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Self-advocacy is the ability of an in-
dividual to speak on behalf of one-
self, and is a critical skill to acquire 
when it comes to moving towards 

independence. Self-advocacy includes the 
quest for finding information, the process 
of making decisions, seeking help in times 
of need, understanding one’s rights and 
responsibilities, problem solving as issues 
arise, and the ability to broadly incorporate 
these skills as necessary. As important as 
advocating for oneself is, it can be a chal-
lenging skill for individuals to develop nat-
urally, and especially for those diagnosed 
on the autism spectrum.

Self-advocacy skills begin to develop 
at a very early age and continue to mature 
through adolescence and young adulthood, 
setting individuals up to have the ability to 
think and make decisions for themselves 
as they become less dependent on others. 
Individuals diagnosed on the autism spec-

trum, however, may have a difficult time 
developing such skills through general life 
experiences. Self-advocacy skills are made 
up of several different characteristics and 
skill sets, including self-awareness and un-

derstanding one’s rights, communication 
skills, the use of executive functioning, and 
one’s ability to generalize in novel situa-
tions. Such skill deficits, especially those 
in the area of communication, can act as a 

barrier to students on the autism spectrum 
(Adreon & Durocher, 2007). In order to 
proactively set up individuals for success 
through high school, college, and beyond, 
it is necessary to teach self-advocacy skills 
explicitly during adolescence.

Why is Teaching 
Self-Advocacy Important?

There are many changes occurring 
during the adolescent years that require the 
development of self-advocacy skills. Fur-
ther, once students reach the college and 
postsecondary environment, they are fully 
responsible for utilizing their self-advoca-
cy skills to seek out the office of disability 
services on campus, disclose and provide 
documentation of their disability, and re-
quest specifically the testing and environ-
mental accommodations they need. The 
same holds true for the career and employ-
ment environment as well. Because there is 
often a shift during middle school and a stu-
dent’s teenage years in which adolescents 

see Self-Advocacy on page 8
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Plugged In: Helping Teens with ASD Navigate Life with Technology
By Danielle Francois, MS
and Shana Nichols, PhD
ASPIRE Center for 
Learning and Development

Technology use is ubiquitous among 
today’s youth (Rideout, Foehr, 
& Roberts, 2010). This probably 
does not come as a surprise be-

cause it seems that kids and their gadgets 
are everywhere. The current generation of 
youth has even been referred to as the iGen-
eration or the app generation. From 2004 to 
2009, the proportion of 8- to 18-year-olds 
owning their own cell phone grew from 
39% to 66% and the proportion owning an 
iPod or MP3 player jumped from 18% to 
76% (Rideout et al., 2010). Today, these 
numbers are likely to be even higher.

Youth with ASD and Technology

Although all youth are frequent users 
of technology, research indicates that 
youth with ASD are using technology 
even more than their typically developing 
peers. One recent study found that youth 
with ASD spent more time engaged with 
TV and video games than any other lei-
sure activity and that their tech use out-
paced that of their typically developing 
siblings (Mazurek & Wenstrup, 2013). 
Specifically, youth with ASD spent 62% 
more time watching TV and playing vid-

eo games than in all other non-screen ac-
tivities combined. However, the research 
also shows that youth with ASD spent less 
time using social media or socially inter-
active video games than their typically 
developing siblings.

Risks of Technology Use

Unfortunately, youth with ASD are 
more likely to have problematic or ad-
dictive patterns of technology use and 

are more vulnerable online. Researchers 
have found high levels of addictive video 
game use and Internet use among ASD 
youth (Mazurek & Wenstrup, 2013; Mac-
Mullin, Lunsky & Weiss, 2016). Among 
boys with ASD, problematic video game 
use was also associated with troublesome 
symptoms such as inattention and opposi-
tional behavior (Mazurek & Engelhardt, 
2013). Youth with ASD may be more vul-
nerable online than their typically devel-
oping friends. For example, youth with 

ASD are more likely to encounter bully-
ing, victimization, and social exclusion 
(Lough, Flynn, & Riby, 2015). Further-
more, interacting through digital devices 
comes with a distinct set of social rules to 
understand and abide by. Learning such 
rules could be another pitfall for teens 
with ASD.

Benefits of Technology Use

Everything is not doom and gloom, 
however! Technology presents several 
unique benefits for youth with ASD. On-
line, youth with ASD can meet others and 
spend time researching and engaging with 
their special interests (Gillespie-Lynch, 
Kapp, Shane-Simpson, Smith & Hutman, 
2014). They can form social connections 
in a different way and bond over mutu-
al interests. One recent study described 
two important benefits of communicat-
ing via technology for people with ASD 
(Gillespie-Lynch et al., 2014). First, in-
dividuals have increased comprehension 
of and control over communication. A 
teen with ASD can take time to craft a re-
ply via a text message or email. Second, 
there is increased contact with and social 
support from similar others who may be 
geographically distant. Mutually satisfy-
ing friendships can develop with others 
across the world. 

see Plugged In on page 27

Danielle Francois, MS Shana Nichols, PhD
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Addressing the Care and Treatment of Children with 
Autism Spectrum Disorders and Other Complex Disabilities

By Rebecca Girard, MSW, LCSW
Children’s Residential Program
Developmental Disabilities Institute’s
Center of Excellence

There are currently 492 children 
living in 12 Children’s Residen-
tial Programs (CRPs) in New 
York State. Children who live in 

residential placements often present with 
complex learning and behavioral profiles 
that require highly individualized care and 
support. Children with severe and complex 
autism experience difficulty in learning 
self-care and communication skills and are 
more vulnerable to a number of co-occur-
ring medical and psychiatric conditions 
that make their care intensive, restrictive, 
and costly. Recently, New York State’s 
Office for People with Developmental 
Disabilities (OPWDD) asked the follow-
ing questions: what are the best ways we 
support children with complex autism in 
residential care? What are the various psy-
chiatric, medical, and wellness profiles 
they are likely to have? What ways can we 
improve service delivery to ensure cost-ef-
fectiveness and optimal outcomes for these 
most vulnerable children? 

To begin answering these important 
questions, a partnership was made possi-
ble through an award of federal Balancing 

Incentive Program (BIP) funding admin-
istered through OPWDD, in coordination 
with the New York State Education Depart-
ment and the New York State Department 
of Health to create three Centers of Ex-
cellence. The Children’s Residential Pro-
grams (CRPs) at the Center for Discovery, 
Upstate Cerebral Palsy, and Developmen-
tal Disabilities Institute, in coordination 
with Cerebral Palsy Associations of NYS, 

are engaged in a collective effort to identi-
fy best practices, develop new treatments 
and intervention strategies, and create in-
frastructure that will improve the quality 
and efficiency of care for children with 
autism and various complex needs. This 
includes several goals to define more ef-
fective and efficient supports for children 
and their providers in six key areas: 

1. Create a centralized data repository 

2. Identify best practices and quality of 
care models

3. Conduct applied research

4. Propose a value-based payment 
methodology

5. Establish a continuum of care and ca-
pacity building

6. Initiate a training and education program

Centralized Data Repository 

The COEs are developing an interactive, 
web-based data repository to improve in-
formation gathering and sharing with fed-
eral, state, and local agencies in an effort 
to provide more timely and cost effective 
approaches to care. Upon completion, this 

data repository has the capacity to gather 
data relevant to the CRPs, clinicians, and 
others in the care and support of those with 
autism spectrum disorders and complex 
disabilities. The COEs are working to gath-
er demographic, health, behavioral, and 
cost data, which will provide invaluable 
information for better understanding com-
plexity, identifying supports and services, 
and cost of care. In addition, the COEs have 
begun work with Department of Health to 
review and capture all the costs associated 
with the care of children in CRPs in the data 
repository, with the primary goal of devel-
oping of a new model for reimbursement 
for the CRPs in New York State.

Best Practices and Quality Care 

Autism spectrum disorder, by definition, 
is a disorder with a wide-range of expres-
sion and no two children experience autism 
the same way. When a child is diagnosed 
with autism families and providers can 
expect an increased possibility of co-oc-
curring medical and psychiatric conditions 
(Mannion, Leader & Healy, 2013) as well 
as additional challenges to the maintenance 
of overall wellness and independence. The 
children who live in residential placements 
frequently present a number of challenging 

see Care on page 30

Rebecca Girard, MSW, LCSW
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Technology Makes Things Possible
By Jordan Jankus
Coordinator of Person-Centered
and Cognitive Supports
Arc of Westchester

For people without disabilities, technology 
can make things easier, but for people with 
cognitive disabilities, technology makes 
things possible.

At some point, Max’s communi-
cation by text seemed so differ-
ent from the past that I called 
my wife and asked her, ‘Are 

you coaching Max when he responds to 
my texts?’ He was responding with full 
sentences, when in the past it had been 
mostly ‘yes’ or ‘no’ answers to questions. 
That’s why I was surprised. But, in fact, 
my wife wasn’t coaching Max. It’s just 
that with expert training, he has gotten so 
much more comfortable with being able 
to text.” 

- Bernard (Bernie) A. Krooks, Esq., Parent

Bernie’s anecdote about his son Max is 
a simple but moving example of the pow-
er of personal technology in transforming 
everyday life in our community today. It 
may not sound like a “big deal,” but for a 
parent of a child with autism or other de-
velopmental disabilities, communication 
through technology is life changing.

We are living in an age when technology 
offers enormous possibilities for commu-
nication – something most of us already 
take for granted. However, we have only 
scratched the surface of how these technol-
ogies can support people with autism and 
other developmental disabilities as they 
work towards personal goals and living 
more independently in the community.

Unlike many older assistive technolo-
gies, the devices at the heart of new tech-
nologies – especially smart phones and 
tablets – are small, portable, and do not 
mark a person as being “different.” This 
is a huge plus in protecting the dignity of 
the people involved, and in meshing seam-
lessly with the society around them. This is 
especially true for young people, for whom 

peer interaction is so important.
The key in the effective use of personal 

technology is to first identify the need, es-
tablish the personal goal, and then develop 
tech solutions to help address both. 

Max’s developmental disability limits 
the use of his right hand. His parents and 
his three siblings wanted to more easily 
stay in touch with Max and he wanted to 
master texting, so he could connect with 
his family and friends. 

We began to work on the predictive text 
capabilities of his MacBook laptop and 
then used the keyboard and voice-to-text 
features of his iPhone’s messaging app to 
develop efficient ways to send texts to his 
family. Remarkably, the more Max texted, 
the more his reading skills improved and 
he began to initiate communications and 
respond with more than one or two word 
replies. Now, his father says text exchang-
es with Max after school are one of the 
highlights of his day. 

The Arc of Westchester is committed to 
applying these new personal and afford-
able technologies in creative ways to help 
people like Max reach their goals. It might 
mean using scheduling and task apps like 
CanPlan and First-Then-Visual-Schedule to 
help someone get ready for work in the 
morning or to remember the steps and tim-
ing of a job function. There are grocery 
buying apps, home chores apps, navigation

see Technology on page 34

“

From left: Max, Robin and Bernie Krooks practice their texting

http://www.mhnews-autism.org
https://www.arcwestchester.org/techconference2017
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Self-Advocacy from page 1

become more resistant to parental support, 
adolescence is a perfect opportunity to be-
gin the move from parents having the pri-
mary role as advocate for the child to guid-
ing and shifting the responsibility to the 
students themselves. By using this drive of 
the adolescent to move towards indepen-
dence as a teachable moment, it allows the 
parent, teacher, and/or coach to model for 
the student the types of support they have 
been utilizing with the goals of transition-
ing the ownership to the student. This is 
especially relevant to students diagnosed 
on the autism spectrum, as research has 
demonstrated that individuals diagnosed 
with autism spectrum disorders (ASD) 
may recall their own experiences less con-
fidently than the experiences of others that 
they observe (Lind, William, Bowler, Peel, 
& Raber, 2014).

An emphasis on teaching and coaching a 
student to self-advocate should be a focus 
as early as adolescence so that students have 
time to develop a thorough understanding of 
who they are as a learner and what they need 
to help them learn most efficiently. Further, 
students need to debrief help-seeking sce-
narios in order to accurately identify situa-
tions in which they have the right and re-
sponsibility to ask for help, where to receive 
it, and how to follow through with putting 
it in place. Studies have demonstrated that 
when students learn from their parents and 
others, such as their teachers and peers, how 
to self-advocate early in life through role 
modeling, they are more likely to utilize 
those skills before and during their college 
years (Kimball, et. al, 2016).

What Self-Advocacy 
Skills Need to Be Taught?

According to a model of self-advocacy 
as defined by Daly-Cano, Vaccaro, and 
Newman (2015), students with various 
learning differences, including ASD, can 
be taught to utilize self-advocacy skills 
proactively, reactively and retrospective-
ly. The proactive view of self-advocacy 
teaches a student to seek out supports to be 
put in place prior to actually needing them. 
One example of proactive self-advocacy is 
when a student demonstrates that he/she 
is eligible to receive extended time on an 
exam prior to needing it and receives and 
schedules the accommodation. Rather than 
setting up accommodations for students 

in middle school and high school, and for 
standardized tests such as the ACTs or 
SATs, students should be encouraged to be 
a part of the process. This can be practiced 
to obtain such accommodations for when 
it becomes their responsibility. Reactive 
self-advocacy occurs when a student seeks 
out help after facing a specific challenge. 
For instance, if a student for some reason 
is not offered the accommodations they are 
eligible for and do poorly on an exam, they 
will need to advocate for themselves the 
next time the opportunity arises. Retroac-
tive self-advocacy occurs when a student 
advocates for support after they recognize 
they have not done well and need support 
moving forward. In both of these exam-
ples, this is where teaching and modeling 

self-awareness, communication skills, and 
executive functioning become essential.

Here is the breakdown of skills needed 
in order to advocate from beginning to end 
to understand the whole process:

Self-Awareness: In order to self-advocate, 
it is essential to have a clear understanding 
of one’s self and past experiences, current or 
upcoming situations, and potential solutions 
to the situations at hand. This includes:

• Understanding one’s relative strengths 
and weaknesses 

• Being able to identify when a problem 
is faced and recognize if the problem 
can be solved on one’s own using a 
previously successful problem solving 
method or whether help is needed to 
solve the problem

• Identifying available resources and indi-
viduals who can assist with the problem

Communication: Once an individual rec-
ognizes that they need help, they have to 
be able to communicate their needs to oth-
ers. Whether it is a co-worker, professor, 
or other professionals, individuals need to 
explain what they are struggling with and 
what help they are searching for. It is also 
essential to ask any questions to clarify 
what the next steps are to solving a prob-
lem. This includes:

• Reaching out and setting up a time for 
individuals to assist with the obstacle

see Self-Advocacy on page 36

Casey Schmalacker, BA Samantha Feinman, MSEd, TSSH
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Responding to the Changing Needs of 
Job-Seeking Adults and Adolescents with Autism

By Deborah Chin, MA
The Daniel Jordan Fiddle Foundation 
Transition and Adult Programs
University of Miami - NSU CARD

The process of finding, applying 
for and obtaining employment 
is one that is constantly evolv-
ing. These changes often present 

new challenges for adolescents and adults 
with autism and related disabilities. For 
providers and clinicians, this means it is 
more important than ever to evaluate the 
success of community programming and 
make adjustments. 

Project EAARN (Employment for 
Adults with Autism Resource Network) be-
gan in 2010 as an employment initiative at 
the University of Miami-Nova Southeast-
ern Center for Autism Related Disabilities 
(UM-NSU CARD). Through The Daniel 
Jordan Fiddle Foundation Transition and 
Adult Programs at UM-NSU CARD, the 
initiative aims to improve employment out-
comes for individuals with ASD. In 2013, 
Employment Boot Camp was introduced as 
a core concept that would provide one-week 
of intensive employment training focused 
on helping adults gain the skills needed to 
obtain and maintain employment.

After offering Employment Boot Camps 
for 3 years, the facilitators recognized that 

the program’s structure needed to be ad-
justed to meet the needs of the participants. 
To start, community members pointed out 
that the name “Employment Boot Camp” 
could have a literal, and therefore negative, 
connotation which could deter potential 
participants. While the team at UM-NSU 

CARD agreed that using “boot camp” 
could be misleading, the feedback also 
prompted an evaluation of the program’s 
entire structure. Through their assessment, 
it became apparent that the week-long in-
tensive program was not allowing clini-
cians or participants to make the most of 

the experience. From the clinicians’ stand-
point, the week of all-day Employment 
Boot Camp was exhausting and didn’t 
allow time for homework assignments or 
thorough follow-up. Additionally, partic-
ipants did not have time to reflect on the 
daily lessons and therefore weren’t able to 
discuss questions or challenges that arose 
throughout the week. These factors, along 
with other observations, prompted the pro-
gram’s re-design.

The first two changes were simple and 
addressed the misleading name and inten-
sive condensed format of the program. The 
team at UM-NSU CARD opted to name 
the program Job SEEKers (Seeking and 
Enhancing Employment Knowledge) and 
expand the format from one-week of inten-
sive training to a once per week meeting 
over the course of 6 weeks. The changes 
allowed for additional areas of focus and 
hands-on instruction. 

When developing the original curric-
ulum, the team strategically selected the 
topics and skills to address in order to 
make the greatest impact for participants. 
Through the re-evaluation of the Boot 
Camp, it was apparent that original areas 
of focus were still relevant and necessary 
when addressing the unique needs of adults 
with ASD seeking employment. However, 

see Job Seeking on page 28

Job SEEKers at the University of Miami-Nova 
Southeastern Center for Autism Related Disabilities

http://www.mhnews-autism.org
http://www.djfiddlefoundation.org
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Finding David’s Space
By Lucas Steuber, MA-T, MS, CCC/SLP
Educational Technology Consultant

I want to share a story from my recent 
experience or, more accurately, a sto-
ry about the long journey leading to 
the experience. As I’m sure many of 

you know, the job of a speech-language 
pathologist is hard sometimes, but those 
challenging days also make the work over-
whelmingly worthwhile. I’m proud of this 
particular student’s progress. I’ve never 
had a hand in anything quite like it and I 
may never experience an opportunity like 
this one again. I want to share it—not be-
cause of ego or of being creative or effec-
tive—but rather to share the magic that can 
happen from meeting kids in their “space,” 
metaphorically and physically, instead of 
asking them to come to ours.

The First Three Buildings

Three years ago I met David, a mid-
dle school student with a complex set of 
needs. He has diagnosis of autism spec-
trum disorder, acute anxiety disorder and 
hydrocephalus acquired due to his birth 
mother’s prenatal drug and alcohol use. 
He now has fantastic adoptive parents, but 
in the ten years the family was together 
before I met David, they’d never been able 
to persuade him to see a specialist of any 
kind. No doctors, no psychologists, no oc-
cupational therapist, physical therapist, or 
SLP. They couldn’t even convince him to 
go into a school. Dental trips included full 
sedation and resulted in days of silence 
and agitation.

His situation was even more extreme. 
When I first met him, other than uncon-
scious trips to the dentist, he’d only been 
three places since age five—home, a lo-
cal aquarium, and Chuck E Cheese—and 
those last two occurred before or after 
hours by special arrangement and only in-
volved wearing a mask for the entire trip. 
His main interests include fish and liz-
ards—about which he’s absurdly knowl-
edgeable— Minecraft, and what I guess 
I would call “fantasy,” which in his case 
incorporates everything from superhero 
movies to documentaries about Bigfoot. 
Any deviations from this rhythm escalated 
to screaming, vomiting, incontinence and 
self-harm.

