
NEW JERSEY COUNCIL ON DEVELOPMENTAL DISABILITIES

Pia Odom-Barksdale with 
her son Elijah

Photo by Rebecca Shavulsky

WINTER 
2016

The Special Parent 
Advocacy Group

Serving 
Inner-City 
Children 
with 
Disabilities



Subscribe to our
Advocacy in Action

newsletter
Jonathan Waller
Communication Manager
jonathan.waller@njcdd.org

Your email: SubmitSubmit

Keep up-to-date on NJCDD
events and announcements

Stay informed on important
developmental disabilities news
from around the state

Learn more about the NJCDD’s 
programs for self-advocates and
families, as well as new ways to 
participate

Your source
for news and 

updates from the
New Jersey
Council on 

Developmental 
Disabilities

NJ CDD
The New Jersey Council on Developmental Disabilities | 609-292-3745  | njcdd.org        



PUBLISHER New Jersey Council on Developmental Disabilities

CHAIR Stephanie A. Pratico

EXECUTIVE DIRECTOR Kevin T. Casey

EDITOR Jonathan Waller

EDITORIAL BOARD MEMBERS
Scott Elliot, Progressive Center for Independent Living

Mike Brill, Public Member
Peg Kinsell, Statewide Parent Advocacy Network

Beverly Roberts, The Arc of New Jersey
Kelly Boyd, NJ Office of Emergency Management

Joseph Amoroso, NJ Division of Disability Services

DESIGN AND LAYOUT CranCentral Graphics, LLC

CONTRIBUTING WRITERS 
Brenda Considine, Maryann B. Hunsberger, Jonathan Jaffe, Robert Titus, Marianne Valls

PHOTOGRAPHY Rebecca Shavulsky

The purpose of the Developmental Disabilities Councils, according to the Developmental Disabilities Assistance and Bill of 
Rights Act of 2000 (P.L. 106-402), is to engage in advocacy, capacity building, and systemic change that contribute to a coordi-
nated, consumer and family-centered, consumer and family-directed comprehensive system that includes needed community 
services, individualized supports, and other forms of assistance that promote self determination for individuals with develop-
mental disabilities and their families.

Subscriptions to People & Families are free and are available through the Council office or by e-mail at njcdd@njcdd.
org. Please include your name and address. Articles may be reprinted without fee by permission. Expressed opinions are not 
necessarily those of the Council’s membership. We welcome your letters and comments. Send them to Jonathan Waller, editor, 
NJCDD, PO Box 700, Trenton, NJ 08625-0700. Please include your name and town. Letters may be reprinted and edited for space. 

New Jersey Council on Developmental Disabilities, PO Box 700, Trenton, NJ 08625-0700. TELEPHONE: 609.292.3745 
TDD 609.777.3238 FAX 609.292.7114 E-MAIL njcdd@njcdd.org INTERNET www.njcdd.org

SELF ADVOCATE MEMBERS 
Todd Emmons, Russell Fried, Andrew McGeady,  

Christopher Miller, Myrta Rosa, Gary Rubin 

PARENT, FAMILY MEMBER,  
AND GUARDIAN MEMBERS 

Ellie Byra, Walter Fernandez,  
Leah Ziskin, M.D., Safiyyah Muhammad,  

Christine Pietrow, Tara Montague 
Paul A. Blaustein

PUBLIC MEMBER
William Testa, The Arc/Morris Chapter

FEDERALLY MANDATED MEMBERS
Federally mandated members of the Council are mandated to  

serve in accordance with the federal  
Developmental Disabilities Assistance and Bill of Rights Act

Joseph M. Amoroso, Division of Disability Services 
Elizabeth M. Shea, Division of Developmental Disabilities 

Peg McDonald, Office of Special Education Programs
Valerie Harr, Division of Medical Assistance  

and Health Services 
Alice Hunnicut, Division of Vocational Rehabilitation Services 

Gloria Rodriguez, Division of Family Health Services
Deborah Spitalnik, Ph.D., Elizabeth M. Boggs Center on  

Developmental Disabilities
Joseph Young, Esq., Disability Rights NJ

NEW JERSEY COUNCIL ON DEVELOPMENTAL DISABILITIES



4 PEOPLE & FAMILIES WINTER 2016

C O N T E N T S

Volume 10, Number 2
Winter, 2016

 6 FROM THE EXECUTIVE DIRECTOR
 Supporting People with Disabilities 

Across a Lifespan
 Like anyone else, people with 

developmental disabilities want the ability 
to lead meaningful and happy lives while 
pursuing their goals and interests.  In order 
to reach their full potential, much work 
needs to be done in the support and service 
systems meant to assist them as they 
transition from childhood to adult life.

22 CHANGES ON THE  
FEDERAL LEVEL

 The NJCDD Winter 2016 Public  
Policy Update 

 In 2015, several pieces of federal 
legislation concerning children and adults 
with developmental disabilities were 
renewed or modified.  Find out what 
changes the developmental disabilities 
community can expect to see in the near 
future.

 7 NEWS & NOTES/UPCOMING 
EVENTS

 The 2016 Community Building Awards 
Nomination Deadline • Taskforce’s 
Report on Special Education Reforms 
Calls for Changes • NJ Assembly Passes 
Bill to End ‘Return Home’ Program for 
People with Developmental Disabilities 
• Unemployment on Rise for Those with 
Disabilities • New Day Program at Special 
Services Fills ‘Critical Need’ for Adults 
with Disabilities • Correction to Fall P&F 
Magazine • Upcoming Events

 16 ASKING AND EDUCATING 
 A Survey to Assess Family  

Support Services 
 In the summer of 2015, the NJCDD’s 

Family Support program, along with the 
NJ Family Support Coalition, conducted 
a public survey to learn more about the 
challenges families face and the services 
they need most.  Learn more about what 
they found and how this information can 
help families across New Jersey.
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FAMILY SUPPORT

26 NJ WINS
 Charting a Path to Employment for 

Social Security Recipients
 For many with disabilities who receive 

Social Security benefits, a common 
question arises: How can I work and still 
maintain my benefits?  NJ WINS seeks to 
help such individuals obtain employment 
and meet their personal goals.

29 THE SPECIAL PARENT  
ADVOCACY GROUP

 Serving Inner-City Children  
with Disabilities

 When mother of five, Nicole Whitfield, 
moved to the Trenton area five years ago, 
she faced many obstacles in obtaining 
special education services for her son.  
She soon found out that many other 
parents experienced the same challenges, 
and decided to do something about it.  
Thus, the Special Parent Advocacy Group 
was born.

33 THE GAP YEARS
 Planning and Providing Effective 

Transition Services for Older Students 
with Disabilities

 One of the main purposes of The 
Individuals with Disabilities Education Act 
is to prepare students with disabilities for 
adult life.  But are schools in New Jersey 
providing enough transition planning and 
services so that students with disabilities 
are ready for jobs and independence?

29

37 NEW JERSEY’S COMMUNITY  
CARE WAIVER

 What it Provides for People with 
Developmental Disabilities

 New Jersey’s Community Care Waiver 
is the state’s key method of funding 
services and supports that people with 
developmental disabilities need to live in 
the community.  With that in mind, it is 
critical for people with disabilities and their 
families to know just what they can expect 
to receive once they are approved for this 
waiver funding.

41 OP-ED 

 Beyond Pity
 Within the general public, there is a view 

that people with disabilities are often 
helpless and in need of someone to “look 
after” them.  In this op-ed piece, writer 
Marianna Valls challenges that view, saying 
that people with disabilities don’t need a 
handout.  Often, they just need a hand up. 
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f r o m  t h e  E X E C U T I V E  D I R E C T O R 

Supporting People 
With Disabilities 
Across a Lifespan
Achieving a high quality of life means much more than simply 
having one’s basic needs met. People with developmental dis-
abilities deserve the ability to chase their dreams and pursue their 
interests. Although living in an integrated environment is a criti-
cal function of any system of support, an integrated environment 
by itself does not make for an inclusive life.

People must be able to live in homes of their choice, with friends of their 
choice. Those homes must be able to provide a level of support that allows the 
individual to both be happy in the home, and supported in activities outside the 
home. This requires an adequate level of well-compensated staff to provide that 
support and assistance. New Jersey and most other states fall short of providing 
the adequate salary and benefits to attract such a staff. This issue is at, or is ap-
proaching, a level of crisis and must be a priority for resolution.

For too many years, when we assess the ability of people with disabilities to 
work a real job, we underestimate their ability. Job preparation and work must 
become a critical part of what we do at all levels of the system, from preschool 
to senior services. We cannot answer the question of whether all people can 
work until we have tried to develop systems of supports that give all people that 
chance.

Our system of education for children with disabilities must become more 
integrated and must set preparation for adult life as its primary goal. The system 
must work with and listen to families who have the most knowledge of what 
their children need. More than any other group, children with disabilities need 
high-quality pre-school and childcare services.

Finally, we cannot continue to graduate people with disabilities from an en-
titlement system into an adult system that has no room for them. The problem 
of people waiting for supports must be solved, and solved soon.

Much has been gained in supports for people with disabilities over the last 
twenty years, but much is yet to be done. It is crucial for the advocacy commu-
nity to work together to resolve these problems.

—Kevin Casey
Executive Director

The NJ Council on Developmental Disabilities
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On Wednesday, April 27, 2016, the  
New Jersey Council on Developmental  
Disabilities (NJCDD) will once again honor 
individuals and organizations who promote 
inclusive values in their communities at the 
8th Annual Community Building Awards 
Ceremony and Luncheon.  Now, the Council 
is reaching out to the public to help identify 
recipients for these awards.  

The NJCDD believes in the value of 
recognizing those who promote community 
inclusion, and in providing encouragement, 
support, and appreciation to such outstand-
ing individuals and organizations. 

Whether a devoted educator, a visionary 
community leader, or a diligent advocate, if 
you know someone who makes a difference 
in the lives of people with developmental 

WINTER 2016 PEOPLE & FAMILIES

The NJCDD 
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More than two years after its creation, a state 
taskforce looking into special education fund-
ing and services in New Jersey has finally issued 
its report to the Legislature with more than two 
dozen recommendations, some sweeping and 
some technical.

Maybe the most significant recommenda-
tion made by the 17-member panel of educators, 
disability advocates, and others is that lawmak-
ers significantly rewrite the state’s funding law to 

better distribute special education aid to school 
districts.

The 28-page report says the state’s current 
method of funding special education – based on 
a statewide average count of students, a so-called 
“census-based” method—is ineffective and does 
little to lower special needs classification rates in 
the state, one of the aims of the taskforce’s study.

The report suggested the state go back to pro-
viding aid to students based on their individual 

N J C D D  N E W S  &  N O T E S 

disabilities and their families, we want to hear 
from you!  The deadline for making a nomination 
is Friday, February 19, 2016.  

The NJCDD offers eight categories through 
which it honors individuals and organizations.  
For more information about each award category 
and to make a nomination, please visit www.
njcdd.org or contact Jacinta Brister at 609-984-
5444 or jacinta.brister@njcdd.org.

