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In Search of Dental Wellness
One of the biggest barriers to quality
dental care for children and adults
with developmental disabilities is the
scarcity of dentists who can provide
routine treatment while providing
accommodation for physical, intellectual,
or behavioral challenges. Throughout New
Jersey, advocates and dental practitioners
are working to address this lack of options
for individuals and families.
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It is often said, “Laugh and the whole
world laughs with you”. In this op-ed,
writer Marianne Valls reflects on the
absurd, ironic, and amusing moments in
her life that have occurred as a result of
her cerebral palsy; and encourages readers
to take their own unique challenges and
circumstances in stride and with a healthy
amount of humor.
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Moving Forward in Advocacy
To nobody’s surprise, advocacy for people with
developmental disabilities continues to be a
challenging yet rewarding process.
The effort to save Medicaid is the single
most crucial issue we are working on. While
we won a number of battles this past fall and
summer, threats to the program persist. It is
critical that families and self-advocates continue to let legislators in Washington, DC
know how important Medicaid is to all of us.
Medicaid funds over 75% of the supports that
individuals with intellectual and developmental
disabilities (I/DD) rely upon to live successfully
in the community. The systems of support for
people with disabilities simply cannot survive
serious cuts to the program.
Of course New Jersey has its own set of
difficult issues to handle and work on. Chief
among them is the staggering job vacancy and
turnover rates within the direct support profession, which are tied directly to the inadequate
funding that Medicaid provides to compensate
these critically important professionals. We
simply cannot continue to compete with hamburger restaurants for employees in our system.
While advocates successfully pushed for an
additional $20 million for DSP wages in the
FY-18 budget, this sum is not nearly enough to
raise wages in a meaningful way. We must continue to advocate for substantial wage increases
for direct support employees in our system.
As we begin to work with a new administration in Trenton, we must press for improved
lines of communication that facilitate direct
input from families and self-advocates. We
should ask for a policy from the new administration that will commit to no major changes to the
I/DD system without statewide input from families and self-advocates. This is the right thing to
do and will actually give us a better system, as
families and self-advocates know best in terms
of what they need from our system.
6
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We must ask the new
administration for more
effort and transparency
in its commitment to
keeping people safe in
the system of services.
Many of us have read
and heard accounts of
physical and sexual abuse
of people with disabilities. We must demand a
system that keeps people
Kevin Casey
safe, and holds offenders
accountable when rights
are violated.
As some readers may already know, I have
decided to retire late this spring or early summer.
As I consider the time in which I have served as
executive director of the NJCDD, I feel a great sense
of pride for the advocacy work that this Council has
taken on. It has been a great privilege to work with
advocates, families, and professionals in New Jersey
who are committed to making communities more
inclusive; opportunities more abundant; and systems more just, accessible, and fair for all individuals with I/DD.
Rest assured that although I may be retiring as
a professional, my work as an advocate is long from
over. I will remain committed to speaking out for
the rights and services that our community has
fought long and hard to gain, and will be keeping
a keen eye on developments in New Jersey and in
Washington, DC.
I wish the Council and its staff the best in all
future endeavors, and strongly urge all advocates
in New Jersey to remain steadfast in your efforts to
create a better world for people with developmental
disabilities.
Kevin Casey
Executive Director
New Jersey Council on Developmental Disabilities
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NJCDD Executive Director
Kevin Casey to Retire in 2018

Kevin Casey has served as the NJCDD’s Executive Director Since March, 2015

At the start of the new year, Kevin T. Casey,
Executive Director for the New Jersey Council
on Developmental Disabilities (NJCDD),
announced his plans for retirement in 2018.
Casey, who has served as the Council’s director
since the spring of 2015, may step down from
his position as early as May 1, 2018. However,
he has expressed a readiness to remain beyond
that date, if necessary, to ensure an ideal replacement is in place before his departure.
The NJCDD’s executive committee will
lead the Council as it undertakes an extensive
search to identify and recruit a worthy successor to Mr. Casey, and one who will continue
the initiatives that he has successfully pursued
as Executive Director.
Kevin Casey joined the Council in March
of 2015 after more than 11 years leading

Illinois and Pennsylvania state divisions that
oversee services for people with intellectual and developmental disabilities (I/DD).
Previously, he led nonprofit organizations that
provided services for people with developmental disabilities, including serving for 15 years
as the director of Pennsylvania Protection &
Advocacy, Inc. Casey began his career teaching and providing direct service for teens with
both mental illness and intellectual disabilities.
In his role as the Council’s executive
director, Mr. Casey played a pivotal role in
guiding the Council as it drafted its FiveYear Plan for 2017-2021. In addition, Casey
worked to position the NJCDD as a leading
state voice in the push for increased wages
for Direct Support Professionals as well as
the national fight to preserve and protect
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Medicaid funding for individuals with developmental disabilities. With a sharp focus on
public policy, Mr. Casey encouraged strong and
assertive advocacy by parents and individuals
with I/DD, empowering them to speak out at
meetings with legislators, state agency leaders, and other policymakers. He also worked
to bring together diverse groups of family and
self-advocates to share insights and collaborate
on advocacy efforts, and to set a comprehensive agenda for New Jersey’s developmental
disabilities advocacy community at the start
of new administrations in both Trenton and
Washington, DC.
“Serving as the Executive Director of
the New Jersey Council on Developmental
Disabilities has been one of the highlights of my
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professional career,” says Casey. “I have enjoyed the
opportunity to work with families, self-advocates,
and professionals on issues that are critical to
people with disabilities. I thank the Council and
the staff for their help, motivation, and dedication. I wish the Council the best in the future, and
strongly urge the Council to remain vigorous and
determined in their advocacy.”
“On behalf of the NJCDD, I extend Kevin great
personal thanks for his tireless and dedicated leadership and advocacy on behalf of individuals with
developmental disabilities and their families,” said
Paul Blaustein, Council Chairperson. “The Council
will always be grateful for the opportunity to work
with and learn from Kevin, and we extend our very
best wishes to him and his family during his wellearned retirement.”

Report: Housing A ‘Crisis’
For People With Disabilities
By: Shaun Heasley
From: DisabilityScoop.com – December 15, 2017
Housing prices across the country are far
outpacing the monthly benefits provided by
Supplemental Security Income, according to a new
report, forcing many people with disabilities into
homelessness or costly institutional care.
The national average rent for a one-bedroom
apartment in 2016 exceeded the entire typical
SSI check of $763 per month, while a studio or
efficiency unit accounted for 99 percent of that
payment.
What’s more, in the 13 states and
Washington, D.C. where housing prices are
highest, individuals with disabilities could not
8
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even cover the average cost of the smallest apartments with their SSI benefits.
The findings come from a report out this week
from the Technical Assistance Collaborative and
the Consortium for Citizens with Disabilities’
Housing Task Force. It’s based on U.S. Department
of Housing and Urban Development data on rental
costs for 2016 and information from the Social
Security Administration on SSI benefits.
“Housing is a challenge for most of us; it’s a
crisis for individuals on SSI,” said Kevin Martone,
executive director of the Technical Assistance
Collaborative. “Nowhere in the United States can
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people with disabilities receiving SSI afford a safe,
decent place to live.”
About 4.8 million adults with disabilities
received SSI in 2016. With these benefits falling
short of housing prices, an estimated 87,000 people
with significant disabilities were homeless and
between 200,000 and 300,000 people with disabilities were living in institutions, nursing facilities and
other segregated environments, the report found.
Meanwhile, over 870,000 people with

New Jersey
Council on
Developmental
Disabilities
The
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developmental disabilities were estimated to be
residing with caregivers age 60 or older.
“Taxpayer resources are spent exponentially
on the costs associated with institutionalization
and homelessness even though proven, costeffective solutions exist,” Martone said. “We
need our policymakers to finally confront this
issue and work in a bipartisan fashion to address
this form of discrimination against those who
are the most vulnerable.”
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ESCNJ Prepares Students
For Independent Living
By: Mark J. Finkelstein, Educational Services Commission of NJ
From: MyCentralJersey.com–December 28, 2017

PISCATAWAY—While discussing Communitybased Instruction (CBI) on the Educational
Services Commission of New Jersey’s (ESCNJ)
Better Together podcast, first-year South River
Public Schools Superintendent Sylvia Zircher
remarked on the organizations value in “teaching you how to fish,” when it comes to operating
educational programs.
Zircher, a first-year ESCNJ Board Member
as well, noted how the support and expertise is
invaluable and most welcomed.
Of particular significance is the support provided for CBI, “a key springboard toward independent living for some special-needs students,”
said ESCNJ’s CBI Supervisor Raissa Prus.
The CBI curriculum helps students gain
hands-on work experience, use public transportation, and shop for food and clothing, in addition to meal preparation and accessing community resources like the library and post office,
Prus said.
The job sampling can run the gamut from
working at a grocery or department store, to a
restaurant or hospital, and, recently, to a corporate environment as well, Prus added.
Sayreville Public Schools Director of Student
Services David Knaster, another Better Together
guest, said CBI instruction is “not a field trip” for
students.
“Community-based Instruction is tied to
New Jersey Department of Education learning

10
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standards, and the training students receive is
repeated and sustained for a significant period of
time,” said Knaster.
Knaster underscored the importance of CBI
for special-needs students.
“Our students are loved and protected from
preschool through high school. However, they
need the skills to independently navigate in the
community without adult assistance to the fullest
extent possible,” he said.
Knaster said 24 Sayreville students have been
enrolled in ESCNJ’s CBI programs and “not one
student or parent has asked to have the student
removed, which is remarkable,” he said, adding
that some students have gone on to paid employment in the retail fashion industry and local
department stores.
Prus also cited “success stories” of students
gaining paid employment delivering auto parts
and working as a cashier.
Another guest, radiologist Dr. Steven Bier, said
it was difficult for his son, Samuel, who is on the
autism spectrum, to find meaningful employment.
“Our frustration motivated us to take the bull
by the horns,” he said.
Ultimately, Bier began researching employment opportunities, and came across a local popcorn store for sale.
With no experience in the industry, Bier purchased the store almost three years ago. Despite
some setbacks, the enterprise, named Popcorn
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for the People, has evolved to offer training and
employment in popcorn production, sales and
distribution for 15 to 20 adults with autism and
developmental disabilities, including several from
ESCNJ’s CBI program.
Popcorn for the People, sold at fundraisers,
sporting events and online, is the supplier for
Rutgers sporting events, and recently relocated to
a larger facility in the Harts Lane complex in East
Brunswick.
Bier pointed out that his product “is not your
grandmother’s popcorn,” offering classic and artisanal popcorn flavors ranging from cookies and
cream to dark chocolate espresso.
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“Some employees stay with us long term
while others move on to jobs requiring managerial experience,” he said.
An additional component of Popcorn for the
People is its “safe house” feature.
“If an employee moves to a job and is having trouble mastering a skill, they are welcome
to return so we can help them learn whatever is
required,” he said.
Zircher pointed out that all people have
strengths and weaknesses, and commended CBI
employers for “not making any assumptions, and
working with students to help them identify what
they are able to do well.”
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Prus said CBI employers are typically willing to work out any issue that comes up on the
job. Recalling “a significant behavioral issue”
recently, she said, “I was concerned the employer
was going to say the student could not return.
However, he said he wanted to keep the student
and give him another chance.”
Knaster said the CBI program help to promote a “culture of acceptance to employers,” with
regard to special-needs students.
Bier said the ESCNJ students he employs are
exemplary workers.
“The job is really important to them, he said,
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adding that potential employers will find “they
don’t drink, don’t smoke, come to work on time,
and take the job seriously.”
Involvement with CBI “is an opportunity to
make a real difference in someone’s lives,” Bier
added.
The largest Educational Services Commission
in the state, the ESCNJ provides special-education
services to school districts statewide, coordinates
transportation services for over 10,000 students
across the state, and manages a Co-op Pricing
System with over 1,000 members, the largest
cooperative buying program in New Jersey.