I met the family through some unusual 
circumstances, heard the story and offered 
to try and help David. They assured me 
he wouldn’t come to my office and they 
didn’t want to waste my time. I offered to 
come to him. For the first few months, I 
met him at the aquarium. I made it clear 
why I was there and how I wanted to help, 
but let him be the expert. He taught me 
about fish, frogs and other things I abso-
lutely didn’t know. Over time he pushed 
me out of my comfort zone pretty well, 
particularly in the snake-handling category 
(yuck), so I asked him if I could push him 
a little too—just not too far.

For the next few sessions, we met at 
Chuck E Cheese. We’d get there before 
opening and he’d use a watch to time 
each animatronic event, explain each one 
to me, show me the games and more. If 
staff got close, the mask came on—usu-

ally of a gorilla or Mickey Mouse—and 
he’d go fully into character as a social 
defense mechanism. I started bringing 
LEGOs and small motor devices. Over a 
few months we built a model of the ani-
matronic display. Then we built the rest 
of the restaurant and parking lot. Then 
we made little mini figures of each staff 
member and watched what they did, 
talking through why they did it, what 
they were probably thinking, or how they 
felt on an average day. Soon when those 
staff came over, David didn’t put on the 
mask anymore.

The Fourth Building

I happily witnessed growth in those 
few months, but we needed to move be-
yond the familiar. I started mailing let-
ters to him at home with fragments of a 
Hogwarts-style invitation. There were 
parts of a map on the back to come in-
vestigate the wildlife outside his local 
middle school (this is Oregon, after all—
there’s wildlife everywhere). He was ab-
solutely terrified, so I partnered with the 
school take some photos and video that 
he watched at home to get familiar with 
the environment. One day his parents in-
formed me he was on his way down there 
after the last piece of the invitation map 
arrived, so I raced down to meet him. For 
the next several weeks, we explored the 
woods around the school, then gradual-
ly started walking on the track, looking 
through the windows a bit, and one day, 
he finally went in through a back door 
to a cleared-out resource room wearing 
a mask.

The Fifth Building

We started doing adapted academics 
with school support—like launching toy 
rockets in the soccer field to calculate dis-
tance or counting the number of bricks in 
a Minecraft house. Gradually I didn’t al-
ways need to be right beside him, although 
it took months for the mask to go away. We 
eventually asked peer partners join in his 

see David’s Space on page 23

Lucas Steuber, MA-T, MS, CCC/SLP
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Debbie Pantin and Robert Ring Named Event Co-Chairs 
of MHNE’s June 29th Leadership Awards Reception

Staff Writer 
Autism Spectrum News

Mental Health News Educa-
tion, Inc. (MHNE), the NY-
based nonprofit organization 
that publishes Behavioral 

Health News and Autism Spectrum News, 
announced today that Board Members 
Debra Pantin, MSW, MS Healthcare Man-
agement, Chief Executive Officer, VIP 
Community Services and Vice Chair of 
the MHNE Board of Directors and Robert 
H. Ring, PhD, Adjunct Professor, Drexel 
University College of Medicine and mem-
ber of the HHS Interagency Autism Co-
ordinating Committee (IACC), have been 
named Event Co-Chair of MHNE’s Annual 
Leadership Awards Reception. The event, 
celebrating leaders making a difference in 
people’s lives, will take place on Thursday, 
June 29, 2017 at 5:00 PM at the NYU Kim-
mel Center in New York City. 

Honorees at MHNE’s June 29th Lead-
ership Awards Reception include: Donna 
Colonna, Chief Executive Officer, Ser-
vices for the UnderServed; Gary Lind, Ex-
ecutive Director, AHRC New York City; 
Arlene González-Sánchez, Commissioner, 
NYS OASAS; and Dr. Fred Volkmar, Pro-
fessor, Yale University Child Study Center.

Constance Y. Brown-Bellamy, MPA, 

Board Chair of MHNE, made the announce-
ment saying, “We are deeply grateful to 
Debra and Robert for accepting the position 
of Event Co-Chairs for our upcoming June 
Awards Reception. This year’s event will 
be the first time MHNE will be honoring 
leaders from both the autism and behavior-
al health communities together. Ms. Pantin 
and Dr. Ring will serve as MHNE’s ambas-

sadors as we look to cultivate relationships 
and reach out for support in honor of our 
fantastic honorees.” 

Debra Pantin joined VIP Community 
Services in 2013 as the Associate Exec-
utive Director. She has over 25 years of 
experience in the human services indus-
try, specializing in the fields of mental 
health, substance use disorder treatment, 

homelessness, supportive housing, voca-
tional and employment services, primary 
care, and HIV prevention and services. 
Leading agency-wide changes and man-
aging organizational transitions are the 
hallmarks of Ms. Pantin’s experience and 
reputation. Her professional experience in-
cludes staff training and development, and 
conference presentations and planning. 
She participates in various national, state, 
and local boards. Ms. Pantin has exten-
sive knowledge of program development 
and services, as well as budget manage-
ment. Most recently, Ms. Pantin served as 
the COO of Palladia Inc., a not-for-profit 
agency in New York City. At Palladia, she 
directed program and operational services, 
which collectively serviced approximate-
ly 17,500 clients per year; a staff of 470 
employees, and an annual budget of $45 
million. As a key member of the leadership 
team, Ms. Pantin was tasked with influenc-
ing systematic changes. She campaigned 
key agency initiatives; Outpatient Sub-
stance Abuse Services and Mental Health 
Services, Quality Improvement processes 
- namely the NIATx (Network for the Im-
provement of Addiction Services) process, 
and the use of Data Driven Management. 
Ms. Pantin has been a driving force in ed-
ucating her team, and staff in Health Care 

see Awards Reception on page 31

Robert H. Ring, PhDDebbie Pantin, MSW
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Providing a Safe Haven for Special Siblings
By Suzanne Muench, MSS, LCSW 
Director of Admissions 
and Family Services 
Melmark Pennsylvania

We know that, in most fami-
lies, the longest lasting rela-
tionship one has is with his 
or her sibling. When one of 

those siblings has a special need, the dy-
namic of this lifetime relationship can be 
significantly impacted. For some, a broth-
er or sister learns to quickly adapt to new 
routines of therapists in the home, multi-
ple medical and therapeutic appointments, 
and a general disruption to the typical 
flow of a household. While some children 
adapt easily and quickly, this shift in fam-
ily functioning can cause distress, anger, 
and resentment for many siblings. These 
overwhelming and confusing feelings may 
stem from the disproportionate amount of 
parental attention given, different expec-
tations, and the sense of responsibility the 
“typical” sibling feels.

There has been much written about the 
impact of intellectual disabilities on sib-
lings and families, and how such expe-
riences shape family members in various 
ways. Blacher and Baker (2007) discuss 
three levels in which positive impact could 
be assessed. The first level is considered 
“low negative” and is characterized by 
the absence of stress, depression, and oth-

er forms of negative impact. The second 
level, “common benefits,” is noted to in-
clude increased sensitivity and tolerance 
of family members and improved family 
dynamics. Finally, the third level is “spe-
cial benefits” and includes things that are 
uniquely experienced by families of indi-
viduals with intellectual disabilities. 

Specifically addressing the needs of 
siblings, studies have shown there to be a 
mix of outcomes in terms of children who 

are positively impacted, and those who 
are more negatively impacted. Angell et 
al. (2012) report positive outcomes may 
include increased social competence and 
self esteem while negative outcomes can 
include increased loneliness, anxiety, and 
problem behavior. Being able to support 
siblings in their feelings and experiences is 
not only integral to the continued develop-
ment of self in these individuals, but also 
to the development of the relationship with 
their sibling throughout their lifetimes.

Having a place where the typical sibling 
can go to meet other children with brothers 
or sisters facing similar needs can provide 
a so-called shelter in what can seem like a 
storm for them. One such meeting place is 
Sibshops. Don Meyer developed Sibshops 
out of the Sibling Support Project in Seat-
tle, WA. Meyer describes Sibshops as “ped-
al-to-the-metal events where children will 
meet other sibs (usually for the first time), 
have fun, laugh, talk about the good and 
not-so-good parts of having a brother or 
sister with special needs, play games, learn 
something about the services their siblings 
receive, and have some more fun.” Current-
ly there are over 475 Sibshops in over eight 
countries. More recently, SibTeen programs 
have also been developed, as well as online 
forums utilizing social media.

Melmark in Berwyn, Pennsylvania has 
been running Sibshops for four years, and 
this year launched a SibTeen group. An av-
erage of ten children ages seven to twelve 

come together once a month for two hours 
between the months of September and June. 
The group is a mix of fast-paced games to 
get the children moving and talking with 
one other, and more reflective activities to 
get them to think on a deeper level about 
their relationship with their siblings and 
families. When I first started the group, we 
spent a lot of time playing games, and I re-
ally underestimated the kids’ abilities and 
desires to have more in-depth conversa-
tions about what it means to have a brother 
or sister with special needs, and how that 
affects them and their families as a whole. 
Over the years, I have incorporated more 
time for these discussions, and have been 
pleasantly surprised at how the children 
rise to the challenge and really open up to 
their own feelings, as well as show empa-
thy and concern for their peers. Last season 
we developed a newsletter for the siblings 
to discuss Sibshop and what it means to 
them. Jamie, a Sibshop participant, noted 
that she enjoyed Sibshop “because no one 
judged her by her sibling, and while the 
discussions can sometimes be uncomfort-
able, they are mostly helpful in helping to 
understand my own sibling, and be more 
helpful to others.” Discussions can range 
from how to cope with siblings’ challeng-
ing behaviors at home and in the communi-
ty to worries about the future. Wise beyond 
their years, the exuberant group settles 

see Siblings on page 22

Suzanne Muench, MSS, LCSW
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Facilitating Self-Advocacy for Adolescent Students 
with ASD Through Person-Centered Internet Sites

By Estefania Flores,
Andrew Winfrey,
AHRC New York City
and James Lawler,
PACE University

Adolescents with Autism Spec-
trum Disorder (ASD) who at-
tend AHRC New York City 
Middle / High School (M/HS) 

in Brooklyn are engaged in an exciting 
collaboration with students from the Se-
idenberg School of Computer Science and 
Information Systems of Pace University. 
M/HS students are participating in chal-
lenge-driven opportunity projects with 
their peers who do not have disabilities, 
and they are exploring their hopes and 
dreams through person-centered internet 
sites. These projects, with the assistance 
and help of the students of Pace Universi-
ty, are facilitating a foundation for growth 
in self-advocacy.

Coming to a College Course

The college course is a Web Design for 
Non-Profit Organizations entrepreneur-
ial lab consisting of projects based on the 
goals of the M/HS students. The Seiden-
berg students are paired with M/HS stu-
dents based on the affinity of anticipated 

interests and experiences. According to 
Dr. Lawler, Course Professor, “The ob-
jective is to expand upon interests of the 
M/HS students and to create a project 
that reflects in-depth exploration of their 
preferred topics.” Their interests are rep-
resented through person-centered, story-
telling websites. The course consists of 
24 M/HS students and 24 undergraduate 
Seidenberg students who meet for 3 hours 
on Tuesdays in the spring and fall semes-

ters of the university over the course of the 
academic year. The course, which is held 
at the Pace University labs, provides an 
opportunity for the M/HS students to ex-
perience the demands and the excitements 
of a college course.

Developing Person-Centered Websites

The rationale for engagement through 
the formation of the websites is derived 

from a disciplined methodology (Felder, 
2012). The content of the sites is formed 
from generic interests articulated as “brag 
nuggets” (Klaus, 2012) in categories such 
as culture, entertainment, history, politics 
or sports. For example, the M/HS students 
may identify Dr. Martin Luther King, Jr. 
as a culture exemplar, Hillary Clinton and 
gender rights as a political model, or 

see Internet Sites on page 29

James LawlerAndrew WinfreyEstefania Flores
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Walking the Tightrope: Promoting Success in the Adolescent with ASD

By Shuli Sandler, PsyD
Clinical Psychologist
Private Practice

It is tough being an adolescent. Adoles-
cence is a time fraught with changes 
at many levels. Physically, the body 
is growing and changing, evolving 

from the body of a child to an adult, and 
becoming physiologically capable of bear-
ing children. There is a tremendous surge 
of hormones that allow for many of the 
physical and sexual changes that can af-
fect the adolescent’s mood and sense of 
stability. Socially, there is an evolution of 
many of the friend groups, with compli-
cated social dynamics that shift from the 
more straightforward experiences of the la-
tency-age child. In addition, romantic and 
sexual feelings come to the forefront with 
a vengeance. As I said, it’s tough.

It’s also a tremendous challenge being 
on the Autism Spectrum. Two of the prom-
inent characteristics of being on the spec-
trum are social difficulties and difficulties 
with being independent. Social difficulties 
characterize the individual with ASD from 
early on in life, but the difficulties can be-
come more problematic as the individual 
enters middle school and later, and social 
relationships take on a more central role 
developmentally for all children. Simi-
larly, while all children feel a desire to be 
autonomous and independent throughout 

childhood to some extent or another, it be-
comes much more prominent in the ado-
lescent phase. It is for these reasons that 
an adolescent on the Spectrum likely will 
have a more difficult time getting through 
this time period because of the specific and 
unique challenges that being on the spec-
trum poses combined with the typical chal-
lenges that all adolescents face.

Despite these challenges, I find it grat-

ifying to work with adolescents and their 
parents during this time period. The time 
is fraught with the possibilities of the fu-
ture, and the sense of accomplishment and 
success when the adolescent comes to a 
place of understanding or solidifies an as-
pect of identity. It is wonderful to hear him 
on a quest to understand himself while he 
struggles with questions and crises related 
to the formation of the self that are specif-
ically unique to that time period. Once the 
adolescent grows into adulthood, there are 
fewer crises, but it is also harder to access 
these life questions and decisions. As such, 
this time period is filled with hope and cer-
tainty, but also frequently stress, and often 
a sense of drama and despair.

The challenge in working with adoles-
cents on the spectrum is to support them 
in this developmental phase and help them 
work through the typical crisis of adoles-
cence. This includes the quest for person-
al identification, independence, and the 
increased focus on social relationships, 
including romantic interests, while at the 
same time allowing for the unique chal-
lenges encountered. At times, supporting 
the unique needs of autism may seem con-
trary to some of these important goals of 
adolescence. Because individuals with 
ASD struggle with social relationships, it 
does not mean they do not have the same 
desire and interest in social and romantic 
relationships of adolescence. Similarly, 
even though the individual with ASD is 

more reliant on parents and caregivers than 
their neurotypical peers, they still crave the 
desire for autonomy and independence as 
their counterparts.

As a result, parents and caregivers are in 
a unique position to try to promote the ado-
lescent with ASD’s developmental process 
consistent with all adolescents, while si-
multaneously supporting the unique needs 
related to Autism. Unfortunately, many 
well-meaning caregivers err on the side of 
squelching their desire for autonomy tot-
ing the Autism difficulties, or the opposite, 
in an effort to promote independence, give 
them too much freedom, not taking into ac-
count some of the difficulties their Autism 
presents. This can lead to much frustration 
and anger for the adolescent and caregiv-
er. The caregiver can do a lot to help the 
adolescent get through this possibly rocky 
time and turn it into one of success.

Some parents may argue that their child 
is not capable of being independent and 
exercises poor judgment, citing examples 
where they “trusted” their child to set up 
a Facebook account or travel somewhere 
with disastrous results. My response is that 
everyone is capable of some level of inde-
pendence, though obviously that depends 
on each individual’s abilities and weak-
nesses. Independence is something that can 
be cultivated through teaching and model-
ing. A child who is taught how to 

see Success on page 28

Shuli Sandler, PsyD
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Parent and Adolescent Outcomes Following 
Participation in the PEERS© Program

By Laura L. Corona, MA,
Erica Davis, LMSW,
Jane Ann Worlock, MSEd,
Melissa L. Rinaldi, PhD,
and Kristin V. Christodulu, PhD
CARD Albany

As youth with autism spectrum 
disorder (ASD) navigate the 
complex social world of ado-
lescence, they frequently have 

difficulty forming and maintaining friend-
ships. Past research indicates that adoles-
cents with ASD report lower quality friend-
ships than their typically-developing peers 
(Bauminger & Kasari, 2000). Adolescents 
with ASD also report higher rates of lone-
liness and social isolation (Locke, Ishiji-
ma, Kasari, & London, 2010). In addition, 
compared to parents of typically-devel-
oping adolescents, parents of adolescents 
with ASD report higher levels of stress 
during this period, partly attributed to the 
social difficulties experienced by their 
children (Barker, Mailick, & Smith, 2014). 
In recent years, the development of social 
skills programming targeted specifically at 
adolescents with ASD has shown promis-
ing results for both adolescents (Laugeson, 
Frankel, Gantman, Dillon, & Mogil, 2012) 
and their parents (Karst et al., 2015). 

Among available social skills programs 

for children and adolescents with ASD, 
the Program for the Education and En-
richment of Relational Skills (PEERS©; 
Laugeson & Frankel, 2010) has garnered 
the largest evidence base (e.g., Laugeson 
et al., 2012; Schohl et al., 2014). The 
PEERS© program is a group-based, par-
ent-assisted social skills program created 
for the purpose of enhancing social skills 
among adolescents with ASD. Parents and 
adolescents attend weekly, 90 minute ses-

sions over the course of 14 weeks. Adoles-
cent sessions cover social skills including 
having conversations, entering and exiting 
conversations, electronic communication, 
use of humor, sportsmanship, and handling 
teasing, bullying, and gossip. Adolescent 
sessions follow a consistent format that 
includes homework review, didactic pre-
sentations from group leaders, modeling of 
appropriate social skills, and opportunities 
for adolescents to practice new skills with 

one another while receiving coaching and 
feedback from group leaders. Concurrent 
parent sessions meet in a separate room 
and focus on strategies to support adoles-
cent social skill development and practice. 
Weekly homework for adolescents pro-
vides opportunities to practice social skills 
between sessions.

The goal of the present study was to 
replicate prior findings from the PEERS© 
program and extend research on parent 
outcomes of participation in the program. 
Past research on PEERS© has reported 
positive outcomes for adolescents includ-
ing increased social skills knowledge, so-
cial responsiveness, and social skills such 
as cooperation and responsibility (Laug-
eson et al., 2012). Initial research on fam-
ily outcomes indicates that PEERS© also 
has broader impacts on parents and fami-
lies, including reducing family chaos and 
enhancing parenting self-efficacy (Karst et 
al., 2015). Given the stress that parents of 
adolescents with ASD often report, parent-
ing stress has also been examined among 
parents participating in PEERS©. Initial 
research by Karst et al. (2015) indicated 
no change in parenting stress following the 
program. However, this research assessed 
parenting stress broadly. It is possible that 
PEERS© may have an impact on specific 

see PEERS on page 36
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Promoting Student Independence and Successful 
Inclusion Through Systematic Use and Fading of Supports

By Amy Golden, MS, BCBA
Behavior Therapy Associates

Being able to be as independent as 
possible often substantially im-
pacts future success in all aspects 
of life (Causton-Theoharis, 2009; 

Hume, Loftin, & Lantz, 2009). Therefore, 
as a student moves through adolescence, 
it is essential for the educational team and 
family to place increasing emphasis on pro-
moting student independence. This should 
be carefully considered when developing 
the individualized educational plan (IEP) 
for the student.

