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Welcome to the Let's Get to Work podcast, brought to you by the Burton Blatt Institute at Syracuse
University, the Disability Employment Policy Rehabilitation Research and Training Center, the DEP
RRTC, and the Southeast ADA Center. We're excited that you're joining us today, because we have
a special guest, Marco Damiani, Chief Executive Officer of AHRC New York City, whose mission is to
advocate for people with intellectual, developmental, and other disabilities to lead full and
equitable lives. He's also an important partner in the DEP RRTC, helping us provide information and
resources about our work to people with disabilities, employers, and policy makers across the US.
Our host is Dr. Peter Blanck. Peter is University Professor and Chairman of the Burton Blatt
Institute. He's also the principal investigator for the DEP RRTC, where he leads a team to research,
rethink, and reshape disability employment policy. And now, here's your host, Peter Blanck

Peter Blanck

Marco Damiani. It's such a pleasure to have you on this show. You've been a leader for so many
years on so many dimensions in the disability community with inclusion, healthcare, employment,
and we really appreciate you taking your time to join us today.

Marco Damiani, AHRC NYC
My pleasure, Peter. Thanks for having me here.

Peter Blanck
So, maybe we start a little bit at the beginning of your professional career. How did you get where
you are, and what sort of early career experiences shaped the direction you went in?

Marco Damiani, AHRC NYC
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Peter. Before | ever led an organization, | worked as a direct support professional, supporting
people with development disabilities in their daily lives, and actually spent some time at
Willowbrook. And one of the things that struck me very early on was how often decisions about
people's lives were made around them and not with them, and yet when you took a time to listen
and realize that many people had an idea of what they wanted, where they wanted to live, how
they wanted to spend their time, the relationships they wanted to build, and the work that they
wanted to pursue. So that experience stayed with me throughout my career and really shapes how
| think about leadership today, and AHRC - AHRC stands for advocacy, humanity, re-imagination,
and change. We try to live those ideals every day. Our work is fundamentally about supporting
people to direct their own lives, whenever possible, and that's why conversations like the one
we're having today are so important.

Peter Blanck

You mentioned Willowbrook, and not all of our listeners may be familiar with that very important
expose. Burton Blatt, our namesake, went into institutions with a camera and took horrific pictures
of individuals in state institutions and publishes a result his expose called Christmas in Purgatory,
which we digitized on the BBI website. So give a little background about that time and the exposes
and what that uncovered

Marco Damiani, AHRC NYC

Early in my educational career, | had a chance to meet Burton Blatt. | feel very fortunate to have
done that in the early 1970s. In addition to the work that Burton Blatt did in the 60s, there were
other exposes, most people probably heard about the ones from Geraldo Rivera, who basically
made his career sneaking under the grounds of Willowbrook and filming horrific conditions, much
like the images in Burton Blatt's work. It really caught on, and it was very clear that New Yorkers
didn't want that to happen. So, when those images emerged, impressions of what had happened
became cemented into concerns. We ended up with a class action lawsuit, and my organization
was one of the plaintiffs in that lawsuit, and we're very proud of that. When | do my work every
day, | think about my time at Willowbrook. It was life-changing in many ways.

Peter Blanck
What were you doing after your early years with organizations that led you to be the president and
CEO of AHRC?

Marco Damiani, AHRC NYC

| had an interesting trajectory, and it didn't seem so unique until recently. | spent four years
working at a nonprofit called the Federation Employment Guidance Service, and they opened up
one of the first licensed day programs in New York State, as Willowbrook was just starting to close,
and we took people off the grounds of Willowbrook into New York City at the FEGS headquarters
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on 14th Street, and we did work with them. But a few years later | ended up working for New York
State government and was one of the first team leaders to actually go in and license group homes,
and we were more like subject matter experts, we were technical assistance to the providers
running those programs, not so much coming in to audit them and see what they were doing. So |
did that for eight years and actually worked not just in these group homes but also the state
improved conditions at the remaining institutions. So it was important to keep the quality there at
a high level until the people can move out of those institutions. So | did that for a little while. And |
got recruited to be the assistant executive director at UCP of New York City, so | went back to
nonprofit world and did work in residential systems. | actually ran the residential system, the family
support system, but UCP was one of the founding state nonprofit organizations across the country.
| learned a lot there. | learned a lot about advocacy. | learned a lot about technology, which was
then emerging for people with complex physical disabilities. So a lot happened there. And then |
got recruited to go to YI, where | spent 22 years doing a variety of things, mostly in the community,
family support services. We built a very large and successful clinical and healthcare system, and to
this day it's still operating. | feel good about that. Finally got recruited to be at AHRC New York City,
so I've been here about nine years.