Ed Department Seeks
Delay of IDEA Rule
By: Michelle Diament
From: DisabilityScoop.com – December 15, 2017
The Trump administration wants to delay implementation of an Obama-era regulation designed
to ensure that kids from certain backgrounds
aren’t unnecessarily placed in special education.
In a Federal Register notice, the U.S.
Department of Education is seeking comment
on a plan to delay enforcement of what’s known
as the “significant disproportionality” rule for
two years.
At issue is a rule finalized in the closing weeks
of the Obama administration aimed at preventing overrepresentation of minorities in special
education.
Under the Individuals with Disabilities
Education Act, states must identify school districts with high rates of students from particular
racial or ethnic groups that are placed in restrictive settings or are subject to discipline.
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However, the Obama administration contended that with states using different measures
to assess what’s known as “significant disproportionality,” few districts were ever identified. The
rule, which is set to take effect July 1, 2018, was
supposed to address this oversight by establishing
a uniform, national standard.
News first surfaced in October that Secretary
of Education Betsy DeVos was considering delaying or possibly scrapping the rule altogether.
“What I can tell you, is through the regulatory
review process, we’ve heard from states, (school
districts) and others on a wide range of issues,
including the significant disproportionality rule.
Because of the concerns raised, the department
is looking closely at this rule,” Elizabeth Hill,
a spokeswoman for the agency told Disability
Scoop at the time.
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The Education Department did not respond
to a request for comment now that the Federal
Register notice has been issued.
The move has Democratic lawmakers
alarmed.
“I am deeply disappointed by the department’s efforts to propose a delay of the rule that
addresses widespread disparities in the treatment of students of color with disabilities,” said
U.S. Rep. Bobby Scott, D-Va., who cited a 2013
Government Accountability Office report urging a standard approach to defining “significant
disproportionality” across states.
Likewise, disability advocates are warning
against any delay.
“We know there is a problem that needs to
be fixed—delaying implementation will only
hurt children who are already in school and
send a message to them that they are not (as)
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important as other children are,” said Curt Decker,
executive director of the National Disability Rights
Network.
However, school administrators are supporting the Education Department’s plan. Daniel
Domenech, executive director of AASA, The
School Superintendents Association, said the regulations would “impose significant costs and administrative burdens on half of the school districts
throughout the country.”
“We share advocates’ concern with over-identification of some students in special education
and disproportionate discipline rates for some
students in special education,” Domenech said.
“However, we firmly disagree that the specific
regulation issued by the department was within
the agency’s scope and voiced deep concerns
with the process, the initially proposed and final
regulations.”

WINTER 2018

PEOPLE & FAMILIES

13

N J C D D

N E W S

&

N O T E S

Big Payment Reform to Programs
for NJ’s DD Population
By: Lilo H. Stainton
From: NJSpotlight.com – December 21, 2017
Heading into 2018, organizations that offer community housing and other services to more than
10,000 seriously disabled New Jerseyans are in
the midst of a major payment reform that could
prove disruptive to both providers and those they
assist.
State officials point out that the shift from a
decades-old system of annual contract payments
to a model in which providers are reimbursed for
specific client services will eventually give more
options to residents and their families and allow
the Garden State to access additional federal
Medicaid dollars—money that can be used to
expand and create more sustainable services in
the future. Some providers also believe the change
can strengthen the industry in the long run.
The reform also reflects a larger evolution in
how Medicaid is used to fund community-based
services, thanks in part to federal waivers that
have provided New Jersey more flexibility in how
it spends this mix of federal and state money.
Groups that provide mental health and addiction services are also undergoing this transition,
sparking concerns that some entities will lose
funding and could be forced to reduce care.
Organizations that serve disabled individuals concede the transition to the so-called feefor-service model will strengthen the network
of residential and day programs, but—like their
behavioral health colleaguesthey are concerned
about new, unfamiliar regulatory requirements,
an increased administrative burden, and the
impact these changes will have on those they
serve: a highly vulnerable population they said is
too often misunderstood or ignored.
“We’re getting a lot of phone calls” with
questions about the process, said Vicky Calabro,
14
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president of Everas Community Services, a
nonprofit provider with homes in communities
around the state. “This is very frightening for
some families.”

Chronic lack of funding

Other providers worry about the pace of change
and the state’s ability to fully support the shift. The
Department of Human Services, which is overseeing the process, has lost a number of key leaders,
providers said, and the government is likely to see
additional upheaval when Gov.-elect Phil Murphy
takes over in mid-January.
The shift to fee-for-service is also made
vulnerable by what some leaders said has been a
chronic lack of funding over the years, including
reimbursement rates that don’t meet their real
costs, and a growing shortage of critical, frontline workers—a workforce that is paid little and
subject to significant turnover. (State officials said
funding for the agency doing this work has continued to increase annually.)
“You already have three strikes against you
as you’re trying to transition,” explained Valerie
Sellers, CEO of the New Jersey Association of
Community Providers, which represents 55 group
homes, supervised apartments, and other facilities
that provide housing and services for individuals
with intellectual and developmental disabilities.
“The reality is we have to do this, and we
have to make it efficient and effective,” Sellers
added. “The challenge is, how do we help agencies
become strong and capable enough to continue to
serve this large community.”
Within DHS, the Division of Developmental
Disabilities contracts with some 450 communitybased organizations that provide day programs
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like education and employment assistance and
residential facilities, which range from supervised
apartments to group homes of various sizes. State
officials said roughly 180 of these are involved
in the fee-for-service transition, which has been
under development for years.

Fee for service

In the past, DDD gave these providers a set
amount—distributed in 12 monthly allotments—
to cover all housing, program, and related costs
for everyone they served. The state is now working
to shift hundreds of individuals each week to the
new system, in an effort to have most of the 12,000
people who are served through this program enrolled in the fee-for-service system by June; the rest
will be added before June 2019, officials said.
Once an individual is shifted into the new
system, providers must bill the state’s Medicaid
office, another DHS division, for program costs,
in some cases documenting the care in 15-minute
increments. Housing expenses are now covered
through a separate voucher system created to support the endeavor, administered by the Housing
and Mortgage Finance Administration, within
the state’s Department of Community Affairs.
Unfortunately, these two transitions don’t necessarily happen at the same time.
(The state has posted detailed information
about the process on a website dedicated to the
transition.)
The Medicaid billing system has presented
frustrations for some organizations. And, for
smaller groups with limited staff or technology,
the process could prove impossible, providers
warned. “We’re an anomaly,” Calabro said of this
group of providers, “we don’t fit in neatly.”
Brian Hancock, executive director of
Devereux Advanced Behavioral Health, New
Jersey—a national nonprofit at work in more than
a dozen states, many of which have already gone
through this transition—said putting the housing funding into a separate program is somewhat
unique. Other states have created a Medicaid fee
structure to cover room and board, he said, but
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officials here were concerned this would run afoul
of evolving federal regulations.

Seismic shift

“The true test will come when all these vouchers have to be renewed next year” by the HMFA,
Hancock said, since this process added an “overwhelming volume” to its existing work. “It’s been
an accounting challenge,” he added.
Devereux operates 59 group homes in New
Jersey that serve 250 individuals; by the second
week of December one-quarter of these folks
had been added to the fee-for-service system and
three-quarters had been shifted to the new housing voucher program.
“It’s a whole lot of work for everyone, and
people are anxious,” Hancock said, “but I think
there will be net positives over all” when the process is complete.
The biggest concern for some providers has
been the addition of support coordinators, independent third parties responsible for working
with families to determine what services and supports they need; in the past, this role was played
largely by the providers themselves. While some
agree it makes sense to have an impartial voice in
this process, others complain these coordinators
don’t know enough about the services available
and have no relationship with the individuals and
families involved.
“This has been the most seismic shift for us,
and very particularly for the families, for them
to welcome a new entity into the individual’s
support team,” explained Clair Roher, senior
vice president of community services with
Bancroft, a nonprofit with facilities in Delaware,
Pennsylvania, and New Jersey, where several hundred individuals are in the process of transitioning into the new system.

Evolve to Survive

“In the end, I think it will be a very good change
for all parties,” Roher added. Fee-for-service “has
been a long time coming,” she said, “and underneath it all we have one focus, to keep the services
WINTER 2018
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very stable and to keep the experience of the
individuals we serve very stable.”
Roher praised the NJACP for its work to
represent their interests and said state officials
have met with them regularly to provide updates
on the process. DHS has also welcomed detailed
feedback, she said, both negative and positive. “It’s
not about tattle-tailing, it’s about course-correcting,” she said.
Some providers will have to evolve to survive, suggested Calabro. Over the years, she has
helped build Everas—which assists those with a
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broad range of needs, including visual and hearing impairment issues, autism, and intellectual
disabilities—from a much smaller, more focused
group, the New Jersey Association of the Deaf
Blind, a change that was necessary to remain
competitive. This pattern could be positive for the
industry overall, she said.
“I think this will be a wonderful thing,”
Calabro said of the fee-for-service change, but
stressed it won’t be an easy process. “The risk definitely sits with the provider, which is scary. But
the flip side is you can chose your own destiny.”

