expertise as an attorney who specializes
in guardianship, estate planning, and helping families of adults with disabilities
access and retain appropriate services. She is a partner with the firm of Hinkle,
Prior, and Fisher and earned her Juris Doctorate degree from Seton Hall
University of Law. Maria is a member of the New Jersey and Pennsylvania
Bars. Maria is currently the President of the Board of Directors of the Arc of
Mercer County and serves on the Board of Trustees of the Educational
Partnership for Inclusive Communities. Maria has testified before the New
Jersey Legislature on housing issues related to individuals with developmental
disabilities and on controversial policies of the New Jersey Division of
Developmental Disabilities. She has assisted in the development of several
pieces of legislation to expand and protect the rights of individuals with
disabilities. Welcome Maria.

Maria: Hi Ellen and Jason. Thank you very much for having me. I'm excited to
be here today.

Ellen: Great. Well, we're thrilled to have you. So Maria, you are an attorney
who does a vast amount of legal work guiding people with disabilities and their
families. As we've said, you are also the parent of a person who lives with
developmental disabilities. In this conversation, we'd like you to share your
experiences as a parent, as well as some of your recommendations for families
who are seeking to access residential services through the New Jersey Division
of Developmental Disabilities, or DDD.

Jason, would you get us started, please?



Jason: Thanks for joining us today, Maria. I understand that your daughter has
moved to a home with residential supports. Can you please tell us about her?

Maria: Absolutely. Well, thank you both Ellen and Jason for inviting me. I'm
very happy to be here. And my daughter Tracy approximately two years ago
moved into what's traditionally called a group home.

Her particular home has four other young ladies that are within a 10 year age
range.They live together with round the clock supports. They are supported in
going into the community and having activities during the day. They each have
a program that they go to.

My daughter, in fact, has a variety of programming which is part day
programming, part pre-vocational program. And one day a week, she actually
works at my office as our receptionist. So she has a vast amount of day activities
that are also done all with supports.

Within the home, the staff help the girls to become more independent, improve
their ability to do their activities of independent living. They help to teach them
to cook and to do laundry and make sure that they're safe and bring them
together sort of as a family. So they do live as a family within the home.

Jason: At what point did your family agree that your daughter was ready to
move into her own home?

Maria: So, it's a little bit of an interesting journey. My daughter Tracy had - as
is not uncommon with individuals with autism - she did suffer from severe
behaviors at different points in her life. And there were points where we
considered but decided not to go with a residential placement and keep her at
home. For her, the journey really became the point in time where she got to the
top of the waiting list. She was on the Division's waiting list for housing. It took
approximately 12 years, and she got to the top of that list and then they
contacted us and said, okay, you have your budget, you're ready to go. So at that
point, there was still a little bit of apprehension, but we started on that process.

For us, COVID hit and that gave us a little bit of a pause. So we all got a year to
kind of get used to the idea a little bit more. But it was time. She was almost 30.
She was asking about wanting to be more independent, not wanting to live at
home, although it's probably bittersweet on her side, too.



Like, “I don't want to be here!” but she still liked the idea of being at home. So
it just seemed like it was a natural progression, and it happened at the right time
for her and for us.

Jason: And did you feel that it was mostly the independence, or was it that she
needed additional supports that couldn't be provided at home, or both?

Maria: I think it was a little bit of both. Her world became unfortunately very
small once she ended her educational entitlement at 21 years of age. And this is
not an uncommon story because, you know, you're typically developing,
children go off and they can nurture their own friendships, they can make plans,
they can do things.

Children with disabilities need somebody to drive them, someone to be with
them. So then it becomes that the parents have to be involved and it's a little bit
more difficult. So her world started to shrink. She didn't have as many social
interactions or activities. It was really just sort of me and her. So one of the
main things that I thought was really very good about having her move into her
own home was the fact that there's all kinds of social activities that are
connected.

