ES: The Challenge to Change: Learning from Lived Experiences with
Disabilities

Ellen: My name is Ellen Nalven. I am the Executive Director of Planned
Lifetime Assistance Network of New Jersey, PLAN|NJ, and we are so delighted
to have with us today two leaders in advocacy in the field of disabilities.

LeDerick Horne is a spoken word poet, a published author, and an advocate for
people with disabilities.

My co-host, Hazeline Pilgrim, is a member of the PLAN|NJ Board of Directors.
She currently serves as the Executive Director of the Family Support
Organization of Essex County, a family-led organization that provides peer
support, education, and advocacy for parents and caregivers whose children are
receiving services through the New Jersey Children's System of Care.

For over two decades, Hazeline has been an advocate for children and families
who are facing challenges due to developmental or mental health challenges
with a particular focus on vulnerable populations. The other thing Hazeline
wanted me to emphasize here is that she is a person with lived experience,
having been the mother of a person with disabilities, and this is really central to
her work.

Let me tell you more about LeDerick. LeDerick considers himself a bridge
builder between learners and leaders across the United States and around the
world. His writings include a book entitled Empowering Students with Hidden
Disabilities, A Path to Pride and Success. He received a B. A. in mathematics
with a fine arts minor from New Jersey City University.

His workshops, keynote speeches, and performances reach thousands of
students, teachers, legislators, policy makers, business leaders, and service
providers each year. LeDerick regularly addresses an array of academic,
government, social, and business groups, including appearances at the White
House, the United Nations, Harvard University, and State Departments of
Education across the US. His work addresses the challenges of all disabilities,
uniting the efforts of diverse groups in order to achieve substantive, systemic
change.

Hazeline, would you get our conversation started, please?



Hazeline: LeDerick, it's always a pleasure to see you and share space with you.
You and Bill Davis have been awarded a grant from the New Jersey
Developmental Disabilities Council that we'd like to learn more about.
However, before we go there, I'd like you to tell us a little bit about your
background and your story. What brought you to this work?

LeDerick: First of all, thank you so much for inviting me to take part in this
podcast and having this conversation with you. And I appreciate the opportunity
to talk a little bit about my own journey, as well as the work that I do.

So I come to this work as a person with a disability who has that lived
experience. My mother always described me as being a very bright child. That
was her language, right? Bright child - and just thought I was going to do great
when I got to school. But really, outside of kindergarten, it was clear that I
couldn't perform at the same level as everybody else. And so I ended up doing
the first grade twice. And I'm from Franklin Township, Somerset County. My
parents initially sent me to St. Peter's, which is no longer with us, in downtown
New Brunswick.

And I was there for the first grade two times, and they basically said to my
family, you should send him back to district because, you know, they didn't have
the supports that I needed. And so it was in the third grade that I ended up being
recognized and tested for having a disability.

The first label I was given was that [ was “neurologically impaired”. And that
landed me in a resource room and then in a self-contained special education
classroom. And I think it's important that [ emphasize that my first special ed
teacher and my first para-professional were excellent educators and yet I
couldn't write the alphabet when I was in the third grade.

I didn't know the different letters of the alphabet - could barely read, couldn't
really spell anything. And my parents had really struggled trying to teach me
some of the basic elements of literacy. But I began to sort of catch on when I
was in that self-contained class. Miss Yates was my first teacher and she was
just a phenomenal educator who also just cared a lot about us, but she was the
head of this self-contained class.

Being in that structure left some real lasting scars on me, from an
emotional-social standpoint. And so I struggled throughout school, the rest of
my time going through school. I was on an IEP (Individualized Education Plan)
all the way through school.



And by the time I got to high school, I was showing signs of having mental
health issues that I know now, looking back, such as depression, anxiety. I
missed as much school as I could, but I was getting in too much trouble. I was
frequently late to school and the real sort of terror for me was transition because
no one at the time had really explained to me what was available for me upon
graduation. I graduated from high school in 1996.