Peter Blanck
What was AHRC like when you arrived as a new CEO? What was the environment you were
operating in, and the challenges you faced?

Marco Damiani, AHRC NYC

I'll call it one of the iconic agencies, one of the agencies that was there almost from the beginning,
leading the cause. Large organizations are great, but they're complicated, and they also demand
continued innovation and continued reassessment of how we're doing the work that we do, and
that's a complicated way of saying that we were siloed, and that the funds that come to
organizations like ours, they come to us because of a diagnosis, they come to us because of a type
of service, they begin to lose the whole person intent of how we're helping people. And when you
grow rapidly in large systems like employment or residential systems or day services or education
for kids, you begin to see silos, you get those overlapping innovations and communication and
whole person approaches, but when | got to AHRC, it was pretty siloed. Over my time there, I've
worked very hard to build across those silos. We've even consolidated some of our departments
too.

Peter Blanck
When you say large organization, what are we talking about?

Marco Damiani, AHRC NYC
We're at about a $400 million budget, about 4500 staff touching the lives of about 15,000 people
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on an annual basis,

Peter Blanck
and across what areas.

Marco Damiani, AHRC NYC

Well, we're really concentrated in New York City. We do some work nationally with Salesforce. We
are one of their disability inclusion consultants. We help place people with IDD and other
disabilities in Salesforce headquarters around the country and in Canada. So that's been an
interesting national effort, but it's mostly concentrated in New York City. We do a lot of work, as
you know, in employment, like to be maybe the largest supported work and employment provider
in the country. Over 2000 people a year get jobs and internships through us, and so we're proud of
that work. Our housing program is essential, and if someone lives at a place where you are
providing supports and services, you are responsible for them 24/7 and finding that balance
between the day to day things that need to work to support that person, but still giving them a
level of independence that they can enjoy and be part of the community is a challenge that we're
up for. So we do a lot of work across the spectrum of services that providers have available to
them.

Peter Blanck

Of course, you're a family-driven mission organization in many ways. Talk about the generations of
parents and advocates. Are you seeing changes from when you first arrived, more sophisticated,
more engaged, less engaged?

Marco Damiani, AHRC NYC

| think the families who were founders here, we're founded by a woman named Anne Greenberg,
who famously put a six line ad in the New York Post in 1948 asking if there were other families in
the Bronx that wanted to set up what you call a day nursery for the kids, because they couldn't go
to school. Those kids couldn't go to school, 1948 In fact, they couldn't go to school for many
decades after that. And the answer was a resounding yes.

Peter Blanck

Well, | want to come back to employment, because that's a strong interest of our project, but we
need to talk about self advocacy. Have you seen that mature or grow or change the self
determination and quality of life?

Marco Damiani, AHRC NYC
Yeah, we've seen it a lot, especially at AHRC, that's always been a strong part of our portfolio, and
we see it getting even stronger. We have been strong adherence to what are called personal
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outcome measures, which is an evidence-based method used by the Council on Quality and
Leadership to actively engage with people that we support to learn about what they want in their
lives. And we have many certified trainers that do this, we have a couple of people with disabilities
doing those structured interviews, which is very unique, and | say this because this is a
wholehearted commitment to self advocacy, to the point where we now have not just self
advocates, we have what we call subject matter experts. We pay people with IDD to talk to groups
of people, to talk to us, to go to conferences, so they're not just coming along as somebody we
support, they are the person in front of the discussion. And our self-advocacy work and our
growing support of decision-making work with you is absolutely essential to keeping that true.

Peter Blanck
Say a little bit about. This new paradigm that you are working on,

Marco Damiani, AHRC NYC

| think one of the reasons that supported decision making is so important, Instead of replacing a
person's voice through guardianship, we create networks of support that help individuals
understand the choices and express their own preferences. So, the goal is really not protection
through restriction, it's more like freedom with support, and | think being more intentional in this
area, with your help, your expertise, your leadership, has really helped us kind of reimagine not just
the self-advocacy components of what we do, the people we support, but to be more structured to
provide tools for our staff to engage in people we support in ways that promote self-determination
and supported decision-making mechanisms. What we're doing is we're trying to build a scaffold
around the person, so the voices are heard.

Peter Blanck
Are you seeing a change in the attitudes of parents in terms of guardianship versus more supports
or more independence?