So her residential provider has many homes and many different levels of homes,
but they have activities almost every single night. So the individuals can choose
to go. They can go to a dance, they can go to a bingo night, a karaoke night,
they can take art classes and drama classes. So she's always on the go and she's
got all kinds of activities to choose from. So for me, that was very important
because her world has gotten much larger. She has friends around her all the
time. Which is good and bad, but she has friends around her all the time. She's
interacting. The independence part of it is also important because at home, it's
just what parents do; we just sort of do the things that need to be done.

So, was she expected to do her laundry? Not particularly. Was she expected to
actually cook a meal? Not really. You know, she wasn't responsible for any of
these things, so she wasn't growing in the same way that she's going to grow
with staff. And for me, and I think for a lot of parents, you come to a point
where you're aging and the reality of a child, the fact that you will not always be
able to be there to do this for your child becomes overwhelming, and you start
to think, if something happened to me tomorrow, she doesn't know anything
else. She doesn't have any supports. It would be very detrimental to her. So for
me, [ think the point where I was age-wise and where she was, I think it
matched up beautifully because now, if something happened to me tomorrow,
she would be sad. She would miss me. I don't know who she would call 500



times a day because that's just a mom thing. But her life's going to go on. She's
got her classes, she has her support, she has a complete friend network. She's
got people who know her and who are taking care of her, so her life will
continue, and I've had the benefit of, for the last two years, and for as long as
I'm here, which hopefully will be a long time, I have the benefit of knowing her
staff, seeing how everybody works together, and making sure it's working, and
helping her transition to whatever her next best place is, because it's not a one
and done.

As she becomes more independent, she can move from the level of support she
has now to something that's a little bit less restrictive. And I'll be there to help
her with that transition as well. But I also know if I'm not there, there's a team
there that's watching out for her and taking care of her as well.

Jason: I know that there's a lot of families that are hesitant to access residential
services. You know, just that internal fear, as any parent might have. What were
your expectations, and do you feel that those expectations have been met?

Maria: I think I might be sometimes in a little bit different vantage point than
maybe a parent who doesn't work in this field. And I think it's much scarier. I
can remember back when Tracy was a teenager and she was being offered a
placement and the fears that I had at that point, because I didn't know anything
more than any other parent would have known.

My vision was that she was going to be kind of taken away from me. They
weren't going to care for her in the way that I was going to care for her. [ wasn't
going to be able to be involved in her life. To the same degree, she would be far
away, it would be difficult, and someone else would have control over making
decisions for her and setting up her life.

Having worked in the field at the point in time when Tracy was actually being
placed, and I think also, life changes, because we're always pushing the
envelope and making decisions; I had a very different feeling. I knew that I was
going to still be able to be involved. I knew that I was going to be a key player
in determining where she was going to be, the support she was going to be
getting. [ knew that I would be able to pop over and see her whenever [ wanted,
take her out when I want to. So I had a very different feel.

My main concerns really for Tracy are, again, behaviorally; individuals that
have behavioral challenges are sometimes the most difficult to support and it's
completely understandable because we're all human. So if Tracy gets upset, she
can be very difficult to staff. She can be mean, she can be threatening, you



know, she might throw things. So my concern that I had was just, are they going
to be able to meet these behavioral challenges? And I was especially concerned
about the transition from home to her new home, from my home to her new
home.

And the reason I was especially concerned is that transitions are very difficult,
and I thought she would have an escalation in behaviors. And [ was very
concerned about whether or not she would be supported with love and kindness
through that and how that would go. And I do have to say, her transition was
actually a lot easier than we anticipated, but she has definitely had bumps in the
road since then. And the respect that they have for her and all the girls in her
home, because she's in a behavioral home... if you're behavioral, if you're kind
of with other people who are behavioral it just makes sense. And the respect and
the caring that the staff show, and the understanding has absolutely met my
expectations. And I feel very comfortable with her being there.

Jason: The residential situation has met your expectations. My curiosity is, as
far as Tracy goes, has she communicated satisfaction with the residential
situation? Can you tell me a little bit about what her feelings are?