I was with the child study team, and I think there's this cultural idea about what
your life through high school looks like and what life afterwards looks like. And
I just hadn't seen enough narratives and examples of people who were like me,
who were in special ed, who were black boys, who struggled with literacy, had a
hard time paying attention, struggled with math, but who went on and did great
things. So in the winter of my junior year, I self-diagnosed as having an
emotional breakdown. And then I used that as an opportunity and I'm very
fortunate. I've always been very resilient, but I used it as an opportunity to really
redefine who I was and to rebuild myself.

And we don't have too much time to get into all the ways in which I really
started tackling that aspect of my journey, but I just asked myself a bunch of
really challenging questions about who I was and where I thought I fit in this
world, and I emerged out of that just determined that I was going to have a
future that I could be proud of.

And I had this crazy idea that I was going to try to go to college, and my IEP
team recommended me going to Middlesex County College because they had at
the time a disability support program called Project Connections. And at one
time in the state of New Jersey we had a special needs advisory grant that
funded a number of different locations, and Project Connections was one of
them that provided supports for folks regionally, but also in institutions of
higher education for folks who had disabilities. And so I got to take advantage
of this program and it really changed my life.

And it was the first time I started learning about accommodations. The first time
I really got an understanding about what my disability was, and what it meant to
have a learning disability. I stopped using language like stupid and dumb and
got a real biological sort of understanding about what it meant to have a
learning disability.

And then one of the more powerful things that I got was that I began to really
connect to a community of folks who had minds like my own. I will point out
that there was this very interesting and immediately glaring flip in the
demographics. When I was in special ed in high school it was overwhelmingly



Black and brown boys. And then I get to college and of course special ed is
done, but I'm taking part in this disability support program. And it was all white
women. It was just a handful of us who were people of color who were taking
part in this program. But I dove in, I committed myself to everything that they
had to offer us.

And in there, in that space, within the first year or two, taking remedial classes,
learning how to read, learning how to do math, coming to terms and getting
comfortable using accommodations, I realized that I was, one, good at math,
and then also, a poet. And so I began writing poetry and performing, but we also
had a student group on campus and it was a leadership group. It was all of us
who had disabilities.

After a while we decided we were going to go back to our old high schools and
just start talking to the young people there about what it was like to be a person
with a disability in college. And I think that was kind of the first step for me on
this road of being an advocate and wanting to make the systems better for
people who have disabilities.

And so, five years in Middlesex County, then went on to New Jersey City
University. [ was a part of another disability support program called Project
Mentor. And I graduated. It took me seven years, but I graduated, and got a BA
in mathematics with a minor in fine art, with emphasis in painting.

And in my last semester, two guys from the Department of Education, Bill
Freeman and Bob Haugh saw me speaking on a student panel, and they gave me
the opportunity to present at the Dare to Dream conferences that we do every
spring in New Jersey. And so I was out of college. I started two careers.

One was a career in real estate. And then the other was beginning to share my
story and connecting to different initiatives. And so Dare to Dream is a
remarkable set of events where young people with disabilities get the main
stage, right? And so they're sharing their experiences and providing workshops
and keynotes to other people with disabilities. And from there I got the
opportunity to start working with different organizations on a national scale.

One of the first groups I worked with was the National Association of State
Directors of Special Education. I've worked with the state of Nevada's
Department of Education for over 16 years on student leadership initiatives for
folks with disabilities. The way that work is taking shape is we've hired a group
of about 20 young people with disabilities to go back into their own old high
schools, and they're training young people with disabilities on how to run their



own IEP meetings. And then, as you mentioned, about two years ago the
opportunity to take on this grant from the New Jersey Council on
Developmental Disabilities came up, and Brother Bill and I took it on and we’re
fortunate that we were awarded it.

Ellen: Before we move on to that grant, let's talk a little bit more about
inclusive education. First of all, thank you for sharing your story. There is so
much to unpack, and I appreciate your experience. It really hits home for me as
a former special ed teacher, the pain of that experience and how really
detrimental 1t sounds like it was for you. It is very enlightening in terms of why
these kinds of segregated experiences can be so harmful. Would you talk a little
bit about inclusive education and how you think we can do a better job, be more
successful? I recently overheard a teacher say, “yeah, they stuck a kid with
autism in my class and it was a disaster.”