Award Categories
• The Colleen Fraser Self Advocate Award
• The Elizabeth Boggs Family Member  

Advocate Award
• The Lifetime Achievement Advocacy Award
• The Distinguished Developmental Disabilities 

Systems Change Award
• The Access Above and Beyond Award
• The Exceptional Policy Maker Award
• The Multimedia Award
• The Inclusive Education Award

Since 2009, The NJCDD has recognized 
New Jersey residents who demonstrate inclusive 

values in their everyday lives and professions. 
Past recipients have been legislators who have 
worked tirelessly to defend the rights of people 
with developmental disabilities, school teachers 
who go above and beyond to practice inclusive 
education in their classrooms, parents who have 
dedicated much of their time to advocating not 
only for their own children’s well-being but for the 
interests of all people with disabilities, and many 
others who fight for inclusive values in our com-
munities. Each spring, the Council recognizes the 
recipients at an awards luncheon attended by the 
New Jersey developmental disabilities community, 
legislators, and other stakeholders.

This year’s awards luncheon will be held at the 
New Jersey Adventure Aquarium in Camden, NJ 
on Wednesday, April 27, 2016. Winners of this 
year’s awards will be announced on March 31, 
2016 with subsequent information about each 
winner to be released soon afterwards.

For more information about the Community 
Building Awards and the New Jersey Council on 
Developmental Disabilities, please visit www.
njcdd.org.

Taskforce’s Report on Special Education Reforms 
Calls for Changes

By John Mooney
From: NJSpotlight.com – December 1, 2015
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needs and disabilities.
“This [current] approach has been proven 

to be misplaced and inappropriate,” the report 
concludes.

It’s not a new idea, and it was subject of 
considerable debate when the current School 
Funding Reform Act was deliberated and enacted 
in 2008. And what impact the report’s recom-
mendations will have is uncertain—the state 
Department of Education didn’t even announce 
its release when the report was sent to the 
Legislature last Wednesday. The report itself was 
dated August 2015.

The report’s other recommendations also trod 
well-traveled ground. For instance, the task force 
says the state Department of Education should 
conduct a thorough and annual accounting of 
what districts spend on special education, echoing 
a longtime complaint that the state doesn’t even 

know the full scope of the costs of programs pro-
vided for the 200,000 students who are classified.

“The knowledge of actual cost and aid factors 
is critical for making informed decisions that can 
stabilize funding for special education programs, 
including the needs of specific IEPs (individual-
ized education programs),” the report reads.

The report also calls for greater cooperation 
and partnerships across districts and schools, 
better training of school leaders when it comes 
to special education needs and strategies, and 
providing stronger guidance to special education 
parent advisory committees that are required by 
the state but are often given little assistance. State 
officials said the department has since created a 
best-practices manual for parent groups.

In one interesting recommendation, the 
taskforce cites New Jersey’s higher rate of legal 
disputes between families and schools regarding 

N J C D D  N E W S  &  N O T E S 
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special education compared to most other states, 
and recommends that the state track the number 
of disputes and the associated costs.

“Recognizing the toll that disputes inevitably 
take on students, parents, and school districts 
alike, the Taskforce recommends taking a closer 
look at the factors that contribute to disputes 
and litigation and that affect the cost, length, and 
outcomes of proceedings to help reduce disputes 
and improve the state’s dispute resolution system 
and procedures within the parameters of federal 
law,” it read.

The release of the report drew little attention, 
with several disability advocates saying they didn’t 
even know it had been made public.

But some said it underscored important and 
still unresolved issues raised in previous studies, 
especially regarding funding disparities and the 
need for better coordination.

“The recommendations and findings are 
similar in many ways to those from the last two 
taskforce reports,” said Brenda Considine of the 
Coalition on Special Education Funding Reform, 
an advocacy group.

“There is clearly a thread of continuity in what 
the special education community is looking for, 
and a general consensus about what the major 
problems are,” she said in an email. “The question 
remains: Can government leaders develop public 
policy to make meaningful change?”
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NJ Assembly Passes Bill to End  
‘Return Home’ Program for People  

with Developmental Disabilities
By Jim Norman

From: NorthJersey.com – December 3, 2015

The Christie Administration’s practice of requir-
ing people with developmental disabilities get-
ting subsidized care out-of-state to return to New 
Jersey ended under a bill approved unanimously 
by the State Assembly on December 3.

The bill to end the state’s “Return Home New 
Jersey” program was passed by a vote of 79-0 with 
one seat vacant. Having already drawn Senate 
approval, it is expected to be signed by Governor 
Christie, because it is the product of negotiation 
between the Democratic majority and the admin-
istration, said a spokeswoman for the Democratic 
majority.

The state Department of Human Services’ 
Division of Developmental Disabilities, noting the 
ongoing growth of supportive housing for people 
with disabilities, states the goal of “Return Home 
New Jersey” has been to return individuals “to a 
comparable or better setting in New Jersey … and 
to better manage the state resources that serve the 
community of nearly 29,000 people with intellec-
tual and developmental disabilities in New Jersey.”

But Valerie Vainieri Huttle (D-Bergen), 
chairperson of the Assembly Human Services 
Committee and one of the sponsors of the bill, 
said, “Essentially, this bill formalizes the agree-
ment we had sought for quite a long time with 
the administration to end the program known as 
‘Return Home New Jersey.’ As countless advocates 
and family members told us, this program was 
disruptive, dehumanizing, and disadvantageous to 
their loved ones who had been receiving the spe-
cialized care they needed in out-of-state facilities 

for years. I’m grateful that they will no longer be 
forced to return against their will.”

Tim Eustace, a Democrat whose district spans 
the counties of Bergen and Passaic, said, “For 
years, many New Jersey residents with develop-
mental disabilities were placed in out-of-state 
facilities because it was the only place where they 
could find the level of care they needed.”

“Essentially, this bill formalizes the 
agreement we had sought for quite a 
long time with the administration to 
end the program known as ‘Return 
Home New Jersey.’”.....

—Valerie Vainieri Huttle (D-Bergen),  
Chairperson of the Assembly Human Services Committee 

“These residential facilities provided the 
care they deserved and became home to them,” 
said Eustace, another of the bill’s sponsors. “This 
agreement will ensure they can continue on there 
as long as they’d like.”

The measure provides that out-of-state resi-
dents still could be compelled to return to New 
Jersey under certain circumstances, such as if the 
facility a resident had been placed in were to be 
deemed unsafe, or if the resident has failed to ap-
ply for enrollment in the state Medicaid program 
within 90 days of the effective date of the bill.
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Despite strong job growth last month, new federal 
data suggests that unemployment among people 
with disabilities ticked up sharply.

The jobless rate for Americans with dis-
abilities hit 12.1 percent in November, the US 
Department of Labor said Friday. That’s a steep 
increase over the 10.5 percent reported the month 
prior.

The shift comes as figures show fewer people 
with disabilities were employed and more sought 
to join the workforce.

At the same time, the economy as a whole 
added 211,000 jobs and unemployment for the 
general population remained steady at 5 percent, 

the Labor Department said. Overall, government 
data indicates that the number of unemployed 
Americans has declined by 1.1 million over the 
last year.

Federal officials began tracking employment 
among people with disabilities in October 2008. 
There is not yet enough data compiled to establish 
seasonal trends among this population, so statis-
tics for this group are not seasonally adjusted.

Data on people with disabilities covers those 
over the age of 16 who do not live in institutions. 
The first employment report specific to this popu-
lation was made available in February 2009. Now, 
reports are released monthly.

Unemployment on Rise for Those with Disabilities
By Shaun Heasley

From: DisabilityScoop.com – December 4, 2015

New Day Program at Special Services Fills ‘Critical 
Need’ for Adults with Disabilities

By Sean Patrick Murphy
From: The Burlington County Times – December 6, 2015

A new program at the Burlington County Special 
Services School District could provide some relief 
for people with intellectual and developmental 
disabilities and their families, who can face an un-
certain path once aging out of the school system 
and the services provided there.

Through a partnership with Bancroft, the 
Cherry Hill-based nonprofit day program for 
adults with disabilities, the district’s campus off 
Woodlane Road will now house an expanded 
specialized adult day and vocational training 
program.



13WINTER 2016 PEOPLE & FAMILIES

N J C D D  N E W S  &  N O T E S 

On Friday, New Jersey Education 
Commissioner David Hespe and representatives 
from the district and Bancroft officially opened the 
program.

“Bancroft and BCSSSD are setting the stage 
to demonstrate how partnerships can transform 
lives, by providing high-quality comprehensive 
vocational and employment programming for 
adults with disabilities,” Hespe said Friday. 

It addresses what educators have come to 
know as the “post-21 cliff ” in special education, 
referring to students aging out of the school 
programs.

“This facility has the capability that we see 
down the road of becoming not only an adult 
day and employment service area, but also a 
place where we can create enrichment and edu-
cational opportunities for families,” said Dennis 
Morgan, Bancroft’s vice president of educational 
services and adult employment.

After students finish their formal education at 
age 21, families worry about finding meaningful 
services, programs, and jobs for their loved ones 
who need extra support.

“That fear and that anxiety that a lot of par-
ents face really stems from a lack of education and 
a lack of knowledge and insight into what options 
and services and resources are truly available to 
them,” Morgan said. “We have an obligation to 
educate families and prepare them.”

Services include behavior support, so-
cial skills, music therapy, and occupational, 
speech, and physical therapy. There are also 
job training and community inclusion activi-
ties, officials said.

“All can be accommodated here,” said Lori 
Shaffer, director of communications at Bancroft.

The new program, which has been in place 
since October, serves 24 adults. Morgan said it 

hopefully will grow three times by this time next 
year.

“What’s beautiful about Bancroft is we 
meet each adult where they are in their life,” 
he said, noting that it builds programs around 
students.

“This program will allow individuals to move 
and grow and expand both their social skills 
[and] their independent living skills across a life-
time,” Morgan said.

The goal is to find students jobs and a place to 
live in the community. The program focuses on 
daily activities, including task attention, on-task 
endurance, task fluency, and pre-vocational and 
workplace behaviors, officials said. 

Hespe said he is “thrilled” by the Bancroft 
program.

“Our programs need to go beyond 18, and 
maybe even go beyond 21, in order to serve the 
needs of these students,” he said. “It’s wonderful. 
It’s great to see.”

“Like Us” on Facebook

www.facebook.com/NJCDD

Follow us on Twitter@theNJCDD

Subscribe to Our  
YouTube Channel

www.youtube.com/theNJCDD

Connect with Us on Social Media
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Superintendent Christopher Manno said the 
new program was created after hearing from 
the staff and community. They identified aging 
out as a top concern for this population, and 
Manno said the district, which serves students 
from 3 to 21, realized they needed a partner 
to address the problem. Bancroft was a good 
match. 

He said the program fills a “critical need.”
“We are thrilled that this vision has come to 

reality,” Manno said. “Here at Burlington County 
Special Services, we sought to create such a pro-
gram on our campus. ... I’m just so honored that 
the two organizations are able to come together 
and provide a solution to a real problem for fami-
lies and individuals.” 

He said the building that houses the program, 
known as Bancroft at Burlington, is the former 
junior and senior high school.