Maria: Okay, I will try to share what I think it is that Tracy feels, I mean she's
very verbal so she tells me stuff all the time. So, at first she was extremely
excited. She loved her room. She loved the setup. She was very thrilled by this,
and she saw it as the unique experience that it was. She has at times been
unhappy, but I think that's pretty typical. So, you know, if one of the other girls
is having a behavior and it interferes with something that she wants to do,
because it's all hands on deck for that particular person because they need the
support right then, she'll express frustration or being upset or not wanting to live
with these particular people. As I said, she can be difficult, the staff is great with
her, but she can decide that she doesn't like a particular staff member on a given
day and then this person's a problem. I think it's normal for anybody who's
living in a situation where you're living with people. Sometimes everybody's
getting along, sometimes they're not, sometimes she feels like she's getting what
she needs and sometimes she feels like she's not getting what she needs. But |
think overall, in a general sense, she's definitely happy with it, and she
expresses more happiness than she does unhappiness.

So for me, that's the telltale sign. Every so often she'll say it might have been
too soon to leave home, maybe she should have stayed a little bit longer, but she
never really asks to come home. And when she does come home, if it's a longer
visit she might say “I think I need to go back home now”. So to me, that was
one of the most telling things, because it's not like oh, I want to stay.



Ellen: That's a good sign. And she's calling it her home.
Maria: Oh, she does. She calls it her home. Absolutely.

Ellen: That must make you feel good.

Maria: It does. Very good.

Ellen: Does Tracy have any siblings, brothers and sisters?
Maria: She does. She has an older sister and a younger brother.

Ellen: And were they involved in the process of making this decision and
making the move? How do they feel about it?

Maria: So they weren't actually necessarily involved in the decision-making of
Tracy moving. They did know that it was happening. Her brother did come and
tour the house with me when I got to see it before Tracy moved in, so he could
see what it looked like. But it was really more me and her dad who were more
involved with it, and the team from her provider. We all were working together
to get her ready.

Ellen: And how did that work? Tell us more about that team.

Maria: So the process for Tracy is that she was on the waiting list. I started
getting the letters where her number was getting smaller and smaller. She was
closer and closer to the top, and I knew that for her it was going to be a lengthy
transition. I knew that I wanted her to be within Mercer County, where all of her
friends are, where her activities are, because that was the area in which she grew
up: Middlesex / Mercer.

So when she was about two years out from when I thought she would get to the
top of the list, I contacted the Arc Mercer, who I'm involved with. I am on their
board, as Ellen mentioned in the beginning. And I talked to them about the fact
that I thought she was going to need a lot of support in order to get ready to
even be accepting of transitioning into our own home, and the Arc Mercer has a
very unique health care center plus therapeutic and counseling supports for
individuals with disabilities. That's all that they do. They only work with
individuals with disabilities. So I got her connected there first and had her going
for counseling with one of the counselors to sort of explore what do you think
about your future? Where do you see yourself? And after them working together
for about a year, her counselor called me up and said, I can work with her



forever and she's not going to embrace this. This is not going to be like, oh, I'm
ready to go and let's all plan together. She goes, we need a plan B. I was like,
okay, fine. So we sat down, we talked about what would plan B look like? And
it was not telling Tracy when the move was going to happen. Tracy has extreme
anxiety. So she over-worries, and had she known about it, we probably would
have seen behaviors beforehand. She would have gotten herself so upset that she
wouldn't have been open to the actual experience of the transition. But it was
also very important that we made sure that she was going someplace that wasn't
unknown. So we started to work together with getting her to know staff at the
Arc Mercer, and trusting them. And after she got to the top of the list, before the
move, we started having the behavioral team come to my house and hang out
with her, and then take her out into the community and do things, and so she got
to know a number of the behavioral staff. She also got to meet some of the other
staff of her group home. They just kind of showed up at an outing, so these were
all now familiar faces. People with names and faces together that she knew that
she had built a trust with over a period of time. So when we got down to the
day, and I set up her room — she's got expectations. She's a pink girl. So her
room was pink colored, I got her fancy furniture. Her room was all set up ahead.
She went off to the day program that morning, and I ran over to the house and
started putting her clothes in the drawers, taking stuft off the walls in her room
at home, and hanging them up in there so that it was totally set for her. Then her
counselor picked her up from her day program she was at that day, and brought
her to the house, and me and her dad were there, as well as all the team that she
had been meeting over the time, so five or six people there. She comes in, and
she was very confused.