IEPs often focus on short-term goals and 
objectives projected for the year ahead, 
with supports and services to help the stu-
dent achieve those skills. However, it is 
suggested that the IEP should be developed 
as a plan emphasizing independence, with 
long-term goals always on the forefront 
of the discussion. With this framework in 
mind, the team should focus on supports 
the student needs now to ultimately require 
less intrusive supports in the future. Goals 
for independent functional skills should 
be included in addition to those that are 
academically oriented. A variety of ac-
commodations and modifications should 
center on promoting both student progress 
and independence (Asher, Gordon, Selbst 

& Cooperberg, 2010; Twachtman-Cullen, 
2000). Areas of independence may include 
behaviors such as initiating tasks, tran-
sitioning between activities or locations, 
organizing materials, caring for one’s own 
daily needs, and more.

Paraprofessionals are routinely assigned 
to support students with autism spectrum 
disorders in the school environment (Gi-

angreco, Halvorsen, Doyle, & Broer, 2004). 
There are many clear advantages and disad-
vantages to this approach. Paraprofession-
als often provide the assistance students 
require to access less restrictive settings. 
Some of their responsibilities may include 
taking the lead for implementing behav-
ior plans, gathering important information 
about the student’s skills and deficits, pro-
moting social interactions with peers, and 
collecting data (Twachtman-Cullen, 2000). 

A key advantage of the use of parapro-
fessional supports includes the ability to 
promote generalization for the student 
across environments. Having detailed 
knowledge of the student’s abilities and 
challenges allows them to plan ahead as 
well as prepare to assist the student in new 
situations and settings. While these are all 
reasonable tasks and often necessary ben-
efits, providing 1:1 adult assistance can 
also be considered most restrictive and sig-
nificantly impact the student’s autonomy. 
Peers may be less likely to approach and 
interact with the student due to an adult’s 
presence (Giangreco, Edelman, Luiselli, 
& MacFarland, 1997). The student may 
engage in spontaneous conversation more 
readily with the adult, creating an unnatu-
ral division from the student’s classmates. 
The potential for prompt dependency is 
also heightened when an adult is always 
present (Causton-Theoharis, 2009). Best 

intentions to provide support for the in-
dividual may result in too much being 
done for the student or the use of intrusive 
prompts without a careful fading plan.

Therefore, prior to establishing the need 
for 1:1 staffing, a thorough assessment of 
the specific areas for support should be 
completed. Teams should convene to de-
termine what they anticipate achieving 
by using 1:1 supports and review if these 
needs can be met more effectively in oth-
er ways to promote student independence 
(Causton-Theoharis, 2009). For example, 
students may benefit from using commu-
nication devices, technology, additional vi-
sual cues, peer modeling, and environmen-
tal adaptations. Additionally, providing 
teachers and paraprofessionals with more 
advanced training can encourage the use of 
alternative and creative ways to assist the 
student (Stockall, 2014; Giangreco, Edel-
man, Luiselli, & MacFarland, 1997). In-
structing staff on the principles of applied 
behavior analysis, such as content includ-
ed in the training for Registered Behavior 
Technicians (RBT), can improve upon ed-
ucators’ utilization of effective prompting 
and fading strategies (Behavior Analyst 
Certification Board, 2013).

Once 1:1 support is in place for a student, 
collecting data on the paraprofessional’s 

see Independence on page 27
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Developing Independence: Teaching Goal Setting 
Skills to Adolescents on the Autism Spectrum

By Monica E. Carr, PhD
Autism Specialist and Research Fellow
University of Melbourne, Australia

Research conducted amongst the 
broader population has reported 
that goal setting is a teachable 
and effective support strategy, 

yet it is one that remains under-utilized by 
the Autism community.

The ability to live a meaningful life, with 
as little reliance on others as possible, is 
the aim of many families with a loved one 
on the Autism spectrum. As a result of the 
wide spread success of early intervention 
during the 1990’s and subsequent school 
based supports grounded in Applied Be-
havior Analysis (ABA), many students di-
agnosed with high functioning Autism or 
Asperger’s syndrome are today both capa-
ble and motivated to pursue tertiary educa-
tion (Pinder-Amaker, 2014; VanBergeijk, 
Klin, & Volkmar, 2008). 

As this growing group of adolescents 
and young adults often face challenges in 
accessing ongoing support, self-manage-
ment training is of critical significance. 
The techniques necessary to independently 
focus on required tasks, achieve optimal 
productivity, and work towards their own 
meaningful life goals may be taught to 
many people on the Autism spectrum by 

drawing on goal setting literature. Empow-
ering adolescents with the necessary skills 
to develop and achieve their own realisti-
cally attainable goals is an important, yet 
often overlooked, component of self-man-
agement support strategies. 

The US Department of Education has 
long considered self-determination to be 
an important outcome for students with 

disabilities (Algozzine, Browder, Kar-
vonen, Test, & Wood, 2001). The Division 
of Career Development and Transition 
(DCDT) suggested that by the age of 14 
years, students should be encouraged to as-
sume a maximum amount of responsibility 
in planning their futures, to the full extent 
of their capabilities (Halpern, 1994). 

Research conducted with students with 
various developmental or learning dis-
abilities has reported that goal setting and 
goal attainment are important compo-
nents of self-determination (Algozzine et 
al., 2001; Fowler, Konrad, Walker, Test 
& Wood, 2007; Konrad, Fowler, Walker, 
Test, & Wood, 2007; Palmer and Wehmey-
er, 2003). The skills required to develop 
self-determination include developing an 
understanding of the relationship of time 
to goal attainment (Field, Martin, Miller, 
Ward, & Wehmeyer, 1998). 

In the seminal literature on goal setting 
and task performance, Locke, Shaw, Saari, 
& Latham (1981) reported that in 90% of 
the studies, specific and challenging goals 
lead to higher performance than easy goals, 
“do your best” goals, or no goals. Locke et 
al. (1981) reported that goals affect perfor-
mance by directing attention, and increas-
ing effort, persistence and motivation. 
Locke et al. (1981) noted that in a sup-
portive environment, and for individuals 
with sufficient ability, goal setting is most 

likely to improve task performance when 
goals are specific, sufficiently challenging, 
feedback is provided to show progress in 
relation to goal attainment, and rewards are 
provided for goal attainment. 

While evidence of success in teaching 
goal setting techniques has been reported 
in the literature for individuals with men-
tal retardation or cognitive disabilities, a 
recent review of self-management inter-
ventions for students with ASD report-
ed a paucity of goal setting research for 
students on the Autism spectrum (Carr, 
Moore, & Anderson, 2014a). Carr, Moore 
& Anderson (2014b) conducted a broader 
systematic literature review of goal setting 
research to address the knowledge gap re-
garding implications of goal setting for stu-
dents with ASD. Their review was limited 
to single-case research designs (SCDs) to 
better examine the effects of individualized 
interventions, as is typical in special edu-
cation research (Horner, Carr, Halle, Mc-
Gee, Odom, & Wolery 2005). 

Carr et al. (2014b) reported that, while 
the data set they developed from published 
literature provided preliminary support for 
the effectiveness of goal setting techniques 
in a wide variety of interventions, little 
SCD research on goal setting has been con-
ducted with students on the Autism 

see Goal Setting on page 37

Monica E. Carr, PhD
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Researchers Link Increased Infant Brain Fluid to Autism
By Mark Derewicz 
UNC Health Care

MRIs show a brain anomaly in nearly 70 
percent of babies at high risk of developing 
the condition who go on to be diagnosed, 
laying the groundwork for a predictive 
aid for pediatricians and the search for a 
potential treatment.

A national research network led 
by UNC School of Medicine’s 
Joseph Piven, MD, found that 
many toddlers diagnosed with 

autism at two years of age had a substan-
tially greater amount of extra-axial cere-
brospinal fluid (CSF) at six and 12 months 
of age, before diagnosis is possible. They 
also found that the more CSF at six months 
– as measured through MRIs – the more 
severe the autism symptoms were at two 
years of age.

“The CSF is easy to see on standard 
MRIs and points to a potential biomarker 
of autism before symptoms appear years 
later,” said Piven, co-senior author of the 
study, the Thomas E. Castelloe Distin-
guished Professor of Psychiatry, and direc-
tor of the Carolina Institute for Develop-
mental Disabilities (CIDD). “We also think 
this finding provides a potential therapeutic 
target for a subset of people with autism.” 
The findings, published in Biological Psy-

chiatry, point to faulty CSF flow as one of 
the possible causes of autism for a large 
subset of people.

“We know that CSF is very important for 
brain health, and our data suggest that in this 
large subset of kids, the fluid is not flowing 
properly,” said Mark Shen, PhD, CIDD post-
doctoral fellow and first author of the study. 
“We don’t expect there’s a single mecha-
nism that explains the cause of the condition 
for every child. But we think improper CSF 
flow could be one important mechanism.”

Until the last decade, the scientific and 
medical communities viewed CSF as mere-
ly a protective layer of fluid between the 
brain and skull, not necessarily important 
for proper brain development and behav-
ioral health. But scientists then discovered 
that CSF acted as a crucial filtration system 
for byproducts of brain metabolism.

Every day, brain cells communicate with 
each other. These communications cause 
brain cells to continuously secrete byprod-
ucts, such as inflammatory proteins that 

must be filtered out several times a day. 
The CSF handles this, and then it is replen-
ished with fresh CSF four times a day in 
babies and adults.

In 2013, Shen co-led a study of CSF 
in infants at UC Davis, where he worked 
with David Amaral, PhD, co-senior author 
of the current Biological Psychiatry study. 
Using MRIs, they found substantially 
greater volumes of CSF in babies that went 
on to develop autism. But they cautioned 
the study was small – it included 55 babies, 
10 of whom developed autism later – and 
so it needed to be replicated in a larger 
study of infants.

When he came to UNC, Shen teamed 
up with Piven and colleagues of the Infant 
Brain Imaging Study (IBIS), a network of 
autism clinical assessment sites at UNC, 
the University of Pennsylvania, Washing-
ton University in St. Louis, and the Univer-
sity of Washington.

In this most recent study of CSF, the 
researchers enrolled 343 infants, 221 of 
which were at high risk of developing au-
tism due to having an older sibling with 
the condition. Forty-seven of these infants 
were diagnosed with autism at 24 months, 
and their infant brain MRIs were compared 
to MRIs of other infants who were not di-
agnosed with autism at 24 months of age.

The six-month olds who went on to de-
velop autism had 18 percent more CSF 

see Infant Brain on page 31

Right: MRI of a baby at 6 months who was diagnosed with 
autism at 2 years. The dark space between the brain folds 

and skull indicate increased amounts of cerebrospinal fluid. 
Left: MRI of a baby who was not diagnosed with autism at age 2.

Credit: UNC School of Medicine / Mark Shen, UNC
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“What Color is Monday?” “Someone I’m with Has Autism” 
Now Available!

Follow Carrie’s blog posts and heartwarming books:
carriecariello.com

facebook.com/whatcolorismonday
amazon.com/Carrie-Cariello/e/B00J2N0CBI/

Hi, my name is Carrie Cariello. 
I am forty-two years old. I am 
married to a man named Joe and 
we have five children. Twelve 

years ago, I gave birth to a baby boy with a 
neurological disorder called autism. It im-
pacts the way he eats, sleeps, talks, and thinks.

He is considered special needs, because 
his needs are special. For example, he 
needs to ask me thirty-six thousand times 
what the plan for the day is, even if it’s just 
a regular old Monday and we’ve had the 
same plan every Monday since the begin-
ning of September.

He needs to sleep with six pillows ev-
ery night or he flips out at bedtime. He 
needs medicine to cope with his over-
whelming feeling of fear and anxiety. He 
needs to roll all of his food between his fin-
gers before he eats it, even meatballs.

I have a child with special needs. Some-
times, I can’t believe it myself. I mean, it’s 
easy to understand the who and the what and 
the where and the how of it all.

My child has autism and it is in his brain 
and his heart and his soul and his body. 
It is the result of a complicated mutation 
in genetics and DNA. Also, my in-laws. (I 
mention my in-laws here because I usually 

try to blame Joe’s side of the family for the 
autism gene. As you can imagine, this only 
helps to strengthen our relationship.)

And yet there are times when I don’t un-
derstand the why.

Why did I, of all people, have a boy who 
needs medicine every night just to sleep 
and has to touch all of the food on his plate 
at the dinner table - a boy I hurt for and 
hope for and love so much that my heart 

squeezes together?
I have to admit I don’t spend a whole lot 

of time trying to answer this question be-
cause frankly, it’s pretty pointless. It doesn’t 
change anything. But every once in a while, 
when I’m feeling particularly pensive or 
sad or nervous, it flashes across my subcon-
scious like a lightning bolt. It is bright, and 
hot, and I don’t want to reach out and touch 
it because I’m afraid I’ll get burned.

Why me? Why did God or the universe 
or the complicated twist of genetics give 
me a child with special needs?

Why do I have to think about the long-
term effects of medication and wipe greasy 
meatball fingerprints off the counter every 
single day? Why do lie awake at night, 
worrying about what will happen when 
I’m not here anymore? Maybe it was so I 
would stay married.

Oh, don’t get me wrong, I love my hus-
band. I have loved him for twenty-three 
years. I love that I know his favorite band 
is Rush and I love the way he stands at the 
sink in the morning and brushes his hair. I 
love the sound of his laugh when he hears 
a good joke, and I love that whenever we 
sit down in a restaurant and open the menu 
and there is calamari, I know that’s what 
he’s going to order.

There is no good way to explain the way 
autism has affected our marriage except to 

say that it should have broken us. I mean, 
I don’t know how it hasn’t broken us al-
ready. It should have broken us, and we are 
somehow still standing. Perhaps the very 
thing that is trying to tear us apart has actu-
ally kept us together all this time.

I am a much different mother than I 
expected to be. I am the kind of mother 
who cares less about grades on a report 
card and more about teaching my kids how 
to load the dishwasher. I worry less about 
trophies on the mantle and more about 
kindness on the bus.

Perhaps God/the universe/genetics/my 
in-laws decided to give me a child with 
special needs so I would learn how to wait. 
The best things in my life so far are the 
ones I have waited for; an unexpected sen-
tence, a surprise smile, a quick one-armed 
hug in the hallway.

The thing is, I will probably never know 
why I gave birth to a baby with autism, any 
more than I know why six is the magic num-
ber of pillows at bedtime. Some things in 
life are simply meant to remain a mystery.

But I do know that no matter how hard I 
think it is to have a child with special needs, 
it is a million times harder for him. On the 
days my heart is squeezing, this child’s 
heart is shattering. When I am gasping for

see I Know on page 25

I Know Why He Has Autism

Jack Cariello
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to reduce stigma, promote awareness and disseminate evidence-based information that will serve to improve the lives of individuals 
with mental illness, substance use disorders and autism spectrum disorders,their families, and the provider community that serves them.
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Berklee to Launch the Institute for Arts Education and Special Needs This Fall

By Tori Donahue
Berklee College of Music 

Berklee will launch the Berklee In-
stitute for Arts Education and Spe-
cial Needs in the fall of 2017. The 
institute will provide opportunities 

for individuals with special needs to learn 
about, experience, and create in the arts. It 
will offer community programs, learning 
opportunities for undergraduate and gradu-
ate students, professional development for 
teachers, and partnerships with internation-
al, national, and regional organizations.

This one-of-a-kind institute will further 
the impressive work led by Rhoda Bernard, 
who will be its managing director, and build 
on the 10 years of Boston Conservatory’s 
successful Autism Spectrum Programs, 
which offer several arts education programs 
for individuals with autism: music classes 
for young children, private instrument les-
sons, dance classes, sensory-friendly the-
ater and dance programs, and a choral en-
semble for children and adults with autism 
as well as their family and friends.

In addition to local partnerships, the insti-
tute will expand its list of national and inter-
national relationships, which includes Music 
for Autism International, and United Sound.

Boston Conservatory at Berklee current-
ly hosts professional development work-
shops and consultations on teaching the 
arts to students with special needs, and will 

continue to expand these opportunities as 
it grows. Its annual two-day conference, 
Teaching Music to Students with Autism, 
will take place this year from April 28-29.

The recent merger between the Conser-
vatory and the College provides the perfect 
opportunity to create this institute, and to 
bring the vibrant array of offerings in spe-
cial education and the arts to the Music Ed-
ucation Department at Berklee. Students 
will be able to earn a Master of Music de-
gree in music education (autism concen-
tration) or a graduate certificate in music 
education (autism concentration). 

“The Berklee Institute for Arts Education 
and Special Needs will create new opportu-
nities to teach the arts to students of all ages 
with special needs,” said Bernard. “With 
this institute, we can serve a larger popu-
lation who will benefit from arts education. 
These individuals face many challenges, 
but when they come to our programs, they 
are celebrated for their love of music and 
their artistic accomplishments. Our existing 
programs will continue to grow while we 
expose new teachers, students, and commu-
nities to the power of art for all.”

Boston Conservatory at Berklee serves 

as a leader in the field of music education 
and autism; the opening of the institute 
will create new opportunities to expand its 
focus into additional areas of special edu-
cation. The Conservatory was the first per-
forming arts college to offer private music 
lessons to individuals on the autism spec-
trum in 2007 and, under the leadership of 
the Conservatory’s external relations direc-
tor, Kim Haack, was first school in Boston 
to present autism-friendly performances 
in 2013. In 2015, it was also the first con-
servatory in the nation to launch graduate 
training programs specifically in music ed-
ucation and autism.

This article has been reprinted with 
permission and first appeared on March 
1, 2017 at www.berklee.edu/news/fall-
berklee-institute-arts-education-and-spe-
cial-needs-opens-its-doors-students-educa-
tors-and?ss=203706.

Rhoda Bernard, EdD, is Chair of the 
Music Education Department and Director 
of Autism Spectrum Programs at Boston 
Conservatory at Berklee. For more infor-
mation on the autism spectrum programs 
currently available, visit www.boston-
conservatory.berklee.edu/extension-pro-
grams/autism. For information on the Insti-
tute for Arts Education and Special Needs, 
please visit www.berklee.edu/institutes/in-
stitute-arts-education-and-special-needs.  
To contact Dr. Bernard, email rbernard@
berklee.edu or call (617) 912-9104.

Rhoda Bernard will lead the Berklee 
Institute for Arts Education and Special Needs

Credit: Max Wagenblass

Siblings from page 12

into discussions about what they worry 
and dream about, and what they hope for 
themselves and their siblings. The support, 
encouragement, laughter, and community 
the kids provide for each other serve as a 
great testament to the power of Sibshops to 
help meet these kids where they are and to 
allow safe space for the exploration of their 
feelings with no judgment or shame.