It was available since the district restructured 

the main campus to create “a more traditional 
feeling” elementary, middle, and high school. 
Those junior and senior students were integrated 
into those schools.

Joanne McCarthy, mother of 22-year-old 
Tommy, had high praise for the program.

“I’ve been extraordinarily happy with the 
program,” she said. “He’s really made tremendous 
progress.”

McCarthy’s son has been with the Special 
Services District since high school.

Jeffrey Struhl, of Medford, is working on his 
skill development. The 25-year-old wants to get a 
job so he can save money to fly to Europe.

Shaffer said the rates for the program are set 
by the New Jersey Division of Developmental 
Disabilities.

“Each individual, depending on the intensive-
ness of the need, is individually allocated funds 
under the DDD model,” she said.

Correction to Fall 2015  
People and Families Magazine

The NJCDD would like to issue a correction for our past issue of  
People & Families Magazine.  In the Fall 2015 article, titled When Families  
Need Support: The Growing Role of Family Support Organizations, the name  
of one of our interview subjects was misspelled. 

Maria Fischer, an attorney at Hinkle, Fingles & Prior, who specializes 
in disability law and is the mother of a 22-year-old daughter with 
developmental disabilities, was incorrectly identified as Maria Fisher.  

We apologize for the error and thank Ms. Fischer once again for 
contributing her views to this publication.

P&F
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NJCDD COUNCIL MEETING
Thursday, January 28, 2016

10:30am to 2:00pm

Hyatt Regency Princeton
102 Carnegie Center
Princeton, NJ, 08540

If accommodations are required,  
please contact the NJCDD offices at 609-292-3745 

2016 COMMUNITY BUILDING AWARDS  
NOMINATION DEADLINE

The NJCDD is currently accepting nominations from the public 
 for the 2016 Community Building Awards

If you know an exceptional advocate, community leader,  
educator, or organization who makes a difference in the lives of  

people with developmental disabilities, 

WE WANT TO HEAR FROM YOU!

Visit the Community Building Awards page at www.njcdd.org  
for more details and to make a nomination

Deadline for Nominations

Friday, February 19, 2016

UPCOMING EVENTS

N J C D D  N E W S  &  N O T E S 
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By Brenda Considine

Mercedes Witowsky with  her daughter, Tina
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Since the passage of the Family Support Act 
of 1993, the term “family support” has been 
defined as “whatever it takes” to support 

families caring at home for a family member with 
a developmental disability. For some families, that 
means respite care, for others, a camp experience, 
assistive technology, durable medical equipment, 
or a ramp to the front door. 

Now, advocates are once again asking families 
important questions: “What do you need, and do 
you know how to get it?”

More than 25 years ago, the Family Support 
Coalition of New Jersey hosted its first statewide 
meeting to launch a campaign for legislation. For 
three years, parents and advocates worked to or-
ganize families through town hall meetings, legis-
lative hearings, and a petition drive that collected 
thousands of signatures. On March 29, 1993, the 
Family Support Act was signed into law, establish-
ing a family support system that was meant to be 
flexible and responsive to families as they define 
their own needs.

For the next twenty years, services for all 
eligible children and adults with developmental 
disabilities were coordinated and funded through 
the Division of Developmental Disabilities 
(DDD). In January 2013, services for an estimated 
16,000 children, teens, and young adults with de-
velopmental disabilities – those under the age of 
21—were moved from DDD to the Department 
of Children and Families (DCF). 

At the same time, DDD began the process 
of shifting to a system that will eventually be 
entirely Medicaid-funded. DDD will only pro-
vide services for adults 21 years and over that are 
both DDD-eligible and Medicaid-eligible. Most 
of the traditional family support services, such 
as respite care and assistive technology, will be 
provided through DDD’s new Supports Program 
or through the Community Care Waiver (CCW). 
The “cash option” or “self-directed” respite, 
which had been allowed under DDD’s Family 
Support Program, will not be permitted under 
Medicaid rules. 

Asking & Educating
A Survey to Assess Family Support Services

By Brenda Considine

When her daughter, Tina had a stroke nine years 
ago, Mercedes Witowsky knew there was much 
work to do in navigating New Jersey’s complex 

disability services and supports system.
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outreach efforts, and ensure they were reaching 
families served by both DDD and DCF. Co-hosts 
used a range of outreach efforts including: email, 
post cards, resource fairs, information sessions, 
Facebook posts, workshops, and website banner 
ads. They got help from provider groups, state-
wide agencies, and leaders in state government 
who agreed to help circulate information about 
the survey.

The survey, designed 
for families and caretak-
ers caring for individu-
als with intellectual and 
developmental disabilities 
at home, was delivered 
through two separate 
questionnaires, depending 
on the age of the indi-
vidual with disabilities. 
Survey results were then 
organized to capture the 
unique experiences of 
three distinct groups—
those with children 
under 21 and who are not 
funded through a CCW 
(served by DCF); those 
over the age of 21 (served 
by DDD); and those of 
any age whose services are 
funded through the CCW.

In total, nearly 1,250 
people responded over the three-month period 
that the survey was open. Most of those who 
responded—nearly 62%—are caring for a loved 
one age 21 and over. More than 37% of those 
who took part in the survey have family mem-
bers with disabilities under the age of 21.

One of those who completed the survey 
was Radeerah Montague. The single mother of 
two adopted children has been battling with 
the Department of Children and Families for 
18 months in efforts to secure respite care and 

With all of these changes, advocates wanted 
to be sure families were getting the services 
they needed, so earlier this year, the New Jersey 
Regional Family Support Planning Councils, to-
gether with the Family Support Coalition of New 
Jersey, co-hosted an online survey for families of 
children and adults with intellectual and develop-
mental disabilities to identify service gaps within 
the DDD and DCF systems. 

Bonnie Brien is the presi-
dent of the New Jersey Family 
Support Coalition, comprised 
of about 50 members includ-
ing providers and family mem-
bers. She is also the former 
Coordinator of the Statewide 
Family Support Council, and 
the mother of 30-year-old twin 
daughters, one of whom, Rachel, 
has developmental disabilities.

According to Brien, the 
idea for a survey came from the 
Coalition about a year ago. 

“We were concerned that 
families were losing services be-
cause of changes in the system so 
we approached the NJ Council 
on Developmental Disabilities 
(NJCDD) about partnering with 
us,” stated Brien.

“We thought the time was 
right,” agreed Kyoko Coco, the 
NJCDD’s Statewide Family Support Council 
Coordinator. Coco supports the ten Regional 
Family Support Planning Councils, which were 
established by the Family Support Act. She pro-
vides a direct link to statewide representatives, co-
alitions, and agencies, and represents the interests 
of the regional Councils at statewide meetings. 

While this is not the first family support 
survey, it is the first with family support services 
split between the two state departments. As 
such, survey hosts had to work hard to broaden 

In total, nearly 1,250 people 

responded over the three-

month period that the 

survey was open. Most of 

those who responded —

nearly 62% — are caring 

for a loved one age 21 

and over. More than 37% 

of those who took part in 

the survey have family 

members with disabilities 

under the age of 21.
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Coco admits there were other surprises in the 
data. 

33% of those who responded to the sur-
vey with children under the age of 21 were not 
receiving any family support services through 
DCF at all. 

“That is a huge number,” remarked Coco. “We 
are not sure why that is happening.”

“We also assumed that respite care was a criti-
cal service—a life line—but the data do not show 
that,” she said. 

For family caregivers with children under the 
age of 21, respondents identified recreation and 
specialized therapies, along with out-of-home 
respite care, as among the most helpful services. 
But, for survey respondents with adult children 
over the age of 21 who received respite care, only 
40% found it helpful.

after-school care for her 5-year-old son, Angel, 
who has autism.

“The first time I applied for services, I was 
told they lost all my paperwork. The next time, 
they denied the services. Then, I asked my school 
district to help me with the application again, and 
that time, he was approved, but the services never 
got provided. That was last spring,” she said. “I 
have been calling ever since.”

Montague said she has needed to call DCF’s 
mobile response several times for help with 
her son’s behaviors, but what she really wants is 
respite.

“I think if I had respite and the right care for 
him, some of these behaviors might get better,” 
she said.

Survey Findings
One of the most significant findings has to do 
with a pervasive lack of information. Across the 
board, all groups reported that a “lack of knowl-
edge on where to go for help” is the number one 
barrier in accessing help. More than half of the 
respondents with children under the age of 21 
reported having no knowledge on Family Support 
Organizations (50.4%), or the Children’s System 
of Care (61.5%). 

In addition, one in three families who re-
sponded were not aware that individuals with 
developmental disabilities under the age of 21 
receive services through DCF, and half were 
unaware that applications for family support 
services need to be renewed annually. Of those 
with children under 21 who responded, 174—
nearly 39%—are not yet registered with DCF for 
services.

While Montague has been working directly 
with DCF to secure respite, she was among those 
who were not aware of the advocacy role of the 
Family Support Organizations.

“No one ever mentioned them to me,” she 
said.

Radeerah Montague is the single mother of two 
adopted children, including her 5-year-old son, 
Angel, who has autism.
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developmental disabilities for more than three 
decades. 

As a parent, she knows first-hand how impor-
tant education about the system can be. When her 
daughter, Tina, now 26, had a stroke nine years 
ago, Witowsky said the tables turned on her. 

“I went from working in the system to need-
ing to access and navigate the system. It was hard 
work,” she recalled.

Witowsky is worried that families are not ac-
cessing services and supports because they simply 
do not know where to go for help. 

“At least half of the families did not have 
information needed and did not know where to 
go for support or how to access services,” she 
said.

“When you are a family, you need help. 
The multiple doors and state service systems 

are just barriers,” she said.
Witowsky believes that 

state government has a re-
sponsibility to help make the 
system more transparent and 
easier to access. 

“We need leaders at the 
highest levels of our gov-
ernment to make this sys-
tem seamless for families. 
We need the Department 
of Health, Department of 
Education, Department of 
Children and Families, and 
the Department of Human 
Services to simplify things,” 
she asserted. 

“Providers are part of the 
solution, but families really need more education,” 
she concluded, adding that crosscutting, compre-
hensive educational campaigns are vital.

Looking Ahead
Brien admits that the original intent of the Family 
Support Act and the concept of “whatever it takes” 
have been diluted over the years.

Survey results surprised Brien as well, who 
added that providers report that respite is still the 
number one family support service that families 
ask for. She faults the ambitious nature of the 
survey itself.

“We were well-intentioned, but we asked a 
lot of questions. I think the results may reflect 
confusion on the part of families about the terms 
being used across the multiple systems, and what 
families consider to be ‘respite’,” she concluded.

The recent system changes may have made 
the system more complex—at least temporarily—
adding to the lack of information experienced by 
families. 

“These system changes happened within state 
government, but that did not change the lives of 
families, and it is not what concerns families,” 
said Mercedes Witowsky, the Statewide Family 
Support Planning Council 
Co-Chairperson.

“What families are 
concerned about is access to 
services and supports, and 
quality of care,” she stated.

