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Challenging Behaviors and Autism

Designing Environments to Reduce Challenging Behaviors

By Heidi Hillman PhD, BCBA-D
Eastern Washington University

Challenging behaviors - defined as 
abnormal behaviors that deviate 
from one’s culture in frequency, 
intensity, or duration - are com-

mon among autistics, and have the potential 
to cause hardships for the autistic and others 
(Jang, Healy, & Mannion, 2011; Matson & 
Minshawi, 2007; Myers & Johnson, 2007). 
However, there is so much more to autism 
than challenges and hardships. When we 
focus on problematic behaviors, we prime 
others to look for the negative and ignore 
the positive. In the right environment, au-
tistics can make significant contributions 
to society (Mottron, 2011).

Autistics engage in challenging behav-
iors for a variety of reasons - difficulty 
communicating their needs, they may be 
anxious or stressed, or they may be over-
whelmed by their surroundings. Instead 

of focusing on behaviors as problematic, 
why not focus on challenging behaviors as 
ways autistics communicate their needs? 

An example, my family and I went to a 
restaurant and were seated in an area with 
bright overhead lights. My son began his 

wiggling dance that occurs before becom-
ing overstimulated. If I viewed this wig-
gling as a problematic behavior, I would 
ask my son to sit still, get him to focus on 
something else, ignore the wiggling, etc. If 
I, however, viewed challenging behaviors 
as his way of communicating sensory chal-
lenges, I would focus on arranging a more 
conducive environment. I noticed an area 
in the restaurant with dimmer lighting; our 
server happily accommodated us. When 
I focus on arranging conducive environ-
ments for my son, his challenging behav-
iors disappear.

I am reminded of Bogdan and Taylor’s 
(1994) recommendation to abandon the 
term “challenging behavior” to help focus 
on problematic environments rather than 
behaviors. The article was written 27 years 
ago, yet we still define autistics by their 
challenges. I encourage we focus on de-
signing environments to help reduce

see Environments on page 26

An Interview with the New York State OASAS, OMH, and OPWDD 
Commissioners to Address Critical Healthcare Issues

By David Minot, Executive Director
and Ira Minot, Founder
Mental Health News Education (MHNE)

In a rare opportunity, Mental Health 
News Education, publisher of Be-
havioral Health News and Autism 
Spectrum News, has brought together 

the Commissioners of the NYS Office of 
Mental Health (OMH), The NYS Office 
of Addiction Services and Supports (OA-
SAS), and The NYS Office for People with 
Developmental Disabilities (OPWDD) to 
address critical healthcare issues currently 
affecting the New York State community. 
Topics addressed in this interview-style 
article include: COVID-19 and vaccina-
tions; the workforce crisis; federal fund-
ing; diversity, equity, and inclusion;  and 
the collaboration between the three state 
offices.  We are delighted to present to 
you the following responses from OASAS 
Commissioner Arlene González-Sánchez, 
LMSW, OMH Commissioner Ann Sul-
livan, MD, and OPWDD Commissioner 
Theodore Kastner, MD. 

COVID-19 and Vaccinations

Can you comment on your department’s 
current thoughts on vaccination and mask 
mandates? How can we further protect staff 
(whose vaccinations are seriously lagging) 
and clients?

NYS OASAS
The New York State Office of Addiction 
Services and Supports (OASAS) conforms 
with the CDC and NYS DOH COVID-19 
guidance with respect to masking. Vacci-
nation acceptance by the OASAS-regulat-
ed system staff and clients is slightly lower 
than the vaccination acceptance numbers 
for NYS residents in general. However, 
many clients may receive their vaccina-

tions outside of the OASAS system, so 
these vaccinations are not monitored by 
OASAS.

The agency is also addressing vaccine 
hesitancy with weekly webinars for OA-
SAS staff and clients and will also be host-
ing a webinar with a panel with OASAS 
provider staff who have overcome their 
vaccine hesitancy to share their experienc-
es in doing so.

NYS OMH
The pandemic is not over, and now, as we 
experience the effects of the Delta and oth-
er variants, we must do everything possi-
ble to keep our patients, staff, and clients 
safe. NYS Governor Kathy Hochul recent-
ly implemented a series of universal mask 
requirements that apply to all facilities and 

see Interview on page 22
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By Bradley S. Stevenson, PhD, BCBA-D,
Jill Harper, PhD, BCBA-D, LABA,
Kylee Formento, MA, BCBA,
Shawn P. Quigley PhD, BCBA-D,
and Frank L. Bird, MEd, BCBA, LABA
Melmark

Though a small percentage, some 
individuals with autism and oth-
er developmental disabilities can 
display dangerous challenging be-

haviors such as high intensity aggression 
or self-injury. While the field of applied 
behavior analysis has made great strides in 
the assessment and treatment of challeng-
ing behaviors, effectively applying that 
technology increases in difficulty as in-
dividuals’ profiles become more complex. 
In addition to a diagnosed developmental 
disability, those served at Melmark often 
also have several other factors contribut-
ing to their challenging behaviors. These 
can include co-occurring mental health 
diagnoses, impaired communication abil-
ities, social skill deficits, unique sensory 
profiles, and complex medical needs. This 
means any treatment plan must balance all 
of these factors, even when the treatment 
recommendation for one factor contradicts 
the recommendation for another. 

Guided by our values as expressed 
through our core commitments of com-

passionate care, integrity in everything 
we do, highly skilled workforce, evi-
dence-based practices, and ensuring best 
outcomes for all, Melmark built its model 
to provide this level of comprehensive as-
sessment and treatment for every person 
who walks through our doors, ensuring 
them the best chance at a meaningful and 
productive life. 

Assessment

All treatment planning at Melmark be-
gins with thorough assessment. Assess-
ment allows us to understand the person, 
mapping out their strengths and needs, and 
finding clues as to why they may be engag-
ing in such dangerous behavior. 

Some of the first assessments we conduct 

are designed to explore what the individual 
enjoys. These preference assessments help 
identify reinforcers, but also provide in-
sight into how to design each individual’s 
day to ensure an enjoyable and supportive 
environment. Thorough skill assessments 
are also conducted to determine areas of 
strength, as well as where additional sup-
port and training is necessary for folks to 
successfully navigate their environment. 
This can include assessing skills related to 
adaptive behavior, academics, daily living, 
social, communication, and more.

As a behavior analytic program, a func-
tional behavior assessment (FBA) also 
begins immediately to identify environ-
mental variables that may evoke and main-
tain targeted behaviors. With the complex 
profiles we serve, initial results are often 
inconclusive. In this case, individual vari-
ables are tested directly via a functional 
analysis. Identifying these variables is crit-
ical to pinpoint exactly what makes cer-
tain scenarios so challenging for someone. 
Once identified, we can effectively prevent 
some of those scenarios, make those sce-
narios less aversive when they do occur, 
and teach skills to navigate those situations 
more successfully. In addition to analyzing 
the immediate situations, a comprehensive 
FBA also includes the assessment of

see Values-Based on page 27

Values-Based Behavior Planning - Responding to Challenging Behaviors 
for Individuals with Complex Profiles via Comprehensive Planning

By Shawn P. Quigley PhD, BCBA-D,
Jennifer Ruane, MS, BCBA, LPC,
Mary Odira, MS,
Mary Jane Weiss, PhD, BCBA-D,
Rita M. Gardner, MPH, BCBA, LABA,
and Frank L. Bird, MEd, BCBA, LABA
Melmark

There is always concern among both 
family members and providers that 
abuse and neglect of vulnerable 
populations can occur. Horror sto-

ries of such treatment have been chronicled 
in history, and there are still current reports 
of such atrocities (e.g., Bailey & Burch, 
2016). As an organization, attention must 
be given to cultural and systems factors 
that can prevent such abuse and neglect. 
Additionally, a framework for response to 
identified abuse and neglect must be ready. 

While the organizational and systemic 
strategies that can be used are not specific 
to any one organization, we have chosen 
to write this article from the perspective 
of Melmark, because the strategies used to 
prevent and respond to neglect and abuse 
are so linked to the organizational mission, 
core commitments, training, and systems.

Prevention

Factors of abuse and neglect are multi-fac-
eted and require a multi-tiered approach 
starting with organizational level processes 
all the way through individual employee ac-

tions. The Melmark mission, “Mission first, 
every individual, every day” and core com-
mitments form the foundation of the culture. 

The mission and core commitments are 
present through all levels of organizational 
practices. Each of the core commitments is 
related to the prevention of abuse and ne-
glect. Below are descriptions of systems and 
processes influenced by the mission and core 
commitments that are relevant to this goal. 