She was like, “why am I here? What's going on? Why are they here? Mom,
what's going on here?”” And her counselor was great, and she said, “I have to tell
you a story. I have to tell you the story about this great girl, Tracy, who wants to
be independent, who has been asking to be independent for the longest of times,
we've been discussing and discussing this, you want to be on your own, and you
want to do all these things. And there was this amazing opportunity. You see all
your friends here? They all work here and there's an extra room and we just had
to grab it. We had no time. We just had to grab it.”

And so she said “Wait, me? A room?” And she went in and she's bouncing on
the bed and she is saying “Oh my God, it's pink. It's beautiful. I love my shiny
furniture. Oh, I have my own TV,” and she’s all excited. And then she comes
back out, and she's chatting with us. And she asks, “Did everybody know about
this?”” We're just silent. Lots of silence. And we just asked, “Are you happy?”
And she said “Yes, yes. I'm happy. I'm really happy.”



And then the other girls who lived there came back from day program. Because
she had been picked up a little bit early. And they came in and they all started
talking and laughing and doing an arts and crafts project that her counselor had
set up. So they were making nightlights for their rooms and chatting.

And I had made her favorite dinner and I had brought it there. So the staff
started to put that in the oven. And she said, “OK, mom, I think you can go.” So
I said, “OK, so we're going to go.” And her counselor, who is just beyond
phenomenal, I mean, she's just great, her plan was to sleep at the house that
night because she wanted to make sure everything was fine.

I got a call from her later on that she was sleeping at the house, but she was not
staying in Tracy's room, which is where she thought she was going to be,
because one of the other girls wanted her attention because she works with all
the girls in the house. And Tracy said to her, “I'm good. You can go take care of
her for tonight and we can have breakfast in the morning. I'll be alright.”

So the whole thing went so much better than I had thought. You can't imagine. I
was anticipating a crisis, being called to go to the hospital that night, sitting with
her, taking her out of crisis, back into the home. None of that happened. And I
think it was because of the way the team worked it.

That was sort of our way. It's not the way every family does it. Lots of families
do talk to the child before it’s time. They take them shopping for what they
need; I would have loved to do all of that. But I think the most important thing
when you're doing this is that you have to do what's best for that particular
child, and for Tracy, that was what was best. And I wouldn't have known that
but for the fact that this very experienced team got involved super early. So I
think that's the critical piece of success, being involved early and connecting her
with the team.

Ellen: What a wonderful story and plan, and it sounded like it worked out
perfectly for Tracy, and everybody's different. The way in is going to be
different, and it just sounds like it was so well thought out, and it's a great story.
I'm glad it worked out so well for Tracy. I would imagine when you go visit,
you check in, and you were all involved. And yes, you work in the field, and
you have particular expertise, but [ would imagine that those same opportunities
are available for all families when they are placing their children.

Maria: Yes, absolutely. I know families are afraid that they're going to be
limited or not be able to be connected to their child, but your child has rights
and they have rights to maintain their family connections, maintain friendships.



They have rights to having visitors. They have rights to be going home. So yes,
any family would be able to do that. It's part of the process. Nobody wants the
family to not be involved. That's the point, to keep the family involved. It
should feel no different than your typically developing child who ends up
leaving and living on their own. There are expectations of being back together
and doing things together and going on vacations. All of those things are still
maintainable when a child is in their own home with supports.

Ellen: Right. Yes. So we're going to talk about that process, becoming eligible
with the Division of Developmental Disabilities. One part of that is, how do you
select a home when you get to that point of being eligible? I would imagine that,
in terms of selecting the home when you get to the top of the waiting list, and
have those options, that would be a really great question to ask. So let's talk
about how are we going to make this transition happen, and what would be most
fitting for my child's needs. So for Tracy, she kind of needed the surprise with a
lot of back end preparation. But in the end it was all set up and then it sounds
like it worked out beautifully.