The data support that 
assertion. For all groups, 
regardless of the age of the 
family member, more than 
80% of survey respondents 
were “concerned” or “very 
concerned” with issues such 
as availability of qualified 
providers, knowledgeable 
providers, and quality of 
direct support services. 

More Education Needed
The survey was written in such a way to both 
collect data about family support, and to educate 
survey participants about key concepts in family 
support and the system in general. 

Although Witowsky has been co-chair of the 
Statewide Family Support Planning Council for 
only a year, she has been working in the field of 

“ When you are a 
family, you need help. 
The multiple doors and 
state service systems 
are just barriers.”

— Mercedes Witowsky
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21 affects the “mindset” of service delivery.
“Families now have to be re-evaluated every 

90 days, and complete paperwork several times 
a year in order to get ser-
vices,” she said. “And if they 
do get services and are stable, 
continued services often get 
denied because the family 
is doing better. But they are 
stable because of the servic-
es…take the supports away, 
and things can get bad again,” 
she added.

Moving forward, the sur-
vey co-hosts plan to discuss 
and share the findings with 
leadership in state government 
and submit a report.

“We hope that the data 
will drive services in the 
future and allow families to 

push for more funding for family support ser-
vices,” concluded Coco.

“Things have become more fragmented and 
services are more limited,” she said. 

“There are far too many families who are not 
receiving services, or not 
getting the supports they 
want when they need them.”

Witowsky herself was 
one of those families. 
Although she requested 
family support services only 
once—respite care—she was 
offered a campership for her 
daughter instead. 

“She did not need camp. 
We needed short-term 
respite to help me out when 
I had surgery. I was grate-
ful, but declined the services 
because it was not what we 
needed or when we needed 
it,” recalled Witowsky. 

According to Brien, oversight of family sup-
port services by DCF for those under the age of 

RESOURCES
Family Support for Children, Teens, and Young Adults under age 21: 

PerformCare (the point of entry for all DCF services) 
1-877-652-7624.

Family Support Services for Adults, Age 21 and Over:
Division of Developmental Disabilities

http://www.state.nj.us/humanservices/ddd/home/index.html
1-800-832-9173.

The Family Support Coalition of New Jersey
http://www.familysupportcoalition.org

Statewide Family Support Planning Council
609-341-3112

https://www.njcdd.org/projects/family-support/about-family-support

“ We need leaders 
at the highest levels 
of our government 
to make this system 
seamless for families.”

— Mercedes Witowsky
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Although much publicity has been given to the 
inability of the US Congress to actively address 
some national issues, the disabilities community 
has been fortunate to see bipartisan action on 
several measures intended to improve the lives 
of families and individuals over the past year. 
Among these are the Achieving Better Life Ex-
perience (ABLE) Act, the Workforce Innovation 
and Opportunity Act (WIOA), and the pending 
reauthorization of the Elementary and Secondary 
Education Act (ESEA).

The ABLE Act
On December 19, 2014, President Barack Obama 
signed into law the Achieving Better Life Experience 
(ABLE) Act.  The ABLE Act allows qualified chil-
dren and adults with disabilities the opportunity to 

save private funds for the future. These funds are 
dedicated to expenses related to their disability and 
aimed at maintaining their health, independence, 
and quality of life. The opportunity and promise of 
the ABLE Act, and its subsequent state programs, 
has the potential to have a profound effect on mil-
lions of individuals with disabilities and their fami-
lies across the country.

Income made on dollars saved is tax-free when 
placed in an ABLE account and used to reimburse 
for qualified expenses as diverse as housing, employ-
ment, transportation, health care, and technology. 
The US Treasury Department is now writing pro-
posed rules. After a public comment period, final 
rules were published. States then had the guidance 
they needed to establish an ABLE Account program 
in late 2015.
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Many states have already passed and signed 
into law legislation to establish state ABLE ac-
counts, based upon expectations for the final 
federal rules. New Jersey bills A3956/S2770 
are in the process of being approved in the 
legislature.

Additional information on the ABLE Act 
and ABLE accounts is available at the National 
Disability website: www.realeconomicimpact.org 

The Workforce Innovation  
and Opportunity Act
The Workforce Innovation and Opportunity Act 
(WIOA), signed by President Obama on July 22, 
2014, is the first major reform to federal job train-
ing programs in over 15 years. The successful ad-
vocacy on behalf of this legislation was the result 
of many disability policy organizations coming 
together nationally, including the NJ Council on 
Developmental Disabilities. 

WIOA is designed to “streamline and improve 
the coordination of employment and training 
services across federal agencies and strengthen 
collaboration with state and local partners” (US 
Department of Education). To ensure the most 
effective and efficient delivery of these services, 
on April 16, 2015 the departments of Labor and 
Education announced new proposed rules to ful-
ly implement WIOA. Of particular interest to the 
I/DD community is one that implements changes 
to the State Vocational Rehabilitation Services 
program and the State Supported Employment 
Services program, as well as new provisions relat-
ed to the Limitations on the Use of Subminimum 
Wages:
 • WIOA strengthens the alignment of the 

Vocational Rehabilitation (VR) program 
with other components of the workforce 
development system by imposing unified 
strategic planning requirements, common 
performance accountability measures, 
and requirements governing the one-stop 
delivery system. 

 • WIOA places heightened emphasis 
throughout the Act on the achievement of 
competitive integrated employment. The 
foundation of the VR program is the principle 
that individuals with disabilities, including 
those with the most significant disabilities, are 
capable of achieving high quality, competitive 
integrated employment when provided the 
necessary training and supports. 

 • WIOA places heightened emphasis on 
the provision of services to students and 
youth with disabilities to ensure that they 
have meaningful opportunities to receive 
the training and other services they 
need to achieve employment outcomes 
in competitive integrated employment. 
The Act, as amended by WIOA, expands 
not only the population of students with 
disabilities who may receive services but also 
the kinds of services that the VR agencies 
may provide to youth and students with 
disabilities who are transitioning from 
school to postsecondary education and 
employment.

 • Most notably, the Act, as amended by 
WIOA, requires States to reserve 15% 
of their VR allotment to provide pre-
employment transition services to students 
with disabilities who are eligible or 
potentially eligible for VR services. These 
pre-employment transition services are 
designed to provide job exploration and 
other services, such as counseling and self-
advocacy training, in the early stages of the 
transition process

There are also important changes related to  
Supported Employment:
 • WIOA amends the definition of ‘‘supported 

employment’’ to make clear that supported 
employment outcomes must be in 
competitive integrated employment or, if in 
an integrated setting that is not competitive 
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integrated employment for individuals 
with disabilities, including those with the 
most significant disabilities, consistent with 
their unique strengths, resources, priorities, 
concerns, abilities, capabilities, interests, and 
informed choice

 • Section 511 places limitations on the 
payment of subminimum wages by entities 
(e.g., employers) holding special wage 
certificates under the Fair Labor Standards 
Act (FLSA). In particular, such employers 
are prohibited from hiring youth with 
disabilities at a subminimum wage level 
unless the youth are afforded meaningful 
opportunities to access services, including 
transition services under the Act or IDEA, 
so they may achieve competitive integrated 
employment in the community

The provisions under WIOA were well worth 
the effort expended in advocacy. The Departments 
of Education and Labor solicited public comment 
until September 21, 2015 and will now be con-
solidating the results in a report to be published 
before the Act becomes fully operational in July 
of 2016. 

The Elementary and Secondary 
Education Act
Last year, then NJCDD Executive Director Alison 
Lozano testified before the Senate Health, Educa-
tion, Labor, and Pensions Committee concerning 
the importance of reauthorizing the Individuals 
with Disabilities Education Act (IDEA) and the 
Elementary and Secondary Education Act (ESEA). 
This hearing capped the extraordinary career of 
Senator and Chairman Tom Harkin. Now under 
the leadership of Senator Lamar Alexander and 
Ranking Member Patty Murray, the ESEA reau-
thorization bill (S. 1177) has been the subject of 
Committee action in 2015. Why are these bills im-
portant to the I/DD community in New Jersey?

integrated employment, then in an integrated 
setting in which the individual is working 
on a short-term basis toward competitive 
integrated employment. By adding a 
timeframe to this definition, Congress 
reinforces its intention that individuals 
with disabilities should not be allowed to 
languish in subminimum wage jobs under the 
Supported Employment program

 • WIOA requires States to reserve at least 50% 
of their supported employment program 
allotment for the provision of supported 
employment services to youth with the most 
significant disabilities. With these reserved 
funds, States may provide extended services, 
for a period up to four years, to youth with 
the most significant disabilities. Prior to the 
enactment of WIOA, extended services were 
not permitted under either the VR program 
or the Supported Employment program. 
In addition, States must provide a non-
Federal share of 10% of the funds reserved 
for the provision of supported employment 
services to youth with the most significant 
disabilities. By requiring that States use half 
of their supported employment program 
funds and provide a match for these reserved 
funds, Congress reinforces the heightened 
emphasis on the provision of services to 
youth with disabilities. Congress makes clear 
that youth with significant disabilities must 
be given every opportunity to receive the 
services necessary to ensure the maximum 
potential to achieve competitive integrated 
employment

Concerning sub-minimum wages:
 • Through amendments to the Act, WIOA 

prioritizes, and places heightened emphasis 
upon, the provision of services that 
maximize opportunities for competitive 
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The goal of national advocacy organizations 
such as The Arc, ANCOR, AAIDD, NACDD, and 
UCP is to reauthorize ESEA, better align it with 
IDEA, and improve access to the general educa-
tion curriculum, related services, and programs 
such as health and physical education. The House 
passed the Student Success Act (S.1177) on July 
8, 2015 and the Senate passed the Every Child 
Achieves Act (H.R.5) on July 16, 2015 as the basis 
for the reauthorization of ESEA. The two cham-
bers will form a conference committee to recon-

cile the differences between 
the two bills and develop a bi-
cameral agreement.

These laws are the ba-
sis for the present structure 
of special education in New 
Jersey and across the nation. 
With the addition of char-
ter schools, private schools, 
and home schooling options, 
along with greater inclusion 
in public schools, our state 
has one of the most com-
prehensive education sys-
tems for students with I/DD. 
This alone is a vital reason 
to participate in and influ-
ence decision-making on 

these issues. But do families know that every 
Individualized Education Plan, every due pro-
cess hearing, and every decision hinging on 
special education begins with these laws? 

In September 2015, some of our state’s most 
active advocates met with Mr. John Montalto 
from the CMS Region 2 team through the Family 
Support Coalition of New Jersey. John’s message 
was quite clear: the needs of service recipients 
and their families are heard and heeded at the 
federal level when received with urgency, clarity, 
and timeliness, especially when done in concert 
with legislators. The time is now.

The Individuals with Disabilities Education Act 
(IDEA) was signed into law 40 years ago to assure 
that youth with disabilities receive a free and appro-
priate public education that provides educational 
opportunities and services. Past amendments to 
the law have emphasized transition planning that is 
focused on improving the academic and functional 
achievement of youth with disabilities to facilitate 
movement from school to post-school activities, in-
cluding postsecondary education, career and tech-
nical education, integrated employment, continuing 
and adult education, adult 
services, independent living, 
or community participation.