Hazeline: Oh, wow.

Ellen: And I thought, oh boy, that is a really sad statement. So how do you think
we can make an inclusive situation more successful for both students and
teachers?

LeDerick: One of the ways I've described this is that I think a big piece of it is
around shifting the culture of our schools. It's a sort of a larger cultural shift that
I think has to happen nationally and I'm a cultural worker, right? I'm a poet, I'm
a writer, I'm creating art. This idea that there are some teachers that teach some
kids and there are some teachers that teach others, you know, we need to really
work on that.

[ am the Board Chair for the New Jersey Coalition for Inclusive Education. I
took on that role in part because when I think of the challenges that I faced as a
child, and even the challenges that I face now as an adult, I can point to the
experience of being in less than inclusive environments. Restrictive
environments. And I wasn't in the most restrictive environments, but still the
degree to which I was separated or segregated from other students, it really
worked away at my self-concept. And so I'm a big supporter of inclusion. And
so what to do, so part of it is, we have to have some honest conversations about
how we train our teachers, how we train our educators, how we set up our
schools, both from a sort of architectural standpoint, but also as far as
scheduling. One of the things I like to point out is that you can be considered a
highly qualified teacher coming out of a teacher prep program, and if you're
lucky, you maybe get just two credits for what it is to educate and support the
needs of folks with disabilities, and those can be elective credits. And if we



know that as a larger community, but also as school administrators, then it
means that we have to provide [this training] for our educators, particularly if
we want inclusion. If a teacher gets a child with autism kind of thrown into their
class, we've got to prepare that educator, give them the professional background
and the experiences and support so that they know how to deal with this student.
Because the reality is that most of them don't have the training.

At the New Jersey Coalition for Inclusive Education, one of the key things we
do is provide professional development training and coaching for school
administrators and educators so they can develop those tools to be able to have
more inclusive schools. And there's a larger shift that has to happen around the
culture of a school, where we start having whole school conversations about
inclusion.

One of my mentors in this space is Dr. William Henderson. He wrote a great
book called The Blind Advantage. He's a person with a visual impairment and a
school administrator who ran a school in Dorchester, just outside of Boston that
is looked at as a marquee example for inclusive education. And one of the
things that he says is how you have to have a culture of inclusion. How
everybody — the kids, the lunch ladies, the school bus drivers, the families —
everybody has to talk about inclusion and have common language around
inclusion, and that disability is an aspect of the human experience and human
diversity. IF we're going to embrace that in A school, it can't be a separate,
segregated conversation that happens just for the special ed staff. It has to be
ingrained in a part of who the school is, what the school is.

When I walk into a school and there’s an inclusion class, that's a red flag for me.
You really have to have collaboration, you have to build regular time within the
schedule of the educators to be able to come together and to work collectively.
The way I really sell this to people is like everywhere else in the world,
everybody works in teams, right? Everybody solves complicated problems by
getting a group of people together with a variety of skill sets and they work
together. The reality for a lot of kids with disabilities is that you are in Miss
Smith's class and you need to act one way and then you get to Mr. Davis's class
and then you need to act another way. But Miss Smith and Mr. Davis need to be
talking to each other to figure out what each is doing and what's working. We
can bring in specialists, people who have certifications, and can advise that team
and provide supports.

In New Jersey, this is one of the real issues we need to address. We've got an
industry of disability, and industrial complex built around the segregation of
folks with disabilities. I think we can do better.



Ellen: I couldn't agree with you more.

Hazeline: LeDerick, I wanted to ask, what are some of the things that get in the
way of families when they're trying to access what they need for their children,
particularly those who are not necessarily well-informed about their rights and
responsibilities.