DeVos to Remove Key Discipline
Protection for Children
By: Curtis L. Decker, JD, Executive Director of the National Disability Rights Network
From: Huffington Post.com –January 4, 2018
At a recent briefing held by the U.S. Commission
on Civil Rights, a public school teacher stated
she believed that suspension rates are higher for
African-American boys because they misbehave
more. This statement is deeply concerning both
because the Department of Education is listening to that kind of thinking to guide policy and
because the facts do not support it.
There is no evidence that the racial disparities in punishment reflect bona fide differences
in the rates of misbehavior. However, students of
color and students with disabilities are punished
at higher rates than their white and non-disabled
peers for minor misconduct. Said differently, what
determines whether or not a student is suspended
from school is often not their behavior, but their
skin color and/or whether or not they have a
disability.
To address the racial disparity, in 2014 the
Department of Justice and the Department of
Education Office of Civil Rights issued a guidance
16
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letter to assist schools in meeting their obligations
under Federal law to administer student discipline without discriminating on the basis of race,
color, or national origin.
Now, the Trump Administration wants to
dramatically alter or rescind that 2014 discipline
guidance. And the information they are using
to justify this change is troubling. In addition to
the anecdotal evidence offered by teachers to the
Commission on Civil Rights, they are relying on
dubious research and spreading misinformation
about the 2014 guidance.
For instance, the guidance does not provide
racial quotas for suspension. It does not inform
school districts that they must refrain from
suspending students who behave in a dangerous
manner toward students, staff, or themselves.
It does not dictate to states or schools how they
should structure their programming. Schools may
choose to implement the recommendations found
in the guidance or not.
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What it does do is support schools in their
efforts to create and maintain safe and orderly
educational environments that allow all our
nation’s students to learn and thrive. The guidance
has encouraged many schools to adopt comprehensive, appropriate, and effective programs demonstrated to: (1) reduce disruption and misconduct; (2) support and reinforce positive behavior
and character development; and (3) help students
succeed. It helps students succeed by encouraging
schools to teach them positive social behaviors to
replace the negative ones. Prevention is the solution, not misguided attempts at exclusion.
It’s working, too. In their study, Lost
Instruction: The Disparate Impact of the School
Discipline Gap in California, authors Daniel J.
Losen and Amir Whitaker found “safety ratings
for middle and high school students are at the
highest level in five years, higher than before the
new suspension policy was implemented and
more than making up the initial decline.”
Despite this evidence, the Administration
is clinging to inflammatory statements made
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by some that reducing suspension and expulsion results in chaos and injury. That teachers
are being harmed by aggressive students (read
thugs) and because of Federal interference (read
Obama), there is nothing they can do about it.
That’s nonsense.
All students and teachers deserve schools that
are safe and supportive, that is not under debate.
But the Trump Administration must use reliable
facts and data to guide policy. In this case, the
facts show that rather than making schools safer,
suspension and expulsion results in hours of lost
instruction for students of color and students with
disabilities, and increases educational inequality.
The Department of Education should leave
the 2014 discipline guidance in place and instead
focus on giving our schools what they need to
implement preventative strategies that work. They
must train teachers to use conflict resolution,
restorative practices, and provide counseling so
all students can be successful in the classroom.
The future of our children and the quality of our
public schools depends on it. P&F
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Paul Blaustein

Advocating for Those
Who Can’t Be in the Room
By Maryann B. Hunsberger
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aul Blaustein was appointed as the new chair- each individual should have his or her own plan,
person of the New Jersey Council on De- preferences, and services.”
Blaustein pointed out that families best know
velopmental Disabilities (NJCDD) by Governor Chris Christie on September 27, 2017. He the abilities, needs, preferences, hopes, and dreams
has served as a Council member since 2015. Kevin of their family member with disabilities. He and
Casey, executive director of the Council said, “Paul his wife, Nancy, faced challenges in raising their
is a family member with extensive advocacy expe- son Jonathan, along with his brother, Michael, now
rience and skill. He also brings his business world 37 years old. Perhaps their greatest task has been
experience and skill in understanding budgets. I preparing Jonathan for his future life without his
hope to see the council continue to move forward parents. “The worst thing we can imagine is dying
in Jonathan’s lifetime. This
aggressively in its advoreality has been with us
cacy role. I think Paul will
“Choice and flexibility are
every day for 40 years and
be pushing us to do that.”
will be with us every day
Blaustein said he plans
my guiding principles in
until we pass away. What
to utilize his position to
will happen to him? Who
advocacy. Every individual
bring people together,
will care for and comfort
including, “The Council,
has
different
needs
in
terms
him?”
family advocates, providWhen Jonathan was a
ers, state agencies, and
of capabilities and disabilities,
year old, his parents were
experts in the field. The
so each individual should
advised to find a future
challenge is to ensure that
home for him while they
individuals and families
have his or her own plan,
were still young and active
receive the best services
preferences,
and
services.”
enough. “We’ve prepared
that can be delivered
for this for almost 40
with the financial and
—Paul A. Blaustein
years.” During that time,
human resources that are
the Blausteins had to
available. We will look
to practices in other states, techniques employed identify a provider agency, learn which residenby successful nonprofit and for-profit providers, tial choices they had, tour those residences, and
arrangements devised by families that self-direct help their son with the transition. “And while still
their services, and academic research. We must be young and active enough, we must be able to take
willing to consider and implement changes where him out and start over if the placement isn’t right.”
The Blausteins identified Spectrum for Living
warranted. We must offer people flexibility to
design better solutions in the continuous effort to (Spectrum) as their agency of choice. They liked
that Spectrum has multiple levels of care in the
improve the lives of those we serve.”
The father of a son with developmental dis- residences they operate; including supervised
abilities, Blaustein has been a full-time advocate apartments, group homes, medical group homes,
since his retirement 12 years ago. Along the way, and an Intermediate Care Facility. This appealed
he began advocating for others and developed to Paul and Nancy since if Jonathan should one
guiding principles to follow. The Edison resident day require a higher level of care, he could move
said, “Choice and flexibility are my guiding prin- to another of Spectrum’s residences. They deterciples in advocacy. Every individual has different mined which residence would be most suitable
needs in terms of capabilities and disabilities, so for him by touring them. They chose a supervised
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The Blaustein Family, (From Left) Nancy, Jonathan, Paul, and Michael in the living room at Jonathan’s
home residence provided by Spectrum for Living.

apartment that is 40 miles from their home.
Jonathan moved in on Labor Day, 2017. When
Nancy retires, they will move within a few miles
of where their son lives.
“I don’t know of any other agency that could
take care of Jonathan for the rest of his life.
Spectrum is an ideal candidate for lifetime care as
individuals age, as they operate residencies with
various levels of services.”
Blaustein said he suggests that other families
think along these lines. “You don’t want to rely
on well-intentioned people from DDD, who don’t
know your child, to decide where your child will
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live for the rest of his or her life. You want to
help your child transition, not let it happen as an
emergency where you can’t help select where they
will live.”
The Blausteins speak to their son each night on
the video phone. “My wife guides him into his bed
and off to sleep. My hope is to help him become
comfortable in his surroundings so he will be
totally acclimated where he is.”
Two NJCDD Council members expressed their
respect for Blaustein’s involvement with his son.
“We don’t get too many dads on the Council, but
being a dad is number one with Paul. He has such

a nice relationship with his son,” said Ellie Byra. receive respite service, or gain access to a respite
Safiyya Muhammad said, “He heads an organiza- bed for someone. I can help someone move out
tion supporting people with disabilities and is a of a nursing home and into a group home, where
Council member, but he’s a father first. Rather than they will have a more satisfying and rewarding life.
miss a meeting, he has brought his son to meetings These are the things that advocates can accomplish
and exposed him to advocacy. It encouraged me. I for people in need.
had challenges with childcare, so I started bringing
Blaustein feels it’s his obligation to keep other
my son to some meetings. I am there because of parents informed. “The system is very complex
him, so why not expose him and show him what I and difficult to understand. We have the resources
do to make his life better?”
to bring knowledge to individuals, to inform peoDespite his son moving
ple, and to empower families.
into his own apartment, Paul
If a person comes to me with
“We need to work
is as busy as ever in advocacy
a question that I don’t have
work. He has been a dedicated
an answer to, I usually know
together so our children
member of Regional Family
someone who can give us an
can
live
fulfilling
lives.
Support Planning Council
answer. The more people we
#5 for seven years, serving
know, the larger our networks,
We don’t want them
as the chair since 2012. Paul
the better we can advocate.”
to just be cleaned and
is also a Board member and
As Council chair, he hopes
serves on several committees
to affect change through “big
dressed. We want them
for Spectrum. He also serves
advocacy” in Medicaid fundto
have
lives
that
are
on the Executive Committee
ing, direct care staff compenof the Middlesex County
sation, affordable and accesworthwhile.”
Human Services Advisory
sible housing, transportation,
Council.
transition-to-adult-life plan—Paul A. Blaustein
Statewide Family Support
ning, communication between
Planning Council Chairperson
state agencies and families,
Mercedes Witowsky said, “Paul dedicates hours and an integrated support system for those with
to understanding the issues that affect New Jersey dual diagnoses of developmental disabilities and
from a national level. The Council is in good mental illness.
hands.”
“When I go to meetings, I see the same peoBlaustein finds it important to do two kinds of ple over and over. I am not worried about those
advocacy: big advocacy and little advocacy. “Big people. They are knowledgeable about the system
advocacy is policy related. It’s going to legislative and can access the services that are available. I
hearings, testifying in front of the Department of worry about the 27,000 individuals above the age
Human Services, going to meetings with DDD of 21 who are registered with DDD and more
leaders, trying to accomplish giving more choices than 10,000 youths under 21 who rely on DCF,
to individuals and their families.”
whose families can’t be in the room. Advocacy is
“Little advocacy is learning what is available, thinking of what these individuals and families
how to access it, who to contact and how to estab- need and how to help them. Most people who
lish eligibility. Those of us who are active in advo- run state agencies are well-intentioned. We need
cacy know more, so we can do this for other peo- to work together so our children can live fulfillple. It’s our responsibility to help those without that ing lives. We don’t want them to just be cleaned
knowledge. I might not be successful in changing and dressed. We want them to have lives that are
a state policy. I can, however, help another family worthwhile.” P&F
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Medicaid Cuts
Would Deliver a Fatal Blow
to the Direct Support Profession
By Jonathan Jaffe

M

edicaid guarantees health care and support
services for more than 74 million Americans, including 1.7 million people in the
Garden State. It is an obvious lifeline for people with
disabilities, senior citizens, and children.
It ensures people visit their doctors, get the
medicine they need, and empowers them to live
meaningful lives, often with the critical support of
Direct Support Professionals (DSPs.)
As members of the developmental disability community fight for bipartisan solutions
to keep Medicaid sustainable and intellectual/
developmental disabilities services stable, a
clear focus of concern has been the ongoing
plight of DSPs.
Medicaid is the key funder for DSPs, who
often work around-the-clock to serve people with
developmental disabilities. Wages are relatively
low for DSPs, and cost-of-living increases have
been near impossible because of limited Medicaid
support at the state and federal level.
If this critical safety net of funding was drastically cut, as some Washington lawmakers advocate, what would happen to DSPs?
“I just can’t think of what the alternatives
would be,” said Joseph Macbeth, executive director of the National Alliance for Direct Support
Professionals (NADSP) in Albany, NY. “The
logical conclusion is that innovative, communitybased programs wouldn’t exist and people with
developmental disabilities would be dependent on
their families or regressing in institutional settings. Nothing could be worse than that.”
According to the National Core Indicator’s
2016 survey of 17 states, the average annual
22
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turnover rate for DSPs is 45 percent. This frequent
churn of staff is highly disruptive to people with
disabilities’ development of skills critical to gaining independence and accessing community living. This instability also compromises health and
safety, and is increasingly affecting the ability of
states and providers to serve people and families
on waiting lists for services.
This turnover also affects individual and family income, health, and safety, and the ability of
people with disabilities to participate in society,
reports the American Network of Community
Options and Resources (ANCOR).
Salaries are a prevailing, well-known problem.
Current Medicaid provider rates perpetuate poverty level wages. Providers, price-takers and not
price-setters, struggle to compete against other
employers to attract and retain qualified staff,
ANCOR officials add.