Organizational Practices

Strategic plan - The Melmark leadership 
demonstrates a commitment to building a 

culture emphasizing protection of individ-
ual rights by developing and implementing 
a strategic plan. A strategic plan details 
the organizational mission and values that 
guide organizational practices support-
ive of the desired culture. It also creates a 
roadmap of actionable steps to realize the 
mission and values.

Wage initiatives - The Melmark lead-
ership team continuously advocates for 
living wages for employees. Not only do 
increased wages create a better personal 
life for employees, it is a commitment that 
helps establish a context of higher employ-

ee expectations, including protection of 
human rights. Melmark continues to devel-
op and analyze strategies to ensure contin-
ued competitive wages, despite long-term 
funding shortfalls.

Department Practices

Hiring practices - Prevention of abuse and 
neglect of rights is more than background 
checks and clearances. Job applicants are 
explicitly asked about how their personal 
values and actions align with the Melmark 
mission and core commitments. Job candi-
dates that cannot describe the importance 
of protecting human rights and the role of 
employees in that protection are considered 
a poor fit with Melmark’s mission and core 
commitments. A multi-step hiring process, 
involving multiple current employees, al-
lows for multiple interactions and opportu-
nities to assess fit with the expected culture.

Support departments - Melmark utilizes 
support departments such as Human Re-
sources, Professional Development, Fi-
nance, Facilities, and Quality Assurance 
and Improvement to alleviate administra-
tive burdens of direct service profession-
als. The reduction in administrative burden 
allows direct service professionals to have 
a singular focus on the care of individuals 
within their programs. Furthermore, desk 
activities (e.g., report writing) are reduced

see Prevention on page 20

Prevention of Abuse and Neglect: Melmark’s Organizational Approach

Dr. Bradley Stevenson admires the drawing skills of student Tyler.

https://autismspectrumnews.org/
http://melmark.org
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By Kate McNulty, LCSW
Autistic Therapist

Most people recall some chapter 
in their lives that they would 
look back on and identify as 
burnout. This term usually 

refers to the amount of energy someone 
has for their job or that they have taken on 
too many activities in general.

In the autistic community, however, the 
word has taken on a different definition 
that is unique to autistic people. In a 2020 
AASPIRE research study, it was defined as 
“a syndrome conceptualized as resulting 
from chronic life stress and a mismatch of 
expectations and abilities without adequate 
supports. It is characterized by pervasive, 
long-term (typically 3+ months) exhaus-
tion, loss of function, and reduced tolerance 
to stimulus.” It goes beyond tiredness and 
is different from depression. Rather, it is a 
cumulative experience for autistic people 
that builds up over time because they have 
become too taxed to handle the responsibil-
ities or expectations in their lives. Autistic 
burnout involves the loss of skills and abil-
ities the person would ordinarily possess.

Trying to fit in socially and behave in a 
neurotypical way appears to contribute to 
autistic burnout. Adjusting one’s behavior 
and impulses to appear more “normal” in-
volves a high level of neurological, cogni-
tive, and emotional demand. Imagine a pie 

chart representing cognitive ability. When 
a person uses ongoing self-awareness and 
self-monitoring to modify their social pre-
sentation, it takes a slice out of the pie, 
reducing the cognitive ability they have 
available to apply to other tasks.

It is important to note that nobody 
chooses to get burned out. It reflects an 
involuntary neurological state. The person 
may notice they are starting to feel burnout 
because they are less capable than usual or 
they are experiencing more meltdown or 

shutdown episodes. Sometimes burnout af-
fects people so gradually that they don’t re-
alize they are struggling until they are fully 
incapacitated or until someone else alerts 
them that they are not managing well.

Autistic burnout usually involves in-
creased cognitive difficulty with making 
decisions and managing tasks capably, 
organizing activities, and remembering 
things, and intensifying of sensory sensi-
tivities. For many autistics, speaking abil-
ity is adversely affected as well. Autistic 

burnout may also involve increased suicid-
al thoughts or impulses.

If You or Someone You Love 
Is Experiencing Burnout

Although not all burnout episodes can be 
prevented, it is nevertheless crucial to have 
a plan you can implement in advance to re-
duce the likelihood of burnout. Sometimes, 
the best you can expect is to lessen the ep-
isode’s intensity and duration. Fortunately, 
there are a variety of ways to prevent burn-
out or counteract it if it can’t be prevented. 
The suggestions below are not “one size 
fits all.” Try what makes sense to you for 
your or your loved one’s situation.

Less is More: If you feel you are entering 
burnout, recognize the signs. To get some 
relief, try to build more downtime into 
your schedule. Admittedly, you may have 
job, school, or family demands that are 
non-negotiable, but anything you can do to 
allow yourself more rest and recreation is 
a positive step toward preventing burnout. 
Add extra time to sleep if you can. Most 
autistic people have trouble getting deep 
rest and so may need more hours in bed 
to match the amount of sleep experienced 
by a neurotypical person. Even taking the 
smallest segments of time throughout the 
day to let your eyes relax and be unfocused 

see Burnout on page 30

Antidotes to Autistic Burnout

Fanwood, NJ  •  Maple Shade, NJ  •  Montgomeryville, PA  •  Pottstown, PA

Offering the STRIVE Autism Care Continuum
STRIVE is an interdisciplinary continuum of care to diagnose, treat and achieve positive outcomes for children with autism and their families.  

STRIVE integrates diagnostic services, interdisciplinary behavioral health treatment and other therapeutic services under one roof.  
Services take place in center, home, and community settings.

We offer a range of services including:

• Autism Screening & Diagnostic Clinic (2 years and older)
• Applied Behavior Analysis (ABA)
• Psychological Counseling

• Social Skills Groups
• Support Groups for Parents & Siblings
• Behavioral Parent Training

⭐ Immediate openings at our STRIVE Clinics ⭐

⭐ Easily accessible for families in South Eastern Berks County and Western Montgomery County ⭐ 

⭐ Reach out for opportunities to join Social Groups for early learners (Let’s Play!) and adolescents 
(PEERS Curriculum starting this Fall 2021 ⭐

For further information please contact Dr. Jeff Selman, Chief Operating Officer of First Children Services 
at jselman@firstchildrenservices.com or visit www.firstchildrenservices.com

https://autismspectrumnews.org/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7313636/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7313636/
https://www.spectrumnews.org/news/sleep-problems-autism-explained/
https://www.spectrumnews.org/news/sleep-problems-autism-explained/
https://www.spectrumnews.org/news/sleep-problems-autism-explained/
https://www.firstchildrenservices.com
mailto:jselman@firstchildrenservices.com
https://www.firstchildrenservices.com/
https://www.facebook.com/firstchildrenservices/
https://www.linkedin.com/company/first-children-learning-services-llc
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By Karl Wittig, PE
Advisory Board Chair
Aspies For Social Success (AFSS)

During my long involvement 
with the adult Asperger Syn-
drome / autism spectrum com-
munity, I often make the dis-

claimer, when criticizing inappropriate 
behaviors of other autistics, that I have 
probably been guilty of similar behaviors, 
at least to some degree, at some earlier 
time in my life. Also, whenever I address 
autistic issues in a formal setting, I make 
the disclaimer that I am not an autism pro-
fessional and that all my observations are 
personal views based on experiences from 
support meetings and other autism com-
munity events. It is in this spirit that I will 
discuss inappropriate behaviors in adult 
autistics. To protect the privacy of those 
concerned, however, I will only consider 
abstract generalities and will not examine 
individual cases.

Why Do Adult Autistics 
Behave Inappropriately?

In short, many autistics, especially as 
children and younger adults, sometimes 
do (or say) things that are considered in-
appropriate, if not downright offensive, 
simply because they are unaware of how 
objectionable such things are to most peo-

ple. This is a case of “hidden curriculum” 
violation, about which much has been said 
and written as to how it affects the autistic 
community, most notably by Brenda Smith 
Myles. Essentially, an autistic person often 
is not able to “pick up” unwritten rules that 
are not explicitly stated but which every-
one is nevertheless expected to follow. As 
such, they are not aware that their behavior 
is considered unacceptable because they 
were never taught that this was the case.

With age and experience, they might 
eventually learn that their behavior is not 
considered appropriate by others but still 
be unable to understand why this is so. In 
some instances, they do not notice anything 
objectionable, and cannot see why anyone 
else would care about, let alone be dis-
turbed or offended by such. Consequently, 
they may refuse to address the issue, of-
ten at their own peril. A classic example of 
this involves personal hygiene - an autis-
tic may not notice their own bodily odors, 
and accordingly not realize that others just 
might (not to mention find them highly 
objectionable); this can be considered a 
theory-of-mind issue in which they cannot 
understand that something is perceived by 
another person in a different manner than 
they themselves would. In other cases, they 
may not be disturbed by, or even aware 
of, something that is done to them which 
many people might take great exception to; 
as such, they might think nothing of doing 
the same to others, having no appreciation 
of how offensive it is (incidentally, the re-
verse can also be true - they may be very 
sensitive to things that others might barely 
even notice). Once again, the autistic is un-
able to discern how someone else might be 
affected by or respond to something differ-
ently than they themselves would be.