LeDerick: I can speak specifically to the work we've done through this grant
with the New Jersey Council on Developmental Disabilities. That grant was to
support increasing access to information to New Jersey's Black residents with
Intellectual and Developmental Disabilities (IDD) and their family members.
We approached that work from a few different angles. One is, we did a lot of
information gathering, talking to different constituents, gathering as much ideas
and information as we could about what's working and what's not working to
support Black families here in the state of New Jersey.

We started an industry program called EPIC: Building a Village of Support, and
then we also began an initiative called the New Jersey Black Intellectual or
Developmental Disabilities (I/DD) Consortium. Through that and the EPIC
program we are working with families in three different school districts. We're
working with a lot of families in Piscataway. We're in Asbury Park, and we're
just beginning to work with young people and families in East Orange. And the
consortium is basically a group of advocates. We're an overwhelmingly Black
group, but we have folks with all kinds of backgrounds, and we're all coming
together when we meet quarterly around this idea about “what can we do?”
How can we collectively work to address this issue around making sure Black
folks with disabilities have access to the information that's going to make a
difference in their lives?

Things like that started standing out when we were doing the information
gathering. We would start meeting with groups of white families who had young
people with intellectual and developmental disabilities, and you would hear
these stories about how they got together, how they ended up at an advocacy
organization or learning about a resource. And it was all word of mouth.

Word of mouth is so powerful. Even in our information age, there's tremendous
power in that. We would hear stories like their kids were at Special Olympics
together, and they were standing next to each other, and they would have a
conversation. I’ve got this issue or I'm having trouble, and then, I'll help you out
or come with me to this meeting. And that's extremely powerful.



One of the challenges we have in New Jersey is that we're one of the most
racially segregated states in America. The history of redlining set up a dynamic
where there are opportunities for folks to be in similar spaces, but it is hindered
by just the way segregation works in our state. So we don't always have those
opportunities to have those conversations and to get that information.

Some of the more powerful advocates that we were able to connect with were
Black women who were the kind that if they saw someone with a wheelchair
across the street, they were running to have a conversation. That conversation in
Walmart or Walgreens, but kind of forcing it, making it happen. It's the legacy
of redlining and racial segregation.

We also have sort of bureaucratic systems that are set up where it almost feels as
if you need to have a master's degree in order to fill out some of these
applications and to get access to services. I'm very clear that many of these
forms were set up for a social worker to fill out, someone with that kind of
background. And the way our systems have evolved, we're now asking parents
to take the lead on getting through this paperwork.

One of the things that happened was that we were hearing over and over again
how challenging PerformCare was. This was this incredible resource for our
families to be able to access, to be able to get benefits and respite. What's the
challenge with PerformCare? It's this 20+ page application, and you've got to
pull in documents from all over. So in the second year of our grant we started an
in-person PerformCare Navigation Initiative where we hired a navigator and we
partner with an excellent organization, Nassan’s Place, up in Essex County.
Nassan’s Place has been around for over ten years and they support folks with
autism in Essex County. Again, because of the dynamics of race in our state,
they're working with a lot of Black and brown families. Tonia Green is our
PerformCare Navigator. And so we would go to community events at Nassan's
Place, and we'd have a table in the back. Initially it was to have a person help
walk families through the application, but then it was very clear that there's a
digital divide.

For example, if you want to do the application online, you've got to have a PC,
you can't do it on your phone.You’ve got to have Windows and an Internet
connection to be able to get through that application. So we had to bring in
laptops and hotspots and scanners to be able to capture people's information.
Then, families had to track down documentation from medical professionals and
they might have transportation issues. Nassan's Place has an agreement with
Lyft where families are able to get support. I don't think enough people are
really aware of all of these sorts of barriers and the way they multiply. And



when you combine that with not having child care. We had to provide child care
to keep not only the child who had a disability occupied so mom or dad or
grandma could work on this application, but also their siblings. Because some
of them are little kids. And that's some of the work that I'm most proud of. But I
think it shows just in one system some of those barriers. I'm also very proud that
PerformCare has had a work group that's been looking at the application and
how to make that work more accessible, and our team is giving input on how to
streamline that. And of course, we're doing this work. It's the mandate from the
Council on Developmental Disabilities to look at how to support Black folks,
but changing something like that will have an impact on how everybody is able
to access that information, and then really take advantage of those benefits.