The Critical Role of Medicaid
Even a 10 percent cut to Medicaid would drastically weaken the level of service and care DSPs
can provide. If funding were to remain flat, people
would still suffer, as costs continue to rise. The
cuts that have been discussed on Capitol Hill in
recent months, meanwhile, would dismantle the
entire system.
It has been reported that DSPs begin with
wages of around $11 an hour, often to handle the
dressing, feeding, hygiene (including bathing and
toileting), and ongoing care of a full-sized adult.
The demand for services is great and growing, as
more people are aging in place, rather than in an
institution.

The state Department of Human Services con- proposed cuts to Medicaid,” she said. “They would
be reaching out to their legislators and joining us
tracts with about 300 agencies and organizations
in making phone calls.”
to provide residential and community services/
Macbeth said DSPs are occupied by providing
programs to more than 40,000 people with develsupport, often working two or even three jobs to
opmental disabilities in New Jersey.
make ends meet.
Macbeth said consumers are often unaware
“They can be unaware and uninformed of
that Medicaid funds the salaries of DSPs. “Cutting
their important role in the overall policy and
Medicaid would be devastating to innovation
service delivery arena,” Macbeth said. “We need
in our field and set us back decades,” he said,
to better engage the direct support workforce to
contending it is the biggest threat to communityexpand their role as an ally and advocate in policy
based living.
making—not an easy task when many of them are
Because of extremely low wages, about half of
working so hard.”
DSPs in New Jersey require some form of federal
Dan Keating, executive director of the
assistance, such as Medicaid and food stamps,
Alliance for the Betterment of Citizens with
to make ends meet, reports the New Jersey
Disabilities (ABCD),
Association of Community
said any cuts to Medicaid
Providers. There are other
Some
key
issues
for
DSPs:
would be “draconian”
important issues, such as
for the DSP profession.
the fact that only about half
• Limited opportunities for
Keating represents providof the agencies are able to
career advancement;
ers in New Jersey, who
provide paid holidays, sick
• Public policy that has been
recruit, hire, and retain
days, personal days, and
slow to reflect advances
“good, quality people.”
vacation days.
in administrative, assistive,
“DSPs have an image
Gabrielle Sedor, the
and other technologies that
problem; they aren’t babyChief Operating Officer of
promote staff efficiencies;
sitters or only do menial
ANCOR, said her organizaand
tasks,” Keating said. “We are
tion has joined many others
•
Low
public
awareness
and
asking them to do so much
nationally to fight against
recognition for the DSP’s
more, in ensuring people
Medicaid cuts, through
occupational
challenges.
with disabilities have a good
the “Save Our Services”
quality of life. We need
campaign. A component of
energetic and bright people.
the campaign has been to
It is a travesty that we are asking such people to do
highlight the ongoing plight of DSPs.
this work for $11 or less an hour.”
“I’m not sure the average DSP really conKeating said the direct support profession
nects the dots between a paycheck and Medicaid,”
is not like a typical consumer business. Other
Sedor said. “I don’t think there is a wide underprofessionals can raise prices based on their own
standing that it is not generally the organization
costs to do business. But DSPs are dependent
you work for or the family or individual you work
solely on Medicaid. Any cut in money directly
for who determines how you get paid. It is based
impacts each individual DSP.
on the rates that the organization is paid from the
“They really need to make a good living,”
state, which is matched by Medicaid dollars.”
Keating said. “And with Medicaid cuts, if DSPs
ANCOR has been one of the leading advocan’t make money in our industry, they will go
cates for Medicaid funding, joining other disabilsomewhere else. We already have a crisis in tryity-rights groups, such as the New Jersey Council
ing to hire and retain good quality people at the
on Developmental Disabilities, to demand that
current salaries. If we can’t pay them because
Medicaid funding remain intact.
of Medicaid cuts, that would be a much, much
“If there was greater understanding, we would
bigger problem.” P&F
see a greater mobilization of DSPs angry about
WINTER 2018
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Trenton’s LGBT Community
meet up to mingle at local
lounge Trenton Social. Arc
Mercer’s SNAP program seeks
to include LGBTQ individuals
with disabilities in numerous
events and outings such as this.

Taking Pride!
Support and Integration
for LGBTQ Adults with Disabilities
By Brenda Considine
24
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It is a Thursday evening
at Trenton Social,

a hip gathering place a few blocks from the capitol building
in Trenton. The lounge is buzzing with conversations competing with a DJ spinning music in the
corner. Abstract paintings by local artists hang
Ray Truitt (left) and Trenton LGBT Meetup Organizer
on the exposed brick walls. In another room,
Elvin Montero (right) at Trenton Social.
artists, community leaders, politicians, lobbyists,
and state workers—including a mom with three
disabilities who identify as LGBTQ into the
young children—chat in small groups. Most sit at
broader LGBTQ community, and thereby reduce
tables enjoying a light meal while some flop down
isolation. It is one of the only groups of its kind in
on well-worn overstuffed leather couches.
the nation.
There, Ray Truitt and a group of his friends
In addition to monthly social groups,
laugh and exchange quips—inside jokes
SNAP provides counseling and behavabout work, life, and love.
ioral supports to members, as well
This is the LGBT Meetup in
SNAP
as outreach to local colleges.
Trenton, and this is not your typiwas
“What makes SNAP so
cal social activity for adults with
launched in
unique
is that it is not a ‘disintellectual and developmental
June 2017 during
ability only’ group. The goal is
disabilities (I/DD).
National
Gay
Pride
to provide support so folks can
Truitt is the founder of
Month.
Its
mission
be fully integrated and become
SNAP (Special Needs Alliance
is
to
support
part of the larger LBGTQ
for Pride) and the evening is
the
integration
community,” said Steve Cook,
part of a monthly gathering of
of
people
with
Executive Director of Arc
LGBTQ adults (lesbian, gay,
developmental
Mercer.
bisexual, transgender, as well as
disabilities
who
Cook helped Truitt start the
those who are questioning their
group after seeing him struggle
identify as LGBTQ
sexuality) who live, work, and
with communicating his sexualsocialize in the greater Trenton
into the broader
ity. Cook and his staff searched
area. Supported by staff and
LGBTQ community,
online for a support group,
executive leadership from Arc
and thereby
and found only one group in
Mercer, Ray and other members
reduce
Connecticut
that offered behavof SNAP meet and find a comisolation.
ioral support and counseling.
munity in which they can deepen
“We wanted more. We wanted
friendship, build connections, and
full inclusion,” he said.
have fun.
Elvin
Montero, the Chair of Trenton LGBT
SNAP was launched in June 2017 during
Meetup, believes that the integration of SNAP
National Gay Pride Month. Its mission is to supmembers into the larger LGBT community is vital.
port the integration of people with developmental
WINTER 2018
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“The Meetup is a place to relax and enjoy the
company of friends; it is open to anyone and on
a good day as many as 50 people attend. Here,
SNAP members can network and meet other
adults in a fun, safe environment. This is a group
of folks that the LGBTQ community has overlooked, so we are really happy to welcome them,”
said Montero.
24-year-old Tyshawn Atkins is part of SNAP,
and comes to Trenton Social to meet other people
and connect.
“I had friends before, but by coming here I
really get to know them. I just want to uplift others. I don’t discriminate, you know. This is just
people being people,” he said.

Coming Out
The experience of “coming out,” in which a person acknowledges their sexual orientation/gender
identity to themself, and possibly, to friends and

Ray Truitt has an easy smile that will
sneak up on you. Animated and with
a dry sense of humor, Ray, 31, enjoys
tennis and singing. He has become a
leader and spokesperson for SNAP.
Ray recalls a lack of support
around his sexuality in high school. “I
think I was the only gay person there,”
he recalls. “It would have been helpful
to have support back then.”
When he was 17 years old, Ray
came out to his parents.
“It was not easy,” he recalled,
“I sat them down. My mom knew
already; she asked, ‘Why did it take
you so long to tell me?’ Telling my dad
was another story but in time, he got
used to the idea.”
After graduation Ray cared for his
parents, both of whom died of cancer
within a year of each other, at which
time he moved to the Trenton area
into a sponsor home. It was then that
he became affiliated with Arc Mercer,
through their employment supports
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family, can be a huge challenge. It is not a singular
experience. In fact, it is an ongoing process that is
repeated over time, and with new friends, colleagues, and co-workers.
“I remember how hard it was for me when I
came out to my family,” said Cook. “I wrote them
a letter, and even then, I stuttered. And in 2013,
when I ran for public office, I had to come out all
over again—it was the same anxiety, so when Ray
showed hesitation, and questioning, I knew he
needed support,” said Cook.
New Jersey Assemblyman Reed Gusciora
(D-Mercer), the first openly gay member of the
state Legislature and an Arc Mercer board member, also can identify with Truitt’s struggle.
“Being the first openly gay member of the
New Jersey Legislature, I can appreciate the challenge of having no peers to call on for support
and advice. The fact that Arc Mercer took this on
and filled the void is terrific,” he said.

and later, through residential services
in his own apartment.
SNAP has provided Ray with
life-changing support, friendship, and
counseling.
“Monica (Quaste) and the men’s
group really helped me embrace who I
am and helped me be happy with who
I am,” he said.
A self-descried performer, Ray
would like to speak at conferences
and do presentations to other groups
to help them through what was for
him, another difficult chapter: coming out to Steve Cook, the Executive
Director of Arc Mercer, the agency that
was supporting him.
“I trusted him, but at first I was
nervous to tell him, because I didn’t
know what his reaction would be. I just
told him I was struggling a lot,” said
Ray. “He understood me right away.”
“Even though I am disabled, I am
also gay. I tell people ‘Don’t be afraid
of who you are. Just be who you are.’”

WINTER 2018

Members of the Arc Mercer’s SNAP Program Socializing at the Trenton LGBT Meeting event at Trenton
Social in November, 2017.