Going even further, an autistic may even-
tually recognize that others respond (some-
times strongly) to behaviors that they by 
now have learned are inappropriate. Nev-

ertheless, they continue with these because 
of the reactions that they elicit. In children, 
such behavior is often seen as “attention 
seeking.” In adult autistics, however, it 
may be a cry for help - autistics are often 
unable to identify, let alone articulate, the 
nature of their challenges and difficulties, 
or sometimes even their feelings (this is 
known as alexithymia). This in turn results 
in great frustration and anger, which they 
then express through these behaviors. What 
is ironic, and even tragic, is that any notion 
of causing hurt or injury to anyone is the 
furthest thing from their mind. They merely 
want to get a reaction (and perhaps get oth-
ers to acknowledge their own pain), and do 
not appreciate the effect that their behavior 
has on others, or the degree to which oth-
ers can be disturbed or offended by such. 
Furthermore, they often do not realize the 
repercussions that can result and are per-
plexed when they experience adverse (and 
sometimes severe) consequences.

In all the above cases, there is a pre-
sumption, at least among much of the typ-
ical population, that the above individuals 
should simply know better - they cannot 
understand how anybody past a certain 
age and having any intelligence could 
possibly not know that their behavior is 
inappropriate or not appreciate how it is 
regarded by others. The situation is even 
worse for twice-exceptional autistics of

see No Harm on page 32

Inappropriate Behaviors in Adult Autistics: We Mean No Harm

Karl Wittig, PE

https://autismspectrumnews.org/
http://djfiddlefoundation.org/
https://autismspectrumnews.org/a-look-inside-the-hidden-curriculum/
https://autismspectrumnews.org/a-look-inside-the-hidden-curriculum/
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By AHRC New York City

The following is an interview with Laura 
McCabe, BCBA, Coordinator at AHRC 
New York City’s Middle High School. 

What made you decide to go into this 
field? Did you always know you want-
ed to work with students on the autism 
spectrum? 

I was always interested in understanding 
the human mind and behavior. The field 
of psychology seemed like a good start 
for learning about this topic. During my 
undergraduate studies, I developed an in-
terest in working with school-age children. 
I did not enjoy speaking in front of larger 
groups of people, so teaching was not a ca-
reer option for me. Graduate school in the 
field of school psychology was a better fit 
for my interest in learning how to help stu-
dents use their strengths to compensate for 
weaknesses. During the time I was practic-
ing as a school psychologist, I discovered 
the need to further study the science of 
applied behavior analysis which resulted 
in working with people with different de-
velopmental disabilities, primarily autism. 

I believe that in our profession, you nev-
er stop learning, not only because of the 
rapid advancement in the field of behav-
ioral science, but also due to the unique-
ness in the functioning of each individual 
with an autism diagnosis. There are no two 
students alike and although we follow the 
same principles of behavior, you have to 
treat each student as a blank canvas. Every 
student has a specific genetic background 
and environmental variables that require us 
to create individualized interventions. So, 
you never stop learning as you work with 
one student at a time.

Collaboration with other professionals in 
the field and the caregivers is essential. I 
will never be successful in my profession 
without the continuous support of admin-
istrators, teachers, and assistants. It is also 
reassuring to know that when I run into a 
difficult situation, I have a great supervisor 
who will always counsel and guide me. 

 
What do behavior challenges look like in 
the classroom? How do you prepare the 
staff before the school year?

Most challenging behaviors can be ad-
dressed through instruction differentia-
tion and using a multisensory approach 
in teaching to compensate for deficits in 
verbal and non-verbal abilities, social and 
emotional regulation. Students may have 
difficulties related to attending and re-
maining focused during instruction, which 
we address using visual and individualized 
schedules of reinforcement. We teach stu-
dents appropriate replacement behaviors 
by identifying the function [editorial note: 
the word function here speaks to why the 
person is exhibiting the behavior] of the 
challenging behaviors. 

We train teachers in utilizing applied 
behavior methodology in modifying in-
struction and developing classroom envi-
ronmental supports conducive to learning. 
I train teachers in implementing our re-

search-based ABA curriculum and mak-
ing data-based decisions when developing 
goals for instruction. When working as a 
team to develop instructional and behav-
ioral interventions, we discuss the stu-
dents’ strengths and weaknesses, as well as 
the behaviors we need to address. 

It is important to keep a balance between 
the need to discuss students’ performance 
and their behavior challenges with the in-
structional team members involved in the 
educational process, while maintaining 
student dignity and confidentiality. 

• Do not describe a student through the 
prism of their challenging behaviors 
or their developmental disability (i.e., 
non-verbal, risk of elopement, aggres-
sive). Just because they displayed these 
behaviors in the past, do not expect 
them to do it again. 

• Students should get a new chance to 
change their behavior repertoire as they 
work with different people in differ-
ent settings. Get to know each student 
without factoring past behavior strug-
gles and believe in their ability to ac-
quire desired replacement skills. When 
you keep an open mind, you give stu-
dents a chance to change. 

How do you initially evaluate a student 
with challenging behaviors? 

I conduct direct and indirect assessments 
to identify the function of the challenging 
behaviors. Teachers, clinicians, adminis-
trators, and family members can express 
concerns regarding challenging behavior. 
Along with the school psychologist, I ob-
serve the student in the classroom and take 
data on the duration, frequency, and inten-
sity of the challenging behaviors. I conduct 
interviews, questionnaires, and surveys with 
teachers, assistants, and family members.

If the function is evident using these 
methods, I develop a hypothesis regard-
ing the behavior function and create inter-
ventions with a system of data collection. 
Sometimes the function of challenging 
behavior cannot be easily determined us-
ing only direct and indirect observations. A 
functional analysis needs to be conducted 
to determine the function of maintaining 

the behavior. If a functional assessment is 
similar to detective work, functional analy-
sis is similar to a controlled experiment in 
which different variables are manipulated 
to determine why the target behavior oc-
curs and to develop specific interventions 
to teach new skills and shape desired re-
placement behaviors. 

The most recent functional analysis I 
conducted was for a student who displayed 
loud vocalizations of great intensity and 
duration, loud enough to be heard in the 
adjacent classrooms and offices with an 
average duration of a few hours a day. A 
behavior protocol was created based on a 
hypothesized function that escapes from 
task demand and attention-seeking may be 
maintaining this behavior. 

Specific interventions to address these 
functions were not successful in reducing 
the challenging behaviors. When a func-
tional analysis was conducted, it was in-
dicative that the primary function of loud 
vocalizations was automatic (self-stimula-
tory). A Behavior Support Plan was created 
with interventions specific to address this 
function, successfully reducing the inten-
sity and duration of the loud vocalizations. 

In addition to the data used for behavioral 
interventions, data is collected to determine 
skill acquisition and maintenance for curric-
ulum instruction. We continuously search 
for modalities to individualize instruction 

and to find the best instructional strategies 
that allow students to learn academic con-
tent as well as to develop daily living skills. 

 
How do you know which intervention 
or tool to use when a student displays 
outbursts and other behaviors in the 
classroom?

I start by identifying the main function 
of the challenging behavior. The most 
common possible functions are to:

• Get someone’s attention

• Escape or avoid a task/demand

• Get access to a desired item, person, or 
activity

• Engage in self-stimulatory behavior. 

Interventions are created for each spe-
cific function. In the school setting, we 
use a positive behavior approach. A lot of 
emphasis is placed on proactive and pre-
ventive strategies. I use the principles of 
reinforcement to develop schedules of re-
inforcement and design contingencies for 
students’ behavior that will motivate them 
to acquire new skills and develop behaviors 

see AHRC NYC Interview on page 29

AHRC NYC’s Laura McCabe, BCBA, Urges Teachers 
to Keep an Open Mind and Give Students a Chance to Change

Laura McCabe, BCBA

https://autismspectrumnews.org/
https://schools.ahrcnyc.org/sponsor/ahrcmiddlehighschool/
https://schools.ahrcnyc.org/sponsor/ahrcmiddlehighschool/
http://www.ahrcnyc.org
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By Christina Wood, MEd, RBT and
Jennifer Croner Lauriello, MSEd, BCBA
Lehigh University Autism Services

Children with autism often display 
higher rates of challenging be-
haviors, including non-compli-
ance, aggression, self-injurious 

behavior, and socially inappropriate be-
havior such as disrobing in public, when 
compared to typically developing peers 
(Holden & Gitlesen, 2006). It can be diffi-
cult for family members, teachers, service 
providers, and other important stakehold-
ers to manage these challenging behav-
iors. In fact, these challenging behaviors 
can lead to physical and psychological 
harm, isolation, and caregiver burnout 
(Autism Speaks, 2012). Consequently, it is 
imperative that caregivers receive neces-
sary support in order to effectively man-
age challenging behaviors.