The SibTeen group started this year cur-
rently has five boys and girls ages 13-15, 
and all but one were a participant in the 
Sibshop program in previous years. Most 
of these teens also come back to help as 
Teen Helpers in the monthly Sibshop meet-
ing and serve as role models for the young-
er children. We currently meet every other 
month from 6:00 p.m. to 9:00 p.m. to make 

dinner together, play games, and then have 
time for a more lengthy discussion about 
a particular topic of concern. Not only 
are these teens having to deal with more 
complex fears and anxieties about their 
siblings, but they are also going through 
adolescence in a time when, more than 
ever, they are being judged and evaluated 
on a number of social expectations that 
are made that much harder when you have 
unique family situations to contend with.

Whether playing silly games, or delving 
into complex emotional thoughts about 
living with a sibling with special needs, 
it’s clear that there are benefits to provid-
ing space for these children and teens to 
explore their feelings, both positive and 
negative. By allowing them the opportuni-
ty to share their experiences with others in 
similar situations, we can reduce the likeli-

hood that they will feel lonely and isolated. 
Hopefully, this will also allow them an in-
crease in their confidence and self-esteem 
in other areas of life. Given the longevity 
of the relationship they will likely have 
with their sibling, starting it off on a solid 
foundation early on can help assure they 
will be able to support each other through 
whatever life may bring.

The mission of Melmark is to serve chil-
dren, adults and their families affected by 
a broad range of intellectual disabilities. 
With service divisions in Berwyn, Penn-
sylvania, and Andover, Massachusetts, 
Melmark provides evidence-based edu-
cational, vocational, clinical, residential, 
healthcare and rehabilitative services, 
personally designed for each individual 
in a safe environment of warmth, care and 

respect. For more information, please visit 
www.melmark.org and www.melmarkne.org.
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Empowering Parents: Caregiver Support for Youth and Adolescents with ASD

By Kimberly Bean, EdD,
Barbara Cook, EdD, CCC-SLP,
Ruth Eren, EdD, and
Karen Meers, PhD, BCBA
Southern Connecticut State University

Parents rely on neighbors, friends, 
family members and other care-
givers to provide in-home tempo-
rary care, frequently referred to 

as “babysitting,” for their children while 
they attend meetings, run errands, and 
have some “couple” time away from rou-
tine family responsibilities. This can be a 
daunting challenge for parents of youth 
and adolescents with ASD for various rea-
sons. Most typical individuals in this age 
group do not “require” in home temporary 
care; therefore, there may be a lack of “sit-
ters” available to care for this age group. 
Those available may be hesitant to care for 
an adolescent that is near the same age as 
them, and may be apprehensive based on 
their lack of knowledge of how to support 
an individual who may exhibit communi-
cation and behavior challenges. Yet these 
individuals on the spectrum cannot be left 
alone and more often than not, parents re-
frain from going out for lack of an appro-
priate “sitter” for their adolescent. 

The following experience from a first 
year teacher illustrates this difficulty: 

During Ms. Porter’s first open house of 
her first year of teaching, she had planned 

to welcome parents into her classroom to 
inform them about the life skills and vo-
cational curriculum she would be using 
to teach their adolescents with autism 
spectrum disorder. To her surprise, only 1 
parent attended the Open House, bringing 
along her 2 children. The parent imme-
diately apologized to Ms. Porter saying 
“I am so sorry for bringing Johnny and 
Avery, but I have been unable to find a 
babysitter capable of caring for Johnny 
while I am out. Avery is okay with any 

babysitter, but because of Johnny’s age, 
size and behaviors, it is just too hard.” 
Ms. Porter soon realized that this was true 
for many of her student’s parents, and why 
many of her parents were unable to attend 
that Open House. 

Social interaction and communication 
challenges associated with autism spec-
trum disorder (ASD) may result in an in-
creased use of disruptive and non-func-
tional behaviors, especially in the context 
of novel situations, such as those experi-

enced with a temporary caregiver, like a 
babysitter. The difficulty in understanding 
the function of these behaviors and their 
variability lead to frustration for those car-
ing for children of all ages with ASD (Mc-
Cann, Bull, & Winzenberg, 2015; Pottie & 
Ingram, 2008). Not only does this impact 
the temporary caregiver’s ability to be sup-
portive, it results in additional stress for the 
parents. Mothers of individuals with ASD 
report higher levels of caregiver burden 
than parents of typically developing indi-
viduals and higher levels of stress or de-
pression than mothers of individuals with 
other developmental disabilities; including 
Down Syndrome (Abbeduto et al., 2004; 
Lee et al., 2008; Pisula, 2007; Roper, et 
al., 2014). The behavioral difficulties of 
individuals with ASD play a role in the in-
creased level of need for support for these 
parents (Siklos & Kerns, 2006). Mothers 
and fathers of young children with autism 
also report higher levels of stress related 
to their parenting responsibilities linked 
to these challenges (Rivard, Terroux, Par-
ent-Boursier, & Mercier, 2014). Fortu-
nately, we know that families who receive 
more respite care for their youngsters with 
ASD report lower levels of stress. There-
fore, an increase in respite type services 
(i.e. in-home temporary support, babysit-
ters) for families of individuals with ASD 
is indicated (Harper et al., 2013).

see Empowering on page 26

David’s Space from page 10

Minecraft games—virtually from within 
the building—after they received coaching 
on what to do and how to interact. Pretty 
quickly, the special education team started 
to come in and deliver lessons. Soon he 
went to school an hour a week, then two—
sometimes with a peer partner physically 
next to him—until one day it was clear I 
didn’t need to be there anymore.

When he realized I wasn’t going to be 
present to support him, he went to his par-
ents and asked if he could start going to 
my office. He’s been coming now for the 
past year. We’ve worked on everything 
from emotional regulation to general social 
thinking to how to interact with women in 
ways other than what YouTube showed him 
(my SLP-A was a saint). This was the fifth 

building he’d voluntarily entered in eleven 
years—and yes, he still goes to school.

The Sixth Building

For all the love he has of fantasy and 
film, David never saw a movie in a the-
ater. His favorite character of all time is 
Captain America—he loves how brave he 
is, how moral, how he always knows the 
right thing to do, and how he doesn’t al-
ways wear a mask. I asked him if he would 
go see the newest movie with me and af-
ter long conversations and visuals about 
what a movie-going experience entailed, 
he agreed.

I called and miraculously arranged a 
special early showing where we could be 
alone thanks to the generosity of a chain 
theater manager (if anyone wants to know 

the chain for a similar purpose, email me). 
David was bringing earplugs, fidgets and a 
weighted blanket, so in the spirit of again 
meeting him in his space and showing him 
his needs are OK, I brought mine too. We 
got popcorn and sat together in an empty 
theater, weighted down and muffled, where 
he watched the entire movie without leav-
ing or asking for a break. It’s the longest 
I’ve ever seen him sit still. He was rapt. I 
leaned over a few times to check on him 
and actually got shushed—another first.

When the movie ended and he explained 
all the parts I (mostly truthfully) didn’t un-
derstand, I asked him if we could do some-
thing new again next week. David nodded 
and quietly replied, “What should we do, 
Mr. Lucas?” In reply, I got to say three 
words defining the very core of who I want 
to be as an SLP:  “You tell me.”

Lucas Steuber, MA-T, MS, CCC/SLP, is a 
Speech-Language Pathologist who  works 
as an educational technology consultant in 
addition to maintaining a private practice 
and  serving under contract in the public 
schools in Washington State through the 
fantastic organization PediaStaff. He is 
the director of clinical  research and  de-
velopment for the iOS app FreeSpeech, 
which was the first special education iOS 
app to be featured by Apple in the “Best 
New App” category overall and won best 
of show in its category at CES Asia in 
2016. He also serves on multiple nonprofit 
boards, including sitting on the strategic 
planning and external planning commit-
tees of the Autism Society of America. 

For more information, please  visit http://
www.lukesteuber.com, or contact him at 
luke@lukesteuber.com.
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Better Language Comprehension Through Brain Connectivity
By Paul Worthington
Director of Research and Development
Lindamood-Bell

Autism spectrum disorder (ASD) 
impairs communication skills, 
impacting the ability to engage 
and interact with others. The 

deficits in communication skills impact 
classroom performance for students with 
ASD, since comprehension of the English 
language is foundational to success with-
in the United States’ educational system. 
With one in 68 persons diagnosed with 
ASD (“Data and Statistics,” 2016, http://
www.cdc.gov/ncbddd/autism/data.html), 
42% of whom have impaired expres-
sive and receptive language skills (Chan, 
Cheung, Leung, Cheung, and Cheung, n.d, 
http://foa.sagepub.com/content/20/2/117.
abstract), a large portion of the student 
population is affected by this neurodevel-
opmental disorder. 

The challenges of impaired language 
skills aren’t limited to the educational 
performance. Many students with ASD 
also experience psychosocial problems 
that impact peer relationships as well as 
student-teacher interaction. However, lan-
guage comprehension can be improved 
through a scientifically-based and re-
search-validated method, offering a solu-
tion that addresses both academic and so-
cial concerns for those affected. 

Picture It

Language comprehension is a complex 
brain process involving multiple parts of 
the brain. The Dual Coding Theory (DCT) 
of cognition, researched and developed by 
the late Allan Paivio of the University of 
Western Ontario, stipulates that both vi-
sual and verbal representations of words, 
sentences, and paragraphs are necessary 
for memory and language comprehension. 
A person must be able to associate images 

with words, and vice-versa, for effective 
cognitive processing to take place. Albert 
Einstein attested to this notion saying, “If I 
can’t picture it, I can’t understand it.” 

Only in recent years have language 
comprehension deficits been identified as 
a specific type of learning disability. Pre-
viously, the symptoms of comprehension 
deficits were acknowledged, such as poor 
recall or difficulty with expression, but 
the underlying cause was not. As a conse-
quence, treatment was limited to “language 
only” strategies that attempted to mitigate 
and remediate the symptoms, instead of 
addressing the cause of the deficit—a defi-
cit in being able to create mental represen-
tations (images).

In the Classroom

All learning requires a basic foundation 
of language comprehension, regardless 
of the subject matter. Curriculum is de-
livered primarily through language-based 
media such as textbooks and oral instruc-
tion. Students exhibiting at-risk language 
comprehension skills are exposed more 
frequently under the assumption that re-
peated exposure will facilitate learning. 
However, when the brain centers do not 
adequately communicate, due to a weak or 
underdeveloped ability to generate images, 
no amount of repetition of content-based 
instruction will remedy language compre-
hension deficits. 

Social Impacts

Not only are students with language 
comprehension deficits prone to academ-
ic struggles, they also face related social 
and emotional challenges. They are likely 
to ask questions repeatedly, attempting to 
grasp information they do not retain or un-
derstand. Similarly, students with ASD fail 
to connect to the larger picture of the class-
room objectives and are likely to make un-
related comments. Teachers may mistake 
these behaviors as intentionally disruptive 
and take disciplinary steps. Peers often 
find the behaviors offensive and distance 
themselves socially, resulting in alienation 
of the student with ASD. 

Finding Answers

The prevailing educational model re-
quires students to demonstrate failure to 
access the curriculum prior to making in-
terventions and accommodations via spe-
cial education plans. Brain plasticity—the 
brain’s ability to modify its structure—is 
at its highest capacity in childhood. This 
indicates the necessity of intervening as 
soon as language comprehension deficits 
are identified. 

The need to engage in more effective 
ways to address language comprehension 
deficits is essential given the rise in ASD 

see Connectivity on page 34

Paul Worthington

The Face of Grief Before and After the Autism Spectrum

Leslie Wright-Brown, MS, RN-BC
Nursing Education and Research Dept.
Saint Barnabas Medical Center

My husband Cedric and I 
used to joke we should have 
known from the beginning 
our extremely introverted 

daughter preferred not to be bothered with 
the rest of the world. Despite trying to ar-
rive early at 35 weeks, at 42 weeks labor 
was induced and Jordan arrived. I remem-
ber the nurse saying, “It’s a girl, and she 
is beautiful!” Jordan’s smile warmed the 
hearts of all around her. When she was five 
months old, I took her to a K-Mart Pho-
tography Studio to have her first formal 
portrait taken. While I entertained her so 
we could get a good picture, a small crowd 
gathered to watch the show. But by age 
three a change occurred. While at the photo 
studio, Jordan seemed fearful of the flash-
ing lights. She did not smile at all during 
the session. In fact, she became terrified 
of a litany of things – falling leaves and 
snow touching her, the blacktop pavement 
at the pre-school, insects (flies in particu-
lar), popping balloons and the “Scream” 
character Halloween costume. She could 
not tolerate the “scary” section of the Hal-
loween store. While eight months pregnant 
with the twins, her “blind” fear propelled 
her to release my hand, and without look-
ing run across a street to escape a fly. She 
also ran from her classroom and yanked on 

the elementary school door to get out be-
cause she saw a fly. The only person she 
held a meaningful conversation with was 
me. A child psychologist told me children 
usually outgrow fears and phobias. I also 
attributed her introversion to the fact both 
my husband and I were quiet individuals. 
So at age twelve, her reaction of silence 
did not surprise me when I told her and my 
five-year-old twins in January 2007 that 

my husband was diagnosed with cancer 
of the urethra, which quickly spread to the 
lymph nodes. By August 2007, there was 
metastasis to the bone.

A Child Life Specialist advised me no 
matter how difficult, in order to maintain 
trust, always be open and honest with the 
girls. While the twins cried at times, Jor-
dan would just keeping asking, “Is dad 
okay?” I responded, “He has cancer, but 
is getting medicine to treat it. He is okay 
right now.” Simultaneously we had recent-
ly moved, and Jordan was attending the 7th 
grade in a new school district. Her grades 
went from A’s at the prior school to D’s. 
I came home one day and found her in a 
fetal position. She was being bullied at 
school. I contacted a pediatric nurse prac-
titioner friend who referred me to a social 
worker. She became part of a weekly group 
with other girls who had been bullied. So, 
while taking my husband for chemothera-
py during the day, in the evening the twins 
and I slept in a waiting room while Jordan 
participated in her group session. As my 
husband’s health declined, I converted our 
family room into a “hospital suite.” We be-
gan hospice in November 2007. One day, 
while the girls were in school my husband 
was admitted to the hospital for manage-
ment of intractable pain. When they got 
home, I told them what happened. Staring 
at computer screen with mouse in hand, 
Jordan sighed and said, “Thank God. I 
need a break.” She never looked up from 
the computer. Once Cedric became unre-

sponsive, I knew his death was imminent. 
I encouraged the twins to continue to play 
in the family room. Jordan stood outside 
the room saying, “I want to go in, but it’s 
scary.” I responded, “You don’t have to go 
in if you don’t want to, but Dad wanted to 
be home so he can hear your voice. He can 
still hear everything going on. Hearing you 
guys laugh makes him very happy.” She 
smiled and we hugged. Forty-eight hours 
later Cedric passed away in February 2008. 
The first time I saw Jordan publicly cry 
was at the funeral.

Thirty-six days later, on his 47th birthday, 
the girls and I visited the cemetery for the 
first time. Both twins went to the gravesite. 
Jordan did not get out of the car. Two 
weeks after Cedric’s death, Jordan wrote 
me a six-page letter discussing the emer-
gence of an imaginary male friend named 
Jaime. Since Jaime appeared in February, 
Jordan said, “Although his real birthday 
was in February, I changed it to May, be-
cause February is such a sad month.” Jor-
dan then became a social recluse. She dis-
closed she had no friends in high school. 
Suspecting some delayed grieving, I took 
Jordan to see a licensed psychologist. Af-
ter an initial evaluation, she stated, “I think 
your daughter is grieving, but I also think 
she has Asperger’s Syndrome. Has anyone 
ever mentioned this to you?” “No,” I re-
sponded. “What is it?” She gave me the 
book entitled Asperger’s and Girls 

see Grief on page 37

Leslie and her girls 
visiting Cedric’s gravesite
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Autism, Sexuality, and Postsecondary Education
By Laura Albee, MA, BCBA,
Julie Piepenbring, PhD, LCSW,
Stephen Monroe Tomczak, PhD, LMSW,
and Esther C. Howe, DSW/PhD, LCSW
Southern CT State University

Approximately 50,000 students 
with Autism Spectrum Disor-
der (ASD) will turn 18 (Autism 
Speaks, 2012) with many high 

functioning ASD students completing high 
school in anticipation of enrolling in, and 
graduating from postsecondary institutions 
(Camarena & Sarigiani, 2009; Chiang, 
Cheung, Hickson, Xiang, & Tsai, 2012; 
Cox, Mintz, Locks, Thompson, Anderson, 
Morgan, Edlestein, & Wolz, 2015). How-
ever, only 34.7 percent of high function-
ing ASD (HFASD) students will attempt 
college within 6 years of having graduated 
(Shattuck, Narendorf, Cooper, Sterzing, 
Wagner, and Taylor, 2012; Cox et al., 2015). 
Despite their academic preparedness, defi-
cits in social reciprocity, communication, 
and stereotypic behaviors leave them iso-
lated, ostracized, and misunderstood. 

Research suggests parents remain present 
in the lives of their adult child with autism 
(Goode, Howlin, & Rutter, 1999; Howlin, 
Mawhood, and Rutter, 2000; Mawhood, 
Howlin, and Rutter, 2000; Szatmari, Barto-
lucci, Bremner, Bond, and Rich, 1989; Tan-
tam, 1991; and Balfe and Tantum, 2010), 
with many reporting either living with their 

parents, or residing in supported residential 
settings (Greiert, 2016). Few described dat-
ing, having a significant other, or having in-
timate social experiences (Goode, Howlin, 
& Rutter, 1999; Howlin, Mawhood, & 
Rutter, 2000; Mawhood, Howlin, & Rut-
ter, 2000; Szatmari et al., 1989; Tantam, 
1991; Greiert, 2016), and almost half of 
the adult participants according to Goode, 
Howlin, and Rutter (1999) reported having 
no friends (Greiert, 2016). 

Social scientists have identified four dis-
tinct features including social isolation (the 
relative absence of social relationships); 

social integration (informal involvement 
with a spouse / partner, and the formal affil-
iation with religious, volunteer, or commu-
nity groups); quality of relationships (emo-
tional support of a significant other, and 
the stress impacting the relationship); and 
social networks (the constellation of asso-
ciations surrounding the individual) as the 
impetus for overall health and well-being 
(Smith & Christakis, 2008; Umberson & 
Montez, 2010). By nature of their autism, 
including the absence of understanding the 
social rules of engagement associated with 
dating, romantic relationships, or everyday 

social exchanges, many individuals with 
ASD are put at a disadvantage. They often 
misinterpret the emotions associated with 
attraction and rejection, leaving them sus-
ceptible to committing an inappropriate act 
without the realization that what they are 
doing is wrong (Ray, Marks, & Bray-Gar-
retson, 2004; Travers & Tincani, 2010). 
Unlike neuro-typicals who gain much of 
their knowledge through peer engagement 
in naturalistic settings, individuals with 
ASD have led more restrictive lives. 

see Sexuality on page 38

Julie Piepenbring, PhD, LCSWStephen M. Tomczak, PhD, LMSWLaura Albee, MA, BCBA

I Know from page 19

air amidst autism’s rising tide, this child is 
nearly drowning. 

Underneath it all - the tantrums about a 
missing pillow and the small orange vial 
with the little white pills and hundreds of 
questions about the schedule, I know he’s 
trying to tell me something else entirely.