Ellen: Are you guardian for Tracy?

Maria: Yes, [ am. Her father and I are her guardians.

Ellen: And is it a plenary guardianship that you have?

Maria: Yes.

Ellen: In what way does that impact Tracy's decision-making ability?

Maria: The way guardianship is supposed to work 1s the individual, like Tracy,
1s supposed to be able to make whatever decisions she can make, and the
guardian is supposed to step in at a point in time where the individual can't
make that decision. It's a protective mechanism. You often say to clients, it's not
a hammer. This isn't the way to get your child to comply with something. So
there are plenty of decisions that Tracy can make, like what classes she wants to
sign up for, what day program she'd like to go to. Most of her day-to-day
decisions are made with her; there are certain things that I don't even get
involved in. If she's trying to change her day program, I obviously have to be
involved in it because there's more to it than just, “I don't like this program
anymore and I just want to go here.” There are pieces that she can't comprehend
and she wouldn't understand. But for the most part, those types of decisions,
who she's going to be friends with, if she's going to go to a dance, those are all
hers. I would say where my guardianship piece of it comes in is medical



decision-making. She can't make any types of medical decisions that would
require informed consent. She wouldn't understand risks and benefits. So I
would be involved with all of those types of decisions. Financial decisions; she
really can't manage her own Social Security benefits. She can't make decisions
on how things are spent. Now that doesn't mean that she doesn't have any access
to any money. She has a job in my office, and she gets paid, and that money
goes into her own account, and I let her do whatever she wants with it. That's
her money. And she spends it, she's got a debit card, but it's limited so she can
manage that. Does she make the best decisions? No. But does everybody make
the best decisions when they're spending money? No. So I don't think there's
any negative impact. The way I look at it, she's got a lot of decision making that
she gets to make.

The positive piece of it is, if something big is happening, I get to speak for her.
So she doesn't end up trying to speak for herself and not being heard, because
unfortunately sometimes an individual with disability who doesn't have a
guardian isn't heard in the same way. She's currently in a situation where her
behaviors have improved quite a bit. She's gotten some additional independent
living skills. So she may be transitioning from her present home setting to an
apartment-type setting with support. So there I'm very involved, but I also
talked to her first. “Is this what you would want to do?” She absolutely does
want to do it. But then all the other pieces of how to make it happen, and
scheduling, and advocating for when she should move, what should happen, that
all comes to me. So she's in the decision-making of what she wants, but I'm the
one who makes it happen.

And I don't think, if she didn't have a guardian there, and she was expected to be
able to manage all those pieces, she's not able to. So I don't think this would
happen for her. It would probably kind of just fall by the wayside. So I think
guardianship is a personal choice depending on where your child is functioning.
For somebody like Tracy it's absolutely imperative to keep her safe and to help
support her to be the best Tracy that she can be.

Ellen: Yes, it sounds like your role as guardian was very important in terms of
having the ability to really work with the team to make that placement transition
successful. If she hadn't had somebody speaking for her and saying, “I know
what is going to work best for Tracy and we can't do the typical multiple visits
before we move in, that's going to make her more anxious, not less anxious.” So
it sounds like that was a place where your guardianship as well as of course
your role as parent really helped to make that transition effective. I can see how
that could help in other situations as well. You have the right and authority to
participate in those decisions. That makes sense.
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I raise that question because so many families are concerned about the right to
self-determination that relates to guardianship. It sounds like Tracy is given both
the opportunity to make decisions where it's appropriate, but also you have
some ability to make sure that she is receiving the appropriate kind of treatment,
and people are understanding what her needs are from your perspective. Thank
you. I appreciate that.

You mentioned her behavioral home. Can you talk a little bit more about that?
What does that home look like? And what services are available to Tracy that
might be different than another type of residential placement?