One evidence-based practice for reduc-
ing and eliminating challenging behaviors 
is to identify the function of the behavior, 
or what purpose the behavior serves for the 
individual. For example, you may ask your-
self, “What is my child trying to get or avoid 
by doing this?” or “What is she trying to tell 
me?” Determining the function of the be-
havior can help guide you toward solutions 
to reduce the frequency, duration, or inten-
sity of the behavior. This process of iden-
tifying the function of a behavior is called 

a functional behavior assessment (FBA), 
which includes data collection and analysis. 

The data collection portion involves doc-
umenting the environmental context for 
each occurrence of the target problem be-
havior observed. Also known as narrative 
recording, this includes documenting the 
antecedents and consequences each time 
the behavior occurs. Antecedents are events 
or actions that occur immediately before the 
challenging behavior and consequences are 
events or actions that occur immediately af-

ter the challenging behavior. Common an-
tecedents to challenging behavior include 
demands, lack of attention, transitions, 
and denied access to preferred items or 
activities. Common consequences include 
adult and peer attention, access to pre-
ferred items or activities, and escape from 
non-preferred tasks. In addition to specif-
ic antecedents and consequences, it is also 
beneficial to record the context surrounding 
the behavior (e.g., date, time, setting, activ-
ity, and people present). The more informa-

tion there is to analyze, the more accurate 
the function identification will be. 

Once the data are recorded, they can be 
analyzed for patterns in collaboration with 
a BCBA or related service provider. In 
general, it is important to look for patterns 
across the antecedents and consequences. 
For example, imagine Sammy, a 4-year-old 
nonverbal boy with autism who frequently 
engages in aggression. During FBA data 
collection, he bit his mom on the arm 10 
times. This behavior was preceded by a de-
mand to brush his teeth for nine instances 
and was followed by Sammy receiving ex-
tra time to watch TV before brushing his 
teeth for five of the instances. Following 
three occurrences of biting, Sammy’s mom 
reprimanded him and carried him to the 
bathroom. By looking for patterns in the 
data, it is clear that Sammy’s aggressive 
behavior commonly occurs after a demand 
and is frequently followed by escape from 
toothbrushing. 

After developing a clearer understand-
ing of why a child engages in a particular 
challenging behavior, it is time to decide 
how to intervene. One of the most effective 
ways to do so is through the use of anteced-
ent-based strategies, which are designed 
to reduce or prevent the likelihood of the 
challenging behavior. The goal of these 
strategies is to modify the environment, of-
tentimes including your own behavior, as a 

see Tips on page 29

Identifying Why Challenging Behavior Occurs: Tips for Prevention

https://autismspectrumnews.org/
http://www.moviarobotics.com
http://www.e3transition.org
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Autism @ Work: Insights From a World-First 
Global Study on Employing Autistic Adults

By Charmine E. J. Härtel, PhD
Monash University
and Anna Krzeminska, PhD
Macquarie University
Australia

Since the emergence of Special-
isterne, a growing number of 
multi-national organizations have 
implemented neurodiversity hiring 

programs including SAP, JP Morgan, Mic-
rosoft, IBM, and several others. Alongside 
them are the innovative pioneers within 
the social enterprise and government space 
that have launched successful programs of 
their own, such as Aspiritech and the De-
partment of Health and Human Services in 
Australia. On the surface, this pivotal, so-
cietal shift signaled acknowledgement of 
a dire need while at the same time raising 
the question for business schools, organi-
zations, and entrepreneurs alike: What are 
the most effective practices to employing 
autistic adults? 

As academics with personal ties to the 
neurodiversity community, we took an im-
mediate interest in this question. After-all, 
autism is one of the most researched medi-
cal conditions in history1 and autistic adults 
experience unemployment more than any 
other demographic sub-group.2 Surely, in 
addition to the rising interest from global 
organizations in implementing neurodiver-
sity programs, one would expect a profu-
sion of evidence-based research exists.

As we quickly discovered, however, 
nominal attention has been given to this 
crucial topic. The limited literature that 
does exist is principally qualitative, for ex-
ample, interviews, observations of hiring 
programs. No large-scale statistical study 
existed that identified what authentically 
helps a neurodivergent employees in the 
workplace, in particular, one that included 
the viewpoint of the most important stake-
holder: autistic employees. 

To address this critical knowledge gap, 
we partnered with the world’s first national 
cooperative research center focused on au-
tism - the Autism CRC in Australia - and 
pioneered to create another world first: a 
quantitative, global study that explored the 

most effective practices to employing au-
tistic adults, irrespective of geographical 
region, job-type, or industry. The end result 
included participation from 33 organiza-
tions representing four organization types: 
for-profit, nonprofit, social enterprise, and 
government/education - spread across five 
continents. Presented below are just a few 
of the revolutionary findings from our anal-
ysis; however, the full report is publicly ac-
cessible through the Autism CRC at tinyurl.
com/GlobalAutismEmploymentReport.

Everyone Has Accommodation Needs

One of the most prevalent barriers to 
attaining employment for neurodivergent 
individuals, and the greater disability com-
munity, respectively, is the long-held myth 
pertaining to accommodations. Perceived 
worry from owners and managers alike re-
garding hypothesized high costs and lack 
of awareness of an individual’s respected 
condition(s)3 has made accommodation 
requests a sensitive topic for stakeholders 
on both sides of the table. Yet, when we 
surveyed organizations, a startling revela-
tion materialized. The greatest percentage 
of requests, irrespective of accommodation 
type, came from both autistic and non-au-
tistic workers. Whether it was doing only 
one task at a time - autonomy to decide 
when to work and how to carry out a job 
task - or being provided support such as a 
buddy/mentor, the requests were the same. 

On a granular level, this information 
provided insight to the most frequently re-
quested accommodations which included 
good ergonomics, a comfortable climate 
at work in terms of humidity and tempera-
ture, requesting additional feedback from 
supervisors and co-workers regarding job 
performance, and receiving directions 
in writing in lieu of verbal instructions. 
Shifting this to an organizational-level per-
spective, however, a different takeaway is 
introduced. What differentiates an individ-
ual with a neurological condition asking 
for an accommodation is not the request 
they’re making, or the fact they’re making 
a request at all, but our perception in be-
lieving such individuals require a greater 
degree of effort, financial contribution, or 

interpersonal need simply because of the 
medical title they unsolicitedly carry: per-
son with a disability. Remove the title and 
you’ll uncover that accommodation needs 

are not mutually exclusive to a particular 
sub-group but are shared amongst us all. 

see Autism @ Work on page 28

The above video is a presentation of the findings from the world’s first global 
study on autism employment practices. Presented by research co-leads, Associate 
Professor Anna Krzeminska of Macquarie University and Professor Charmine Härtel 
of Monash University, key findings presented include the most effective recruitment 
practices, workplace satisfaction and the influence of full-time employment, 
job security, and more. While this video covers several key highlights, the full 
report, titled Autism @ Work: New Insights on Effective Employment Practices, is 
publicly accessible through the The Cooperative Research Centre for Living with 
Autism (Autism CRC) at tinyurl.com/GlobalAutismEmploymentReport.

Charmine E. J. Härtel, PhD Anna Krzeminska, PhD
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By David Paul Crisp
Autistic International Speaker, 
Trainer, Advocate and Writer
Wired4Autism 

The traditional approach to autism 
treatment and support is predom-
inantly concerned with focusing 
on a person’s challenges, rather 

than building upon their strengths. Pro-
grams and services focus mainly upon 
eliminating or reducing socially inappro-
priate behaviour, rather than developing 
practices concentrating on promoting the 
person’s self-esteem and feelings of hap-
piness. It is therefore not surprising that 
so many autistic individuals suffer from 
depression, and considerably more experi-
ence extreme anxiety and poor self-worth.

Promoting and Measuring 
Happiness in Autism

When researching for this article, I was 
struck by how little attention has been paid 
to the emotional well-being as a desired 
outcome for autistic individuals in the field 
of psychology. 

Traditionally, the effectiveness of psy-
chological support and treatments have 
concentrated on improving cognitive func-
tioning, skills, and behaviours, especially 
social skills. However, does an increase in 
IQ equate to a happier outcome? Does im-

proved cognitive functioning, education, 
and adaptive functioning mean the individ-
ual is happy?

Using these analogies, a good outcome 
means living independently, being em-
ployed or in higher education and having 
friends. Whereas a very poor outcome 
would be having no friends, no indepen-
dence, and needing high levels of care 
and support in a home or supported living 
accommodation. But does high levels of 
independence necessarily lead to a better 
quality of life and “happiness?” 