Make room for me. I am here. 
The thing is, once in a lifetime, you get 

the chance to meet a person who is unlike 
any other person you have ever met. A per-
son who is complicated, and honest, and 
tenacious, and pure. This person, well, he 
changes who you thought you were. And 
who you planned to become. He is travel-
ing a lonesome journey of one, yet chang-

ing the lives of many.
He is a boy named Jack. He is my child. 

He is my son.

What Color Is Monday?” is available on 
Amazon.com and BarnesandNoble.com. 
You can also follow Carrie on her weekly 
blog: www.CarrieCariello.com and Face-
book.com/WhatColorIsMonday.

The viewpoints expressed in “The Light-
er Side of the Spectrum” do not reflect 
the opinion of the Autism Spectrum News 
Editorial Board or the Publisher, Mental 
Health News Education, Inc. “The Light-
er Side of the Spectrum” is intended as a 
means for self-advocates, family members 
and others impacted by Autism Spectrum 
Disorder to share their stories. 

http://www.mhnews-autism.org
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http://www.Gersteinfisher.com
http://www.beccalory.com
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Empowering from page 23

Parents have limited access to resources 
to help them cope with behaviors and com-
munication difficulties due to extreme cost 
and time of intervention (Davis & Carter, 
2008). As a result, increased resources to 
provide support within the home and com-
munity environments is needed (Schleien, 
Miller, Walton, & Pruett, 2014). Services 
such as baby-sitting and/or in-home care 
for individuals with ASD are increasing-
ly being recommended for these families 
(Siklos & Kerns, 2006) and this additional 
in-home care needs to be from trained and 
trusted individuals (Thompson & Emira, 
2011). One approach would be to provide 
training opportunities for both potential 
temporary caregivers and families to learn 
about ways they can support their young 
child or young adult (Cridland, Jones, Ma-
gee, & Caputi, 2014). Providing training 
and workshops for the primary and sec-
ondary caregivers, including in-home care 
providers, is a unique way to teach these 
individuals the essential strategies to use in 
the home during short-term care.

Sit for Autism

Referred to as Sit for Autism, our pro-
gram was designed to teach families, care-
givers, babysitters, and those who may 
serve as temporary care providers, general 
information regarding autism spectrum dis-
orders. Content of the training emphasizes 
strengths and challenges associated with 
autism, common characteristics of individ-
uals with autism, and explanation of key 
evidence-based practices to engage individ-
uals with autism and reduce their problem-
atic behaviors during short-term care. 

The Sit for Autism program consists of 
one, 2 hour training session that blends 
lecture with hands-on activities. The initial 
part of the training involves the use of a 
PowerPoint presentation that shares infor-
mation focusing on the common social, be-
havior, and communication characteristics 
of individuals with ASD. The second part 
of the training session includes instruction 
and modeling of the implementation of 4 
evidence-based practices that may be used 
in the home or community setting. Partic-
ipants are given a kit that contains these 
tools, including, a visual support for the 
use of the “Premack Principle” (Premack, 
1959), visual schedules, a self-manage-
ment tool to assist with transition, and a 
visual support choice board (Wong, et al., 
2013). Example scenarios are reviewed and 
each participant is given the opportunity to 

practice: (a) An individual may adhere to a 
specific routine at home that is unfamiliar 
to the temporary caregiver. The parent may 
support their child by arranging a visual 
schedule designed with pictures or written 
words of the activities that he or she will 
participate in while the parent is away. The 
caregiver is instructed to remove or erase 
each activity as it is completed to assist the 
individual in understanding what will be 
next as well as to support awareness that 
the parent will soon be home. (b) In a situa-
tion where an individual should complete a 
task of low preference such as a household 
chore, the caregiver is encouraged to use 
a First-Then card, writing “First vacuum, 
Then (favorite activity).” The caregiver is 
instructed to show this visual to the indi-
vidual right before it is time to begin their 
vacuuming task. The caregiver would say 
“First vacuum, Then TV” while pointing 
to the visual support. Provided that the 
individual wants to watch a particular TV 
show, this should serve to encourage and 
motivate the individual to engage in the 
household task of vacuuming. (c) For time 
limited activities or those of least interest 
to an individual, the temporary caregiver is 
taught to use either a sound or visual timer 
to indicate when the activity will or must 
end. As soon as the timer rings, the indi-
vidual is allowed to end the activity. (d) 
An individual may have increased anxiety 
with the parent away and struggle to access 
language to request choice. The temporary 
caregiver is encouraged to use a choice 
board that will have a visual representation 
of all of the activities, or food, that may be 
selected by the individual while the parent 
is away.

In addition to the evidence-based prac-
tice tools, the training provides the par-
ticipants with a booklet referred to as the 
“Sit-Kit.” This booklet is completed by 
the parent and includes critical informa-
tion about the individual that will further 
support the caregiver in supporting the 
individual while the parent is away. The 
“Sit-Kit” is a modified version of a book-
let designed by the Connecticut Lifespan 
Respite Coalition, Inc (2008), with permis-
sion from Joy Liebeskind. This modified 
version adds components that are critical 
for parents of individuals with ASD. 

Over the course of a two-year period, a 
total of 112 participants of various ethnic 
and socio-economic backgrounds were 
included in the training sessions, includ-
ing parents, family members, caregivers, 
and babysitters. During its pilot year, pre 
and post survey outcomes revealed that 
all participants were “satisfied” or “highly 

satisfied” with the training program (83% 
highly satisfied). All participants would 
recommend this training program to others. 
Sit for Autism can be an effective training 
program for the family members, service 
providers, and caregivers of individuals 
with autism spectrum disorders. 

Programs such as this type of train-
ing can provide those additional supports 
needed for families and community mem-
bers to cope with and manage the severe 
and unique needs of individuals with ASD 
of any age.

Funding provided by the CT Department 
of Public Health project, the CT Collabo-
rative for Improving Services for Children 
and Youth with Autism Spectrum Disorders 
(ASD) and other Developmental Disabili-
ties (DD). State Implementation Grants for 
Improving Services for Children and Youth 
with Autism Spectrum Disorders and Oth-
er Developmental Disabilities. Announce-
ment number: HRSA -11-071. 

Kimberly Bean, EdD, is Assistant Pro-
fessor, Department of Special Education 
and Reading Southern CT State University. 
Barbara Cook, EdD, CCC-SLP, is Assistant 
Professor, Department of Communication 
Disorders, Southern CT State University. 
Ruth Eren, EdD, is the Dorothy W. Good-
win Endowed Chair, Department of Spe-
cial Education and Reading; Director of 
the Center of Excellence on ASD, South-
ern CT State University. Karen Meers, 
PhD, BCBA, Center of Excellence on ASD, 
Southern Connecticut State University.

For more information about Sit for 
Autism, contact Dr. Kimberly Bean at 
beank2@southernct.edu or the SCSU 
Center of Excellence on Autism Spectrum 
Disorders at https://www.southernct.edu/
academics/schools/education/asd-center/.
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Plugged In from page 4

Tips for Parents 
and Professionals

So, how can parents and professionals 
help minimize the risks and maximize 
the benefits of technology for teens with 
ASD? 

Setting Rules and Limits - Research has 
shown that setting rules and limits around 
technology use is very important. Youth 
who have rules and limits on their tech-
nology use spend less time engaged with 
their devices and show lower rates of prob-
lematic behavior (Engelhardt & Mazurek, 
2014). The following are some specific ex-
amples of rules and limits (Engelhardt & 
Mazurek, 2014; Gold, 2015):

• Limit in-room access to video games

• Establish clear time limits for game 
and internet use

• Use a large timer that is not on a phone 
or computer

• Start giving warnings 15 minutes prior 
to shutdown 

• Give reminders every 5 minutes prior 
to shutdown

• Help with the transition by clearly in-
dicating what the next activity will be

• Provide encouragement when the teen 
is able to unplug successfully

Guiding Appropriate Online Behavior - You 
can help teens to have successful and satis-
fying interactions with others through tech-
nology. Explicit “dos” and don’ts” for tech-
nology etiquette can help demystify digital 
relationships for teens. The following rec-
ommendations are from Gold (2015):

• Help the teenager present his or her real 
self on social media and the internet

• Help the teen cultivate both digital 
and real-life relationships

• Encourage the teen to connect to re-
al-life friends and classmates via texts 
and social media

• Encourage and guide online disclo-
sure in moderation

• Encourage the teen to use the internet for 
self-expression and social connection

• If online interactions are making the 
teen anxious, encourage him/her to 
take a break

• Be wary of overdependence, exces-
sive reassurance seeking, and preoc-
cupation with online relationships.

Attitude is Important - How can you set 
limits and rules, and encourage appropri-
ate behavior with your teen? What is the 
best way to go about all of this? Maintain-
ing an open and curious attitude is crucial. 
Explore technology with the teen and be 
careful about using language that might 
be perceived as judgmental. Make it clear 

that you are available should something 
confusing or concerning happen – the teen 
will not get in trouble for seeking help. Re-
member that for youth with ASD, social-
ization and communication can be expe-
rienced differently. Technology presents a 
myriad of new opportunities for youth with 
ASD to connect to others in ways that are 
comfortable for them. With your help, the 
teen can unlock a new world that plays to 
their strengths and potential. 

Resources

Want more? Check out Screen Smart Par-
enting: How to Find Balance and Benefit in 
Your Child’s Use of Social Media, Apps, and 
Digital Devices. By Jodi Gold, MD.

Danielle Francois, MS, is a Clinical 
Psychology Doctoral Candidate at Long 
Island University - Post and a Pre-doctor-
al Extern at ASPIRE Center for Learning 
and Development. Shana Nichols, PhD, is 
a Licensed Psychologist and Owner, Di-
rector, and Researcher at ASPIRE Center 
for Learning and Development.

For more information, please visit our 
website at www.aspirecenterforlearning.
com or contact the ASPIRE team at info@
aspirecenterforlearning.com.
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Independence from page 16

role can provide great insight into the 
student’s ongoing needs. While it is cus-
tomary to collect data focusing on student 
behavior, it is suggested that staff also 
self-monitor their own involvement with 
the student throughout the day. Sample 
content may include the types of prompts 
being used, the number of prompts re-
quired, and the proximity of the parapro-
fessional to the student. This information 
can be used to describe how the services 
are being used to support the student and 
point to areas in which the student re-
quires further assistance. For example, 
if a student has consistent difficulty with 
unpacking and organizing his belongings 
each day, a visual list or schedule can be 
implemented to orient the student to the 
required tasks with the goal of gradually 
removing the adult from the prompt. The 
visual prompt can remain in place long-
term and allow the student to work inde-
pendent of adult assistance. Continuous 
documentation indicating the need for 
verbal prompting can signal a potential 
concern, thus leading to the development 
of new intervention strategies specific to 
promoting self-sufficiency for the student.

Ongoing assessment should also help 

to determine if the 1:1 support is needed 
throughout the entire day or just for spe-
cific subjects or activities. By reviewing 
the student’s schedule and targeted needs 
across environments, the paraprofessional 
can be scheduled for support only when 
necessary. Thus, student independence can 
be promoted by fading the adult support 
from specific activities or subjects. Fading 
may be done gradually, with the parapro-
fessional taking increasingly greater steps 
away from supporting the individual in 
each setting. For example, a student may 
be accustomed to being escorted to the 
bathroom, between classes, or to the bus at 
the end of the day. A plan for promoting 
the student’s independence would consider 
whether the student could learn to navigate 
these transitions on their own or perhaps 
with a peer. Rather than relying on the 
adult to prompt the student, alternate strat-
egies should be investigated. 

As educational teams plan how to sup-
port students, focusing on long-term goals 
for greater independence will serve a stu-
dent well by preparing him/her for the fu-
ture. Collecting data throughout the fading 
process can help to pinpoint any new con-
cerns, allowing the team to consider novel 
strategies for helping the student and max-
imizing opportunities for self-sufficiency.

Amy Golden, MS, BCBA, is from Behavior 
Therapy Associates in Somerset, NJ, and can 
be reached at agolden@BehaviorTherapy-
Associates.com and via the practice website 
at www.BehaviorTherapyAssociates.com.
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The Soft Skills - A Call to Remember the (Not so Easy) Steps to Success

By Vicki Ofmani, MEd, LDT-C
Supervisor/SLE Coordinator
The Forum School

As we prepare our students for 
transitions from school to work, 
we put much emphasis on aca-
demics and trade skills. How-

ever, more and more, the employers are 
putting an emphasis on hiring individuals 
with the right soft skill set. For our students 
to be successful, we need to assist them in 
making this shift. It will be important to our 
students’ learning of these skills to remem-
ber to showcase their individual strengths 
within the soft skills realm; looking at each 
independently. Some of the common soft 
skills that employers are searching for and 
some ways of addressing learning need to 
be taught similarly to how other tasks are 
taught to each individual student. 

Let’s start with professionalism. Like 
it or not, others make judgment about us 
within the first few moments of meeting. 
This appears to be human nature. In the 
workplace, employers and fellow employ-
ees hear what you say and observe how 
you look. Teaching our students to look 
professional is paramount. Putting their 
“best face” out-there should be a mantra. 
As with other areas that we teach, there is 
a correct and incorrect way of presenting 
a professional demeanor. Skills to Pay the 
Bills distributed by the US Department of 

Labor and the Office of Disability Employ-
ment Policy is an excellent resource.

Then there’s a positive personality. 
Common sense tells us that the important 
skills are those that impact all aspects of 
our life. A favorite excerpt from the book, 
All I Really Need to Know I Learned in 
Kindergarten, hangs in my office. One line 
catches my eye daily: “…share…play fair. 

Put things back where you found them. 
Clean up your own mess….Live a bal-
anced life – learn some and think some and 
draw and paint and sing and dance and play 
and work every day….” Soft skills aide in 
success in life no matter what one does. 
It is reasonable to believe that employ-
ers’ statements are true: hiring friendly, 
high-energy positive people is their choice. 
If one is timid, defined efforts should be 
made to teach steps towards reality-based 
confidence. The caring part of a job should 
shine through, and this typically comes 
with a “good fit.” A good match between 
the students’ strengths and the job itself 
must be the root and planted firmly into a 
plan of instruction. Confidence comes with 
continued practice and good work being 
recognized. The student will pump up and 
get positive feeling flowing with each new 
experience. Showing true passion for a ca-
reer comes with the belief that it is a job 
well done. 

These positive professional skills flow 
over into other aspects of an individuals’ 
life enhancing social life, post-secondary 
studies and allowing for more success in 
fulfilling and maintaining job choices. 
Hard skills may get a job, but the soft skills 
will keep it.

Preparation is something seldom con-
sidered as a standalone skill, yet if one is 
unprepared, it is assumed that one doesn’t 
care. This can be summed up as work eth-
ic. Equipping our students with the right 

stuff is vital. It is a statement about who 
the individual is and the gift they have to 
share with the community. It is our duty to 
assist our students in finding that specific 
gift and preparing them to share it. We are 
equipping them for the future, just as much 
as reading for understanding, speaking so 
they can be understood, and listening ac-
tively. Our students can and must be in-
structed in ways that allow for responsible 
and thoughtful planning and decision mak-
ing in the workplace. This doesn’t mean al-
ways knowing the answer to a question - it 
means always knowing where (or whom) 
to go to for that answer.

Proving lifelong skills like reading and 
math calculations have always been the ed-
ucational plan. Now, for our students’ suc-
cess we must lead them to be reflective and 
pliable. Job duties and requirements can 
change quickly; this is one of the most dif-
ficult of areas for our students to deal with. 
One may want to focus on one project, but 
circumstances may draw to another. Com-
pletion of one item at a time may not be an 
option. Employers want individuals who 
are able to accept change and adapt. Flex-
ibility is necessary and knowing when to 
ask for assistance is just as essential.

Learning these skills is a process - across 
many environments. Observation of others 
is a beginning, so a model/imitation para-
digm is encouraged. However, knowing 

see Soft Skills on page 35

Vicki Ofmani, MEd, LDT-C

Job Seeking from page 9

the team also concluded that there was po-
tential to expand. In the program’s origi-
nal structure, the areas of focus included: 
personal care, creating a resume, interview 
skills, money management and social skills 
in the workplace. However, facilitators 
agreed that there were other aspects of job 
seeking that should be fully addressed. 

By expanding the length of the program, 
facilitators and clinicians were also able to 
identify areas of focus that required addi-
tional time and practice. A frequent chal-
lenge that needed to be addressed was the 
technological side of seeking employment. 
As participants applied for jobs, they were 
numerous skills needed to complete the job 
search. For example, on most platforms, 
participants were required to create ac-
counts with usernames and log-ins, keep 
track of passwords, and learn different 
methods of uploading and submitting mate-
rials. Most times, it was imperative for job 
seekers to understand and accomplish these 

tasks in order to submit an application. 
In the original structure of the Employ-

ment Boot Camp, social skills instruction 
was embedded in various activities with 
more formal instruction on the last day. 
However, facilitators recognized that de-
spite incorporating social skills into the 
curriculum, participants needed more. 
Now, within Job SEEKers, clinicians fa-
cilitate an icebreaker to start each day 
and then transition to an hour-long social 
skills lesson. By doing this, the program is 
now able to thoroughly address things like 
small talk, interrupting, asking for help, 
and accepting feedback. 

Additionally, with the expanded sched-
ule, the team was able to address the need 
for more opportunities to apply learning 
by assigning homework and tasks between 
the weekly meetings. New topics such as 
deconstructing job posts to better under-
stand eligibility and requirements were 
also added. In turn, adults in the program 
are able to receive more support and assis-
tance with various aspects of the applica-

tion process. The slower pace of the pro-
gram allows time for reflection, increased 
engagement among participants, and more 
opportunities for social interaction around 
what it means to be a job seeker. 

As the clinicians and facilitators of The 
Daniel Jordan Fiddle Foundation Tran-
sition and Adult Programs continue to 
provide programming and support for ad-
olescents and adults with ASD, they are 
reminded of the ever-changing needs of 
the community. To supplement the new-
ly structured Job SEEKers program, the 
team has also created Job Club, which is a 
monthly support group to help adults who 
are looking for work or are employed. The 
group focuses on job searching techniques, 
networking, resume building, interviewing 
skills, and goal setting. These programs, 
along with support groups for caregivers, 
social opportunities for teens and adults, 
and a variety of workshops have been es-
sential in creating connections in the com-
munity between families and constituents 
with similar needs. 

Over the past three years, 56 adults with 
autism have participated in the employ-
ment programs at UM-NSU CARD. For-
ty-eight participants were contacted during 
the most recent follow-up in January 2017. 
Of these, 50% are employed at least half 
time and another 16% are in school and not 
seeking employment.

As the population of adults and adoles-
cents with ASD and related disabilities 
continues to grow, the demand for pro-
grams is sure to follow. As with UM-NSU 
CARD, it is essential for clinicians and fa-
cilitators to consistently evaluate programs 
and employment trends in order to best 
support the growing population of employ-
ment seekers with ASD. 

Deborah Chin, MA, is manager of The 
Daniel Jordan Fiddle Foundation Transi-
tion and Adult Programs at the University 
of Miami and Nova-Southeastern Univer-
sity Center for Autism Related Disabilities. 
For more information, please visit http://
www.umcard.org/adults-asd/.