Ellen: So you've really been able to identify a lot of the day to day life barriers
that get in the way of accessing services.

Hazeline: And some of the things that you raised really bring to mind the fact
that when we looked at data, some years back, we saw a relatively high rate of
people who started the process, but would abandon it.

LeDerick: That's right.

Hazeline: And you've identified some of the key elements that needed to be
addressed so that people could actually take action and make it to the finish line
with submitting their application.

LeDerick: Yes, and we have families who come to this community event and
just learn about PerformCare for the first time. And we would say, let's sit down
and take you through the application. We had others who thought they had
submitted everything and had been waiting for months. And there was either a
letter that wasn't sent or a letter that got missed or something like that. And
we've also had some families that are so frustrated by those hurdles that they're
just ready to give up.

There are a lot of families, regardless of race, that are still in survival mode, and
so there are times where they think they’ll just figure it out on their own. I think
our experience with PerformCare also speaks to all the other systems where our
folks need to access services. We really need to look at what we are doing
linguistically, as far as technology, transportation, all those areas of accessibility
that create these barriers. Unless you're very well-resourced, they're going to
prevent you from being able to access support.



Ellen: Right. It makes so much sense to focus on the children, and as you
mentioned, Hazeline, how important it is. The earlier that we can help kids get
the services and supports they need, the better off they're going to be. What do
you think about the adult service system in terms of awareness of these
challenges? What can we do? What do we need to let the adult service system
know? How can we remove some of these barriers?

LeDerick: Well, one of the things we did with the EPIC program is that we
support young adults ages 14 to 25. So that's into the adult ages. One of the
things we knew is that our families just didn't have enough exposure to
information that was going to be of support. And so we were actively seeking
out organizations and entities to do what we were calling “family information
sessions” for our families coming out of COVID.

COVID was a very challenging time. I think for all of us one of the bright lights
to come out of it was Zoom. We were able to hold the sessions with staff from
the Council on Developmental Disabilities who were specialists on
unemployment and nobody had to leave their homes. It limited a lot of those
logistics needs.

One of the first information sessions we had was from the Council's
Developmental Disabilities Act partner, Disability Rights New Jersey. I
remember the Q and A afterwards; there were all these conversations. For
example, there was a grandmother who was very much concerned about what
she needed to do to set up her estate to be able to care for her grandchild. And it
was this source of information, these conversations, I don't know if our families
would have known about if we hadn't sought out these service providers, these
advocates to be able to bring that information to them. Some of it is that
agencies need to do a better job advertising and marketing.

The other thing that I think is really key is we can't just have this conversation
in disability spaces. One of the first things we did with the consortium is we
were inviting the NAACP, we were inviting the New Jersey chapter of the
Associations of Black Social Workers and school staff who were partnering
with us. I do think we get siloed, and it was something that Bill and I focused on
early on. We had to pull in these organizations who are legacy organizations, but
also organizations who are firmly centered in supporting Black folks.

You can pick any demographic you want. There are groups that are looking out

for the needs of families of children. And one of the frustrations that [ have as a
Black man with a disability who's sort of standing in these two worlds is I know
oftentimes our social justice organizations are not having conversations about
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disability. And I also know that our disability centered organizations are scared
to have conversations that are just centered around race. So we spent quite a bit
of time having these conversations with different groups and saying, Hey,

disability needs to be an important part of your platform, your overall platform.

So yes, in the adult space, we need to be looking for those allies that are not in
the disability world, but are building relationships and have connections to the
people you want to reach.