Autism and Quality of Life 

Most research on autism and quality of 
life tend to focus on the negative impact of 
autism on quality of life. 

A report in 2001 entitled “Ignored or In-
eligible? The Reality for Adults with Au-
tism Spectrum Disorders” by Barnard et. al 
for the National Autistic Society surveyed 
450 autistic adults through all levels of the 
autistic spectrum and concluded:

• Only 3% lived fully independently

• Nearly 49% lived at home

• Only 10% could manage daily living 
tasks without assistance

• Only 2% of low functioning autistics 
were in full-time paid employment

• Only 12% of high functioning autistics 
were in full-time employment

• 31% of all adults studied had no social 
involvement outside the family

• 32% suffered poor mental health

A later study in 2002 by Selzer and 
Krause of 405 autistic individuals (62% of 
whom were adolescents) entitled “A Pro-
file of Adolescents and Adults with Autism 
Spectrum Disorders” had similar findings:

• Of the total sample, only 22% socialized 
with family members

• And only 14% socialized with someone 
from school

• 98% of adolescents had difficulty mak-
ing friends

• 95% of adults also had difficulty making 
friends 

• Over 30% of adolescents had a co-mor-
bid mental health disorder

A further study by Bauminger and Kasa-
ri in 2000 entitled “Loneliness and Friend-
ship in High Functioning Children with 
Autism” found that it wasn’t the number of 
friends but the quality of friendships that 
are predictive of satisfaction or loneliness 
for autistic children. Despite the common 
belief that autistic children prefer to be 
alone, the lack of intimacy, reciprocity, 
and emotional enrichment led to more in-
tense and frequent loneliness compared to 
their non-autistic peers. Even where there 
was a structural social network at school, 
the lack of invitations to birthday parties, 
sleepovers, or games can have a profound 
impact upon quality of life.

Future employability may be a better 
predictor of quality of life than academic 

see Happiness on page 28

Promoting Happiness in Autistic Individuals

David Paul Crisp

By Todd A. Merritt, PhD, BCBA-D,
Jessica L. Basir, MS, BCBA,
and Chelsea M. K. Hawley, MS
The Arc Westchester

The most recent report from the 
CDC found the prevalence of au-
tism spectrum disorder (ASD) to 
be one in 54 children in the US 

(Maenner et al., 2020). Because the diag-
nostic criteria for ASD includes persistent 
deficits in communication and deficits 
in nonverbal communicative behaviors, 
many individuals with an intellectual or 
developmental disability (IDD) may not 
be able to effectively communicate with 
others (American Psychiatric Association, 
2013). When a person is not able to make 
their wants and needs known to others in a 
socially appropriate manner, they may en-
gage in challenging behaviors. Generally 
speaking, a challenging behavior is mal-
adaptive and includes those which are dan-
gerous to the individual and/or people or 
those which interfere with the individual’s 
daily activities. Whether a behavior is con-
sidered to be appropriate or maladaptive, 
all behaviors serve a purpose. The purpose 
of a behavior, commonly referred to as the 
function, can be identified through a pro-
cess known as functional behavior assess-
ment (FBA) (Cooper et al., 2019). An FBA 
is a behavioral assessment that includes 
indirect and direct procedures such as 
interviews, checklists, observations, and 

tests to identify the function of a behavior 
of interest. Through the completion of an 
FBA, one or more of the four functions of 
behavior are identified: attention from oth-
ers, escape from non-preferred conditions, 
access to preferred tangibles, and access 
to or removal of internal stimulation (i.e., 
automatic). Once the function of a mal-
adaptive behavior has been identified, be-
havioral interventions are implemented to 
promote socially appropriate behavior.

Functional Communication Training 
(FCT) refers to a procedure in which an 
individual is taught a socially appropri-

ate communicative response that serves 
the same function as the maladaptive be-
havior (Tiger et al., 2008). The goal is to 
teach the person a more efficient/effective 
way of communicating and, therefore, re-
duce occurrences of maladaptive behavior 
(Durand, 1991). The approach should vary 
with each person and may include vocal 
behavior (i.e., speech) and various modes 
of Augmentative and Alternative Commu-
nication (AAC) such as American Sign 
Language (ASL), the Picture Exchange 
Communication System (PECS), and 
Speech-Generating Devices (SGDs).

Vocal communication generally refers to 
speech, which can be defined as the oral 
expression of thoughts, feelings, and ideas 
created by voice into specific, decodable 
sounds (National Institute of Deafness and 
Other Communication Disorders, 2010). 
Vocal training procedures have been prov-
en to effectively teach speech to people 
with IDD who were previously non-vo-
cal (Bourrett et al., 2004). Carbone et al. 
(2010) stated, although the goal of many 
language training programs is to develop 
vocal behavior, this can sometimes be a 
long and difficult process and the absence 
of vocal behavior can leave minimally 
vocal people without an effective form of 
communication. When a person does not 
acquire vocal communication, an AAC in-
tervention should be considered.

The National Institute of Deafness and 
Other Communication Disorders (2021) 
defines ASL as expressed movements of 
the hands and face. In order to effectively 
teach ASL, the learner’s fine motor skills 
should be assessed to ensure they can phys-
ically perform the signs being taught, the 
instructor must have specialized training in 
sign, and the instructor must use sign when 
interacting with the learner (Sundberg 
& Partington, 2010). In a sample study, 
sign-language training sessions involved 
one instructor modeling the sign while a 
second instructor physically prompted the 
learner from behind (Scattone & Billhofer, 

see Communication on page 31

Enhancing Communication to Reduce Challenging Behaviors
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By Robert Parenti
Chief Education Officer
MOVIA Robotics

Throughout my time as a special ed-
ucation teacher and administrator, 
I have always searched for ways to 
help my Autism Spectrum Disor-

der (ASD) students de-escalate themselves 
without having to get to a point where the 
use of a protective hold was needed. This 
was, at times, a herculean feat because of 
the level of dysregulation in the student. 
While the intention of de-escalating my 
students was noble in that I didn’t want 
them hurting themselves or others, the out-
come could sometimes cause further trau-
ma because of how the de-escalation was 
done. Public education is an industry that 
can be slow to change and adapt to what 
the stakeholders (students and families) 
need. This is especially true since the start 
of the pandemic and was definitely an is-
sue prior to the start of the pandemic and 
the shutdown of schools. I realized that I 
needed to expand my knowledge of how 
and why dysregulation of a person occurs 
and how I could better help my students 
and train my staff so that when challenging 
behaviors occurred, they were dealt with in 
a manner that gave the utmost dignity to 
the person in distress.

I began to research and study the brain 
and central nervous system and joined a 

professional organization that helps people 
who deal with challenging behaviors. What 
I learned from my research is that the brain 
changes as a person becomes dysregulat-
ed. In fact, the brain gives greater control 
of the human body to the central nervous 
system which allows for a much more rap-
id response to perceived negative stimuli. 
In other words, the brain signals the body 
to go into “fight or flight” mode. When a 
person (both neuro-typical and neuro-di-

verse) perceives something or someone as 
a threat, the brain’s normal control system, 
the pre-frontal cortex, begins to alert an 
area of the brain called the amygdala that 
there is something wrong. From there, the 
amygdala tells the hypothalamus to release 
stress hormones which increase the body’s 
heart rate, energy levels, and breathing. 
While this is occurring, the brain’s abili-
ty to process information is decreased as 
compared to when there is no perception 

of a threat. The reality is that what I would 
consider a challenging behavior was re-
ally my student’s brain reacting to a per-
ceived threat to his or her safety, whether 
that threat was a physical or mental one. 
I also learned that as I was witnessing my 
autistic students do this, my own “fight or 
flight” started to kick in because my brain 
was perceiving my students as a threat; my 
reactions to their reactions were not help-
ing to de-escalate my students and return 
control of their brains to the pre-frontal 
cortex. I realized I was doing things that 
were making my students more and more 
anxious. To be a better educator and ad-
ministrator, I had to re-learn what I was 
taught when dealing with autistic students 
with challenging behaviors.