IDEA ensures that chil-
dren with disabilities not 
only have the right to attend 
public schools but have ac-
cess to the general education 
curriculum and educational 
experiences. In a similar way, 
the Elementary and Secondary 
Education Act (ESEA), also 
known as the No Child Left 
Behind Act (NCLB), recogniz-
es that the educational system 
must ensure that all children 
have access to a high quality 
education.

IDEA was last reauthorized in 2004. Since 
its inception, the legislation has never been ful-
ly funded as the authors intended. In 2014, the 
IDEA Full Funding Act (S.2789 and H.R.4136) 
was introduced by Senator Tom Harkin, along 
with the IDEA Fairness Restoration Act (S.2790) 
to update and fully fund all its components, in-
cluding early intervention. These bills would also 
address monitoring and enforcement issues that 
continue to adversely affect students with disabil-
ities, as well as to mitigate disciplinary practices, 
due process, and juvenile justice inconsistencies. 
Action is pending.
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The Individuals with 
Disabilities Education 
Act (IDEA) ensures that 
children with disabilities 
not only have the right to 
attend public schools but 

have access to the general 
education curriculum and 
educational experiences.
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NJ WINS
Charting a Path 
To Employment 
For Social Security  
Recipients
By Jonathan Jaffe

F or those with developmental disabilities who 
receive government benefits, there has always 
been a concern about getting job.
The big question: If I earn wages, how would 

this new income affect my benefits through Social 
Security and medical insurance?

One answer is New Jersey Work Incentive 
Network Support (NJWINS,) a free, independent 
program through the Family Resource Network, 
which serves individuals with intellectual and de-
velopment disabilities in New Jersey. 

NJWINS, funded through the state Division 
of Vocational Rehabilitation Services and the fed-
eral Social Security Administration, helps make it 

possible for people ages 14-64 to maintain their 
government benefits, while also exploring the ben-
efits of securing work.

What can cause benefits to be terminated de-
pends on what type of Social Security benefits 
are received. There is Social Security Disability 
Insurance (SSDI) for those who have paid enough 
Social Security taxes to be eligible for benefits. 

Clarence Jenkins, Jr. began working at Home Care 
with Love, Inc. in Highland Park in June 2015. NJ 
WINS counselors were able to help him secure the job 
without compromising his Social Security benefits.
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There is also Supplemental Security Income (SSI), 
a needs-based program in which it is not neces-
sary to have paid Social Security taxes. But there 
are limits to the amount of income an individual 
can earn and still qualify for benefits.

Often, the reason a person may lose benefits 
is when he or she returns to work.  The Social 
Security Administration needs to assess “substan-
tial gainful activity,” and the biggest factor is what 
the employee is paid.

According to NOLO.com, a legal resource 
website, someone is considered to be engaging in 
substantial gainful activity if he or she earns more 
than $1,090 a month, or $1,820 for people who are 
blind. But the Social Security Administration can 
also deem someone to have substantial gainful ac-
tivity if they earn less.

NOLO.com reports there is a “trial 
work period,” in which someone 
who is receiving benefits will not 
automatically lose benefits when 
they return to work. If some-
one returns to work and earns 
more than $780 a month, the 
government will consider this 
the beginning of a trial period 
that could last a few months.

But for those who sustain 
employment for more than nine 
months, with substantial gainful ac-
tivity, they will no longer be considered 
disabled and Social Security payments will stop, 
NOLA.com reports.

NJWINS provides work incentive consultation 
to those interested in getting a job, continuing a 
job, or seeking additional income through other 
work. Working through NJWINS, people with de-
velopmental disabilities can maintain the benefits 
for as long as is needed, as they successfully transi-
tion into work.

The work incentive program provides free ad-
vice for such common questions as:
 • Can SSDI or SSI beneficiaries keep receiving 

cash benefits while testing their ability to work?

 • Can SSDI or SSI beneficiaries keep their 
medical insurance (Medicare or Medicaid) 
while they test their ability to work and even 
after they get a full-time job?

 • Can some beneficiaries have “trial work 
periods” in which their benefits are 
protected if they are not able to stay 
employed?

 • Are there any local free or low-cost job 
training programs?

“There is often a barrier for people who want to 
work, but chose not to, because they don’t want 
to lose their benefits,” explained Greg Manley, 
who runs the program for NJWINS. “We meet 
with beneficiaries to work up a plan that is 

right for them.”
It is often a complex process to 

apply for benefits, which is why 
NJWINS is such a resource to 

help applicants understand the 
system and provide the gov-
ernment with the most com-
pleted application.

NJWINS has worked with 
more than 7,000 people since 

it began servicing northern 
and central New Jersey about 14 

years ago.
“We work with people face-to-face or 

over the phone to develop reports that they can 
follow,” Manley said. “We verify what benefits they 
have and the progression of those benefits. We 
give them a snapshot of what would happen if they 
started a job and we give them a work incentive 
plan to protect their benefits.”

For those individuals without a job, NJWINS 
does an assessment to ensure they are receiving the 
correct benefits. Then, a “what if ” scenario is de-
veloped to show how benefits would be impacted 
when the individual secures a job.

When Clarence Jenkins, Jr. decided to become 
a home health aide two years ago, his job coach 
strongly recommended that he receive vocational 

The Big 
Question:

If I earn wages, how 
would this new income 

affect my benefits 
through Social Security 

and medical 
insurance?
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would have to go through a lengthy process to re-
apply for benefits.”

When the grant ended, the Family Resources 
Network was able to secure additional funding 
through the Social Security Administration to 
launch NJWINS. Support is through the Work 
Incentives Planning and Assistance (WIPA) grant.

A partner of the WIPA grant is the Ticket to 
Work and Self Sufficiency program, a federally-
funded employment program designed to provide 
Social Security beneficiaries with supports to be-
come economically self-supporting.
Program partners include:
 • Social Security’s Office of Research, 

Demonstration, and Employment Support 
(ORDES) and the Ticket Program Manager 
(TPM), the federal contractor that assists 
Social Security in administering the Ticket 
program

 • WIPA and the Protection and Advocacy 
for Beneficiaries of Social Security (PABSS) 
project, which helps remove barriers to work 
for people with disabilities.

“We want incentives in place for people to be 
more successful when they work,” Gundell said. 
“We want everyone with or without disabilities to 
work and pay taxes. Contributing to society is the 
goal for all of us.”

NJWINS has coordinators stationed through-
out New Jersey, often in offices of the state Division 
of Vocational Rehabilitation. NJWINS includes 
four certified work incentive coordinators, who 
underwent a six-month certification process and 
now fan out across the state.

NJWINS covers 15 of the 21 counties in 
New Jersey. Full Circle Employment Solutions 
in Baltimore handles the southern portion of the 
state. The state has two work incentive contractors 
because of federal guidelines, which determine the 
maximum contract awards to these vendors based 
on population. 

“NJWINS has been a real lifesaver for me, so I 
can have this great opportunity to work,” Jenkins 
said. “I live my with dad, and it’s great that I have the 
money to be able to help out around the house. And I 
don’t have to worry about losing my benefits.”

support through NJWINS. The East Brunswick 
man, who receives $250 a month in Social Security 
benefits, was about to accept a $9.50 an hour job 
and was prepared to work 30 hours each week for 
Home Care with Love, Inc. of Highland Park.

“I was really worried what would happen,” said 
Jenkins, 45. “I really like being a home health aide 
and I really wanted to do this job. But I didn’t know 
what it would do for my Social Security benefits.”

Jenkins met with a NJWINS counselor, who 
studied his benefit program. It was ascertained 
that accepting the job would not threaten his 
Social Security benefits, he said. Jenkins is now an 
aide with Home Care with Love, working with an 
elderly person in the Kendall Park section of South 
Brunswick, where he does the laundry, prepares 
food, helps his client get dressed, and provides 
companionship.

Liza Gundell, deputy director of the private, 
non-profit Family Resource Network, said the or-
ganization originally began assisting people in ap-
plying for Social Security benefits through a grant 
from the Robert Wood Johnson Foundation. 

“We were getting decisions much more quickly 
than people applying for Social Security through 
typical means,” she said. “Before this work incen-
tive planning assistance program, if people lost 
their benefits or earned too much money, they 

Clarence practices his skills as a home health aide 
on a dummy at Home Care with Love.

P&F
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Pia Odom-Barksdale is used to handling a lot. An 
army veteran who served an 18-month tour of 
duty in Iraq, she completed her education in ac-
counting when she returned home. She raises her 
6-year-old son, Elijah, while working full-time. 
Yet, this capable woman was confounded by the 
difficulty of obtaining special education services 
for her son in the Trenton Public School District. 

When Elijah started preschool, his IEP 
(Individualized Education Program) specified 
that he would receive occupational therapy (OT) 
twice a week. However, the district failed to 
provide the OT. “I got frustrated. I didn’t know 
where to go. Another parent referred me to Nicole 
Whitfield, who guided me in filing a complaint 
and came to meetings with me. She helped me ad-
vocate, so my son was able to get OT right away.”

Nicole Whitfield is also a parent. She has five 
children, four of whom have disabilities. When 
she moved to Trenton in 2010 and transferred 

her son, Alex, now 12, into the Trenton Public 
School District, she also faced obstacles in obtain-
ing services. In speaking with other parents, she 
found that many had these same problems and 
were unaware of their parental rights in special 
education. 

“The district was out of compliance in many 
areas,” said Whitfield. “I would email them about 
each thing. You can’t call them and get an answer, 
so you have to email them and get a receipt to show 
that it was read. I’d have to take time from my job 
to get resolution. I’m educated and know the law, 
but what about the other parents? Many parents 
allow the school district to dictate their child’s IEP 
every year because they don’t know the law.” 

Whitfield learned that 2,300 classified chil-
dren attend the Trenton Public School District. 
She saw a substantial need for an advocacy group 
in Trenton to give parents a stronger voice in the 
development of IEPs/504 Plans (accommodation 

The Special Parent Advocacy Group

Serving Inner-City Children with Disabilities
By Maryann Hunsberger

Eva, 8, a participant at the 
Special Needs Community 

Resource Center
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plans for non-classified students with disabilities) 
for their children. In 2011, the Boston University 
graduate, who has a Master’s degree in project 
management, formed the Special Parent Advocacy 
Group (SPAG), which is open to every Trenton 
resident who has a child with a disability, whether 
classified or not. SPAG provides assistance at me-
diation and IEP/504 Plan meetings. One-on-one 
services are provided on a fee-for-services basis. 
SPAG works together with the Special Parents 
Advocacy Network (SPAN) to provide free group 
trainings in parental special education rights at 
Trenton’s PJ Hill Elementary School. 

Odom-Barksdale said SPAG helped her learn 
to be a strong advocate for her son. “I wasn’t 
speaking up. I’m very quiet and don’t like to stir 
up trouble. Nicole taught me to speak up and ask 
questions. She educated me about how to write 
letters, who to send them to, and how to annotate 
everything during meetings. When Nicole taught 
me how to file a complaint, the school district 

really started responding. It should be the last 
resort, but they don’t respond otherwise. 