Hazeline: That certainly ties in with how you defined yourself early on as a
person who builds bridges. And I can fully appreciate that, having witnessed
your work. I wanted to ask a question about practices and changes you hope to
see with respect to families and their advocacy. Let me say a little bit more
about that. I think that there are a lot of families who will be listening to this
podcast and there are a lot of families, particularly of Black and Brown children
in the 14 to 25 transition age youth category, who do not know yet how to go
about becoming involved in advocacy, as you have done. What would you say
to that population? Where can they start? How can they get the support and
training necessary to become effective advocates? And to even know what the
service options are for their children? Oftentimes I find that they don't know. As
someone once said to me, you don't know what you don't know. You don't even
know where to begin.

LeDerick: Well, you start where you are. I do a lot of keynotes at conferences
and at universities, in different events like that, and I remember being young
and a recent college graduate, and being asked to be at the front of rooms at
these events where doctors and researchers and people with letters after their
names were telling me that I was the expert. [ remember having this real identity
crisis and having to realize that I was enough. I was enough. My experience
gave me a degree of expertise that wasn't everything, but it was a strong enough
foundation for me to build from. So one of the things that I don't want any of
our families to feel is that whatever their circumstances are, they are less than.

No one knows your child like you. The experience of having a disability in
some ways is very individualized, but also in some ways are very global, so
you've got a great foundation upon which to build. One of the things that we
heard consistently — I know this from my work nationally - but one of our
family information sessions, where we brought in mentors, council members,
we brought in other parent advocates, and they all told us to go to Partners in
Policymaking. That is an amazing event to be able to get a strong foundation on
the laws and how to speak whatever language in the terms you need to be able
to be in these spaces and hold your own. And so the Boggs Center, being one of
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the NJ Council on Developmental Disabilities Partners in Policy Making, is a
great foundation for our families and our young people to be able to come
through and to have a strong foundation and training. I think also just
connecting with other organizations that are out there, whoever is doing a
training. Again, with Zoom, a lot has switched to either being hybrid or totally
virtual where you can take advantage of it.

I'm a big supporter of mentorship. Bill Davis, who I partner with on this grant,
Bill and I have worked together for over 20- 25 years on different projects. |
consider Bill to be a mentor. I call him Brother Bill. I give him that honor and
that respect. Brother Bill is someone who is a pillar in our community and the
Black community in Central New Jersey and New Brunswick area. And I think
all of us, if you're starting out on that advocacy journey, you can do yourself a
lot of good by having someone who is an example, and someone that you could
have that cup of coffee with. If you're even at a point where you're thinking
about being an advocate, chances are, you've had that conversation at Dunkin
Donuts or Starbucks or in someone's kitchen, where y'all are talking about how
to solve these problems and you're thinking about, if you're fortunate, you can
find someone who's got a solution. So I think - it’s a good idea to leave yourself
open and go out to an event and then look for mentors, folks who can show you
those next steps.

Ellen: I think your examples and just the fact that you put these issues out on
the table, as you said, people are afraid to talk about race, they may be afraid to
talk about disability. It can take courage to self-advocate, to advocate for
yourself and for families to advocate for their children, because you're often
facing an authority figure and that can be intimidating. Sometimes it can feel
like intentionally intimidating, the circumstances where we have to advocate for
our kids and stand up for them and their needs with authority figures.

What's your vision for the consortium? How do you see it going forward? How
can we continue this work?

LeDerick: We were initially funded by the Council for two years, and the end
of 2023 marked the end of that. We got a tremendous endorsement and then
they have allocated additional funds. We're working out the terms of that to
allow us to do a roundtable summit in the spring. Also, we were planning to use
those funds to transition the group from being just a consortium of folks who
are meeting to becoming a more organized entity. [ have said from the very
beginning that I'm really going to let the consortium decide the direction they
want to go. I think we've created a space for Black folks by Black folks to have
these conversations around intellectual and developmental disabilities within the
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Black community. We aren't the first ones to do this, but I think there's
tremendous opportunity for us continuing to meet and getting more serious
about what it is we're going to do. So I'll be looking to hire someone on a part
time basis to help us with the organization of this summit and then the evolution
of this group. And then beyond that, I'm not really sure. I think that there is an
opportunity for continued programming. Some of the initiatives that we've
launched, whether it be EPIC or this in-person PerformCare or Division of
Developmental Disabilities (DDD) application assistance, I think there's an
opportunity for that to continue moving forward. But I think if nothing else, we
need to have a space where we can have these intersecting conversations around
race and disability and then allow it to develop from there.