Maria: Her particular home, because all the individuals have pretty intense
behaviors, not only do they have the staff that would be in the home, and they
have 24/7 staffing (except when all the girls are at program) during the key
hours, like when they're home before they go to bed and in the morning and
getting up, there are three staff members. They also have all of the girls go for
counseling, which has a behavioral bent to it. They all have counseling. They
also have a behavioral team and a behaviorist who is in the home as well during
those periods of time. They also have the counselor come to the home and meet
with all the girls to work out any issues. It would not be uncommon for five
young ladies living together to have drama. So they come and help work out
that drama. And if the behaviorist isn't there, let's say it's a weekend and
something's happening, there is a behaviorist on call, they can be called and can
come to the home and help. And the girls have a specific behaviorist who's
assigned to their home, but they also know the other one. So it's not like it's
some stranger walking in and trying to fix a problem. It's somebody that they
work with, but work with less than the person who's assigned to their home. It's
critical because the girls have behaviors that can play off of each other. And you
need somebody who's got that expertise to be able to come in and de-escalate.
That would be a different service. So if it was a group home for individuals that
didn't have behaviors, they wouldn't have the behavioral supports attached to it.

Ellen: That's very helpful to know.

Jason: So Maria, how would you describe the different residential housing
options within DDD (the Division of Developmental Disabilities)?

Maria: We have traditional group homes, which would have four to five
individuals and around-the-clock staffing. Of course, not when individuals are
out during the day, but all the other times. Those can have additional supports
that are brought in, like in Tracy's case, behavioral. If somebody is medical, you
can have medical supports in.
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Then we would have apartments that are run similar to the traditional group
home. They're smaller, they may have two to three people in them. They would
still have that same level of support and staffing, but it's just smaller. It feels
different to the individuals. One of the things that's nice about that is typically a
provider that does that will have a number of apartments together. The
individuals have a natural social kind of connection, a social network that's right
there, and you've got plenty of staff within a set area.

Then there are individuals who don't need to have staff in the home, in the
apartment with them. So then there's a supported apartment. There may be a
number of apartments that are together and there's staff on site but not in the
apartment with the individuals. So the staff may come in, let's say during dinner
prep time, and help with prepping. Or they may come in the morning to make
sure somebody's up and getting ready. Whatever that individual needs support
for, they do check in on a regular basis, because they make sure that they're
taking care of their ADLs (Activities of Daily Living), like making sure laundry
is being done, that dishes are being done, the house is clean, and giving support
as necessary, but not staying there. Those individuals can stay by themselves
overnight, but there'll be somebody on site - I almost call it a concierge service -
so if a pipe bursts in the middle of the night, they have a number to call, and that
person's right there on site, and they come. There's that type of living.

There are individuals who don't even necessarily need that level of support, and
they may just be in their own apartment in the community and have support
services that come in on an as-needed basis or on a scheduled basis.

Truly there are just a wealth of options. And I have to say to parents right now,
this is the new frontier. So if you don't like what you see, you can probably try
to create what you want. And that's really what parents are doing as well. I've
got parents who are purchasing homes for their child alone and having staffing
come in. So I don't feel like we're set. There was a point in time when it was, it's
a group home, it's a group home, it's a group home. That's all it is. It's just a
group. That was your option. That's not how it is anymore. I think the sky's the
limit if you can envision it, and you can work with your child's budget to get the
support. Because the key thing is not where you are, or what the place looks
like, the key thing is the supports that are coming in. If your budget is able to
bring those supports in to wherever this place is, whatever it looks like, that's
really the piece to focus on. I think there are a lot of options, and there probably
will be a lot more options five years from now, because parents are really
looking at this now.
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Jason: Great. And can you tell us a little bit about more of that traditional group
home situation or staff residential versus the supports program?