Marco Damiani, AHRC NYC

The answer is yes and no. | think there are some parents that see the potential in their adult
children, and they find that balance between what they believe their adult child could do and
should do, and what input they should have in their own lives. The work that we started to do with
you, which is evidence-based, these are not just ideas or opinions, they're ways of showing that the
impact can really be there. And in fact, which | love is that people who have guardians still benefit
from supported decision making, so it's not just either or, it's a potentiator of the person's
capabilities of running their own lives as much as possible. We tend to look at this option for
people that have much higher capabilities. But I'm also interested, what about the person who has
a more severe disability? How much of supported decision-making framework and scaffolding
attempts can give them even more voice in their lives? | think this is a bit of a fluid framework for
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the population, not just this person is capable of this, this, and this. Therefore, they're the best
candidate for supported decision making, because | think when the staff approach it, they have a
supportive decision making approach to working with someone, no matter what we call it, they're
being more open-minded, they're being more patient, they're being more observant, and | think
very importantly, to be more curious. We have a strong belief in curiosity here as part of our
mission, vision, and value statement. And the more that our workforce is curious, the more latitude
for the people we support have.

Peter Blanck

Now, you've been CEO during a heck of a time, from Covid to the terrific challenges that are faced
today by society, so where are you today on these types of issues, and where do you want to go, or
help convince others to help you go there?

Marco Damiani, AHRC NYC

| don't like talking about things as a crisis anymore, whether it's a workforce crisis or a health crisis.
| think that some extent those things are true, but | think in reality those are transformational
moments, transformational opportunities. So | look at the difficulty in getting and retaining the
frontline workforce in today's society as a workforce transformation. That's not a workforce crisis.
If it's a crisis, we never stabilize. If it's a crisis, we never have a common sense of purpose and
vision, we're always trying to put fires out. | don't want to do that. | want to deal with what started
the fire to begin with. So, | think that's one thing. The workforce transformation needs are
substantial. There's no AHRC NYC without our frontline workforce. We would cease to exist. I've
just hired some new people, some new leaders. They're adding so much value because they're
aligned with our mission, vision, values, and culture, but they see things differently.

Peter Blanck

Well, that's fantastic. And, of course, you spoke about the importance of employment. Sometimes
we estimate five year plans, and | think to myself, | don't know where I'm going to be in six months
from now. How do you deal with that level of uncertainty as an organization moving forward,

Marco Damiani, AHRC NYC

Yeah, | think there are two things that might seem in contrast, but they accomplish each other. The
first is be as good as you can about managing the details, and that means you need systems of
accountability on the progress we're making, where it's not working, where we're failing. There's a
saying, fail often to succeed sooner. | believe in that. So, that means you have to have staff that are
aligned with keeping track of what we're doing and how we're doing it. So, that's the base, and we
have a good example of that. Our IT executives have now built frameworks for innovation and
programs, because when you're building a tech platform, boy, you got to pay attention. We've
taken a lot of that structure and planted it on to how we manage projects with new programs or
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programs that need to continue to grow. So that's on one end. But the other end needs to be what
is the conversation that leaders are bringing to their workforce? How are they talking? How are
they inspiring? How are they listening? How. Are they calling out what they see when it's great, you
know, our mission, vision, knowledge, and culture statement | mentioned to you earlier includes
things like generosity, curiosity, creativity, and optimism. So, |, when | walk around and talk to
people, | see something curious, | say, that's fantastic.

Peter Blanck
Do you foresee in your crystal ball changes in funding that will either be positive or negative for
what you want to do in the future?

Marco Damiani, AHRC NYC

| do. We need to look at what are our revenue diversification opportunities. How do we make sure
we have multiple lanes of resources to support people with disabilities? Finally, regarding
resources, | think the more we talk about the work that we do in terms of humanity, not just in
terms of disability, the more it can resonate across and beyond the disability community. We have
strong advocacy history and capabilities in the disability community, but we don't want
balkanization of that. We want to be sure that people who are blind and people who are deaf and
people with IDD and people with severe mental illness, that they have their own interests and
needs because of their distinct disabilities, but the overall framework of this pulls together 25% of
the nation. That's how many people in this nation are disabled.

Peter Blanck
You and your organization are renowned. | know that you just received an international award.
What was that for?