Ellen: I think it is so important that you're calling attention to the issue and
putting it out there; it provides some guidance for service providers who are
looking to make sure that their services are inclusive, and that there is
awareness of the services that are available to everyone, and not just the folks
that figure it out.

LeDerick: We are working on developing programming, like a podcast, where
we interview black folks with intellectual or developmental disabilities and
family members, and trying to have that word of mouth conversation available
in a digital way. I love podcasts. I'm the co-host of the Black and Dyslexic
podcast. And one of the things that's been powerful about that program is with
show notes, you can put out all these resources that people can access. The
spoken word way of conveying information is native for many folks in the
African diaspora.

So being able to create that, and to do it in a way which is sustainable, is one of
the things we're interested in. And then looking at other sources of information
that can be helpful to our families that the consortium will identify, and making
sure that they're done in a way which is culturally relevant so that they really
speak to our communities. I'm proud of the work we've done, but I do just want
to say that the council created this grant. So we've always said, hats off to them,
because we've been in some spaces where people wondered if you could even
have a grant where you only talk about black people. As in, is that even legal to
do that? They looked at their own work and discrepancies in delivering services
and supports and said they really needed to focus on the black community. And
I know that happened because of years of advocacy from a variety of people,
but particularly black advocates in the state of New Jersey, that really pushed to
say that this was an issue. And it's such an issue that we've needed to direct
funds and supports to be able to help address it. I'm fortunate we're recipients of
the grant, but this focus is coming from a much bigger place than me.
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Ellen: I think that the value of this, the fact that you say, can we even talk about
it? The fact that we can talk about it, the fact that we can say, this is the New
Jersey Black Intellectual and Developmental Disabilities Consortium. You are
teaching us how to speak in these terms. When the awful events surrounding
George Floyd's death forced the world to take a harder look at this and
understand the kind of devastation that can happen at the hands of police. I think
alot of organizations made statements about the desire to expand services and
make sure we're serving black and brown people, Hispanic people and people
that might be underserved. But I know that the concern was, we can make
statements, but how do we make this happen? How do we make sure that we are
expanding and delivering services? So the fact that you are talking about this
and helping people learn how to talk about it is very important.

LeDerick: And I had a similar reckoning, you know, I watched the lynching of
George Floyd and I had to look at myself and say, okay, you've been doing this
work for 20 years and I'm proud of the work that I've done, but what have you
done for Black people? What have you done for Black people that's directed to
that community? I put a prayer out there to the universe that [ wanted to do
something for us. And it was Bill Davis who got a phone call from the advocate

Jane Dunhamn, and she said, Bill, you need to apply for this grant. And Bill
knew me with my connection to the disability world, and he said let's
collaborate on it. One of the things that's been really rewarding is the more we
meet someone and talk to somebody and they say, you need to go meet
somebody else. There are organizations and entities that we've come into that all
started a committee or task force around the same time, or there's a 3 or 4 person
department that is working on these issues. Sometimes it's very broad around
diversity, equity, inclusion, but there have been some folks who have also been
taking up this charge to ask themselves the questions around how can we do a
better job reaching out to the Black community?

This is kind of in line with the barriers discussion. The abstract for the Request
For Proposal was Black New Jersey residents with Intellectual and
Developmental Disabilities and their families. So that's the diaspora, and you
don't think about it oftentimes, but there are Afro Latinos, right? So we've had
to make sure that our materials and our efforts were translated. There's this
linguistic barrier as well. We go into Asbury Park and immediately you're
working with the Haitian American community, as one example. I think
sometimes we just think of Black folks as just being English speaking African
Americans, but it is the diaspora. You get folks from all over the world, the
continent of Africa, the Caribbean. And it's important that we take into account
all of those needs, the cultural standards as well as the linguistic needs, to make
sure that everyone can access information.
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Ellen: Hazeline, you have been a leader in this field, and the work that you do is
so relevant to the things that Le Derick has been talking about, especially
because you're serving Essex County, which is a largely Black and brown
community. How do these things that he talks about resonate with you and your
work?