Maria: So when you're saying the supports program, you're really saying the
Supports Program versus the Community Care Program. The major difference
between the two things is the size of the budget. Your child's tier is their tier,
which dictates their budget. When you're on the supports program, that budget
is much smaller, because it's not truly meant to give you the round-the-clock
services. So you have to be in the community care program to have that larger
budget, and I don't have it in front of me, but I think with Tracy, when she was
in the supports program before she got on to the community care program, her
budget might have been $40,000 for the year and I think now it's around $300,
000.

There's your major difference with $40,000 a year with somebody who has the
needs that Tracy has— you're not going to have staffing. Staffing at night,
staffing in the morning — you're just not going to be able to bring in the supports
that she needs. That's really the difference. So if parents are trying to use the
supports program budget to do day services as well as try to have the individual
in an independent living situation, they're not going to have enough funding. So
they really need to get into that community care program. It's a funding shift.

Jason: And how would a parent do that?

Maria: The first key thing is you must get onto the waiting list, right? Your
child has to be Division of Developmental Disabilities (DDD) eligible, and the
youngest parent has to be 55. That's the default position. If those two things are
true, you simply fill out a form (it's on DDD's website), you send it in with a
copy of the parent's driver's license so you can verify the date of birth, and you
will get a letter back saying that your child's been placed on that waiting list.
And like I said, for Tracy's purposes, she was on that list for 12 years. Tracy got
on well before I was 55 because of her behaviors. So if you have a situation
where your child has extreme medical need, extreme behavioral need, you can
write to the division and explain why you think your child needs to be an
exception to the 55 rule and that they should get on the waiting list earlier. From
the Division's perspective, what they're looking at is, okay, this parent's not
asking for a placement now, but they're not going to be able to make it to 55 (in
12 years!) because this is a much more extreme situation. And they put you on
that waiting list earlier, as long as you meet the criteria. And then from there
you wait until you get to the top of the list. Or at least that's what I did with
Tracy.
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Now, there are plenty of people who, whether they're on the list or not on the
list, can't wait. Something dramatic happens. The child's behaviors escalate, and
they cannot be managed safely at home. Parents get sick. Parents pass. In those
instances, you're able to write to the division and declare what's called an
emergency. And if you declare an emergency with the Division by showing that
somebody within the home, whether it be the individual with the disability or
somebody else, would be in imminent peril if this child does not receive a
placement right away, the Division can make the decision (if they agree with
you) that your child should leapfrog everybody on that list and get right on to
the Community Care Program. So those are the ways to get on to the
Community Care Program.

Jason: And in the meantime, while you're on that waiting list, are there supports
available for an individual?

Maria: Certainly. So while you're on that waiting list, as long as your child is
DDD eligible over 21, you have your Supports Program budget. You're getting
your day services. And there are additional funds that are part of the Supports
Program so that you can have some help on weekends, some community
activities. You work with your support coordinator to choose how you're going
to use that budget. So you can have some supports coming into the home as
well, but they're minimal.

Jason: So the supports program is effectively the budget that you can utilize
until you get into that Community Care Program to access the primary budget
when an individual is eligible. At what age do you feel that people should get on
that waiting list? Is it something that should happen as soon as possible?
Because we have families that prefer that their adult children live with them for
as long as possible. Is that something that you would recommend?

Maria: I think that as soon as you're eligible to get on the waiting list, you
should get on the waiting list, period. So, if your kid is DDD eligible and the
youngest parent is 55, just get on the list. It doesn't force you to place your

child. Even when you get to the top of the list, you can still get on to the
Community Care Program and not place your child outside the home. I could
have chosen with Tracy to keep her at home and bring supports into the home.
That wasn't the best fit for her. But other families do make that decision. So
there's no reason to stay off the list. It used to be different. It used to be that
when you got to the top of the list, you either had to take a placement or you had
to be put back to the bottom of the list. But that's not how the Division is
working presently. So I think there's absolutely no reason to not be on that list. It
just opens up a larger budget to you when you get to the top.
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Ellen: That's a great distinction and very helpful to understand how things have
changed. So if the person comes to the top of the list and they're eligible for
placement, they don't have to move at that point?

Maria: The way the Division is currently working, they do not have to move at
that point.