Marco Damiani, AHRC NYC

It was for this internship program mentioned earlier. We, about six years ago, formed a program in
concert with New York City Department of Social Services. It was grant funded by the TAP
Foundation, a wonderful foundation focused on this population, and we demonstrated year after
year that we could successfully place interns in government with disabilities, any disability, not just
IDD, and it continued to grow. They got the grant extended, then community trust stepped in.
Finally after lots of discussions with City Hall that is currently being funded by New York City as a
pathway to employment as a civil servant with a disability, and this is such a huge impact that we
didn't realize at the time that one of the senior leaders in the New York City Talent Organization
nominated us for an award by a group called the Zero Project. For the listeners that don't know
who that is, Zero Project is a global disability advocacy convening NGO founded in 2008 and they
have been extraordinarily successful in getting a global conversation going on disability, and they
give out awards every year at their annual convention at the United Nations in Vienna, and we
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were nominated, and we won. We won Disability Inclusion Award for these internship models that
we had created. That was great enough as it was, but then we found out a few days before we got
there that we were one of the few awardees invited to meet with the President of Austria, and we
did that. | had my colleague with me, who has been running the program for many years, and the
great thing about that, it's great to be on to number one, but number two, to have the President of
Austria actually ask questions and ask follow-up questions and be listening shows genuine interest
in innovation around disability and how that could make Vienna and Austria better. So it was
fantastic. We still talk about it. We're very honored by it, and are trying to grow that program more
and more.

Peter Blanck

Marco Damiano, you have lit and continued to light the fires of reform and community and growth
and individual self determination, and | want to thank you very much for taking the time to speak
with us today.

Marco Damiani, AHRC NYC
It's a real pleasure, Peter. | very much enjoy talking with you, and I'm very thankful for your
partnership. Thanks for having me.

Peter Blanck
I'll turn it to Jonathan, and then he can turn it to Barry.

Jonathan Martinis

So much of what you said resonates with everything that we believe in at Burton Blatt, and the
work that we're doing at the DEPRRTC, one of the things that really jumped out at me is your
support for choice in all facets for people with disabilities. Would you tell us a little bit more about
how you feel empowering people to make their own choices with regard to supports and services,
particularly around supported employment, leads to better outcomes.

Marco Damiani, AHRC NYC

Yes, when humans interact with each other, the higher level of the engagement, the better the
interaction. We can think of many times in our life when we didn't choose to do something, and
the level of engagement wasn't so great, it didn't really matter so much, or we got pissed off, or
didn't work, so I'm being direct about that. We should not think for a moment that a person with
an IDD can't have the same experience, and that same negative experience, or that same mediocre
experience. So | think that engagement needs to be intentional, it needs to be curious, it needs to
respect the views of the person with whom you are trying to ensure they have options. Going back
to what | said earlier, | think that when regulatory structures and payment structures sometimes
take press over the human work that we do, it makes it more difficult. Here's a good example: in
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our internship program, all the. Interns had a choice of where they wanted to go. We didn't say,
"Hey, the Department of Transportation has an internship, let's go. We said, "Hey, parks,
transportation, social services, these are all options. What do you think? And when we see the
retention rates in the internship, when we see the conversion to jobs in the internship, and we see
the attitudinal changes in the colleagues in those positions. | hadn't thought about it that way until
now. That's all about choice.

Jonathan Martinis

One more question before | turn to Barry at the DEPRRTC, one of the things that we believe is that
disability employment policy is not just about people with disabilities. When people with
disabilities work, when they have options, when they have choices, the entire economy benefits.
Can you talk a little bit about that?

Marco Damiani, AHRC NYC

Data is out there, and | think we see it all the time. We have a particular program that places
people into city contracts where they do all kinds of jobs around city infrastructure, for instance,
maintaining the Staten Island Ferry. We have people that work in the federal courthouse in
downtown Brooklyn, and | mentioned this because these jobs are high-paying jobs. These are
$50,000 jobs with benefits. So when you talk about economic impact, boy, that's an economic
impact, and certainly the range people we support, not all cases can people we support go into
those jobs, many do, and | think when you have a large portfolio and a broad vision of the type of
work that people could be doing and to build that choice into it, then we see economic impact. And
| think one of the things that we still need to work hard on is companies, corporations being
genuinely open to this. Salesforce is a good example of what's working, but | think there are other
companies or corporations where they'll say, "Well, sure, we'll hire one of your disabled people,
and, "Okay, thank you. But that shouldn't be a charitable exercise, and we need to demonstrate
why it's not a terrible exercise. And | often say that people aren't afraid of change, they're afraid of
loss. And | think that employers could also be that way, that if | hire this person - am | going to get
sued if something goes wrong? | mean, there are lots of other questions that you could begin
perseverating about if you don't understand what you're getting into. So, one of our goals needs to
be to help employers understand what this is and what it isn't. And then, most importantly, don't
go away once the person is hired. Be that job coach, be that person to bounce ideas off of. In an
internship program | discussed with you earlier, the people running that program had the cell
phones of every single manager within New York City government that was working with intern,
and they would textour staff person, "Hey, Joe's having a tough time today, what do you think? or
he's not here? What do you think? So it was real-time support that made a huge difference. There
wasn't a transaction, it was a process of supporting somebody to help them make their own
choices in life.