Sexuality: The Final Frontier
Today, many people with I/DD have choices,
freedoms, and supports around work and where
to live, but there is often no discussion or support around relationships, sexuality, or sexual
orientation. Acknowledging that people with I/
DD are sexual beings is a relatively new area, and
still faces outdated ideas, especially for those who
identify as LGBTQ.
According to Cook, agencies and support staff
must learn to navigate the delicate balance of freedoms and the need for support and supervision,
an effort that can be hampered by personal biases
of family members and guardians, support staff,
and even case managers.
“For typical kids, the moment of freedom
comes the day they get the keys to the car—but
for folks like Ray, that day did not come. He still
wants and needs freedom,” said Cook.
“Freedom is essential to true community
integration. Whether it is for LGBTQ adults—or
any adult who wants to develop relationships with

other people, we need to find a way to offer more
independence and more privacy.”
Cook sees a culture and climate in many organizations that discourages physical contact, even
hand-holding and hugging.
“We really need to reexamine that,” he said.
“Our task is to empower people to make the
choices they choose, not the choices we make for
them. That is successful inclusion.”
Joseph Gleason, Administrator of Residential
Services at Arc Mercer, recognizes that it can be
especially hard for parents and caregivers to see
their adult children as sexual beings
“They still see a child. We see adults,” he said.

Filling the Void
Activists have noted that many LGBTQ individuals are still openly harassed and called out. The
process of navigating the intricacies of sexual orientation and discovery can be isolating and peppered with emotional land mines for anyone, but
even more so for a person with I/DD. SNAP helps
WINTER 2018
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At an event earlier in 2017, SNAP members mingled with fellow LGBTQ community members and allies. (from
left to right) Arc Mercer Executive Director, Steve Cook, Lt. Governor Sheila Oliver, Trenton Councilwoman
Verlina Reynolds-Jackson, Ray Truitt, Andrew Monti, Elvin Montero, and Assemblyman Reed Gusciora.

not only by providing supports for social outings,
but also with counseling, behavioral supports, and
healthcare information and education.
According to Monica Quaste, LPC, the
Director of Behavioral Services at Arc Mercer,
SNAP is not just for LGBTQ folks, but also for
anyone who wants to join.
“This group is about relationships, connection, and friendships. Members share
advice, offer each other guidance, and help
each other with personal and relationship
challenges,” she said.
Quaste met Truitt about six years ago. “We
started a men’s group for Ray because he was having a hard time forming friendships with straight
men. The group worked on social skills, and how
to be friends,” she said.
Quaste believes that the group has helped
participants—now numbering 15—get their
28
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emotional needs met in ways that are more
healthy and safe.
“Ray had been meeting people online.
He was really vulnerable and at risk of being
taken advantage of. Because he has these connections now, he knows he is cared for,” she
concluded.
“Many people in the group did not feel like
they fit in at social situations and did not have the
self-confidence to make friends,” she said.
The group does more than provide support—
it also has an educational component with a focus
on the importance of safe sex.
“We talk about what it means to be someone’s girlfriend or boyfriend, and not being
pressured to have sex or give someone money
just to have a friendship,” added Quaste. “The
group works as a team to help participants make
healthy choices.”

Because Arc Mercer has an affiliated health center, SNAP can also
provide healthcare as needed.
Quaste often goes to the
Trenton Social Meetup with
SNAP after work, because it
helps her get to know people
better.
“It breaks down barriers and
builds connections because you
are relating person to person,
not as staff,” Quaste said.
Steve Cook believes that Arc
Mercer can be a model for other
agencies to show how providers can support freedoms while
still providing support, and plans
to bring this issue to The Arc

“This
group
is about
relationships,
connection, and
friendships.
Members share
advice, offer
each other
guidance, and
help each other
with personal
and relationship
challenges.”
—Monica Quaste

national conference in Nashville,
Tennessee next summer.
“What a teachable moment
for staff to see us as leaders in
the organization supporting
LGBTQ participants. We are trying to model how staff can support and accommodate LGBT
relationships with the hope that
other more traditional relationships can grow and thrive too,”
Cook said.
“Ray did the hard part, the
most courageous part. He is
part of a leadership to set up
something that is the first of its
kind in the nation. He is making
history.” P&F

Resources:
Book: “Gay, Lesbian, Bisexual,
and Transgender People With
Developmental Disabilities
and Mental Retardation
Stories of the Rainbow Support Group”
(2003) by John D. Allen

It Gets Better Project

TrevorLifeLine
Trained counselors can provide support 24/7.
Young people in crisis, feeling suicidal, or in need
of a safe and judgment-free place to talk, can call
866-488-7386, text “Trevor” to 1-202-304-1200,
or IM live with a counselor. They also offer a safe
space online forum “TrevorSpace”

Dedicated to communicating to lesbian, gay,
bisexual, and transgender youth around the world
that it gets better, and to create and inspire the
changes needed to make it better for them.
http://www.itgetsbetter.org/

The National Suicide Prevention
Lifeline:

The Trevor Project
The leading national organization providing crisis
intervention and suicide prevention services to
lesbian, gay, bisexual, transgender, and questioning (LGBTQ) young people ages 13-24.
https://www.thetrevorproject.org/

1-888-THE-GLNH (888-843-4564)

1-800-273-TALK (8255)

The GLBT National Help Center Hotline:
Youth Talkline:
1-800-246-PRIDE
(800-246-7743)
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Photo courtesy of New Jersey Speech-Language-Hearing Association

Joan Bruno

Creating Gateways to Better Communication
By Jonathan Jaffe

O

n the afternoon of Election Day, when kids
were home from school after a half-day
session, there was a small program taking place in the back room of the Mountainside
Public Library.
About 15 children, ranging in age from 5 to
10, shuffled in. Parents grabbed chairs, the kids
dutifully took the floor. All eyes were on Joan
Bruno, an author eager to read from her children’s
book, “Every Day is a Snow Day!”
As Dr. Bruno cheerfully went from page to
page, telling stories of the penguins she photographed for the book, the audience had no idea
this author also happens to be one of the pioneers in software designed to help enable severely
speech-impaired children to communicate.
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Through her work since the 1970s, a
generation of children with developmental
disabilities have been able to succeed in the
traditional classroom; some proceeding to college with their peers and now working in their
chosen careers.
It is near impossible to sum up the volume
of success that Dr. Bruno has had in the world
of speech-language pathology. Here is a snapshot: Dr. Bruno, with a Ph.D. from Temple
University and a former president of the New
Jersey Speech-Language-Hearing Association
(NJSHA), has received at least 21 professional
awards for her work.
To date, Dr. Bruno has created 10 professional products and 15 groundbreaking journal

publications, written at least 15 industry presentations or papers and developed 63 different conference presentations, delivered to her peers.
“Joan is a dynamo; there is really no other
way to explain her,” said Mary Faella, the current
NJSHA president. “We are in awe of what she has
been able to accomplish. Joan has inspired an
entire generation of NJSHA members who have
witnessed someone achieve a level of accomplishment in this profession that few could fathom
achieving. She has charted a whole new path and
challenged the rest of us to follow.”
Some other impressive numbers: Dr. Bruno
has visited all 50 states, seven continents and 101
countries. She will travel to her 102nd country in

March to go hiking in Bhutan, on the southern
slopes of the eastern Himalayas.
She also ran a camp for 25 years. Dr. Bruno,
of Highlands, is widely known as the founder of
Camp Chatterbox, through Children’s Specialized
Hospital in Mountainside, a program she
launched in 1992 and passed the reins in 2017. It
is a one-week sleepover camp at Camp Oakhurst
in Oakhurst,NJ, where all the campers have
struggles with speech. Dr. Bruno and her staff
immersed the campers in the use of synthesized
Augmentative and Alternative Communication
(AAC) devices.
The camp offers therapy activities led by
Speech-Language Pathologists and others. Dr.

Dr. Joan Bruno has created numerous products—including the groundbreaking Gateway to Language and Learning communication software—journal articles, and industry presentations that have helped a generation of children with developmental disabilities and speech challenges to better communicate and excel.
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Frankie Kineavy has known
Dr. Bruno since he was fiveyears-old. Now, the 26-yearold is a journalist for the
publication DiversityInc, and a
football, basketball, and
baseball coach at several
schools in the area
near his home in
Sea Girt, NJ.

Bruno also ensured there is plenty of swimming,
nature exploration, art, and sports. Every night,
campers, siblings, parents, and staff gathered for
campfires, dances, and a not-to-miss talent show.
This profile is not about Camp Chatterbox. Or
the children’s book. Or all the travels, accolades,
academic papers, presentations, etc. that have
dotted Dr. Bruno’s career since 1974.
To tell the story of Joan Bruno, you also need
to tell the story of Frankie Kineavy.
He is a 26-year-old journalist for DiversityInc
living in Sea Girt. Frankie has athetoid cerebral
palsy. When Frankie first met Dr. Bruno at Camp
Chatterbox as a bright, incoming five-year-old
kindergartener, his future was unclear.
It was the late 1990s. Frankie’s parents
wanted him to go to college; his teachers at
Sea Girt Elementary School wanted him to
compete educationally. Dr. Bruno just wanted
him to succeed in any way, working with the
boy in school and at the family home a couple
of days a week.
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“Joan is the first person outside my family to
really push me,” Kineavy recalled. “She knew that
in order for me to be successful I had to find the
most efficient way to communicate and she never
allowed me to settle. That attitude she had with me
began to rub off on me in all aspects of my life.”
Kineavy remembers one moment in fourth
grade when he told his mother, Madeline, that
he wanted to attend Princeton University as his
“safety school.”
“I was 10, I didn’t know anything about college or how elite the Ivy League schools were,” he
said. “The next week Joan was training the staff at
my school. Some of the staff questioned if it was
too hard for me. Joan replied `Frankie said he
wants to go to Princeton and this is how, and if he
does not learn to be independent he will never get
in.’ It is a funny anecdote but that is how forward
thinking Joan is.”
Dr. Bruno said the job had a singular goal:
To make the boy a more effective communicator in school.