Ellen: Does the Division ever fund round-the-clock care for someone whose
living in their own home?

Maria: That’s a very good question. Very rarely. I have definitely one and
maybe two clients that I work with who have that, but their circumstances are
extremely unique. For the most part that doesn't happen. If you're in the family
home, the expectation would be that the family would be doing part of that care.
Plus the budget, depending on the budget, would probably not be large enough
because there are no shared expenses. So it would be very difficult to have that
happen.

Ellen: So part of it is an ‘economies of scale’ kind of challenge. I would
imagine that your personal experience as a parent has informed your work as a
lawyer in the work you do. Would you say that's the case and how so?

Maria: Absolutely. My personal experience with Tracy is what kind of pushed
me or encouraged me to go back and finish college and go to law school and
actually go into this field. But for that, I don't know if that's what I would have
done necessarily. And I find it to be extremely helpful because it's very easy to
relate to what a parent is going through, what's happening. I don't have to stop
and think what would that be like, or how would that person feel? Because I can
intuit it myself. So when they're having their struggles with their school district,
when they're having struggles with DDD, I understand the frustration and I can
join with them and they know that I'm understanding. I think, although this is
more of a question to ask my clients, I think they feel that it's easier to say
certain things. It's not easy to sit and say my child has behaviors, or my child
just punched holes in the walls, or they knocked their sister down the stairs...
It's just not easy to share that with anyone, let alone somebody who you really
don't know, who's a professional is trying to help you, but it is what we need to
know. But because they know that I've had that exact same thing, I think it
helps, because you don't feel that initial judgment, what is this person going to
think? I’m a bad parent or I couldn't do better than this. I think that's very
helpful actually to the clients as well. It helps to have a rapport with them, they
know I've sat in their seat, and they know in some ways I'm still sitting in their
seat. When they call me up and they have difficulties with their group home,
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they know my child's in a group home. So they understand that I can understand
what they're going through. And I think it's extremely helpful. This particular
area of law is very emotional. So the emotionality of it is important, and being
able to connect on that level is extremely important.

Ellen: Yes, that makes so much sense. At PLAN New Jersey, one of the things
that's really most important to us is helping people to plan; encouraging
families, as emotional as it is. Families tell us all the time that it's just really
hard to get to that point because it's a very emotionally confronting experience,
to think that you may not be here to care for your child. Are there any final
thoughts that you have, any other words of wisdom you want to share with
families, perhaps in encouragement of doing that planning or any other things
that you want to cover?

Maria: It is definitely difficult to hand over to someone else, your child —
especially your most vulnerable child. Most of us have put so much into this
child and feel like we're so much a part of them. However, it is probably the
most important act that you will have as a parent. Because you will not, in most
cases, you will not outlive your child. What I can say is that it's not immediate.
There was still a lot of emotionality when Tracy first moved into her own home.
But a few months out, I felt a burden — I didn't even realize how heavy it was
that I had been carrying — which was the burden of, if I get in a car accident on
the way to work and something happens to me, what's going to happen to her,
where is she going to end up?

That is no longer something that's always in the back of my mind. It's truly just
gone. And it is amazingly freeing for me, because I know that I've done the hard
work and gotten her to a spot where I feel she's safe and can go forward. For
her, she's also learned that she can exist without being as connected to mom. So
she's made an - and I don't know if she sees that - she's truly made an
independent leap. And that's what we all want for all of our children. It is hard
work. It is draining. It is emotional. It is frightening, absolutely frightening
because we're relinquishing control. But as with everything, the harder
something is, the better the reward on the other side. And I would say that's the
same with this. So don't be afraid to take these steps. Steps are going to be taken
either with or without you, and it's better when they're taken with you. So that
would be my advice.

Ellen: Great advice and thank you so much. We greatly appreciate your
spending time with us and sharing your personal as well as your legal
perspectives with us. Thank you, Maria.
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Maria: Thank you very much for having me. It was wonderful. Thank you,
Jason. Thank you, Ellen.

Jason: Thank you again.
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