“I went to a board meeting with Nicole. She 
told me to speak my mind and be truthful. I’m 
afraid to speak in front of people, but when I told 
them my son was having trouble and I hadn’t 
heard back from the case manager, they got on 
it right away. I knew then that I had to speak up 
and resort to going to board meetings and filing 
complaints. It didn’t make anything worse. There 
was no retaliation. My son got what he needed 
and I felt so much more empowered. I am much 
stronger in my advocacy now.”

Odom-Barksdale said the most important 
thing Nicole taught her was to be unafraid in 
making requests and to document everything in 
writing. “The worst the district can do is to say 
no, and then you just fight harder. Sometimes, 
Nicole has to step in and intervene. That’s what 
she’s there for.”

SPAG helps open communication between 
parents and child study team members. Mittie 
White, a social worker on one of Trenton’s 14 
child study teams, says, “I’ve worked with Nicole 
since the program’s inception. It is sorely needed 
for our students and families in Trenton, and 
many of the services are free. As a strong advo-
cate with a genuine interest in special education, 
Nicole seems to get the job done more quickly 
than I’d be able to. She’s very professional in her 
approach and a real asset to families. We are lucky 
that the program is in Trenton. It’s needed all over 
the state, so I keep telling her to go statewide. It’s 
such a good program.”

During the 2013-2014 school year, SPAG cor-
rected a systemic transportation issue in which 
the district would only transport children to the 
Catholic Youth Organization (CYO) or Boys 
and Girls Club for after-school care. However, 
these organizations’ programs weren’t set up for 
children with disabilities. The district refused to 
transport those children to alternate locations 
(such as home daycare providers). Whitfield went 
into action. “I showed up to board meetings with 
numerous parents who got up and talked about 
their struggles. I also brought in kids with dis-
abilities who got up and said that they wanted to 

Elijah Odom-Barksdale, 7, working with Samantha 
Lamb, Academic Director of SPAG.
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attend an after-school program.” SPAG prevailed 
and the district began transporting the children to 
alternate daycare providers within the city limits. 

 However, some parents were still unable 
to work full-time because they couldn’t find an 
appropriate after-school program for their chil-
dren with disabilities. That led SPAG to start the 
Special Needs After-School Program during the 
2014-2015 school year at the PJ Hill Elementary 
School in donated space. The after-school pro-
gram, which has a 2:3 staff-child ratio, serves 
children from ages 3 to 21. They also have an ex-
tended after-school program during the summer. 

Odom-Barksdale’s son, Elijah, attends the after-
school program, which allows her to work while 
her son is in the care of qualified providers. “I’m 
a single parent who works full-time. If not for the 
after-school program, I couldn’t work. Elijah’s an 
only child, so this gives him a chance to spend time 
around other children. It changed my life and my 
son’s life for the better. I love this program.”

Children enrolled in the after-school program 
automatically receive advocacy services during 
the school day. “When a parent enrolls their child, 
I have them sign a release so I can start commu-
nicating with the school district on their behalf. If 
a child isn’t receiving any services, I can advocate 
right away,” said Whitfield.

SPAG is also a qualified respite provider 
through the NJ Department of Children and 
Families’ Children’s System of Care and is actively 
providing respite for families of children ages 3 to 
21 with intellectual/developmental disabilities in 
Mercer County. Their in-home respite program 
sends a caregiver to the home up to 20 hours per 
month. They also provide weekend recreational 
respite at various locations in the community, as 
well as a drop-in service in East Windsor. 

To provide all special education information 
and advocacy services under one roof, Whitfield 
formed the Special Needs Community Resource 
Center in July 2015 at the PJ Hill Elementary 
School, also in donated space. The NJ Council on 
Developmental Disabilities provided a mini grant 
to help open this center. The center is a one-stop 
shop for families to obtain resources. This re-
source center—the first of its kind in any of New 
Jersey’s inner cities—has mentored about 100 
parents since opening. 

Whitfield’s five-year strategic plan is to open 
another resource center, in either Paterson or 
Camden. Her overall plan is to have a center in 
each New Jersey city. “The city children are at a 
disadvantage financially. The districts are over-
loaded with the amount of cases they have. The 
parents don’t have the financial ability to pay an 
attorney. There are tons of programs in the cities, 
but they don’t meet the needs of children with 
disabilities. Our inner city kids with disabilities 
are forgotten about.  So, this center is a really big 
deal for special needs families. We make a long-
term commitment to the family; we don’t just 
serve them once and drop them. I feel we have 
made a big difference.”

The center is looking for additional funding 
sources, support, board members, and volunteers. 
For more information, call 609-203-5995 or go to 
http://www.tspag.org/. 

Corey, 8, and Charlene Downing working together at SPAG.

P&F
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FA M I LY  S U P P O RT
Statewide Regional Family SuppoRt planning CounCilS

WANTED
NEW JERSEY’S REGIONAL FAMILY SUPPORT PLANNING COUNCILS
ARE LOOKING FOR NEW MEMBERS!
A number of regional councils were established in New Jersey by the Family Support Act 
of 1993 (see map). Their general purpose is to assure that people with developmental 
disabilities and their families participate in the design of, and have access to, the needed 
community services, individual supports, and other forms of assistance that promote self 
determination, independence, productivity, and integration and inclusion in all aspects of 
community life. 

The councils work in partnership with the state’s Division of Developmental 
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 
sponsor events where individuals and their families can learn about the services 
available in the area, as well as host public forums to solicit feedback from the 
community. In addition, councils regularly distribute literature with important 
information for people with developmental disabilities and their families. 

Family members of people with developmental disabilities or individuals with 
developmental disabilities can volunteer to serve on their regional planning council. 
Council members assist and advise the Division of Developmental Disabilities and 
Children’s System of Care as to how resources can best meet the needs of families 
and individuals living in their region.

Councils meet regularly—usually once a month; each Council may have up to 
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
• 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

• respite care for families
• self advocacy training
• service coordination
• specialized diagnosis and evaluation
• specialized nutrition and clothing
• therapeutic or nursing services
• transportation
• vouchers
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One of the major purposes of the Individuals 
with Disabilities Education Act (IDEA) is 
to ensure that students with disabilities are 

prepared for adult life.
But is that really happening? Are New Jersey 

schools providing enough of the necessary transi-
tion planning and services so that students with 
disabilities are ready for jobs and independence? 
The answer lies in a complex, results-oriented 
planning process called transition.

A Diploma Too Soon? 
Under Federal law, students with disabilities are 
entitled to receive special education through the 
end of the school year in which they turn 21, but 
in New Jersey less than 3% do so.

According to data from the New Jersey 
Department of Education, nearly 14,000 New 
Jersey students with disabilities graduated in 
2014, the vast majority of whom were 18 or 
younger. 

Of the graduates with disabilities in 2015, 950 
(4%) were 19; 589 (3%) were 20; and 322 (1.5%) 
were 21. Only a small percentage—about 1.7% 
“aged out”.

While their needs may be great, these data 
show that the universe of students who remain 
in school beyond the traditional age of 18 is 

relatively small—roughly 15% of all students with 
disabilities. 

Advocates fear that many students with dis-
abilities are being pushed to accept a diploma 
before they are ready to do so, and believe that 
more students should remain in school in order 
to access the longer-term transition services to 
which they are entitled. 

The Gap Years
Planning and Providing Effective Transition 

Services for Older Students with Disabilities

By Brenda Considine

What are Transition Services?

Transition services are a coordinated set of activities 

focused on improving the academic and functional 

achievement of a student with disabilities. Services 

must be designed to facilitate movement from 

school to adult life, which might include post- 

secondary education, vocational education, inte-

grated and supported employment, continuing and 

adult education, and/or adult services, as well as 

independent living and community participation.

Services must be based on the students’ needs and 

reflect his/her strengths, preferences, and interests. 

Services can include: instruction related services, 

community experiences, the development of em-

ployment and other post-school adult living objec-

tives, and, if appropriate, acquisition of daily living 

skills and a functional vocational evaluation.
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Transition Planning and Assessment
Renay Zamloot, an education advocate with more 
than two decades of experience, believes part of 
the problem is rooted in poor transition planning.

“In the 20 years I have been in the field, I have 
never seen a well-written transition plan,” as-
serted Zamloot. 

“Most transition plans are either non-existent 
or are so poorly written that they are of no use,” 
she added.

She warns that the absence of a well-written 
and meaningful transition plan makes it easy for 
districts to graduate students before they should 
accept a diploma. 

According to Zamloot, quality assessment is 
key. 

“Too often, students with disabilities are 
placed in front of a computer with no help or sup-
port, and asked to complete an interest inventory. 
Districts call that process an “assessment” and 

then use the results as the basis for planning. It is 
inadequate and it does not work,” she said.

Zamloot recalled working with a student 
with significant disabilities who had expressed an 
interest in becoming an astronaut.

“This goal—to become an astronaut—had 
been part of his transition plan for four years, yet 
there was nothing ever done to leverage his inter-
est in space into something more attainable or 
related,” she stated. 

“At one point, I asked the child study team, 
‘How will he reach his goal of becoming an astro-
naut?’ The room fell silent,” she recalled.

Placement Considerations
When it comes to placement for students over the 
age of 18, advocates and providers agree: there is 
no cookie-cutter approach. 

Students over the age of 18 might spend their 
days at a vocational program, community college, 
job sampling, advanced career education pro-
grams, or engaged in community-based learning. 
They may spend part of the day in one setting, 
and part of the day in another setting. While the 
options and combinations are vast, one thing is 
for sure: full-time placement in the high school 
building is generally not appropriate.

“Students should be done with academic 
credits by the time they are 18, so those remain-
ing years should be used for community-based 
learning and for teaching about how the world 
really works,” stated Dan Baker, Ph.D., Associate 
Professor of Pediatrics at the Elizabeth M. Boggs 
Center on Developmental Disabilities, Robert 
Wood Johnson Medical School. As an example, 
Baker suggested that students should not be tak-
ing a traditional high school gym class, rather, 
they should be learning how to exercise at the 
gym, or take a fitness or yoga class.

“The closer the student gets to leaving school, 
the more their day should look like their life as an 
adult,” he concluded. 

Garfield Park Academy’s Chef Stuart Davis works 
with Asim Hicks, a student in their Momentum 
Transition program. — Photo by Garfield Park 
Academy
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Roth and her team praise the New Jersey 
Department of Education and their staff for their 
leadership and training opportunities, and be-
lieve that the long-term success of the program is 
solidified by local support. 

“Our superintendent and our board un-
derstand the complexity and challenges of this 
endeavor, and are committed to quality transition 
for our students,” said Roth. 

In spite of statewide progress, Baker admits 
that the quality of local transition programs de-
pends on the school. 

“Some districts in our state are doing an 
amazing job, while others are still learning best 
practices,” he stated.

College Readiness
Services for those over 18 are not limited to stu-
dents with significant disabilities. 

said Somerlee Monaghan, MS CCC-SLP, a Speech 
Pathologist and a Certified Person-Centered 
Facilitator.

“We have done person-centered planning for 
students as young as fourteen and we can start the 
process as early as possible,” she added. 