Let's Get to Work: Reimagining Disability Inclusive Employment Policy

Jonathan Martinis
Thank you so much. I'm going to turn it over to Barry, but before | do, thank you again for the work
that you do and the values that you bring.

Barry Whaley

So | want to go back to the discussion you just had about why employers are reluctant to hire
people with disabilities. Certainly, as you mentioned, the charitable aspect of it, but there's a belief
that hiring somebody will take a lot of time, that it will distract my other workers. There are a lot of
elements there that factor into reluctance of hiring. If you want to talk a little about that.

Marco Damiani, AHRC NYC

| think a lot of it has to do with engagement. | think it has to do with the employers initial
commitment. | also think it deeply matters how much the support system of a person with a
disability is effective at communicating and supporting the employer, and | think that sometimes
money drives that, and | know that the funding mechanisms vary tremendously across states. In
New York, there's a mechanism to pay for internships for up to 330 hours, and it could be
extended, so the financial commitment of the employer is attenuated. Initially, it's a test drive, and
| think that this is where the partnership between employers, providers, self advocates, and
government matters a lot. People behave the way they get paid, that's simplistic, but | think it's
largely true, and we need funding models that promote creativity, engagement, and longer term
support when necessary. So, there's no perfect solution here. And for all the reasons you
mentioned, it's not easy, but | think that funding in alignment with models that work become
critical. Governor Hochul has named our program as the program of choice for her Employment
First initiative, Partnership for Inclusive Internships.

Barry Whaley

One of the things that | struggle with is, if we're trying to help somebody get a job, two things need
to happen: one is the very first conversation needs to be about disclosure of disability, because it's
going to come up. Because the second point is what we do is kind of weird, and what | mean by
that is how many people show up at a job interview with a job coach, or how many people are
represented by somebody, and they go in, and they talk to an employer, and they may use all the
perfect language. But the issue of | work with people who are disabled, and I'm trying to find a job
for somebody. Well, | don't know if you have any thoughts on what steps we need to take to train
people who are employment specialists to do a better job in engaging employers.

Marco Damiani, AHRC NYC

| think understanding the work culture of the place we're trying to get somebody a job is very
important, and that means spending time with the owner of whatever it is, the medium sized
grocery store in a medium sized town, and if the goal is to get somebody to bag the groceries, and

10



Let's Get to Work: Reimagining Disability Inclusive Employment Policy

they want the person to bag the groceries relatively quickly, and not mess up, and not drop the
groceries most of the time. Okay, maybe that works. The person gets paid, but | think that's a
mistake. | think you will want to be as sure as you can that the owner of that grocery store has a
deep appreciation for his employees. There's good longevity there. They like working there. They
have wonderful holiday parties. They go out afterwards after work, and that means that they
believe that we are stronger if we include everyone in the workforce in this grocery store to
produce a better result for their customers. If we can get this person to be even moderately
successful here, the sense of belonging in this place will improve even more than it already is. And
that's better for his bottom line, because the customers coming in will feel it, they will see it. They
will choose his store over another store. We want to have so many jobs happening every year. |
think every so often you should say we're not going to that place, it's not going to work, and not
because the job might not be right, because the person in charge is not right.

Barry Whaley

Well, we see that often where employment specialists have their pet employers that they know
they can go to with absolutely no evaluation of what are the skills and competencies that this
individual has that he can bring to that employer.

Marco Damiani, AHRC NYC

And beginning to think about, do employment specialists, employment technicians, job coaches, do
we even do an intentional assessment of the work culture, | don't know if that tool exists, maybe
it's an opportunity here.

Jonathan Martinis
What a fascinating idea.

Peter Blanck
Good idea, Jonathan and Barry. Put it on the list.

Marco Damiani, AHRC NYC
Thank you, very generous with your time and comments. | appreciate it, all three of you.

Jonathan Martinis

Thank you, Peter and Marco, for your insights, your perspective, and your values. The DEP RRTC
presents a tremendous opportunity to explore so many different facets and ways that disability
employment policy can help us rethink and reimagine a world with more opportunity for economic
gain for more people. Thank you so much for sharing your viewpoints today. And listeners, thank
you for joining us for this episode. You can access all of the Let's Get to Work podcasts with
archived audio, accessible transcripts, and resources on our website at www.bbi-dep-rrtc.org Let's
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