Hazeline: We are located in East Orange and our primary service area is
Newark, with all of the characteristics that you've described. I think what you've
described certainly mirrors my experience in terms of families and their ability
to access the information in a way that is relevant for them, and that is
something they can digest. [ want to certainly applaud you for the work that you
and the consortium have done in terms of addressing the intersectionality of
race and disability. [ would also add that your recognition of the nuances within
the Black community is significant and can't be understated. We come with our
own ideas about what it means to be involved with systems. And sometimes that
in and of itself can become a barrier. So, understanding those dynamics is really
critical, and I think you touched on some of that. My experience has been that
an agency like ours, as a service provider, benefits from having cultural brokers.
People that not only speak the language, but understand the culture.

I may be able to speak, for example, Spanish, although I have yet to distinguish
buenos noches from buenos tardes. I might be able to do that, but that does not
make me an expert in that culture, or even someone that has the skills to really
effectively engage that community. One of the lessons learned from both my
healthcare experience and my current position is the need to rely on, engage and
compensate appropriately those cultural brokers that can help us penetrate those
communities that really need to know about services and how to access them,
and to give them voice in the conversation.

LeDerick: Thank you so much for bringing that up. With the EPIC program,
we've had a few transition specialists that have worked with us over the course
of these two years. The relationships they have built with these families, these
young people... we wouldn't be able to get anything done if it hadn't been for
their ability to show up, and to build that rapport. I want to say this is like a
family - the engagement — and you can't give up. It's been 160 families that
we've been in contact with for the EPIC program, and not all of them are
showing up to appointments or information sessions, but we keep saying, hey,
we're doing something. Now that we're kind of at the end of this second year,
we've had families who we reached out to within the first half of the first year
that all of a sudden have started showing up. I got a report of a young man; he
and his mother showed up for a session, and he said he wanted to be a welder.
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“No one's listening to me. I want to do welding. That's what I want to pursue.
I've talked to folks at Division of Vocational Rehabilitation Services (DVRS)
and they are not listening to me.” Iris Wells is our current transition specialist,
and she has the ability to say “I've supported young people, and you can go to
these schools, and we can talk with the folks at DVRS and see what we can do
about support.” And he says “I'll give it a shot, but I walked into the Middlesex
County College, and the lady who interviewed me for their competitive
disability support program described me as having a chip on my shoulder. Some
of that was because I had been mistreated by the system.” You've got to come
into this work with an awareness, if not direct training, around what it means to
provide support for folks who are dealing with trauma from a variety of
different places. How does that show up? What does that look like?

A mother from Piscataway gave testimony at the last quarterly meeting of the
Council about the impact of the EPIC program on her. She has several children
that she's adopted with a variety of disabilities, and she was passionate. I've
been in some of those Consortium meetings where I've had to have my team say
to me that these people are just really passionate about what they want and how
it needs to show up, and you have to be careful. Because if we start using
language like, “why are you aggressive?” or “I feel threatened” and this, that
and the other. It's none of that. You have to take your own feelings out of the
dynamic, and figure out how you can be of service to somebody else. I think
that's an important thing for all of us to remember when it comes to working
with anyone who's different than us, who differs from the way we communicate.
We have to consider our own baggage and what they bring from their
experience and still show up with a spirit of service.

Ellen: That is a beautiful way to conclude this podcast. I have learned so much
and I so appreciate your work and your passion. It takes a village, and you're
helping us to be a part of the village that helps improve the world. We have to
have hope and optimism, and you certainly bring it, and you help to create it for
others. So we thank you for your work.

LeDerick: Thank you for the opportunity to talk with y'all today and to talk to
your audience.
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