This unique and intensive approach is not 
without its challenges. 

“In order to do this right, you need a team 
approach, and our meetings run 90-120 minutes,” 
said Dr. Susan Roth, Director of Special Services.

“We really work to get everyone engaged and 
on the same page. It takes time,” she concluded.

Another challenge is family engagement.
“Families have to take ownership and share 

responsibility to seek employment, but it can be 
overwhelming for them,” added Monaghan.

Best Practice
Dr. Baker believes that an ever-increasing num-
ber of schools in New Jersey are embracing best 
practice, and are using the later transition years to 
get students ready for the real world. 

In the last three years, Dr. Baker has worked 
with leaders and educators from nearly 200 
schools—public and private—in New Jersey. 
Working under a contract with the New Jersey 
Department of Education’s Office of Special 
Education Programs, Baker guides educators 
through an intensive 7-day professional develop-
ment program in assessment, transition, and best 
practice.

One of those schools is Eastern Camden 
County Regional High School. Starting from a 
foundation of person-centered planning—an 
ongoing problem-solving process used to help 
people with disabilities plan for their future—
educators at Eastern Camden County Regional 
use both traditional approaches and newly ad-
opted customized employment methodologies to 
develop a job position that matches each student 
and the life he or she wants to live. 

According to Kim Sherlock, a job coach at 
Eastern Camden County Regional, the program 
took root about 15 years ago when the district 
started a job-sampling program for three stu-
dents. Today, there are 15 students ages 18-21 
involved in the program.

“We work to build community linkages to 
employers. We carve out a piece of a job so when 
students graduate, there is a natural connection,” 
said Sherlock. 

Through a unique life skills program, students 
ease into the community. In their junior and 
senior year, the day is “flipped”, so students spend 
part of their day job-sampling in the community, 
and take courses at the high school to support 
what they are learning in the community.

Person-centered approaches have a large role 
in the transition planning process at Eastern 
Camden County Regional, where educators 
work to ensure that every student age 18-21 has a 
person-centered plan.

 “Person-centered planning directly informs 
our transition plans and job coaching strategies,” 

“ We work to build community linkages to 

employers. We carve out a piece of a job  

so when students graduate, there is a  

natural connection.”
— Kim Sherlock,

Job Coach at Eastern Camden County Regional High School
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independent problem-solving,” said Dr. Steven 
Morse, Superintendent.

“One of the things we know for sure is that 
most young people change jobs within a few years 
of graduation. It is not enough to help our stu-
dents get that first job; we have to teach them the 
skills they need to keep that job long enough to 
grow, and then get the next job. We teach critical 
thinking skills, self-awareness, and self-regula-
tion,” he concluded.

Morse adds that the research on brain devel-
opment confirms the need for programs such as 
Momentum.

“We know that the teen and young adult 
brain is still very much ‘under construction’”, said 
Morse. “The years between 18 and 21 are an im-
portant window of opportunity for direct instruc-
tion in areas such as how to consider risks, how 
to make decisions, and how to solve problems,” he 
concluded.

Participants agree that the program provides a 
solid foundation for adult life.

“I learned how to cope with my problems and 
make healthier decisions,” said Chayah, a student 
in the program.

“Because I am able to handle myself, I’m also 
able to excel academically. If it weren’t for this 
program, I wouldn’t have made it this far,” she 
concluded.

In Cherry Hill, educators at Y.A.L.E. School 
offer a unique program to help students with 
disabilities transition to college. The Standard 9 
Scholars Program provides support and services 
to these college-bound students whose IEP goals 
require a gradual transition to the demands of 
college life. 

“College not only introduces a new level of 
academic demands, but also new social, motiva-
tional, and organizational demands as well,” said 
Genevieve Griffith, director of the program. 

Students participate in a high school program 
within the physical setting of a college campus, 
where they take academic college modules, col-
lege health and physical education modules, have 
opportunities to work at on-campus and commu-
nity internships, and are involved in community-
based service learning projects.

Job-Readiness Is Not Enough
The language in IDEA is clear: job readiness is 
only one piece of the transition equation. Transi-
tion must also address independent living and 
community participation so that students are 
ready for all that adult life can demand.

“If a student does not have the ‘soft skills’ for 
a job, or to make it in college or the community, 
it will prevent him or her from living an indepen-
dent life,” said Zamloot. 

At the Momentum Transition 
program at Garfield Park 
Academy in Willingboro, the 
curriculum not only prepares 
graduates for jobs in careers such 
as cosmetology, auto mechanics, 
culinary arts, and horticulture, it 
also teaches “grit” and resilience 
to rebound from life’s unexpected 
challenges and disappointments.

“In addition to real job 
skills, we give students a toolbox 
of individualized strategies to 
help them achieve greater in-
dependence. We place a strong 
emphasis on self-direction and 

RESOURCES:

Elizabeth M. Boggs Center on Developmental Disabilities

http://rwjms.rutgers.edu/boggscenter/projects/PCAST.html

New Jersey Department of Education  

http://www.state.nj.us/education/specialed/transition/

PACER National Parent Center on Transition and Employment  

http://www.pacer.org/transition/

Vocational Profile  

http://www.state.nj.us/education/specialed/transition/VocationalProfile.pdf

Transition Matters

http://www.fscnj.org/transition-matters/
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The purpose of New Jersey’s Community Care 
Waiver (CCW) seems clear enough.

It is the state Division of Developmental 
Disabilities’ (DDD) key method of funding ser-
vices and supports that people with intellectual 
and developmental disabilities need to live in the 
community—whether in their family home or 
another residential setting.

Without these waivers, New Jersey would only 
be able to use federal Medicaid funds to provide 
services to people with disabilities if they lived in 
institutions.

While this all sounds straightforward, there 
is often considerable confusion among families 
about what services they can ultimately access 
through the CCW for their loved ones with 
disabilities.

State officials, disabilities advocates, and 
families say the confusion is because the CCW 
has evolved and its focus has changed over the 
decades.

And, they say, the CCW is sometimes 
confused with the Comprehensive Medicaid 
Waiver—the state’s primary source of Medicaid 
funding for low-income families, senior citi-
zens, people with behavioral health issues, and 
people with disabilities who require long-term 
managed care.

“Quite often there is confusion,” said Tom 
Baffuto, executive director of The Arc of New 
Jersey. “Families come to The Arc for help because 
they are uncertain about what’s actually available 
under the Community Care Waiver. Their con-
fusion is understandable because many changes 
have taken place over time.”

Looking Back
Before 1980, Medicaid would only cover long-
term care for people with disabilities in institu-
tions or nursing homes. But changes to the Social 
Security Act in 1981 established Medicaid waivers 
to fund community-based services.

Waivers allow states like New Jersey to set 
aside traditional Medicaid regulations so people 
with disabilities could avoid institutions and get 
Medicaid-funded services at home or in licensed 
residential settings.

New Jersey’s CCW, which has been around 
since 1982, “never actually paid for room-and-
board, but was viewed throughout the 1990s as 
a means to help people move into community-
based housing,” said Elizabeth M. Shea, assistant 
DDD commissioner, noting that even the waiting 
list for people to get waivers was once commonly 
called “the residential waiting list.”

Things changed.

New Jersey’s
Community
Care Waiver

What it Provides for People with Developmental Disabilities

By Jonathan Jaffe
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“With the move toward self-determination 
in the mid-2000s, the Community Care Waiver’s 
emphasis shifted,” Shea said. “Today, it’s a person-
driven, long-term support system that gives 
people more choices and more access to special-
ized services whether they live with their families 
or live elsewhere.”

As of October 2015, the state DDD provided 
services to 10,824 people through the Community 
Care Waiver and 150 applicants were nearing ap-
proval for services.

Also, as of October, there were 5,475 people 
on the state’s CCW waiting list, including 2,258 
on the general list and another 3,215 on the prior-
ity portion of the list, whose parents or guardians 
are over 55 years of age.

To obtain a CCW, people with intellectual 
or developmental disabilities must meet state 
DDD eligibility requirements, Medicaid income 
requirements, and have medical conditions that 
would otherwise require an institutional level 
of care.

Looking Ahead
The state’s CCW was to expire in September 2013. 
But the federal Centers for Medicare and Med-
icaid Services (CMS) have granted New Jersey 
several extensions. The latest expired in mid-
December of 2015 and CMS has allowed the state 
to revise its renewal to include additional services.

With federal approval, revisions to the CCW 
would allow funding for:
 • Case management services 
 • Day habilitation (day programs) 
 • Supported employment services 
 • Individual supports such as personal care 

assistants 
 • Career planning and pre-vocational training
 • Occupational therapy
 • Physical therapy
 • Speech, language, and hearing therapy
 • Community transition services 
 • Environmental and vehicle modifications 
 • Assistive technology devices
 • Personal Emergency Response Systems 

(PERS) 
 • Transportation 
 • Respite care

“Many services will stay the same, but the 
state has also recommended that the CCW 
include beneficial new services, such as career 
planning and pre-vocational training, and oc-
cupational, physical, and speech therapy,” Baffuto 
said. “These amendments must still be federally 
approved, but they are a positive step in the right 
direction.”

That same broad menu of services will also 
be available to Medicaid-eligible people with 
disabilities through DDD’s new fee-for-service 
Supports Program, which is among upcoming 
changes to the Comprehensive Medicaid Waiver, 
Shea explained.

People with developmental and intellectual 
disabilities who do not have Community Care 
Waivers, and who live with family members or in 
their own homes, will soon be eligible to receive 
Medicaid-funded services under the Supports 
Program, Shea said.

“We expect the Supports Program to provide 
community-based services to more people who 

To obtain a CCW, people with intel-

lectual or developmental disabilities 

must meet state DDD eligibility require-

ments, Medicaid income requirements, 

and have medical conditions that 

would otherwise require an institutional 

level of care.



39WINTER 2016 PEOPLE & FAMILIES

Shea suggested another reason for slow move-
ment off the CCW waiting list. “Many people are 
on the waiting list as sort of an insurance policy,” 
Shea said. “Their number will come up and they’ll 
tell us they don’t need services now or in the 
short-term. They still want to stay on the waiting 
list to be ready for a time in the future when their 
circumstances change.”

Keating and Baffuto agree. “I think Liz [Shea] 
is right,” said Keating. “Although some people 
may reach the top of the waiting list, their fami-
lies are still comfortable keeping them at home. 
They may need certain in-home supports, but 
many prefer to stay on the list until an appropriate 
housing opportunity in a group home or super-
vised apartment becomes available.”

were previously unable to access those services 
and give them greater ability to choose their 
[service] providers,” said Dan Keating, director of 
the Alliance For the Betterment of Citizens with 
Disabilities (ABCD).

Unlike waivers, the state is establishing a 
tiered funding system for the Supports Program. 
People would receive an annual allocation based 
on a comprehensive needs assessment, Baffuto 
noted.

“The Community Care Waiver remains a 
much richer, uncapped funding source. Funding 
for services under the Supports Program would 
be capped,” Baffuto noted. “On the other hand, 
the state does not expect there to be a waiting list 
for enrollment in its Supports Program.”