“The whole goal was to enable him to become
more effective in communicating, language, and
literacy development,” she said. “That is why I
ended up creating a customized communication
device for him.”
It was originally called Gateway. And it is not
your run-of-the-mill software program for voice
output communication systems. At the time, it
was groundbreaking, and has since helped educate thousands of others with disabilities.
Back in the 1990s, most of these devices for
people with disabilities were pretty basic. You
would press one button, if, for example, you
wanted to say this sentence: “I am hungry.” You
would press another button to say, “I am tired” or
“I am ready to go to school.”
Dr. Bruno knew that kids with communication problems had plenty more to say, and figured
there should be a device that actually enabled kids
to say what they want to say. “With a sentencebased approach, you can’t predict everything
someone wants to say,” she said.
Dr. Bruno went to work, on behalf of Frankie,
to develop a “page set,” a series of dynamic pages
on his communication device with a core of
vocabulary. “I wanted to change peoples’ thinking,” she said. “This was a time changer.”
So she created the software program that would
ultimately became Gateway, which she first tried
out with Frankie. She then presented the results at
a conference of peers in 1997. And, from that, the
orders for the product began streaming in.
This speech language pathologist had become
a software developer.
By 1998, Dr. Bruno had the official product title, “Gateway to Language and Learning,”
through her consulting firm, Communication
Technology Resources, in Highlands. By 2013,
Gateway had evolved into being available on multiple AAC app platforms.
And Frankie?
Through the use of Dr. Bruno’s product,
Frankie was able to read books out loud in class,
just like the other students. “He was really smart
and I wanted him to express himself as efficiently
as possible,” Dr. Bruno said. “It needed to be

efficient so that no word would require more than
two hits on the Gateway to say it.”
Dr. Bruno beams when she notes Frankie
ultimately landed on the honor roll in grammar
school and moved through the public school
system in the same classes as his friends. He
even participated in competitive standardized
testing at Manasquan High School, landing at
Villanova University.
He chose Villanova because it gave him the
best opportunities to succeed. “I think Gateway
has helped me to make people take me more seriously,” he said. “There was a time during college
when I would give three or four speeches a month
using Gateway and that really helped raise my
profile on campus.”
Looking back, Kineavy said, he wishes he
used Dr. Bruno’s product even more.
“As I got into my high school and college
years, speed and comfort took precedent,” he said.
“Now as I get into my professional life and see
how important quick face-to-face interaction is in
the careers I have interest in, I regret not continuing with Gateway. One of the women who Joan
used to work with is a published author and has
composed music using Gateway, so it obviously
could change lives.”
Kineavy has become a strong communicator
in his own way. He now coaches football at the
Peddie School in Hightstown, basketball at Point
Pleasant Beach High School, and baseball at the
Ranney School in Tinton Falls.
Kineavy and his family remain inspired by
the early days working with Dr. Bruno, always
searching for the latest technologies to help get his
voice out. “She was someone in my life who could
re-enforce the lessons of working hard and never
feeling sorry for myself,” he said. “She is one of the
most selfless people I have met. She might be tough
on her clients, but thinks of them as friends.”
Dr. Bruno wholeheartedly agrees.
“I saw Frankie through high school; we became
friends,” Dr. Bruno said. “I was so happy to know
I helped someone in their early stages growing up
and helped enable him to blossom on his own and
succeed at the highest level of success.” P&F
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FA M I LY S U P P O R T

S tatewide R egional F amily S up p ort P l anning C ou nc ils

WANTED

2

1

NEW JERSEY’S REGIONAL FAMILY SUPPORT PLANNING COUNCILS
ARE LOOKING FOR NEW MEMBERS!

SUSSEX
PASSAIC

BERGEN
A number of regional councils were established in New Jersey by the Family Support Act
WARREN
MORRIS
of 1993 (see map). Their general purpose is to assure that people with developmental
ESSEX
HUDSON
disabilities and their families participate in the design of, and have access to, the needed
UNION
community services, individual supports, and other forms of assistance that promote self
4
HUNTERDON
determination, independence, productivity, and integration and inclusion in all aspects of
SOMERSET
3
community life.
MIDDLESEX
5
The councils work in partnership with the state’s Division of Developmental
MERCER
MONMOUTH
Disabilities and Children’s System of Care to advise on policy decisions that affect
people with developmental disabilities living at home with their families. Councils
7
6
sponsor events where individuals and their families can learn about the services
OCEAN
BURLINGTON
available in the area, as well as host public forums to solicit feedback from the
community. In addition, councils regularly distribute literature with important
GLOUCESTER CAMDEN
information for people with developmental disabilities and their families.
SALEM
Family members of people with developmental disabilities or individuals with
developmental disabilities can volunteer to serve on their regional planning council.
ATLANTIC
Council members assist and advise the Division of Developmental Disabilities and
CUMBERLAND
Children’s System of Care as to how resources can best meet the needs of families
CAPE
9
MAY
and individuals living in their region.
8
Councils meet regularly—usually once a month; each Council may have up to
10
11 members. Council members are volunteers but will be reimbursed for reasonable
transportation, child care, and other costs related to serving on the council.

For more information, Call the Statewide Family Support Coordinator Kyoko Coco at
609-341-3112 or email her at kyoko.coco@njcdd.org
Or visit our website at www.njcdd.org and follow the link to Family Support.

THE FAMILY SUPPORT ACT OF 1993
Establishes in the Division of Developmental Disabilities a system of Family Support designed
to strengthen and promote families who provide care within the family home for a family member
with a developmental disability.
The system of Family Support shall
include, but not be limited to:
• after school care
• cash subsidies
• communication and interpreter
services
• counseling services
• crisis intervention
• day care
• equipment and supplies
34

PEOPLE & FAMILIES

•
•
•
•
•
•

estate and transition planning
home and vehicle modification
home health services
homemaker assistance
housing assistance
medical and dental care not
otherwise covered
• parent education and training
• personal assistance services
• recreation services

WINTER 2018

•
•
•
•
•
•
•
•

respite care for families
self advocacy training
service coordination
specialized diagnosis and evaluation
specialized nutrition and clothing
therapeutic or nursing services
transportation
vouchers

Visit the NJ Council on Developmental Disabilities’ web site at: www.njcdd.org,
click on the link for Family Support, and the number corresponding to the
Regional Family Support Planning Council in your area.

1 SUSSEX, WARREN, MORRIS 5 HUNTERDON,
8
CUMBERLAND, SALEM,
MIDDLESEX,
GLOUCESTER
MERCER
RFSPC #1
PO Box 12
Pompton Plains, NJ 07444
e-mail: rfspc1@gmail.com
Chair: Margaret Hefferle

Meets the third Tuesday of each month
at Wegmans Market Cafe
34 Sylvan Way
Hanover, NJ 07054
7:00 p.m.–9:00 p.m.

2 BERGEN, HUDSON, PASSAIC
RFSPC#2
PO Box 443
Jersey City, NJ 07302
e-mail: RFSPC2@gmail.com
Co-Chairs: Frank Fiore, Fel Lim

Meets the third Thursday of the month
Secaucus Public Library
1379 Paterson Plank Rd.
Secaucus, NJ 07094
6:30 p.m.–8:30 p.m.

3 SOMERSET, UNION

RFSPC#3
PO Box 5997
Hillsborough, NJ 08844
e-mail: rfspc3@gmail.com
Chair: John Brewer
Meets the third Tuesday of each month
Arc of Somerset County
141 S. Main St.
Manville, NJ 08835
7:00 p.m.–9:00 p.m.

4 ESSEX

RFSPC#4
PO Box 1742
Bloomfield, NJ 07003
e-mail: rfspc4@yahoo.com
Co-Chairs: Rebekah Novemsky,
Yolanda Smith
Meets the first Wednesday of each month
Bloomfield Civic Center Music Room
84 North Broad St.
Bloomfield, NJ 07003
7:30 p.m.–9:30 p.m.

RFSPC #5
e-mail: rfspc5nj@gmail.com
Co-Chairs: Paul Blaustein, Cheryl Crick
Meets Second Saturday of each month
South Brunswick Library, 110 Kingston Ln.
Monmouth Junction, NJ 08852
10:00 a.m.–12:00 noon

RFSPC #8
PO Box 700
Trenton, NJ 08625
e-mail: RFSPC8@gmail.com
Co-Chairs: Sandra Backensto,
Lisa Parles
Monthly teleconferences will be held
in Jan - June 2018 in lieu of
face-to-face meetings.
For call-in information, email Co-Chairs

6 MONMOUTH, OCEAN

RFSPC #6
PO Box 76
Lakewood, NJ 08701
e-mail: rfspc6-chair@excite.com
Chair: Mike Brill
Meets the second Thursday of each month
Lakewood Municipal Bldg.
231 Third St., 2nd floor
Lakewood, NJ 08701
7:30 p.m.–9:30 p.m.

9 ATLANTIC

RFSPC #9
PO Box 700
Trenton, NJ 08625
e-mail: RFSPC9@yahoo.com
Chair: Mary Ann Philippi
Arc of Atlantic County
6550 Delilah Rd., Suite 101
Egg Harbor Twp., NJ 08234
Meeting times and dates TBD

7 BURLINGTON, CAMDEN

RFSPC #7
PO Box 700
Trenton, NJ 08625
e-mail: rfspc7@gmail.com
Co-Chairs: Laura Kelly, Kathy Freeman
Meets the fourth Thursday of the month
(Morning & Evening)
Morning - 11:30 a.m. - 1:30 p.m.
Cherry Hill Public Library; Main Floor
1100 Kings Hgwy North
Cherry Hill, NJ 08034
Evening - 7:00 p.m. - 8:45 p.m.
Bancroft School; Activity Center
311 Walton Ave
Mt. Laurel, NJ 08054

10 CAPE MAY

WINTER 2018

RFSPC #10
PO Box 199
South Dennis, NJ 08245
e-mail: RFSPC10@yahoo.com
Chair: Anne Borger
Meets the third Thursday of the month
except for July, August, December,
and January
Cape May Special Services School
148 Crest Haven Dr.
Cape May Court House, NJ 08223
Meeting times TBD
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Finding a Reason to Smile
In Search of Dental Wellness
By Brenda Considine

Dr. Christina Carter treats a
patient at her pediatric dental
practice in Morristown, NJ.
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“Dental care is not simply a matter of a nice smile.
It can also be a matter of life and death.”
—Dr. Evan Spivack

W

hen Joanne DeSimone noticed a tooth
emerging in her son Benjamin’s palate, she initially panicked, thinking he
would need oral surgery. Ben is not
an easy dental patient: he does not use
words to communicate, uses a feeding tube and a
wheel chair, and has physical and intellectual disabilities. She worried about pain, infection and
complications. As the mom of two teenage boys
with disabilities, dental issues used to be a huge
challenge. But since she started taking her sons to
Dr. Christina Carter, a pediatric dentist who has
specialty training in treating patients with disabilities, things have been much easier.
“I emailed her and she replied right away with
calm reassurance and a plan of action,” DeSimone
said. “Dr. Carter is special, not just because she’s an
excellent dentist and orthodontist, and has training
to work with my sons, but also because of her genuine ability to support her patients and parents.”
Not everyone is so lucky.
Advocates, parents, and providers alike agree
that accessing quality dental care is a challenge, not
just in New Jersey, but everywhere. They describe
long waiting lists, a lack of dentists trained to provide care, and a lack of adequate funding as reasons for the crisis.
Beverly Roberts, Director of Mainstreaming
Medical Care, a program of The Arc of New Jersey,
has been in the field since 1989 and does not see
the problem getting any better.
“There are more people who need care, people
who are aging, and parents who are aging. Years
ago there was funding for specialty dental care, but
those programs are no longer funded,” she said.
Dr. Evan Spivack, DDS, with The Rutgers
School of Dental Medicine, Special Care Treatment
Center agrees.