Success from page 14

use the internet properly with a parent’s in-
volvement, at least initially, is being taught 
how to be independent. A parent who goes 
through the steps with a child to teach him 
or her to travel, which may include doing a 
dry run with them several times, then slow-
ly phasing out, is promoting independence.

Similarly there are parents who believe 
their child has no interest in socialization. 
More often than not, when I have met these 
children, they are very much interested in 
social relationships but are afraid of getting 

“burned” like they have in the past. This 
may be a time when social skills groups are 
valuable, not just in teaching social skills, 
but helping the adolescent forge social re-
lationships. Parents can also be in touch 
with school personnel to help determine 
if there are particular students in the class 
that would be a good match with their child 
and facilitate interactions with that child. 
Romantic interests come to the forefront 
as well. Parents can be present to provide 
an open environment for questions on this 
topic, providing appropriate books, but 
also encouraging a sense of privacy as the 

adolescent’s body grows and changes with 
signs of puberty. I encourage parents to be 
proactive in this area and teach their child 
about puberty and sexuality in an appropri-
ate manner so the child does not unwitting-
ly engage in any socially inappropriate or 
embarrassing actions without understand-
ing the social ramifications of what they 
mean. This continues to encourage a sense 
of personal agency in the adolescent.

There is nothing more exciting than 
watching a smile of success when an 
adolescent feels a sense of personal ac-
complishment, when he or she feels inde-

pendent, autonomous, and successful. It in-
creases and promotes self-esteem and sets 
them on a good pathway toward adulthood. 

Shuli Sandler, PsyD, is a clinical psy-
chologist. Among her areas of focus in her 
practice are children and adolescents with 
ASD and their families, as well as those 
who are experiencing a variety of difficul-
ties in school, and young adults struggling 
with issues of achieving independence. Dr. 
Sandler has offices in Manhattan and Te-
aneck, New Jersey. She can be reached at 
shulisandlerpsyd@gmail.com.
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Early Start: Preparing Adolescents for the Transition Years
By Lois Trusler, BSW
and Todd Harris, PhD
Devereux Advanced Behavioral Health

The transition years prepare adoles-
cents for life as an adult, including 
living as independently as possi-
ble, securing and maintaining 

employment and effectively interacting in 
the community. Children with autism spec-
trum disorders approaching adolescence 
and their families are faced with great chal-
lenges achieving a successful transition. 
The best transitions begin with preparation 
long before adolescence, focusing on the 
acquisition of self-care and daily living 
skills that increase success in the school, 
home, and community settings. 

Just as the most effective transitions 
center around a team approach that in-
cludes parents, educators, and specialists 
all focused on unified goals, the same phi-
losophy will help children approaching 
adolescence succeed. This collaborative 
commitment helps foster a deeper under-
standing of the vastly evolving needs of a 
child growing into adolescence and sup-
ports a more comprehensive and inclu-
sive approach to problem-solving across 
multiple settings the child will encounter 
throughout life. 

Schools and educational programs 
can provide rich teaching environments, 
helping students develop skills within a 

functional context, generalizing from the 
classroom to home and community (Harris 
and Trusler, 2012). As an example, wiping 
a table is a skill that can be taught in the 
classroom following snack, and transferred 
to the home to be generalized after family 
meals. Eventually the development of this 
skill can lead to the employable skill of set-
ting tables in a dining room or restaurant in 
the community.

Instructional Considerations

Prior to instruction it is essential to de-
termine what resources and supports are 
needed for success. Instructional strategies 
must be consistent with current evidence 
based practices, as outlined in the Na-
tional Standards Project Phase 2, (2015). 
Examples of instructional considerations 
include: 

• transportation and staff support needs;

• individual or group instruction;

• lesson formats (i.e. forward or back-
ward chaining, total task presentation);

• appropriate prompting strategies:

• reinforcement procedures;

• visual supports; 

• and ongoing data systems to assess 
student progress.

Routinely performed relevant and mean-
ingful activities not only help students 
master skills, they also create a foundation 
for the transition years ahead. Opportuni-
ties for instruction in communication, so-
cial, and academic skills should be blended 
into all activities. Schools and education-
al programs are positive training grounds 
where students participating in a functional 
program can “begin to practice some of the 
skills that require intense training over an 
extended period of time for the student to 
succeed” (V. Lundine & C. Smith, 2006). 
When classroom teams are actively plan-
ning how to enhance the weekly class 
schedule by increasing in-situ instruction, 
the following should be considered:

see Early Start on page 32

Todd Harris, PhDLois Trusler, BSW

Internet Sites from page 13

Michael Jordon as a minority model in 
sports. This type of content has individual-
ized meanings for the students. The design 
of the sites is based on the interests of the 
M/HS students and devised from bite-sized 
pieces of information posted in the labs and 
from posted prototyping sketches of story-
boarding with the students, using different 
format styles for the websites (Lynch and 
Horton, 2016, & McNeil, 2014). 

Once the design is finalized for each 
of the M/HS students, development of 
the pages of the sites is formed by a Bi-
ography, Exemplars, Goals, Interests and 
Skills format chosen from different Web 
layout tools (e.g., Weebly, Wix or Word-
press). These tools are not difficult to use 
for either the Seidenberg students or the 
M/HS students. The interests expressed 
by the students are illustrated both in 
the information presentations and in the 
multimedia photographic formats (Mc-
Neil, 2014). These sites are formed fur-
ther from diverse fun-to-play tools (e.g., 
iMovie and Movie Maker). “If the AHRC 
student has an interest in cooking, the Se-
idenberg student may, as a consequence 
of this interest, arrange interviews with 
chefs at local restaurants near the univer-
sity,” according to Ms. Flores, the Tran-
sitional Coordinator of the M/HS. The 
interviews may then be posted on to the 
websites as videos. The sites are found on 
a cloud-hosted platform controlled by the 
M/HS for privacy and shared during fes-
tive presentations of the websites by the 
M/HS with the Seidenberg students at the 
end of the semesters during the year. Par-
ents, school staff, and community mem-

bers attend these events.
The oversight of the collaboration be-

tween the two schools is the responsibil-
ity of the Professor, James Lawler at the 
Seidenberg School and the Transitional 
Coordinator, Estefania Flores at the M/
HS. The professor monitors the projects 
via journal postings and project samples 
of the websites through an easy-to-learn 
e-Portfolio tool (i.e. Mahara), furnished by 
the internal technology department of the 
university. The Transitional Coordinator 
monitors the projects with the participat-
ing M/HS students. 

Though most of the Seidenberg students 
are not familiar with students with ASD 
before taking the course, they are intro-
duced to autism through disability litera-
ture, such as Suskind’s Life Animated and 
Grandin’s The Autistic Brain, furnished by 
the professor.

Most of the M/HS students are actively 
involved in creating and maintaining the 
websites with the Seidenberg students. M/
HS students who have previously attend-
ed the program can update the sites during 
following semesters at the labs of the uni-
versity. Since 2010, approximately 200 M/
HS students and 200 Seidenberg students 
have participated in this program.

Enabling a 
Foundation for Growth

The college course benefits the M/HS 
students by developing a foundation for 
further growth of their interests, which 
in turn promotes new opportunities for 
occupational skills. According to Prin-
cipal Andrew Winfrey of the M/HS, “By 
furnishing partnership interactions with 

Seidenberg students on personalized web-
sites, the course is helping many of the M/
HS students to be more imaginative and 
interested in possibilities within society.” 
Furthermore, he states that the Seidenberg 
students are helping the M/HS students 
to be more motivated about interests as a 
lifeline, an impact indicated in the liter-
ature (Heasley, 2017), through the web-
sites. As storytellers, the M/HS students 
are also helping the Seidenberg students 
to become sensitive technologists in their 
interactions with a frequently neglected 
and misunderstood population of students. 
The course of Web Design for Non-Prof-
it Organizations is engaging for all of the 
students in a journey of learning through 
storytelling on the Web. The course allows 
students first-hand experience in a college 
course and may motivate them to attend 
college in the future.

Conclusion

Traveling to and attending a course in a 
downtown college in Manhattan is a big 
deal for the AHRC New York City M/HS 
students. They enjoy greatly the facilities 
of the state-of-the-art labs of the Seiden-
berg School of Computer Science and In-
formation Systems of Pace University. The 
projects of storytelling and person-cen-
tered websites facilitate higher engage-
ment of both groups of students, evident 
notably in impacts in improved self-deter-
mination and increased self-esteem for the 
M/HS students. In short, this unique jour-
ney embarked upon by the students on the 
autism spectrum, aided by the technology 
of AHRC New York City and Pace Univer-
sity, is a venture that may be replicated in 

other similar institutions.
Estefania Flores is Transitional Co-

ordinator at the AHRC New York City 
Middle / High School and can be con-
tacted at estefania.flores@ahrcnyc.org. 
Andrew Winfrey is Principal of the AHRC 
New York City Middle / High School and 
can be contacted at andrew.winfrey@
ahrcnyc.org and 718-259-4389. James 
Lawler is the Jefferson Award for Public 
Service Professor of Disability Studies 
and Information Technologies at the Pace 
University Seidenberg School of Comput-
er Science and Information Systems, in 
New York City, and can be contacted at 
lawlerj@aol.com.  
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Care from page 6

behaviors such as aggression, self-injury, 
irritability, and hyperactivity, for exam-
ples. The COEs are particularly interested 
in how the presence of unacknowledged 
medical and psychiatric comorbidities may 
contribute to severe and challenging be-
haviors for children with limited cognitive 
and language abilities living in our care. 

Children with limited verbal skills and 
challenging behaviors have historical-
ly been understudied, and many co-oc-
curring conditions go unacknowledged 
and untreated. Medical problems such as 
gastro-intestinal issues (McElhanon, Mc-
Cracken, Karpen & Sharp, 2014), sleep 
disturbance (Mazurek & Sohl, 2016), 
eating and feeding problems (Johnson, 
Turner, Steward, Schmidt, Shui, Macklin, 
Reynolds, James, Johnson, Manning & 
Hyman, 2014), and obesity (Presmanes 
Hill, Zuckerman & Frombonne, 2015) are 
commonly associated with ASD. Common 
co-occurring psychiatric conditions in-
clude anxiety (White et al, 2009), AD/HD 
(Gadow & DeVincent, 2005, Lundstrom et 
al, 2015), Post-Traumatic Stress Disorder 
(Mehtar & Mukaddes, 2011), and depres-
sion (Simonoff et al, 2008). 

Proper treatment begins with acknowl-
edgment and accurate diagnosis. Children 
who are experiencing serious behavior 
challenges may also be experiencing un-
diagnosed medical or mental health con-
ditions that need specialized treatment 
separate from interventions for autism and 
developmental disabilities alone. Research 
is being conducted at all three COE sites to 
develop valid and reliable screening instru-
ments that will detect various symptoms 
in children who are unable to self-report. 
The use of sensitive screening can expedite 
proper treatment and prevent conditions 
from worsening over time.

There has also been extensive work on 
a comparing individual intervention mod-
els, exploring literature on evidence-based 
practices (including a systematic review of 
the literature), and identifying a group of 

common practices that are utilized across 
all three centers. These practices will be 
shared statewide as a comprehensive clini-
cal Resource Guide. 

Education and Training Program 

Information sharing and education of 
COE activities is essential as we hope to 
provide useful strategies and information 
to all agencies in New York State working 
with this population. Four, 30 minute on-
line training modules are being developed 
to educate families, providers, and profes-
sionals to be made available free on OP-
WDD’s website. Modules include:

1. Medical Issues in Autism Spectrum 
Disorder

2. Autism and Co-occurring Psychiatric 
Conditions

3. General Wellness

4. Family Partnerships 

The COEs have also utilized telemedi-
cine technologies to interface with leading 
medical providers in the field and enhance 
the dissemination of cutting edge informa-
tion regarding treatment protocol and best 
practice. The Centers of Excellence have 
utilized HIPAA-compliant cloud-based vid-
eo conferencing to facilitate consultations, 
observe treatment techniques, demonstrate 
aspects of research projects, and provide 
training and education opportunities. 

Two conferences will be held to discuss 
the latest research, epidemiology, and treat-
ment of comorbid psychiatric disorders 
and ASD: May 19th at New York Academy 
of Medicine and June 7th at Stony Brook 
University.

Continuum of Care and 
Capacity Building 

The Centers of Excellence have been as-
sessing current discharge practices, identi-

fying opportunities for improvement in ef-
ficiency, and developing a comprehensive 
discharge-planning model. This includes 
developing discharge planning timelines 
that capture the steps needed for a child 
to age out at each of the COEs as well as 
identifying the challenges that hinder the 
aging out and discharge planning process. 
The data repository, once complete, will 
provide data to support COEs recommen-
dations for a best practice model for dis-
charge planning.

In Summary

All children deserve access to quality 
care and providers who understand their 
needs holistically, as the many facets of 
their care are intimately interconnect-
ed and only meaningful in reference to a 
child’s whole self and lifestyle. Children 
deserve to have access to effective, accu-
rate, and evidence-based treatments. The 
establishment of the Centers of Excellence 
in New York State is an ambitious initia-
tive to improve care for children with au-
tism spectrum and severe or challenging 
behaviors by better understanding co-oc-
curring medical and psychiatric conditions 
and their impact on health and wellness 
outcomes, specifically through the reduc-
tion of challenging behaviors which may 
prevent children from learning, making 
friends, or living their best possible lives. 
The Center for Discovery, Upstate Cere-
bral Palsy, and Developmental Disabilities 
Institute hope to continue this work by be-
ing leading providers and sharing knowl-
edge and resources through the imple-
mentation of best practices, engagement 
in research, training and education, and 
seamless lifetime transitions that provide 
fulfillment and positive relationships for 
the people we serve.

To learn more about the Center of Ex-
cellence at the Developmental Disabilities 
Institute, visit www.ddiny.org, e-mail re-
becca.girard@ddiny.org or call 631-366-
2947. This article was prepared by Rebec-

ca Girard in her capacity as an employee 
of DDI. The opinions expressed in this ar-
ticle are the author’s own and do not nec-
essarily represent the opinions, interpreta-
tions or policies of New York State or the 
Federal Government of the United States.
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The Road to Adulthood: Planning and Preparing for Transition
By Vanessa Pereira 
and Stephen Kumnick 
Vista Life Innovations

For families of adolescents with au-
tism and other intellectual and de-
velopmental disabilities, planning 
for the future may seem particu-

larly daunting. Parents are often faced with 
questions about what lies ahead for their 
son or daughter as they prepare to “age 
out” of their school district and transition 
into adulthood.

Perhaps the most pressing question at 
the forefront of a parent’s mind is what 
programs and services are available to as-
sist their son or daughter’s transition into 
adulthood and develop the necessary skills 
required for adult life. But even before 
looking into transition programs and ser-
vices, the student’s goals should first be 
established. 

Planning for Transition 

It is never too early for parents and 
their sons or daughters to start planning 
for the future. Under the Individuals with 
Disabilities Education Act (IDEA) of 
2004, transition planning must be includ-
ed in the first Individualized Education 
Plan (IEP) that will be in effect when the 
student turns 16. However, the planning 
process can begin at an earlier age, if de-

termined appropriate.
The transition planning process should 

involve a team of people working together 
to establish the student’s goals for his or 
her future. This team—known as the IEP 
team—should include parents or guard-
ians, the student, school personnel and 
other professionals who work directly 
with the student.

IEPs must focus on measurable goals of 
both an academic and functional nature. 
As such, it is important to involve the stu-
dent in the process as much as possible. 
Any known interests, passions or personal 
goals should be at the heart of transition 
planning.

After goals are identified, the IEP team 
should consider the services and strate-

gies that are needed to assist the student 
achieve success as they transition from 
school to adult life. Factors include po-
tential staffing requirements and one-to-
one supports. 

Preparing for Transition at Home

If one of the student’s goals is to live 
independently or to share a home with a 
roommate, there are steps that can be tak-
en within the family home in preparation. 
Parents can create increased opportunities 
for their son or daughter to practice tasks 
and skills that are necessary for indepen-
dent living. These can include doing their 
own laundry, setting medication remind-
ers, preparing basic meals, making gro-
cery lists, and learning to complete basic 
household chores.

The key is to start small and focus on 
building routines and strategies where the 
individual is not dependent upon others. 
Practicing in the home provides the student 
with a safe and supportive environment in 
which they can make mistakes, and more 
importantly, learn from them. 

Parents can also incorporate opportuni-
ties for their son or daughter to demonstrate 
their skills outside of the family home. As 
an example, the student can accompany 
their parents to the grocery store and select 
items off a grocery list they prepared.

see Transition on page 32

Stephen KumnickVanessa Pereira

Infant Brain from page 18

than six-month olds who did not develop 
autism. The amount of CSF remained ele-
vated at 12 and 24 months. Infants who de-
veloped the most severe autism symptoms 
had an even greater amount of CSF – 24 
percent greater at six months.

Also, the greater amounts of CSF at six 
months were associated with poorer gross 
motor skills, such as head and limb control.

“Normally, autism is diagnosed when 
the child is two or three years old and be-
ginning to show behavioral symptoms; 
there are currently no early biological 
markers,” said David G. Amaral, director 

of research at the UC Davis MIND Insti-
tute. “That there’s an alteration in the dis-
tribution of cerebrospinal fluid that we can 
see on MRIs as early as six months, is a 
major finding.”

The researchers found that increased 
CSF predicted with nearly 70 percent accu-
racy which babies would later be diagnosed 
with autism. It is not a perfect predictor of 
autism, but the CSF differences are observ-
able on a standard MRI. “In the future, this 
sort of CSF imaging could be another tool 
to help pediatricians detect risks for autism 
as early as possible,” Shen said.

Piven added, “We can’t yet say for certain 
that improper CSF flow causes autism. But 

extra-axial CSF is an early marker, a sign 
that CSF is not filtering and draining as it 
should. This is important because improper 
CSF flow may have downstream effects on 
the developing brain; it could play a role in 
the emergence of autism symptoms.”

The National Institutes of Health, Autism 
Speaks, and the Simons Foundation funded 
this research.

Other researchers included Sun Hyung 
Kim, Hongbin Gu, Heather C. Hazlett, 
Robert W. Emerson, Meghan R. Swanson, 
and Martin A. Styner at the University of 
North Carolina; Christine W. Nordahl at 
UC Davis; Robert C. McKinstry and Kel-

ly N. Botteron at Washington University; 
Dennis Shaw, Stephen R. Dager, and An-
nette M. Estes at the University of Wash-
ington; Jed T. Elison at the University of 
Minnesota; Vladimir S. Fonov and Alan C. 
Evans at McGill University; Guido Gerig 
at New York University; Sarah Paterson at 
Temple University; Robert T. Schultz at the 
University of Pennsylvania; and Lonnie 
Zwaigenbaum at the University of Alberta.

This article is reprinted with permission. 
You may view the original article, pub-
lished on March 6th, 2017, at http://news.
unchealthcare.org/news/2017/march/
infant-mris-show-autism-linked-to-in-
creased-cerebrospinal-fluid.

Awards Reception from page 11

Reform. She brings to VIP her exceptional 
human services management experience 
and command of the critical policy issues 
of our times.