Once the state’s Supports Program gets fed-
eral approval and is rolled out, people seeking 
DDD services will be required to enroll in one of 
the two Medicaid waiver programs—either the 
Supports Program or the CCW—to receive state 
services, Shea said.

Concern About Services
While state officials said adjustments to the CCW 
would offer people with developmental and intel-
lectual disabilities more choices, and the new 
Supports Program will give others greater access 
to services, parents and disabilities advocates say 
several issues persist.

Among top concerns are the lengthy CCW 
waiting list; insufficient funding to meet 
people’s needs; and not enough housing or a 
variety of housing models for people with dis-
abilities who want to live independently in the 
community.

“The Community Care Waiver is essential, 
but insufficient. It’s no secret. There is not enough 
money to meet the growing need of everyone 
who needs services—that’s the primary reason 
New Jersey has a long waiting list,” said parent-
advocate Paul Blaustein, co-chair of Regional 
Family Support Planning Council #5 and member 
of the NJ Council on Developmental Disabilities 
(NJCDD).

“The Community Care Waiver remains a much 
richer, uncapped funding source. Funding for 
services under the Supports Program would be 
capped. On the other hand, the state does not 
expect there to be a waiting list for enrollment 
in its Supports Program.”

— Tom Baffuto, 
Executive Director of The Arc of New Jersey

Blaustein isn’t so sure. “I would like their 
names and phone numbers so I can see for myself 
if that’s true. I’m very involved and know many 
people whose [waiting list] numbers never come 
up and who are eager for services,” he said.

Blaustein also noted that the CCW contin-
ues to evolve. “The focus became about moving 
people out of developmental centers and bring-
ing people back to New Jersey from out-of-state 
placements.”

“And it’s changing again,” Blaustein said, 
pointing to the priority portion of the CCW wait-
ing list. “It’s now about reacting to emergency 
situations rather than helping families adequately 
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plan for the inevitable—the inevitable being a 
time when mothers, fathers, or family members 
can no longer care for their son or daughter at 
home.”

“Failing to plan is planning to fail,” Blaustein 
said. “Most people with disabilities and their 
families want some degree of assurance they will 
be eligible to receive services in one, two, or three 
years. The state is unable to give families any such 
assurance. That’s a failure to plan.”

Blaustein’s son, Jonathan, 38, has intellectual 
and developmental disabilities and lives with his 
parents in their Edison home. On a CCW since 
2013, the supports help pay for Jonathan’s day 
program, aftercare, and weekend activities. It 
also helps to pay for his part-time personal care 
assistant.

Blaustein, who is 67, said he and his wife are 
waiting for “an acceptable housing option” for 
their son. “Not a group home, but a supervised 
apartment that would give him a chance to inter-
act with non-disabled people and more choices,” 
he said. “That also takes planning.”

Families are also dealing with the state’s 
cumbersome funding system and the state’s ever-
changing regulations, said parent-advocate Gail 
Frizzell of Wantage.

“It takes a lot of time, research, and a tre-
mendous set of skills to piece together available 
funding into something that works. The skills 
necessary to do it are beyond the abilities of 90 
percent of families,” Frizzell said. “On top of that, 
the rules keep changing.”

Frizzell’s daughter Lauren, 30, has lived in-
dependently since 2011 in a doublewide mobile 
home. “For Lauren, we cobbled together seven 
funding streams—including her Social Security 
Insurance benefits, rental and heating assis-
tance—so she can live independently.”

A combination of funds from Lauren’s CCW 
and the Personal Preference Program (PPP) cover 
her direct support staff, her mother said.

Frizzell explained that because Lauren’s dis-
abilities make her unable to walk or talk, and she 

must be fed, bathed, and toileted, “her support 
staff—one is full-time and three work part-time—
are the grease that makes wheels turn so she can 
live independently.”

“These funding sources aren’t designed to be 
cobbled together. It’s a delicate balance that has 
worked so far,” said Frizzell.

Concerns About Stability
Parent advocates like Frizzell and Blaustein em-
phasized that once families put funding mecha-
nisms in place to provide the services for their 
loved ones, there are no guarantees the state will 
not change the rules again.

“Once parents of adult children with disabili-
ties—particularly aging parents—put the funding 
in place and find appropriate housing or inde-
pendent living arrangements for their child, they 
want some assurance of stability for that child,” 
Frizzell said. 

“Changing state regulations do not give par-
ents and families any sense of confidence their 
child will have stability throughout their lives,” 
Frizzell said.  

Explaining that most people with intellectual 
or developmental disabilities would be unable to 
navigate changing state or federal regulations or 
be able to find alternate funding on their own, 
Frizzell said, “there is no entity to take the place of 
parents or families to help our children continue 
to live where they choose to live.”  

“It’s supposed be the role of the support 
coordinator from their provider-agencies,” she 
added. “But, with such a high turnover, most 
do not have enough experience to navigate the 
complex system of resources to help people with 
disabilities maintain their independent living 
arrangements.”

“There’s no such thing as grandfathering,” 
Blaustein added. “So, when state or federal rules 
change, they just change. One of parents’ great-
est fears is that once we’re gone, our children will 
be left to depend on the kindness of strangers, as 
Tennessee Williams said.” P&F
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Wanting to get a different perspective on wheth-
er the Americans with Disabilities Act (ADA) has 
made any changes in accessibility, I recently asked 
a colleague, who is a lawyer, what she thought. In 
her view, the country had made great strides in ac-
cess since the ADA became law. But, she said, we 
are still a paternalistic society. Most people with 
disabilities are still treated like children regardless 
of age. In short, the image of helplessness, needing 
care, and dependency, which society has held for 
centuries, must by challenged. 

I agree that attitudes toward people with dis-
abilities need to change. But the question in my 
mind is, “who needs to do the changing of stereo-
types?” Is it folks with disabilities or the rest of so-
ciety? As a person with a disability, I believe the 
responsibility of changing people’s perspectives on 
disability lies with me. I must go against the im-
ages I have seen all my life to change much of the 
public’s perspective. This journey is a marathon, 
for too often my image has also been influenced by 
the views of our society. 

I have had a disability all my life. I know my 
needs, although I must be strong enough to dis-
count the naysayers that say I am in need of constant 
care. Cerebral palsy has affected my way of life since 
the day I was born. There is nothing I can do to “fit 
in”. I have tried and it doesn’t work. So I must con-
vince society to accept me as I am, and as I change 
other people’s view, I must also form a new image of 

myself. I do not need a “caregiver” to dictate my fate. 
Like everyone else, above all, I desire my freedom 
without constraint. I am well past the age where I 
need decisions made for me. I do not need to stand 
on a street corner begging for loose change. I can 
make it on my own if given a chance, not only from 
others but from myself as well.

It might be difficult for those of us with dis-
abilities to change direction and take charge of 
our own lives. But to gain our freedom, we must. 
Unfortunately, all too often people with disabilities 
look in society’s mirror and see a reflection of them-
selves. Many of us appear content to take a hand out 
instead of a hand up. However, curb cuts and acces-
sible stores mean little if many of us live in poverty.  

Admittedly, there are areas of our lives where 
we are limited. By the nature of disability, we must 
be dependent on others to perform some tasks es-
sential to our daily lives. It is difficult, sometimes, to 
know our limitations or, more importantly, our ca-
pabilities. At times, it may be difficult to take charge 
when we are unable to control the movement of 
our bodies and/or intellect. But if we are to be free, 
we must become teachers, for we know the most of 
about the subject. And the subject is us. 

Too often, we have relied on professionals to 
define us. Doctors, special education teachers, and 
rehabilitation counselors among others frequently 
remind us of our limitations. Parents and other 
family members tend to believe them. In turn, 

Op-Ed

BEYOND PITY
By Marianne Valls
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Op-Ed

even though they may have the best of intentions, 
many instill these mostly negative views on us, and 
have little belief that we can succeed. 

It is hard to see a person we love struggle. After 
all, a family’s first instinct is to protect their members. 
Many of our families fear that we may fail, yet no life 
is without failure. People with disabilities are not the 
only ones who struggle through life.  Life is often 
hard for each of us whether or not we have a physical 
or mental challenge. But people with disabilities are 
often given a “free pass” which, at times, does more 
harm than good, for it keeps us in a cyclic of depen-
dency. It is our responsibility not to take 
this easy way out if we expect to be free.

Rugged independence and self-
reliance are hallmarks of our nation. 
However, people with disabilities often 
have neither the capacity nor the abil-
ity to act independently in the tradi-
tional sense. The introduction of tech-
nology, though, has given people who 
might have limitations that prevent 
them from achieving self-sufficiency in conven-
tional ways new and inventive strategies to interact 
with their environment. Using technology, we with 
disabilities must be willing to become involved in 
the community at large. We must be willing to give 
rather than receive. We must become a commu-
nity who contributes our talents and abilities. We 
must strive to change the still prevalent attitude in 
some circles of society that we are charity cases.   

It is a very difficult task in a society that holds 
perfection in such high esteem to convince many 
people that we would not be better off if we weren’t 
different. The medical profession searches for cures 
to our disabilities. Cures would nice, but short of 
that, acceptance would be better.  We are who we 
are.  Certainly, I would like to talk and walk nor-
mally. But these are fleeting feelings, especially now 
that I have a circle of friends who accept me for 
who I am. As a country, we search for equality. Yet 
we have misinterpreted the constitution, thinking 
that “equality” and “sameness” are synonymous.

Even without physical and/or mental limita-
tions, people have different talents and abilities. 

Without these differences, society would have no 
geniuses to move it ahead.  Had we, as a society, 
put Beethoven in an institution because he became 
deaf, there would be no great symphonies that en-
tertain classic music lovers to this day. Many of 
Albert Einstein’s early teachers thought he might 
have an intellectual disability. If this genius had 
been seen as someone who needed “care and su-
pervision”, our modern view of science may have 
been much different.

Those of us who are seen by society as dis-
abled must remind the mainstream and our-

selves that we are neither helpless nor 
hopeless. We may not need their con-
stant care. We must break through 
the confines that many times entrap 
us in poverty. Only people with dis-
abilities can move beyond paternal-
ism. An attitude born of pity makes 
both society and ourselves the losers. 
Seeing the disability community as 
one in need of continuing help makes 

society blind to the productive and contributing 
people we are. Even those who incur disabilities 
later in life many times fail to look for other al-
ternatives that would allow them to continue to 
be productive citizens.    

With the right opportunities, we can become 
full and equal partners in our quest for a society 
that is truly equal. People with disabilities have 
a valuable lesson to teach: differences do matter. 
Life is a wonderful puzzle and somehow we all 
fit in.

People with disabilities who happen to succeed 
by becoming self-sufficient are often seen as “he-
roes” by the mainstream. We must encourage the 
mainstream to see us as ordinary people living or-
dinary lives. Like everyone else, we seek love and 
work. We seek a lifestyle that will ensure us dig-
nity and self-esteem. We must join the mainstream 
by becoming involved in our society. Whether we 
work or volunteer, it is up to people with limita-
tions to challenge the images of helplessness and 
dependency. It is the only way society will move 
beyond pity. P&F
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