As I began my re-learning process, I 
started to understand that to de-escalate an 
ASD student, I needed to first de-escalate 
myself. I needed to have a calm body that 
didn’t present as aggressive. I needed to 
use a quiet voice with a neutral tone and 
a slow cadence. In addition, I figured out 
that I needed to stay at least 3-6 feet away 
from a dysregulated student so that I didn’t 
enter his or her personal space bubble and 
trigger more of an aggressive response. 
It was hard to do at first, but over time I 
trained myself and the results were spec-
tacular! Incidents with students’ challeng-
ing behaviors became less severe, shorter 

see De-Escalation on page 17

Assisting Caregivers with the De-Escalation of Challenging Behaviors

MOVIA’s robots are a useful resource for the classroom, helping 
children focus and grasp lessons in a non-judgmental friendly way.
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By Emma Wilkinson, BA
and Kristin V. Christodulu, PhD
University at Albany Center for 
Autism and Related Disabilities

Challenging behavior is common 
among individuals with autism 
spectrum disorder (ASD). Chal-
lenging behavior includes tan-

trums, self-injurious behavior, noncompli-
ance, and aggression, especially when they 
occur with heightened intensity or frequen-
cy (Machalicek et al., 2016). In addition, 
anxiety and depression occur at high rates 
among autistic individuals (Gotham et al., 
2015). Though often overlooked, anxiety 
and depression may contribute to the pre-
sentation of challenging behavior. Failing 
to identify mental health problems in the 
context of challenging behavior may result 
in ineffective treatment and negatively af-
fect long-term functioning. 

Research indicates a relationship be-
tween mental health problems and chal-
lenging behavior among autistic individ-
uals. Associations between anxiety and 
challenging behavior have been observed 
across a range of ages and cognitive abil-
ities (Bitsika & Sharpley, 2016; Cervantes 
et al., 2013; Rzepecka et al., 2011; Mos-
kowitz et al., 2013). Anxiety has also been 
linked to specific challenging behaviors, 
including aggression (Ambler et al., 2015; 
Hill et al., 2014) and self-injury (Oliver et 

al., 2017; Soke et al., 2017). Challenging 
behavior may also indicate underlying de-
pression. Autistic individuals who are de-
pressed may display increased aggression, 
self-injurious behavior, and behavior prob-
lems (Baudewijns et al., 2018; Soke et al., 
2017). In particular, marked changes in the 
frequency or intensity of challenging be-
havior can be an important marker of de-
pression, particularly for individuals who 
do not communicate verbally (Magnuson 
& Constantino, 2011). 

A recent study at the Center for Autism 
in Albany, NY suggests that disruptive 
behavior is a more important predictor of 
anxious and depressive symptoms for au-
tistic youth than youth with similar cog-
nitive and adaptive functioning. Youth re-
ceiving comprehensive autism diagnostic 
evaluations reported their anxiety, mood, 
and disruptive behavior symptoms. Dis-
ruptive behavior accounted for signifi-
cantly more variance in anxiety and de-
pressive symptoms among autistic youth 

(n = 68) compared to those without ASD 
(n = 42), indicating stronger associations 
between disruptive behavior and mental 
health problems within ASD. Additionally, 
disruptive behavior was a more important 
predictor than other correlates of psycho-
pathology, including cognitive ability and 
self-esteem. These results, in combination 
with existing research, suggest anxiety and 
depression should be evaluated in the con-
text of challenging behavior, particularly 
among autistic populations. 

Due to associations between behavior 
problems, anxiety, and depression, autis-
tic individuals with challenging behavior 
should be routinely screened for co-occur-
ring mental health problems. Assessment 
of anxiety and depression can be difficult in 
autistic populations, therefore multi-modal 
(observation, questionnaires, interviews) 
and multi-informant (self, caregiver, teach-
er) assessment is recommended (Hagopian 
& Jennett, 2014; Moskowitz et al., 2013). 
Furthermore, screening should occur re-
gardless of the individual’s age, cogni-
tive ability, or preconceptions about the 
cause of the behavior. Screening for these 
co-occurring mental health problems can 
help professionals and clinicians working 
with autistic individuals rule out potential 
co-occurring issues and develop appropri-
ate interventions. 

Special care should be taken during 

see Screening on page 33

Screening for Anxiety and Depression in the Context of Challenging Behavior

By Angela Chapes
Autistic Self-Advocate

My goal in life is to keep fac-
ing my everyday challenges. 
My life is a work in progress. 
I want to talk about how I 

understand things and what is going on in 
my brain because I have autism and ob-
sessive-compulsive disorder (OCD). I also 
have anxiety.

My anxiety can be good because it helps 
me complete my goals, deadlines, and oth-
er necessary things. I obsessively focus 
on the issue at hand and it can be a good 
thing; I get my work done! What I do need 
to work on is not rushing other people 
to do their tasks. I usually go at my own 
speed working on my own activities when 
I am not teaching others. However, I am 
learning to let others go at their own speed. 
They may have other deadlines or respon-
sibilities so I have to learn to respect those 
as well and not be so pushy. This is import-
ant to be a team player.

My attention (OCD and autism) to de-
tail and structure makes me good at my job 
and in some ways, the way I teach. In the 
last couple of years, I have been teaching 
others. I had a tendency to try to do things 
for people I am teaching instead of actual-
ly teaching people. However, I am getting 
better at standing back and letting my pu-
pils do the job. I also confuse others with 
my directions sometimes. This happens 

because I have a problem called “aphasia” 
or blank out where I will be talking about 
something and then stop (either I start to 
stutter or say nothing) and then start to talk 
again. Sometimes, I’m thinking one thing 
and something else comes out my mouth. 
I have to ask if the person I’m with under-
stands my instructions. At times, I think I 
am rushing myself so I mess up. I have to 
learn to slow down. 

When I was younger I had speech prob-
lems and I had to go to speech classes. 
They said I had a condition known as 
“intellectual impairment.” I was a slow 

learner, especially in math, but I am doing 
well at it today. I was not diagnosed with 
Asperger Syndrome (now autism or ASD) 
until later in my life. Some of my behav-
iors are typical of some on the spectrum, 
even as an adult. I will obsessively talk 
about things over and over again. Part of 
the issue is that I’ll say something differ-
ently, thinking I’m saying something new. 
I also have issues understanding people’s 
meanings; I misunderstand what people 
are saying to me. It may seem to others that 
I’m not listening, especially when I ask the 
same questions or go over things we just 
went over. Somebody can start talking to 
me and I stop hearing what they say; I lose 
focus. I end up saying things that are out of 
context. These are some of the challenges I 
face because of my autism. It is a challenge 
that requires me to pay closer attention and 
control my responses. 

Listening to music and reading can chal-
lenge me. I often have to read text multiple 
times to understand the writing. Same goes 
with music and movies. I have to listen or 
watch multiple times to understand what is 
being conveyed. This is why I don’t really 
listen to music or watch many movies. In 
general, when things are fast paced, it be-
comes more difficult for me to follow. This 
is where I am also challenged when I give 
peer support. I was told I seem to hesitate 
(I’m thinking) and then talk. It is hard work 
for me. This is where people without au-
tism need to understand the autistic around 
them. It is not just hard work for me; the 

people around me also need to understand 
that I do things differently. If they don’t, I 
have to adapt and do my best.  

My autism is complicated by my OCD. 
I can start obsessing over certain people, 
events, television shows or characters. It is 
a challenge that I still have. 

Now that I am older and have had a 
steady-paced job, I do much better. I can 
handle some of the stressful situations and 
be effective. My obsessive behavior some-
times makes it seem like I am stressed 
when I am not. I don’t understand some so-
cial cues and my reactions are not always 
interpreted correctly. I am going to pay at-
tention to what I am doing more and how 
people react. Maybe I will figure out why 
I am acting or people think I am acting in 
certain ways. I think this might be as social 
cue I am missing. 

I want to keep learning because I want to 
do more things. The key here is to remem-
ber and apply what I have been taught. I 
think it is the way my brain works because 
it is harder for me to learn, retain, and ap-
ply information. One of my friends gave 
me suggestions to read old training guides 
every day. Try to keep applying that at my 
job. I am going to keep doing what I can. 
Once I have learned to do something I excel 
at it. I will figure out ways to get better. 

I want to keep working on understanding 
social cues. I have to get used to my step-
mom and dad’s relationship. It is quite

see Work in Progress page 24

My Life Is a Work in Progress

Angela Chapes
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By Thea Davis, MSEd, BCBA
Autism Bridges
and Andrea Lavigne, PhD, BCBA
Autism Care Partners

It is estimated there are more than 3.5 
million Americans living with autism 
spectrum disorder (ASD) and the 
number continues to grow.1 According 

to CDC statistics, the prevalence of autism 
has increased from 1 in 150 children born 
in 2000 to 1 in 54 as of 2020.2 This ex-
panding segment of the population is also 
likely to account for a disproportionately 
greater share of first responder resources, 
due to their greater susceptibility to acci-
dents and injuries. A study published in 
the American Journal of Public Health in 
2017 suggested individuals with ASD face 
as many as 3 times the risk of dying from 
unintentional injuries when compared to 
the general population.3 The study found 
the increased risk of unintentional injury 
is particularly high for children with ASD 
under the age of 15, with drowning, suf-
focation, and asphyxiation accounting for 
close to 80% of the total injury mortality 
in children with autism.3

According to research published in 
Emergency Medicine, caregivers report 
13% of their autistic children used at least 
one emergency service in a 2 month peri-
od, and 20% of autistic children have had 
encounters with law enforcement officers 

by the age of 2.4,5 It is not surprising then, 
that children with ASD have a higher likeli-
hood of encountering first responders. The 
importance of these first responder encoun-
ters cannot be underestimated. In cases of 
elopement, for example, first responders 
account for the majority of rescues.