Robert H. Ring, PhD, recipient of the 
Beacon of Hope Award for Advancing Au-
tism Science at the 2015 Autism Spectrum 
News Leadership Awards Reception, is a 
seasoned R&D leader with 16 years of ex-
perience spanning executive and technical 
leadership roles in the pharmaceutical in-
dustry, non-profit science foundations and 
venture philanthropy funds.

 Ring most recently served as the Chief 
Science Officer of Autism Speaks (AS), 
a global science and advocacy non-profit 
celebrating over $300M in awarded R&D 
funding targeting improving treatment, di-

agnosis and technological innovations for 
individuals with autism. Among Ring’s 
accomplishments at AS include the launch 
of an unprecedented genetics data-basing 
collaboration with Google called MSSNG 
(www.mss.ng), the establishment of the 
annual Autism Investment Conference, 
and the founding of DELSIA LLC, an in-
novative venture philanthropy arm of AS 
supporting newcos and entrepreneurial in-
novation across the autism space.

 Prior to his tenure at AS, Ring served on 
the executive leadership team of Pfizer’s 
Neuroscience Unit, and was the director of 
big pharma’s first dedicated research pro-
gram focused solely on developing first-
in-disease medicines for autism and close-
ly related neurodevelopmental disorders, 
including rare genetic syndromes such as 
Fragile X, Rett, Tuberous Sclerosis and 

Phelan McDermid. Ring also served on the 
steering committee for Pfizer’s Asia Stra-
tegic Alliance for external R&D.

 Appointed by HHS Secretary Burwell 
in 2015, Ring serves as a public member 
on the Interagency Autism Coordinating 
Committee (IACC), a federal advisory 
committee that coordinates all efforts with-
in the Department of Health and Human 
Services (HHS) concerning autism spec-
trum disorder.

Ira H. Minot, LMSW, Founder and Ex-
ecutive Director of MHNE stated, “Our 
Leadership Awards Reception this June 
will celebrate our 18th year providing vi-
tal behavioral health and autism education 
to the community. We are very honored 
to have this opportunity to pay tribute to 
four outstanding leaders of community and 
hope everyone will come out in support of 

their lifetimes of achievement.”
Registration is now open for MHNE’s 

June 29th event. Tickets, Sponsorships, and 
Journal Ads may be purchased online at 
www.mhnews.org/AwardsReception.htm. 

 About Mental Health News Education, Inc.

Mental Health News Education, Inc. 
(MHNE), founded in 1999, is the publisher 
of two award-winning print publications: 
Behavioral Health News and Autism Spec-
trum News. Both quarterly publications 
provide essential information, education, 
advocacy, and a roadmap to community re-
sources for individuals and families coping 
with mental illness, autism spectrum disor-
ders, and substance use disorder issues. To 
learn more, please visit www.mhnews.org 
or www.mhnews-autism.org.
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Early Start from page 29

• What meaningful activities can be 
implemented in the classroom? Ideas 
include cooking and meal activities, 
recreation routines, self-care routines, 
and cleaning routines;

• What can students do outside of the 
classroom, but in the school? Ideas in-
clude exercise routines, school clubs, 
service learning projects, and school 
jobs in the cafeteria, office, library, 
grounds crew;

• What types of weekly communi-
ty-based instruction can be included? 
Ideas include purchasing in stores, 
eating in restaurants, recreation, and 
community-based job training sites.

Parental involvement is essential in 
bridging skills from school to home. All 
resources and strategies used in teaching 
young students in the educational setting 
should be shared with the family for their 
continued use at home. Instruction, as nec-
essary, should also extend to parents who 
may be unfamiliar with various practices 
that enhance skill acquisition. 

What Skills Should Be Targeted?

Attaining skills in self-care, daily living, 
communication, self-regulation, and social 
skills promote overall success. It is also 
vital that these skills be performed in the 
greater community and in situations where 

they will need to be executed. According 
to Laura Klinger (2015), “Researchers 
tracking children with autism into middle 
adulthood have found that the single most 
important predictor of success is the mas-
tery of self-care skills.”

Teaching self-care skills, including toi-
leting/menstrual care, daily hygiene, and 
dressing is vital for independence. As an 
example, dressing can be taught in the 
home, and as part of a routine prior to 
changing for exercise at school. This skill 
can then be transferred to the community 
when dressing after swimming at a com-
munity pool, eliminating the need for di-
rect assistance.

Daily living skills are also essential to-
ward broader independence. Examples of 
these include: making a snack, taking out 
the trash, doing laundry, or vacuuming. 
Teaching daily living skills promotes per-
sonal choice for the student in addition to 
developing skills that are transferrable to 
employment activities. Being able to per-
form these activities increases the oppor-
tunity for independent living and social in-
teraction. As an example, learning to make 
a snack in school can transfer to making 
popcorn for the family at home. This can 
lead to developing the skills required to 
fulfill an essential need as an adult:  inde-
pendent meal preparation.

Interacting with the community is an im-
portant and challenging skill for many in-
dividuals with autism. Community-based 
instruction (CBI) teaches skills that lead to 
greater independence and a higher quality 
of life for the student by enabling them to 

successfully navigate community trips and 
activities. Peter Gerhardt (2011) stated, 
“Everybody deserves to be included. But 
I think what we have to do is not just con-
tinue to educate people with autism in how 
to be more social, but we need to educate 
the community about how to be social with 
people with autism.” 

CBI helps children with autism widen 
their world. It enhances family life and pre-
pares the student to function successfully 
in an environment beyond home or school. 
Embedded within CBI lies the continued 
development of communication, social 
skills and appropriate self-regulation of 
behavior. Performing community activities 
such as grocery shopping requires com-
munication skills to achieve the correct 
purchase, social skills to wait in line and 
interact with the cashier at the check-out, 
and socially appropriate behavior through-
out the interaction. These skills are critical 
for student success. They must be taught, 
learned and practiced in a variety of envi-
ronments and natural situations.

Establishing an early foundation of 
skills is crucial for children living with 
autism. Early success in the areas of self-
care, daily living, community-based in-
struction, communication and social skills 
will offer a replacement to the potentiality 
of challenging behaviors grounded in frus-
tration. When adolescence arrives and pu-
berty begins, it is important that children 
with ASD have mastered skills as part 
of their repertoire to help them navigate 
more successfully through the transition 
to adulthood.

Lois Trusler, BSW, is Employment Train-
ing and Transition Coordinator, and Todd 
Harris, PhD, is Executive Director, Autism 
Services at Devereux Advanced Behavioral 
Health. Please contact Lois with any ques-
tions or comments regarding this article at 
(610) 873 4933 or ltrusler@Devereux.org 
or visit www.devereux.org.
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Transition from page 31

The Vocational Factor

For some individuals, employment is a 
key component of adulthood. If a student 
expresses a desire to work, there are steps 
that can be taken as part of the transition 
process to help them realize this goal.

It is important to first talk with the stu-
dent about their vocational interests and 
goals. From there, the IEP team should 
seek out a variety of community-based 
work experiences that may suit the stu-
dent’s interests. These can include volun-
teer positions, employment assessments, 
internships or paid employment.

Work opportunities that align with the 
student’s interests and skills may be lim-
ited or difficult to secure given the current 
job market. But do not abandon the stu-
dent’s goal to work. Cast a wider net and 
explore a range of opportunities. 

The more work experiences a student 
has, the better. By exposing the student to a 
variety of environments, he or she may dis-
cover a passion for something they might 
not have otherwise considered. 

Community Integration 

Living within a community is an integral 
element of adulthood, and therefore, an 
essential element of the transition process. 

Students should be provided with ample 
opportunities to access the community and 
the various community-based resources 
available to them, such as libraries, reac-
tion activities and public transportation. 

By routinely utilizing community re-
sources, students will learn new systems 
and gain vital experience, from how to 
successfully navigate the community to 
interacting with other individuals in the 
community setting.

Choosing the Right Program

There are a multitude of factors to take 
into consideration when selecting a tran-
sition program. Chief among these is how 
much support the student will need based 
on his or her level of ability. For example, 
does he or she require 24-hour supports? 
Would the student be better served in a 
short-term program or one that offers life-
long services?

Another important point of consider-
ation for many parents is the range of ser-
vices available to their son or daughter. 
For instance, does the program provide 
a vocational training component? How 
are students’ social skills developed and 
strengthened? Are counseling services of-
fered? Does the program incorporate com-
munity-based training opportunities?

It is also helpful to know the staff-student 
ratio and what the overall attitude is among 

the staff toward collaborating with parents.
Bringing the process full circle, it is 

important to take the student’s identified 
goals into consideration when deciding 
on a program—the same goals that were 
established at the start of the transition 
planning process. Selecting a program that 
best suits the student’s individual needs 
and goals is a major life decision and, once 
again, a team approach is recommended. 

Researching transition programs in-
volves diligence. A helpful online resource 
is the Network of Post-Secondary Programs 
(www.specialneedsprograms.org). But re-
search should extend beyond the Web.

Just as college-bound students and their 
families visit multiple universities, parents 
of young adults in transition are encour-
aged to visit a variety of programs with 
their son or daughter and take campus 
tours. Families are also encouraged to ask 
around. Speaking to other families about 
different programs and their personal ex-
periences can provide helpful insight. 

Money Matters

Funding is another factor many families 
need to consider—especially if looking 
out-of-state or at a program that provides 
life-long services—and is a topic that that 
can raise many questions. Will the school 
district cover the cost of tuition? Can a 
student use in-state benefits funding out of 

state? These are some of the questions fam-
ilies may find themselves needing to ask.

Regardless of which transition program 
is selected, parents should know what ben-
efits and entitlements their son or daughter 
may be eligible for, on both a local and na-
tional level. Federal benefits include Sup-
plemental Security Income (SSI) and So-
cial Security Disability Insurance (SSDI). 
More information about both programs is 
available online. (www.ssa.gov/disability/).

Vanessa Pereira is Organizational Com-
munications Coordinator and Stephen 
Kumnick is Director of Admissions, Mar-
keting and Business Development at Vista 
Life Innovations.

Accredited by the National Commission 
for the Accreditation of Special Education 
Services (NCASES), Vista Life Innovations 
is a post-secondary program supporting 
the personal success of individuals with 
disabilities throughout various stages of 
life. For more information about Vista’s 
programs and services, visit www.vistali-
feinnovations.org. 
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Technology from page 7

apps, and so much more that can help re-
move barriers.

Because young people are the ones who 
are likely to adapt quickly and benefit most 
from new technologies, Arc of Westchester 
is creating a Technology Enhanced Sim-
ulated Studio (TESS) to open in Mount 
Kisco, NY this fall. This training site will 
provide a technology-rich home/work en-
vironment for young adults to help them 
learn to use technology and overcome 
challenges in their transition to adult life. 
TESS will also be offering in-person and 
online technology training for families so 
that they can further enhance their loved 
ones’ learning.

Since 2014, Arc of Westchester has de-
veloped alliances with other organizations 
to focus on the use of everyday technology 
to help support the functional needs of peo-
ple with developmental disabilities. For ex-
ample, the partnership with Mercy College 
has led to the two organizations co-hosting 
the second annual tech conference on May 
19th in Dobbs Ferry, NY, “Tech Supports 
for Cognition and Learning: Everyday 
Applications & Emerging Trends.” Pro-
fessionals, teachers, and family members, 
will enjoy a full day of workshops and 
presentations to learn about affordable 

personal technology solutions that can re-
sult in more functional independence and 
integration into the community. If you are 
interested in attending, please see our ad in 
this issue or visit arcwestchester.org/tech-
conference2017.

To sample the extensive universe of per-

sonal technology, please visit The Arc’s 
Tech Toolbox™, an online database of 
personal technology options (https://tool-
box.thearc.org). This is a free web-based 
tool that offers a simple drop-down menu 
system to match phone/tablet/computer 
technology to the needs of individuals. Arc 

of Westchester has served as a testing site 
for this resource, developed through the 
generous support of Comcast and Google. 

In addition, Arc of Westchester has 
joined nineteen individuals from Arc chap-
ters and other organizations in launching a 
monthly phone/web forum to share ideas, 
report successes, and create joint programs 
to gain funding for technology solutions. If 
you are interested in learning more, please 
email me at jjankus@arcwestchester.org.

Jordan Jankus is the father of an adult 
daughter with developmental disabilities 
and his interest in finding ways to empow-
er her led to his involvement in assistive 
technology. He now helps support individ-
uals at Arc of Westchester and other orga-
nizations with person-centered technology 
solutions. 

In 2015, he became one of sixteen Tech-
nology Navigator Fellows selected by the 
national organization, The Arc. Jordan has 
presented on personal technology at state 
and national meetings of service providers, 
sharing insights and resources on helping 
people with I/DD use technology for per-
sonal empowerment. 

Jordan holds a Master’s Degree in Pub-
lic Health and a Graduate Certificate in 
Assistive Technology from New York Med-
ical College.

Jordan and Max check out a new app on his smartphone

Connectivity from page 24

diagnoses. The educational system in the 
United States must begin to adopt a more 
effective means of identifying deficits and 
remediating the underlying brain process, 
not merely treating the symptoms. Current 
research is opening the doors to scientif-
ically-based and scientifically-validated 
interventions.

Functional activation is the foundation 
of such interventions. Marcel Just, of Car-
negie Mellon University, and Nancy Min-
shew, director of the Center of Excellence 
in Autism Research, have identified what 
they call the under-connectivity hypothesis 
of Autism. Their hypothesis posits that the 
neural connections in a brain with autism 
are poorly connected and/or synchronized 
making complex tasks, such as spatial rea-
soning and language comprehension, more 
difficult for persons with ASD.

Strengthening that connection requires 
functional activation: cognitive exercises 
that electrochemically stimulate the brain’s 
ability to send messages to and from the 
areas required to code the incoming lan-
guage into mental representations (imag-
ery) and then verbally. By strengthening 
the conduit, information is more readily 
transferred, allowing images to be associ-
ated with words and vice-versa. 

DCT emphasizes the need for both the 
mental representational and the verbal cor-
tical areas to be stimulated for optimal lan-
guage comprehension. Nanci Bell’s Visu-
alizing and Verbalizing program is another 
promising intervention because it develops 
what she calls concept imagery as a basis 
for comprehension and higher order think-
ing. Concept imagery improves reading 
and listening comprehension, memory, oral 
vocabulary, critical thinking, and writing.

The University of Alabama at Birming-
ham used the Visualizing and Verbaliz-
ing program (http://lindamoodbell.com/
press-releases/uab-study-on-children-with-
autism-improved-reading-and-brain-activ-

ity-utilized-lindamood-bell-instruction) to 
conduct a study to assess the legitimacy 
of DCT and the neurological validity of its 
premises as applied to ASD students. Here 
are the findings: 

Thirty-one students who had been diag-
nosed with ASD participated; 16 received 
instruction; 15 did not. Another 22 typi-
cally-developing students also participated 
as a point of comparison. The 16 students 
who underwent intensive instruction re-
ceived four hours of instruction for five 
days a week for 10 weeks. Each of the stu-
dents was subject to two functional MRI 
(fMRI) scans to document their brain func-
tion(s), at the beginning of the 10-weeks, 
and again at the end. The initial scans of 
students with ASD showed loose con-
nectivity between the imaginal and ver-
bal cortical centers. At the conclusion of 
the study, the imaginal-verbal connection 
showed marked improvement in those who 
had received the Visualizing and Verbaliz-
ing program. Those students who did not 
receive the instruction showed no sub-
stantive change in the connection between 
cortical centers (whether ASD or typically 
developing). Furthermore, after 10 weeks, 
the 16 students with ASD who received the 
intensive instruction showed significant 
improvement (16.4%) on comprehension 
tests whereas those who did not receive in-
struction had little change (2.6%). 

Worth the Consideration and Effort

Both parents and educators of children 
with ASD aim to provide them with the 
best means to live a fulfilling life with 
meaningful relationships and the increased 
ability to grasp what’s happening in the 
world around them. When students fall be-
hind their peers academically and socially 
by a year or more, rigorous and intense in-
terventions are necessary to close the gap. 
Weekly appointments for 20-60 minutes 
simply won’t be sufficient. As students 
make gains in language comprehension, 

they become better able to manage their 
own learning. Students can begin to vi-
sualize what they learn and apply it to all 
subjects, naturally reinforcing the strength-
ened connection between brain centers. 

Identifying brain-processing issues is 
imperative to remediating language com-
prehension deficits. To evaluate whether a 
child has impaired concept imagery, con-
sider the following indicators, taken from 
Nanci Bell’s book, Visualizing and Verbal-
izing (used with permission): 

• Difficulty with critical, logical, abstract 
thinking and problem solving.

• Difficulty with written language com-
prehension. 

• Difficulty with oral language compre-
hension.

• Difficulty following directions.

• Difficulty in expressing language orally.

• Difficulty expressing language in writing.

• Difficulty grasping language-based humor.

• Difficulty interpreting social situations.

• Difficulty with cause and effect.

• Difficulty with attention and focus.

• Difficulty responding to a communicat-
ing world.

• Difficulty with mental mapping.

While none of these symptoms alone in-
dicates weak conceptual imagery as an un-
derlying cause of language comprehension 
deficits, they do raise the flag of concern. 
If multiple factors are present, they give 
reason for further investigation or referral 
to a professional for evaluation. 

Cause for Optimism

Language comprehension deficits for 
children with Autism Spectrum Disor-
der, not to mention children who are not 
on the Autism spectrum, are not neces-
sarily permanent. They can be improved 
through stimulating and strengthening the 
connection between the verbal and imagi-
nal centers of the brain. What’s most im-
portant is to recognize the brain process 
that underlies language comprehension 
and remediate impairment with a scien-
tifically-validated intervention. Language 
comprehension is foundational to learn-
ing—both social and academic—in the 
educational environment. With a better 
understanding of subject matter and social 
relationships, students are poised for great-
er success in all areas of life. 

Paul Worthington is Director of Research 
and Development for Lindamood-Bell. For 
nearly 30 years, the company’s research-val-
idated instruction has consistently changed 
the lives of individuals with learning chal-
lenges such as dyslexia, ADHD, and au-
tism. In addition to their nearly 100 Learn-
ing Centers and Seasonal Learning Clinics 
nationally and internationally, their efforts 
include research collaborations with MIT, 
UAB, and previously with Wake Forest, and 
Georgetown University. For additional in-
formation, please visit www.lindamoodbell.
com or call 800-300-1818.
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Soft Skills from page 28

that our students learn by doing, teachers 
and coaches should be instructing in a di-
rect manner. Teach in black and white - no 
gray areas. For example, “When work be-
gins at 9:00, one arrives at 8:50.” Rather 
than, “Be at work on time.” 

We must also assist our students in build-
ing a clear vocabulary for the workplace. In-
cluded with this is the idea that we have dif-
ferent types of conversations (or exchanges) 
with friends, customers, and coworkers.

In our program, we have implemented a 
two-part introductory plan. Key is the ex-
posure of our students to a Dog Therapy 
Program. We are using this, however in 
a very unconventional way. Our students 

are working 1:1 with therapy dog handlers 
who are training their animals for certifi-
cation. The students are learning to be pre-
cise and defined in their actions and their 
speech (communication). The animals are 
loving and non-judgmental – such a bril-
liant combination! Our students are learn-
ing to use body language, keep someone’s 
attention, and reward positive behavior. It 
has been an excellent outcome. Anecdotal-
ly, we have observed our students becom-
ing more aware of personal space, gestur-
ing and eye contact. 