“There has been a huge increase in the number
of people who need specialty care, in part because
people with disabilities are living longer and keeping their teeth. This means that we have an aging
population with dementia who need care,” he said.
Spivack believes that dental care for those
leaving developmental centers has added to the
challenge.
“The network for quality medical and dental
care was never properly considered as part of the
deinstitutionalization plan. That has put a lot of
pressure on the medical community,” he said.

Dental Issues
Oral care for people with intellectual and developmental disabilities (I/DD) is complicated by a
number of factors, beginning with the ability to
sit in a dental chair for treatment. Behavior challenges, sensory sensitivity, anxiety, and difficulty
following directions can make even a quick and
simple dental cleaning a not-so-quick and simple
procedure.
For those who are unable to remain still during treatment, a few whiffs of nitrous oxide (laughing gas) may do the trick, but for others, general
anesthesia is needed. In that case, a hospital or
outpatient center with a trained anesthesiologist is
needed, and there is a new set of hurdles to consider. Because of the nature and risks of anesthesia,
individuals must be able to provide informed consent. Without a legal guardian, there is no one to
give consent, which can delay treatment.
Medication can fuel dental problems. Syrupy
sweet medication can coat the teeth, leading to
cavities. Medication can also cause dry mouth,
which along with poor nutrition and loss of chewing skills can increase gum disease. Even inhalers and respirators can affect fluoride, which can
WINTER 2018
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affect tooth enamel. And for those who are tube
fed or on a pureed diet, oral care can be overlooked
altogether. Some people with developmental disabilities also have structural problems such as
cleft palate, craniofacial issues, or need surgical
orthodontics, making routine dental care an even
greater challenge.
Dental care is not simply a matter of a nice
smile. According to Dr. Spivack, it can also be a
matter of life and death.
“Oral health is vital to overall health. Poor
dental health can make controlling chronic conditions like heart disease and diabetes much harder.
And for people with cerebral palsy who have aspiration issues, tarter and debris in the mouth can
get aspirated into the lungs and cause infections.
Dental care is not just a matter of pretty teeth,“ he
concluded.

TIP FOR ADVOCATES
NJ Medicaid HMO covers dental care
and anesthesia if needed. There is a
care management process within the
HMO that can help navigate the system.

Barriers to Care
One of the biggest barriers to quality dental care
is the scarcity of dentists who can provide routine
treatment to those with developmental disabilities.
While the problem is somewhat better for children
who can see a pediatric dentist, there are still long
waiting lists and patients often have to travel an
hour or more for care.
“The waiting list for patients who need oral surgery or anesthesia is 15 months, but that is short.
Other facilities have a waiting list of 2-3 years,” said
Dr. Spivack.
The scarcity of qualified dentists is rooted in
dental training programs themselves, of which
few offer specific training—or even exposure—to
working with patients who have disabilities. The
Rutgers School of Dental Medicine, New Jersey’s
only dental school, does include a one-week clinical rotation at the specialty dental clinic, where the
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Advocates contend that increased training in the specific
needs of the developmental disabilities population is sorely
needed for dental professionals in New Jersey.

next generation of dentists get exposure to treating
people with developmental disabilities.
“The rotation gets them over the fear—but this
is still very much a hidden population,” Dr. Spivack
said. In addition to providing hands-on learning,
he and others at the Special Care Treatment Center
also lecture to dental students about issues and
best practices when treating those with developmental disabilities.
Under Dr. Spivack’s leadership, the Special
Care Treatment Center recently launched a 2nd
year general practice residency that provides training in special needs—one of the first of its kind in
the nation. To date, five dental students have gone
through the program, two of whom have stayed
with the University.
While this is a step in the right direction, advocates believe that more must be done. Dennie Todd,
a Disability Specialist in Health and Transportation
at the New Jersey Council on Developmental
Disabilities, wants to see specific training to work
with those with developmental disabilities as a regular part of the dental school curriculum.
“To be honest, I was flabbergasted to learn that
we are not part of the regular dental training curriculum. We are part of the community and part of
life,” said Todd.

Not surprisingly, funding and cost of care is
another major barrier.
“We need more funding for specialized programs—there are a few in our state, but it is not
sufficient,” said Roberts. The Rutgers School of
Dental Medicine Special Care Treatment Center
sees roughly 4,000 patients a year, and another
250-300 in operating rooms under general anesthesia, but this represents only a fraction of the
dental care needed by the thousands of patients
with I/DD in New Jersey.
The cost of care can be another barrier. Often,
adult patients do not have dental insurance, or
if they do, the providers they can see will not
accept them as new patients. And for those who
are on a Medicaid HMO, where dental coverage
is provided, there are often long waiting lists and

patients need to travel long distances for care.
Medicaid, which pays only about 20% of the
usual and customary rate, covers the vast majority
of adults with I/DD.
“If a dentist in private practice charges $100/
hour but is reimbursed only $20, they simply cannot afford the time,” said Dr. Spivack. He and others expressed a growing concern about efforts in
Washington to dismantle the Affordable Care Act
(ACA) and to cut funding for Medicaid. New
Jersey is one of only 17 states in the nation to provide Medicaid funding for dental care outside of
emergency care.

A Special Approach
Treating patients with developmental disabilities sometimes starts with the office itself. At the

TIPS FOR PARENTS AND CAREGIVERS
1 The dentist is your friend. Reinforce the dentist is there to help keep your teeth
healthy and pretty.
2 Try not to convey any negative thoughts you may have of dentists. While going
to the dentist is not everyone’s favorite experience, it is important to not discuss
your own fears with those in your care.
3 Practice opening your mouth and counting to 5. This teaches the individual to
stay open for short periods of time. Knowing that one may take a rest after 5 is key
to alleviating fears.
4 Bring your own toothpaste. If taste is an issue, bringing your own can eliminate
that challenge and provide familiarity.
5 Practice brushing at home. While home hygiene routines can be laborious, the
more you are able to brush at home, the easier it will be in the office.
6 Read books or develop social stories on visits to the dentist and videos.
Preparation is helpful so individuals know what to expect. Fear of the unexpected
can be crippling.
7 Bring headphones. A coping tool is always welcome and decreases stress.
8 Prepare the office with a medical and behavioral history. Many patients have
triggers or sensitivities that make visits more difficult. Be sure to share if an individual
is light-sensitive or taste-averse. Most pediatric and specialty dentists have a “bag
of tricks” to accomplish the tasks and want to find the best way to help.
9 Plan a visit. Never hesitate to contact the dentist’s office prior to the visit to ask
questions. Arrange for a short visit so the individual can become acclimated to the
office without an official treatment visit.
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“If we can link
preventive care with
patients who need it,
we can solve a problem
before it even begins.”
—Latanya Williams,
Secretary, NJ Dental Hygienists’ Association

Carter makes a point to explain everything she
is doing and to show her patients the tools she is
using by first placing it on their hand or leg. She
also lets patients know how long each interval of
treatment will take and will count with patients.

The Role of Families

In her practice, Dr. Carter focuses on keeping her patients
comfortable and happy. At times, she looks to her certified
therapy dog, Callie, for assistance.

Rutgers School of Dental Medicine, Special Care
Treatment Center, there are nine treatment rooms,
including rooms for people in large wheelchairs or
these who cannot transfer from a stretcher. All the
rooms have X-ray and nitrous oxide; each room is
self-contained and can be closed off for privacy.
In her private practice, Dr. Carter focuses on
getting her patients comfortable and ready. Her
certified therapy dog—a poodle named Callie—
can make appointments something to look forward to.
“It can be very overwhelming for some
patients, so the first thing we do is to identify sensory issues and triggers—sensitivities to sound,
light, and taste—to get insight into what might
upset a patient,” she said.
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Dentists and caregivers agree that families play an
important role.
“As a dentist, my job is to take something that
feels overwhelming and make it simple. Many parents already feel like they are not doing enough, so
I work to find the ‘big picture solutions’ to make
things more do-able,” said Carter. “As much as parents are caretakers, we need to take care of them
too,” she concluded.
“A great doctor/patient relationship depends
on the ability to see beyond the child. I’d been to
dentists who would tell me how I could be doing a
better job. I do the best I can raising two children

TIP FOR ADVOCATES:
Did you know that individuals with
I/DD who are considered dependents of
the parents can remain on their parents’
health care insurance plans, including
dental plans, beyond age 26? It is vital
that paperwork is filled out before the
person turns 26 as long as a parent has
that policy.

with disabilities. I need encouragement, not judgment,” said DeSimone.
Dr. Purnima Hernandez, DDS, M.A., BCBA,
believes that it is time to invest in counseling and
training for parents in oral health and wellness.
“Just as we engage parents in teaching advocacy and self-direction, we need to teach parents
about how important they are in oral health. This
is something we can actually do and do now,” said
Dr. Hernandez.
Hernandez brings a unique perspective. Not
only is she a pediatric dentist trained to work with
individuals with developmental disabilities, she is
also a certified behavior analyst (BCBA) and the
parent of a 20-year-old son with autism and other
medical issues.
A former member of the New Jersey Council
on Developmental Disabilities, she is urging the
health committee to take action. She believes that
a parent education program can minimize the
need for invasive and expensive treatment later
in life.
Family and consumer education is also on the
mind of Latanya Williams, Secretary of the New
Jersey Dental Hygienists’ Association. Williams,
who has a son and a brother with disabilities,
recently took part in a NJCDD-sponsored event
called “What’s Your Advocacy,” which brought it
all together for Williams.
“Before, I never really thought about access to
care,” admitted Williams.
“As hygienists, our main concern is prevention. If we can link preventive care with patients
who need it, we can solve a problem before it even
begins,” she said.
Williams would like to see more hygienists
doing outreach to underserved groups of people
with disabilities and their families.
“It’s an easy thing to do,” she said, “and the fact
that the Council has made this a priority puts wind
under the wings of some good ideas,” Williams
concluded.