Given higher propensity for injurious 
events in the ASD population and the crit-
ical role first responders play in successful 
outcomes, it is critical for the ASD com-
munity to work more closely with first 
responders to increase ASD awareness, 

develop skills needed to effectively inter-
pret ASD individuals’ behaviors, and to 
improve strategies used during these en-
counters and emergencies. 

Educating First Responders

Although progress is being made, as 
seen in New Jersey where training in ASD 
is required through the Autism Shield pro-
gram, more needs to be done to improve 
first responder awareness of ASD on how 
to efficiently and effectively manage sit-

uations involving individuals with ASD 
during emergencies. A 2020 study exam-
ined 13 professional databases and 28 jour-
nals and only found two articles regarding 
law enforcement training and ASD.6 Other 
research has indicated close to 75% of law 
enforcement officers reported no training 
on working with individuals with autism.7 
Without proper awareness of characteris-
tics of ASD, such as lack of eye contact, 
avoidance of loud sounds, or difficulty 
responding to commands, first respond-
ers may incorrectly assume that behaviors 
indicate a lack of cooperation, and conse-
quently make decisions that result in nega-
tive outcomes.8 Misinterpretations of ASD 
symptoms may contribute to the rising 
number of incidents involving individuals 
with developmental or neurological differ-
ences. Research suggests specialized train-
ing in autism should focus on identification 
of characteristics of ASD and engagement 
in strategies to support people with ASD, 
particularly during emergencies.6 There are 
several initiatives who families and prac-
titioners can take to help improve ASD 
awareness with their local first responders.

For parents, hosting a meet and greet 
event at a local police or fire station can 
allow children with ASD to become fa-
miliar with first responder uniforms, vehi-
cles, K9s, and people they may encounter 
during an emergency. There should be

see First Responders on page 25

Educating First Responders to Improve Encounters with Autistic Individuals

ABOUT BROWN BELL CONSULTING, LLC
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offering individuals and organizations customized solutions to meet all 
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• Government Relations/Advocacy
• Crisis Management
• Social Media Management
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• Facilitation
• Community Relations and Marketing
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By Sarah K. Slocum, PhD, BCBA-D,
Stephanie L. Trauschke, PsyD, BCBA-D,
and Alec M. Bernstein, PhD, BCBA-D
Marcus Autism Center and 
Emory School of Medicine

About 1 in 54 school-age children 
are diagnosed with autism spec-
trum disorder (ASD; Maenner 
et al., 2020). The core symp-

toms of ASD include impairments in so-
cial interaction, difficulties communicat-
ing, and restricted and repetitive interests 
(American Psychiatric Association, 2013). 
Although not a core symptom, many chil-
dren with ASD present with challenging 
behavior (Jang et al., 2011). Challenging 
behavior often includes aggression (e.g., 
hitting, biting, choking, pushing), self-in-
jury (e.g., head banging, self-scratching, 
eye poking), and disruption (e.g., ripping 
up items, hitting surface, breaking toys) 
among other topographies. Difficulties 
with social interaction (e.g., recruiting at-
tention), communicating wants and needs 
(e.g., asking for a snack), or tolerating 
changes in routines (e.g., taking a differ-
ent route to school due to road closures) 
all have the potential to contribute to chal-
lenging behavior. 

In most cases, challenging behavior can 
be conceptualized as a form of communi-

cation. Behavior analysts use a scientific 
learning approach to examine the reason 
(i.e., function) challenging behavior hap-
pens, or what individuals are trying to 
communicate. When challenging behavior 
occurs as a form of communication, the re-
inforcers for challenging behavior are con-
sidered social reinforcers. Common func-
tions of challenging behavior are to access:

• Attention (i.e., attention-maintained);

• Preferred items, edibles, or activities 
(i.e., tangibly maintained); and 

• Escape or avoidance of nonpreferred 
tasks, instructions, or activities (i.e., es-
cape-maintained; Beavers et al., 2013). 

Functional behavior assessments 
(FBAs) isolate these potential maintaining 
variables, or reinforcers, for challenging 
behavior (Iwata et al., 1982/1994). Fol-
lowing an FBA, a function-based inter-
vention is established. Interventions based 
on the results of an FBA are more effec-
tive than other interventions (Hurl et al., 
2016). Function-based interventions that 
address challenging behavior often include 

withholding the functional reinforcer for 
challenging behavior (i.e., extinction), and 
delivering this functional reinforcer for an 
alternative appropriate behavior such as a 
vocal request (i.e., differential reinforce-
ment of an alternative behavior; see Pet-
scher et al., 2009 and Tiger et al., 2008). 

While the approach to treating challeng-
ing behavior is similar regardless of the 
function, the way the procedure looks can 
differ. For example, a treatment for atten-
tion-maintained challenging behavior may 

see Social Reinforcers on page 21

Assessment and Treatment of Challenging Behavior 
Maintained by Social Reinforcers

Sarah K. Slocum, PhD, BCBA-D Stephanie L. Trauschke, PsyD, BCBA-D Alec M. Bernstein, PhD, BCBA-D

By Alexis Pavlov, PhD, BCBA-D
and Nadrat Nuhu, PhD, BCBA-D
Marcus Autism Center and
Emory School of Medicine

Children diagnosed with autism 
spectrum disorder (ASD) are 
more likely to engage in chal-
lenging behavior than their neu-

rotypical peers. Severity of these behav-
iors range from mild to very severe and 
include topographies such as aggression, 
self-injury, destructive behavior, pica, and 
elopement (Anderson et al., 2012; Mazurek 
et al., 2013). The likelihood of a crisis, or 
adverse event, increases as the severity of 
challenging behaviors intensifies. Severity 
relates to the impact of challenging behav-
ior and is often determined as a measure 
of the frequency and/or intensity of an 
individuals’ disruptive behaviors as well 
as what reactive or preventative measures 
must be in place to mitigate a crisis. For 
example, aggressive behaviors that occur 
less frequently but have caused significant 
injury to another person might be consid-
ered severe; likewise, once instance of 
elopement may be considered severe if a 
child was located by first responders and 
subsequently hospitalized and the family 
must lock all exits in the home with a dead-
bolt to prevent elopement from occurring. 
An event that necessitates a higher level of 
care than an individual currently receives 
can result in a crisis and as a result, first 

responders may be called on to assist. 
However, there is a lack of information 
for families on what to do when a crisis 
event occurs, who should be called for as-
sistance during a behavioral health crisis, 
and what first responders can do to assist 
individuals with autism and their families. 

Behavioral health crises have detri-
mental outcomes on individuals and their 
families. Negative effects on the individ-
ual include injury to self, greater need for 
intensive services and supports, exclu-
sion from community services, restrictive 

placements, restraint and/or sedation, and 
social stigma. Negative outcomes for care-
givers can include injury, increased stress 
and burnout, poorer family functioning, 
unemployment, financial strain, and exclu-
sion from community supports to name a 
few (Langley, 2017; Shepherd et al., 2018). 

Crisis events in children with autism 
may be hard to predict and difficult to 
manage once they occur. For many autis-
tic individuals, common crisis intervention 
strategies such as verbal de-escalation and 
other coping skills are ineffective and can 

even increase agitation. Likewise, devel-
oping a treatment for challenging behavior 
during a behavior crisis is also not appro-
priate. It is recommended that, when a cri-
sis occurs, the immediate objective should 
be to eliminate the cause, or trigger, of the 
crisis. This might include providing pre-
ferred leisure or edible items, stopping the 
delivery of demands, providing attention 
from a preferred individual, or backing off 
physically and giving alone time. Although 
it might be unclear exactly what initiated 
the crisis, these strategies can also be used 
to de-escalate a crisis more quickly. If both 
eliminating the trigger and de-escalation 
strategies are unsuccessful, a crisis plan 
should be initiated. Crisis plans should be 
developed prior to a crisis event, or short-
ly thereafter, and should include specific 
steps to promote safety using appropriate 
behavioral management, setting up a safe 
environment, and contacting emergen-
cy services. Setting up areas in the home 
where it is safe to manage a crisis like a 
bedroom or padded area and having easy 
access to protective equipment like hel-
mets, pads, arm guards, and other equip-
ment that can be worn by a caregiver can 
reduce the impact of a crisis event. The 
crisis plan should be communicated to all 
individuals who provide care to or interact 
with a child with challenging behavior. 