Secondarily, but equally as fundamental, 
our students are open to programs within 
local hospitals and nursing facilities where 
they are volunteering and truly giving to 
others. I don’t believe this can be overstat-

ed. The experience of giving rather than 
receiving is remarkable. The realization 
of someone’s gratitude is expansive. Our 
students’ self-worth and self-advocacy is 
growing. Our community partners, who 
offer their places of business as sites for 
learning experiences for our students, re-
port that our students are respectful and 
able to handle direction.

When building a successful program, it is 
vital to create a home/school alliance. Goals 
must be congruent. Philosophy must be har-
monious. IEPs need to be adequately ad-
dressed pertaining to objectives and settings. 
Remember to gear schoolwork towards ca-
reer-oriented assignments. Work experience 
during a student’s school years is crucial to 
getting and maintaining a position after leav-

ing school. The elusive soft skills are hard to 
describe but easy to see. Partner with your 
young adults to prepare them, as we did to 
learn to sort colors from shapes. Allow them 
to be aware of their own strengths and build 
on them. Expand the classroom into the 
community and build professional, positive, 
prepared and pliable individuals with the 
confidence to move forward.

Vicki Ofmani, MEd, LDT-C, is Super-
visor/SLE Coordinator at The Forum 
School, located in Waldwick, NJ. She is 
also a Member of the Board of Trustees 
for The Daniel Jordan Fiddle Founda-
tion. For more information, please vis-
it www.theforumschool.com or email 
vicki.ofmani@theforumschool.com.
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PEERS from page 15

parenting stressors. Thus, a key aim of the 
present study was to further examine par-
enting stress prior to and following partici-
pation in the PEERS© program.

Data for the present study were collect-
ed from adolescents with ASD and parents 
participating in PEERS©. Group leaders 
for the present study received training in 
the PEERS© program and were certified 
PEERS© providers. Prior to and follow-
ing participation in PEERS©, adolescents 
and their parents were asked to complete a 
series of questionnaires. Parents complet-
ed several measures assessing adolescent 
social skills, adolescent ASD symptoms, 
and parenting stress. The Social Skills Im-
provement System (SSIS; Gresham & El-
liot, 2008) assesses adolescent social skills 
and interfering problem behaviors. The 
Social Responsiveness Scale, Second Edi-
tion (SRS-2; Constantino & Gruber, 2012) 
measures ASD symptoms, with subscales 
assessing social awareness, social cogni-
tion, social motivation, social communi-
cation, and restricted, repetitive behaviors. 
The Stress Index for Parents of Adoles-
cents (SIPA; Sheras, Abidin, & Konold, 
1998) assesses parenting stress. This par-
ticular measure was chosen because it 
provides separate scores for stress related 
to adolescent characteristics, parent char-
acteristics, and characteristics of the par-
ent-adolescent relationship. Adolescents 
completed the Test of Adolescent Social 
Skills Knowledge (TASSK; Laugeson & 
Frankel, 2010), a curriculum-based mea-
sure created to assess knowledge of the 
skills taught in PEERS©. Finally, both par-
ents and adolescents reported the number 
of get-togethers adolescents had organized 
or been invited to over the past month. 

Findings from the present study both 
replicated and extended past research on 
PEERS©. Paired-samples t-tests were 
used to assess differences in scores prior 
to and following participation. Adolescents 
achieved higher knowledge scores on the 
TASSK following the program (m = 21.70, 
SD = 2.45) than prior to participation (m = 
12.00, SD = 2.06; t = 14.07, p < .01). This 

indicates that adolescents successfully 
learned many of the social rules presented 
during the course of the program. In addi-
tion, adolescents reported organizing more 
get-togethers during the course of the pro-
gram (m = 2.33, SD = 1.58) than prior to 
their participation (m = 0.56, SD = 1.01; t = 
2.6, p = .03). Parents reported higher rates 
of adolescent social skills on the SSIS fol-
lowing the program (m = 90.33, SD = 8.03) 
than prior to participation (m = 79.44, SD = 
14.01; t = 3.19, p = .01). Similarly, problem 
behaviors were reportedly lower following 
the program (m = 21.00, SD = 8.57) than 
prior to attendance (m = 28.89, SD = 10.18; 
t = -5.60, p < .01). In addition, parents re-
ported adolescent ASD symptoms to be 
lower following the program (m = 64.00, 
SD = 7.26) than prior to participation (m 
= 73.00, SD = 10.01; t = -3.67, p <.01). 
Prior to the program, scores on the SRS-2 
fell in the moderate range, which indicates 
the presence of clinically significant social 
deficits that interfere with everyday inter-
actions (Constantino & Gruber, 2012). Fol-
lowing the program, scores on the SRS-2 
fell within the mild range, indicating mild 
to moderate interference of ASD symp-
toms in social interactions.

Finally, consistent with previous re-
search, overall parenting stress was not 
significantly different following the pro-
gram (m = 168.00, SD = 33.31) than pri-
or to parents’ participation (m = 194.00, 
SD = 26.90; t = -1.96, p = .09). However, 
parents did report significantly less stress 
specifically associated with adolescent 
characteristics following the program (m = 
81.00, SD = 6.96) than prior to participat-
ing (m = 91.89, SD = 17.13; t = -2.25, p = 
.05). In particular, parents reported change 
in their stress levels related to adolescent 
social isolation and withdrawal. The sub-
scale on the SIPA assessing social isolation 
and withdrawal measures parent concerns 
regarding adolescent social skills deficits, 
interpersonal development, and social 
responsiveness. Prior to beginning the 
PEERS© program, parent stress related to 
social isolation and withdrawal fell in the 
90th percentile, on average. This indicates a 
clinically significant level of stress in this 

domain. Following the program, parent 
stress on the social isolation/withdrawal 
domain was in the 82nd percentile, on aver-
age, which falls within normal limits. 

The results of the present study provide 
further evidence in support of the PEERS© 
program. Providing an evidence-based, 
manualized social skills curriculum to ad-
olescents with ASD and their families has 
a variety of benefits. As previous research 
has documented, adolescents gain knowl-
edge about appropriate social behavior, 
increase contact with peers outside of the 
program, and demonstrate increased social 
responsiveness. The present study provides 
additional evidence that the benefits of the 
PEERS© program extend to parents. Par-
ticipating in PEERS© may alleviate some 
of the stress parents experience specifical-
ly related to adolescent social and interper-
sonal skills. Future research may continue 
to examine the impacts of the PEERS© 
program, with a particular goal of docu-
menting lasting effects of the program. 

Laura L. Corona, MA, is Graduate As-
sistant, Erica Davis, LMSW, is Training 
Program Coordinator, Jane Ann Worlock, 
MSEd, is Senior Trainer, Melissa L. Ri-
naldi, PhD, is Clinical Investigator, and 
Kristin V. Christodulu, PhD, is Director at 
the Center for Autism and Related Disabil-
ities at the University at Albany. For more 
information about this research, contact 
Laura Corona at lcorona@albany.edu and 
visit http://www.albany.edu/autism/. 
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Self-Advocacy from page 8

• Communicating any confusion on the 
support offered and asking more ques-
tions when confused

• Communicating if certain follow up 
steps seem difficult to manage without 
further support

Executive Functioning Skills: Even when 
students have a plan of action to address 
current and future problems, the imple-
mentation of these plans can be difficult. 
Executive functioning skills and systems 
are important to ensure that plans are exe-
cuted effectively. Creating clear plans can 
support individuals through the initiation 
and follow through process. Skills include:

• Ensuring a follow up plan is scaffolded in 
order to establish a platform for success

• Clearly mapping out next steps for follow up

• Checking in to make sure strategies are 
working and adjust when they are not

Self-Monitoring and Generalization: Once 
complete, it is important for individuals to 
reflect on whether or not their attempts at 
solving a problem were effective. If they 
were not, individuals must remember to uti-
lize a different strategy in the future or alter 
the strategy to try and address the problem. 
If the strategy was helpful, individuals need 
to be aware of why it helped so that they 
can generalize that strategy to similar situa-
tions in the future. This includes:

• Understanding how support can be used 
in novel situations

• Assessing effectiveness of strategies

• Remembering successful strategies for 
future use

The teaching and modeling of self-ad-

vocacy for individuals diagnosed with 
ASD should be incorporated as an essen-
tial piece of the learning and development 
process during adolescence. These skills 
should be developed well before individu-
als reach the postsecondary or employment 
environments. Strong self-advocacy skills 
lead to greater confidence and success in 
young adulthood and beyond. Self-advoca-
cy takes time to develop; therefore, in or-
der to understand the intricacies of how it 
is utilized, adolescence is a critical period 
for its development. 

Casey Schmalacker, Long Island Coor-
dinator, and Samantha Feinman, Director, 
New Frontiers in Learning, can be reached 
at info@nfil.net. For more information, 
visit www.nfil.net. 
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Free Support Group For Families of Adults with Asperger’s Syndrome and High Functioning Autism

The focus of the support group is to assist families in understanding the complex issues related to their adult child impaired with Asperger’s Syndrome
or High Functioning Autism. At many of our meetings, we have speakers address various topics of importance related to these syndromes.

For more information, visit our website www.FAAHFA.com or contact the facilitators:
Bonnie Kaplan - Parenttalk@gmail.com    |    Judith Omidvaran - Judyomid@aol.com

Socialization and Life Skills Group For Asperger’s Syndrome and High Functioning Autistic Adults

Focused on: Employment and Vocational Issues, College Coaching and Supports, Socialization, Self-Advocacy, Dating, and Relationships

For more information, visit www.ASDGroupsWestchester.com or contact the facilitators:
Robin Kaufman, PhD, and Lauren Greiner, PhD  |  ASDGroupsWestchester@gmail.com  914 497-1590

Upcoming Meeting Dates:   2017:  4/23, 5/21, 6/11, 9/24, 10/22, 11/19, 12/10       2018:  1/28, 2/25, 3/18, 4/22, 5/20, 6/10

Westchester Arc
The Gleeson-Israel Gateway Center
265 Saw Mill River Road (Route 9A)

Hawthorne, NY 10532

Goal Setting from page 17

spectrum (Carr et al. 2014b). Amongst the 
broader population, upon whom the data 
set was based, self-monitoring was includ-
ed in two thirds of the studies. Several of 
these studies noted that the participants 
valued establishing goals independently 
and self-monitoring their progress. Feed-
back was described in almost half of the 
interventions, with original author reports 
suggesting that feedback information con-
tributed significantly to achieving positive 
outcomes in intervention.

Carr et al. (2014b) argued that goal set-
ting training may be important to include 
in treatment packages that aim to develop 
independence for students with ASD, and 
that development of effective goal setting 
techniques may be a vital skill for high 
functioning students who wish to pursue 
higher education. Additionally, as capa-
bility in goal setting appears to be devel-
oped over time, it was noted that training 
for generalization across tasks and set-
tings and monitoring maintenance over 
time is of particular importance. While 
the data from the goal setting review is 
drawn from a variety of learner profiles 
(given the absence of research published 
with students with ASD), the original re-
search reports have suggested that goal 
setting skills are teachable. 

With increasing numbers of highly capa-

ble students on the Autism spectrum now 
pursuing higher education and entering the 
work force, teaching self-management to 
adolescents is of utmost significance. In-
cluding goal setting in self-management 
support packages, and devoting adequate 
time to attain mastery of these skills is 
of critical importance to assist students, 
teachers, clinicians, and family members 
wishing to develop independence in this 
population. Additional information on 
goal-setting and the implications for stu-
dents with ASD may be found in the pub-
lished review (Carr et al., 2014b). 

Dr. Monica E. Carr is a Research Fellow 
at The University of Melbourne, Australia, 
and Member of the Board of Directors, 
Genesis School for Special Education, 
Singapore. For more information, please 
email mcarr.phd@gmail.com.
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Grief from page 24

featuring Tony Atwood, Temple Gran-
din and seven more experts. I read it that 
night, while Jordan went to websites the 
psychologist recommended. “My God,” I 
thought. “This is Jordan since age three!” 
Jordan was relieved. “I always knew I was 
different. Now I know I am not alone. I am 
an Aspie!” The psychologist referred us 
to a Cognitive Behavioral Therapy Group 
where Jordan received counseling from 
grades 9 to 12.

Over the years Jordan slowly left the van 
and joined us at the gravesite on her Dad’s 
birthday and all major holidays. At times, 
she reminds me to get to the cemetery “to 
see Dad.” She still does not say a lot. Six 
months ago when she pondered asking for 
permission for a lip piercing, she told me 
“last night I dreamt about Dad talking to 
me about getting another piercing. He told 
me don’t do it. So I don’t want it.” She 
smiled. When I did asked if she wanted to 
reflect and share her memories of her dad’s 
illness and death for this article, she hes-

itated; I gave her permission to say “no,” 
and she responded, “Okay, not today.” 

Thinking back, I now understand how 
Jordan could verbalize needing a “break” 
when my husband was hospitalized. Not 
having an Autism Spectrum Disorder 
(ASD) diagnosis at the time, I simply 
recognized and acknowledged the stress 
she was under. If I had responded with 
the cliché, “So Jordan, tell me how you 
really feel,” she probably would have re-
sponded “Mom, I just told you.” Whether 
on the spectrum or neurotypical, no one is 

prepared for the untimely death of a hus-
band and father. I believe on some level, 
everyone’s “unique abilities” equip you to 
travel this journey with a loved one. Jor-
dan is now 21 years old and is graduating 
from college. The twins are juniors in high 
school. My husband would be so proud.

Leslie Wright-Brown, MS, RN-BC, is 
Manager, Department of Nursing Education 
and Research, at Saint Barnabas Medical 
Center in Livingston, NJ. To contact Leslie, 
please email lwright.brown@gmail.com.
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Empowering from page 26

families raising children with disabilities 
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Sexuality from page 25

While there are many benefits to integrat-
ing HFASD individuals with neurotypical 
counterparts, many remain socially exclud-
ed due to their eccentricities and thus, there 
is no assurance that skills learned can be 
organically applied and generalized across 
people, places, and situations. 

Reframing Autism

Research continues to pathologize and 
disempower individuals with ASD by 
magnifying biologically based behaviors 
as problematic and in need of management 
(Gougeon, 2010). Hellemans et al., (2007) 
suggests that 29 percent of individuals with 
autism exhibit severe sexually problematic 
behaviors (Hellemans et al., 2007; Gou-
geon, 2010). Some of the atypical behav-
iors noted in the Hellemans et al., (2007) 
sampling included paraphilia, which one 
individual exhibited towards young girls 
(Hellemans et al., 2007; Gougeon, 2010). 
Other actions deemed as “problematic 
autistic behaviors” included public mas-
turbation, and attraction to particulari-
ties including breasts, lips, eyes, and legs 
(Hellemans et al., 2007; Gougeon, 2010). 
With exception to paraphilia, the behaviors 
expressed as overt and problematic all fell 
within “normal” range when comparing 
similar behaviors exhibited by neuro-typi-
cals (Love, 2004; Gougeon, 2010). In fact, 
many people regardless of disability and 
sexual orientation are attracted to the phys-
ical attributes of another including one’s 
eyes, legs, hair, and even scent (Gougeon, 
2010). However, for those demonstrating 
poor social acuity, impulse control, and 
self-expression navigating society’s “hid-
den curriculum” becomes overwhelming 
and problematic. Some may be unjustly 
targeted due to the peculiarities associated 
with their diagnostic profile. 

Parents, educators, and community part-
ners can help reframe public perception by 
promoting education and awareness. Gou-
geon (2010) defines reframing as a neces-
sary shift in thinking in which a peculiarity 
is better defined as a skill deficit, thereby 
illuminating the relevant social barriers and 
stigma associated with autism, while allevi-
ating the identified deficits with appropri-
ate strategies and skills. Reframing should 
address “counterfeit deviance” - which is 
defined as behaviors that appear divergent 
upon initial observation but can be attribut-
ed to factors other than aberrant sexual 
arousal (Hingsburger, Griffiths, & Quinsey, 
1991) - by re-conceptualizing these behav-
iors as being symptomatic of a social com-
munication disorder (Gougeon, 2010). 

Therefore, preparing HFASD students 
for campus living is essential. Providers 
and families should meet with all relevant 
parties to familiarize them with the diag-
nostic features of autism. Behaviors asso-

ciated with ASD are often misinterpreted, 
and without clarification could impact 
an individual’s ability to receive fair and 
equitable treatment when confronted by 
campus police and administrators. The In-
dividual Education Plan (IEP) should fol-
low the student into postsecondary institu-
tions. The IEP ensures that all reasonable 
accommodations will be met in accordance 
with their respective academic institution. 
Conversely, the social supports that were 
once embedded throughout high school 
are no longer maintained in college. For 
many HFASD students, the Disability Re-
source Center (DRC) becomes their life-
line for accessing the necessary resources 
to promote academic success. However, 
the DRC is not the most ideal location for 
social engagement and student community. 
Furthermore, the DRC is restricted from 
assisting HFASD students with other rel-
evant campus supports including student 
housing and financial aid just to name a 
few. Although research suggests social 
ties can benefit ones overall health and 
well-being, social ties can also undermine 
health and may vary across social groups 
(Umberson & Montez, 2010). The social 
and sexual deficits that present in autism 
may inhibit them from fully integrating 
into their communities as social and sexual 
beings manifesting in depression, anxiety, 
low self-esteem, isolation and other men-
tal health issues (Aylott, 2000; Ozonoff et 
al, 2005; Gougeon, 2010). Therefore, it is 
critical to identify resources that encourage 
positive social ties and promote personal 
health habits (Umberson & Montez, 2010). 

Campuses should consider establishing 
best practices that can expand beyond the 
DRC to ensure that every HFASD student 
can successfully transition to campus life. 
Recommendations include connecting 
ASD students with a student mentor, coun-
seling supports, and related groups so that 
they can develop social ties. Moreover, 
university residence life offices should ac-
commodate ASD students as many have 
specific sensory, social, and emotional 
needs that dorm-life can trigger. Because 
many individuals with ASD have lead re-
strictive lives, having a roommate and be-
ing asked to cohabitate with someone other 
than a family member can create extreme 
anxiety. Dormitory resident assistants need 
to be sensitive to individuals with ASD in-
cluding helping them to self-advocate, and 
communicate on behalf of themselves - es-
pecially when conflict arises. 

Laura Albee, MA, BCBA, is a Board 
Certified Behavior Analyst for the Tor-
rington Public School District, Tor-
rington, CT and a MSW Candidate in May 
2017 at Southern Connecticut State Uni-
versity. Julie Piepenbring, PhD, LCSW, is 
Assistant Professor in the Department of 
Social Work, Stephen Monroe Tomczak, 
PhD, LMSW, is Associate Professor of So-

cial Welfare Policy and Community Orga-
nization, and Esther C. Howe, DSW/PhD, 
LCSW, is a Professor at Southern Con-
necticut State University, located in Hart-
ford, CT. For more information, please 
visit www.southernct.edu/socialwork/.
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