Ready For Action
Dr. Leah Z. Ziskin is the Chairperson for the
Health and Wellness subcommittee of the NJCDD,
a former Commissioner of the New Jersey Depart-

Finding adequate dental care for children and adults with
developmental disabilities is a challenge in New Jersey. But
advocates are working to increase options for individuals
and families.

ment of Health, and mom to Jenny, her 49-yearold daughter with developmental disabilities.
She sees the challenges today as a tipping point.
“This has become so difficult, it needs to be
addressed and cannot wait,” she said.
“We are looking to see what we can do, starting with efforts to bring the issue to the public’s
attention and have been working on adding to the
training programs for clinicians to make them
more aware of the needs and issues in treatment
for those with disabilities.”
“We are hopeful that bringing this into the
training curriculum, we can get more professionals aware of the need to serve patients and families
with compassion.” P&F

RESOURCES:
Mainstreaming Medical Care
at the Arc of NJ
Information, referrals, and advocacy,
including individual advocacy support
around accessing quality health care
broberts@arcnj.org
The Rutgers School of Dental
Medicine Special Care Treatment
Center
973-972-7040
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Medicaid Funding
Opens the Door to Employment
Through New Jersey’s
NJ WorkAbility Program
By Jonathan Jaffe

S

ecuring gainful competitive employment is a
common concern among people with intellectual and development disabilities (I/DD).
However, there can often be less worry about
landing a job or performing well than about how
this new income can affect Medicaid eligibility and
access to much-needed health care services. For
many prospective employees with I/DD, it becomes
common to feel apprehensive about getting a job,
even for those willing and eager to work.
In response, the state Department of Human
Services launched “NJ WorkAbility,” funded
through Medicaid. NJ WorkAbility, created in
1999, offers full New Jersey Medicaid health coverage to people with disabilities who are working,
and whose earnings would otherwise make them
ineligible for Medicaid.
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People between the ages of 16 and 64, can
participate, even if they just have part-time work,
and no matter if they have a permanent physical
or mental disability. Participants must have an
earned income of no more than $61,500 per year,
and no more than $82,400 per year for an eligible
couple, both of whom must have permanent disabilities and be employed.
There are now about 6,800 employees in New
Jersey who receive Medicaid coverage through NJ
WorkAbility. The program receives $56.6 million
annually, said Joe Amoroso, Director of the state
Division of Disability Services.
NJ WorkAbility covers all the medical and
healthcare services available through Medicaid.
The services span the gamut, from durable medical equipment, outpatient counseling, medical

Through the NJ WorkAbility Program, and with the help of his personal care assistant Katrina,
Stanley Soden is able to remain independent and employed full-time while still remaining eligible
for services through Medicaid.

transportation, dental and vision care, personal
care services, pharmaceutical and many other
medical services.
“I have been working on the program for 15
years now; it has grown in leaps and bounds,”
Amoroso said. “Initially, people were afraid of
the possibility of working. It was a taboo subject. When we did our first outreach meeting,
people didn’t even want their name on a clipboard
expressing interest in work because they didn’t
want to lose disability benefits.”
Today, he said, many program participants are
in fully competitive employment. “The program

has really grown,” Amoroso said. “It used to be
minimum wage jobs. Now it is for professional
careers, at a mid level.”
One long-time participant is Stanley Soden,
who has worked at the MOCEANS Center for
Independent Living in Long Branch for 24 years. It
has been a fulfilling full-time job, in which Soden
works 35 hours a week, 8:30 am to 4 pm weekdays.
Through Medicaid, Soden is provided with
personal assistant services allowing him to remain
independent and employed. One assistant arrives
in the morning at his home in Long Branch
to prepare him for work, another works in the
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evening to handle the bedtime
ritual. A third assistant is responELIGIBILITY
sible for the weekend shift.
Eligible candidates must meet the following guidelines:
“Without this program, I
• Be between the ages of 16 and 64
would be a prime candidate
for living in a nursing home,”
• Work part time, full time, or be self-employed and have proof
of employment
said Soden, 56. “But with NJ
WorkAbility, I can hire my own
• Have a permanent disability as determined by the Social
Security Administration (SSA) or the Disability Review Team at
people and I can train them. It
the Division of Medical Assistance & Health Services (DMAHS)
allows me to keep my medical
• Have an earned income of no more than $61,500 per year
coverage, be gainfully employed,
(no more than $82,400 per year if an eligible couple—both
live independently and be active
with permanent disability, both working)
in the community.”
• Have unearned income (pensions, child support, interest,
As program participants can
etc.) less than $1,005 per month (less than $1,354 for eligible
earn as much as $61,500 annually
couples)
and still retain Medicaid services;
• Have less than $20,000 in liquid assets (or less than $30,000
there is no need to suppress work
if an eligible couple)
hours to maintain government
services. Amoroso noted when the
Disregarded income: Social Security Disability Benefits and/or
program began, no one had wages
Railroad Retirement System Benefits received by an individual
on his/her own account are not included in the eligibility criteria.
that reached the cap, as many
worked part-time with miniDisregarded assets: Retirement accounts like an IRA or a 401K
mal salaries. Now, with people
and the value of an owned home and vehicle are disregarded.
working full-time in full-fledged
careers, many are now reaching
the eligibility cap.
Another enrollee in NJ
these individuals and create a business where the
WorkAbility used the Medicaid support to create
a home-based business. Tracy McHugh Goldman, sky is the limit for success.
McHugh Goldman said she knows how critiof Oaklyn in Camden County, believes she is
cal Medicaid is, noting she has been in a two-year
one of the most able people with spinal bifida, as
battle to get her benefits reinstated after she was
she can use crutches to get around, rather than
married and changed her last name. Somehow,
a wheelchair. She is eager to work as much as
a paperwork issue ensued.
possible, helping her husband with the financial
“If Medicaid was cut, it would be life changburden and caring for her seven-year-old son.
ing,” she said. “I already know what it is like to live
Through the support of Medicaid, she
without Medicaid. We have almost lost our home
has become a certified tax preparer, as well as
twice and it is now in active foreclosure. One of
enrolled in online courses at Middlesex County
my prescriptions cost $300 a month and I am on
College in Edison, studying criminal justice.
five different medications. We are scrambling to
“The state set me up with a home computer
save our home, and pray that Camden County
and the right type of phone line, headset, and
works out this mess with Medicaid. This has been
desk chair,” she said. “They also helped me with
a huge hardship.”
the process of registering my own employee idenState officials are now working on a handbook
tification number, so I have a tax number and my
to provide easy explanations about NJ WorkAbility,
own business.”
as well as highlight nuances in program eligibility.
McHugh Goldman said she can access an
To learn more, call 1-888-285-3036 or visit
online portal, in which there are clients seeking
www.njworkability.nj.gov. P&F
tax help. From her home, she is able to service
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The Lighter Side of

By Marianne Valls

I

was a weepy child. So much so that my mother
once bought me a handkerchief that said,
“Laugh and the whole world laughs with you.
Cry and you cry alone”. It must have had some
impact because I enjoy a good joke, and I have a
particular habit of making fun of myself. As a person with cerebral palsy, I know that many people
might find my movements silly. I often think that
people must think I’m drunk! Frankly, what they
do not know is that when I have a few drinks, I
become more coordinated.
I find that if I can laugh at myself, it puts
others who might be curious about my disability at ease. For me, it also puts my cerebral palsy
into perspective. Laughter eases my frustration

when physical tasks become difficult for me. My
cerebral palsy causes a lack of hand coordination. For example, it strikes me funny that I am a
writer. Hitting the wrong keys on my computer’s
keyboard, as I frequently do, is frustrating and
unpleasant. But I am enough of an egoist who
enjoys seeing her name in print, so I endure it!
My sister, Marcy, who is ten years older than
I am, has always encouraged me to try to do anything the average person can do. When she was a
new driver with her first car—a clunker our uncle
bought for 25 dollars—she and her girlfriend used
to practice their new driving skills by cruising up
and down the streets of our hometown of Secaucus,
NJ. In the 1950s, the town had little or no traffic,
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OP-ED
especially when we traveled up to the undeveloped
Though James was the love of my life, the expesection known as Snake Hill.
rience of my first marriage left me with a desire
One summer night, after my sister’s friend to maintain some independence and the ability to
went home, Marcy suggested the two of us stop work for myself. So, one year when I got an offer of
at Dairy Queen; a preposition no kid sister could a job, I took it in spite of the fact that I was totally
turn down. When she asked me what I wanted, I unqualified! The job was at an agency that served
replied, “A banana split, but you know I’d make a individuals with intellectual and developmental
mess.” “Who cares,” she answered. “There is always disabilities. I was a substitute instructor for a reguwater, and anyway this is an old car.” Marcy finally lar staff member who taught daily skills of living
talked me into it. I got so much banana split on to adults with disabilities. Tasks included making
myself that I had to go home and take a shower!
lunch – something that would make any of my
Two of the best gifts my sister ever gave me friends or family laugh, seeing as I can barely do
were my nephews, Eddie and
that myself!
Scotty. I love kids, especially
As I mentioned above, the
My mother was right.
those two. When they were littrue love of my life was James
tle, I was their baby sitter, and
Stoney. He had polio when
“Laugh and the
I used to take them to the park
he was a child, and when I
whole world laughs
among other things. To them,
met him he used a scooter.
with you.” Laughter
I was plain old Aunt Marianne.
Strangely, it was a relationship
They apparently disregarded
where we soon forgot our disappears to break down
my disability. However, one
abilities. Early in our relationpsychological
barriers.
day, my sister told my older
ship, he invited me to his studio
Laughter makes the
nephew, Eddie (who was five
apartment for dinner. “Stoney”,
years old at the time) that I
as he was known, was a man
world go round; so smile
couldn’t swim. He replied that
of many talents. In addition to
at
your
limitations.
maybe I was too “wiggly”.
being a professional tailor, he
My twenty years of marwas a wonderful cook and was
—Marianne Valls
riage to my first husband
gifted with a “green thumb.” His
provided some comic relief
kitchen was a separate room.
at times. One day, when I had a couple of hours His main room became a “jungle” full of thriving
to spare—and I do mean a “couple of hours”—I plants of which he took fastidious care. “While
decided to sew a button on my husband’s shirt. First, I cook,” he said, “You can water my plants.” With
I had to hold the needle steady (something that my that, he attempted to hand me an uncovered pitcher
shaky hands refused to do). I did so by sticking the of water. I was really going to take it, until we both
needle to my jeans. Success! Now the task was get- remembered that the moment I grabbed that water
ting the thread through the needle. After maybe pitcher, the water would surely spill all over the
twenty attempts, by some miracle I finally managed kitchen floor before I could even make it into the
to get that thin thread through the eye of the nee- larger room! We busted out laughing. Laughter, in
dle. Again, the only way I could keep the shirt still addition to love, places disability into perspective.
was to lean it on my jeans. When I finally had the
My mother was right “laugh and the whole
button sewn to the shirt, I was proud of my accom- world laughs with you.” Laughter appears to
plishment and happy to be finished. But when I was break down psychological barriers. Laughter
done, to my great surprise, I found that I had sewn makes the world go round. So smile at your limithe shirt to my pants! After my divorce, I had the tations. Everybody has them. It is what makes us
good sense to fall in love with tailor, James Stoney.
all human. P&F
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