Caregiver attempts at de-escalation may 
be unsuccessful and first responder services 

see Crisis on page 26

Crisis Management in Children with Autism and First Responders

Nadrat Nuhu, PhD, BCBA-DAlexis Pavlov, PhD, BCBA-D
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By Kalli Willis, MEd 
Inclusive 1st Grade Teacher 
St. Madeleine Sophie School 

Before academics can be made a 
priority, a child’s behaviors must 
be addressed to set them up to 
be successful in an inclusive, 

general education setting. In an inclusive 
classroom setting, there are many behav-
ioral demands placed upon a student. Tar-
get behaviors must be prioritized in order 
for the child to be successful academically. 
For children with autism, the environment 
alone can be over stimulating and unfamil-
iar. The classroom places new behavioral, 
academic, and social demands on them. So 
how can we as teachers and parents expect 
them to respond to these appropriately? It 
starts with realistic goal setting and ex-
plicit teaching. 

Meet the Student Where They Are

To ensure they can be successful, start 
by scaffolding the amount of work they are 
to complete. Small modifications can be 
made such as highlighting half of the prob-
lems on a worksheet, or scribing a sentence 
based on the student’s verbal response, ask 
the child to draw a picture to show what 
they know, or give them two choices to an-

swer the question. The goal is for the child 
to show what they know, and they do not 
need to show this or arrive at the outcome 
or learning target the same way as their 
peers. All students learn differently, thus 
they should be given the opportunity to 
show it with the modality or modification 
that works best for them. Although we may 
know they “know it,” you cannot assume 
that they know how to “show it.” 

Set an Appropriate 
Reinforcement System in Place

A functional and appropriate reinforce-
ment system should be set in place specif-
ic to the classroom environment, whether 
this is a points system, a token board, or 
group-oriented contingencies. “For exam-
ple, the target behavior might be accessing 
help appropriately. The group contingency 

could be to first ask a friend before raising 
a hand for adult help” (Chow & Gilmour, 
2016). As summarized by the research 
conducted in 2001 by Delprato, Helfin and 
Alberto, and Strain and Schwartz, rein-
forcement systems, including token econ-
omies, behavior contracts and group-ori-
ented contingencies, are well-established 
learning principles and have been shown 
to be effective for children with autism in 
increasing a variety of skills that maintain 
over time and show generalization effects 
across a variety of conditions. 

Teach Functional Classroom Behaviors 
as Replacement Behaviors

A behavior is often a way of communi-
cating a need or a feeling. This can be a 
need for a break, a basic need, not being 
able to communicate how they are feeling, 
the need for sensory input, or a feeling of 
being frustrated or overwhelmed. In an in-
clusive classroom setting, a student can be 
taught replacement behaviors to set them 
up for success. Among those to be priori-
tized are asking for help, raising your hand 
quietly, and asking for a break. Until these 
functional classroom behaviors can be 
maintained, the student may need access to 
more breaks and less academic demands.

see Goals on page 32

Balancing and Prioritizing Academic and 
Behavioral Goals in an Inclusive Classroom Setting

De-Escalation from page 13

in duration, and did not cause any addition-
al trauma for the student.

Fast forward many years to my role at 
MOVIA Robotics - a collaborative robot-
ics company helping children with Autism 
Spectrum Disorder and other special needs 
unlock the potential to learn and grow 
through their unique RAI technology - and 
I am still thinking about how to help care-
givers de-escalate ASD children efficiently 
and effectively. We have purposely chosen 
robots we can program to use calm, delib-
erate speech that won’t agitate a child. In 
addition, the pace of the robot speech can 
be slowed down to allow for better process-
ing of information. Furthermore, the robots 
do not have emotions and can’t get upset or 
angry, so are infinitely patient with a dys-

regulated child. Lastly, the robots always 
have a happy look on their faces which vi-
sually shows a child they are not upset. 

“Students with ASD are naturally drawn 
to the robot.”

- Eric Spencer is an educator of over 25 
years serving as a School Counselor, Dean 
of Students, and Principal at the high 
school level. Eric is the current Director 
of Education at Saint Catherine Academy 
and works with many ASD student who 
present with challenging behaviors.

The functions on the robots, combined 
with our text-to-speech function in our soft-
ware, allow a child displaying challenging 
behaviors to calm him or herself down with 
respect and dignity. For example, let’s say a 

child is becoming dysregulated and is refus-
ing to speak to a caregiver. That caregiver 
could put the child in front of a robot and 
type in verbiage for the robot to ask the child 
what is wrong or how it can help. The care-
giver, facilitated by our Robot-Assisted In-
struction, can help de-escalate the child in a 
non-judgmental way that will strengthen the 
bond between the robot and child. This also 
gives that child a sense of security know-
ing that he or she can talk to the robot about 
things that can create challenging behaviors 
in him or herself. This concept is so power-
ful because, over time, a child can learn that 
talking to the robot is a better way to han-
dle his or her issues rather than having their 
brains switch to the “fight or flight” mode. 
This will generalize to stronger and health-
ier relationships with peers and adults, as 
well as help a child with academic progress 

as more time will be devoted to instruction 
rather than interventions to de-escalate.

Throughout my career as a special edu-
cator, I have always sought out additional 
tools that can accelerate timelines to prog-
ress, improve outcomes, and, most impor-
tantly, improve the lives of those affected 
by autism and other special needs. I am 
happy to say that Robot-Assisted Instruc-
tion is one of those tools that every educa-
tor should add to their toolkit.

Do you want to unlock your child’s full 
potential? MOVIA’s Robot-Assisted In-
struction (RAI) helps children with spe-
cial needs and abilities learn and grow 
using the best collaborative robotic tech-
nology. Contact MOVIA today by visit-
ing www.moviarobotics.com if you would 
like to learn more about MOVIA’s robotic 
assistive technology systems!

https://autismspectrumnews.org/
https://press.uchicago.edu/ucp/books/book/distributed/P/bo122975350.html
http://www.mindyappel.com
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By Staff Writer
Autism Spectrum News

On September 7, 2021, the Interna-
tional Consortium for Health Out-
comes Measurement (ICHOM) 
launched a standardized Autism 

Spectrum Disorder Standard Set (ASDSS). 
The rollout of this set marks an import-
ant, proactive step towards promoting data 
quality and availability across the industry. 
The ASDSS will strengthen autism care 
and provide a cohesive set of standards that 
ICHOM will implement globally.

Throughout the past two years, ICHOM 
experts worked together to identify stan-
dards that will positively impact the quality 
of life for autistic individuals, while driv-
ing value-based healthcare globally. These 
experts included leading researchers, psy-
chologists, behavioral analysts, and service 
user representatives from across Europe, 
the Americas and Asia. The ASDSS is the 
first international standard for measuring 
treatment outcomes for autism spectrum 
disorders of children and adults over 18 
months old.

Dr. Ivy Chong, BCBA-D, chair of the 
working group, expressed her gratitude 
for being part of the development of this 
set. “It was a privilege and incredibly 
humbling to chair the working group for 
the development of the ASDSS. While we 
recognize this set is a work in progress, I 
hope the adoption and implementation of 
these standards will align patients, provid-
ers, and payers alike, to drive access to an 
enhanced standard of care for individuals, 
no matter the setting,” said Chong. “I look 
forward to continuing this work for years 
to come and thank the sponsors, project 
team and ICHOM leadership for making 
this possible.”

The ASDSS has two similar tracks for 
implementation in countries that use spe-
cific tools in existing reimbursement mod-
els and for those without. Both tracks will 
measure the same outcomes and they will 
be risk adjusted with the same factors, 
however: 

• Track A recommends tools with cost as-
sociated with them to match existing tools 
in the current reimbursement models

• Track B recommends tools that are free 
or have a low cost. 

Each track will be further explained in 
the upcoming ICHOM ASD Webinar. 

The Autism Spectrum Disorder 
Standard Set 

The ASDSS provides a set of recom-
mendations for how treatment outcomes 
should be measured in clinical practice. It 
recommends measuring nine health out-
comes covering four domains. 

The nine health outcomes include:

• Restricted and Repetitive Behaviors
• Social Communication
• Daily Functioning
• Leisure
• Quality of Life
• Family Functioning
• Emotional Regulation
• Anxiety
• Sleep Issues

For this purpose, it recommends a set 
of patient- and clinician-reported outcome 
measures. To help ensure the ASDSS is 
effective across different intervention con-
texts, the working group also recommends 
15 risk adjustment factors, to be collected 
along with the outcomes, as well as time-
points for measurement. 

Measuring, reporting, and comparing 
these outcomes can help identify best 
practices for autism spectrum disorder, 
ultimately generating increased value and 
outcomes for service users. The selected 

outcome measures are available in several 
languages, allowing the ASDSS to have in-
creased adoption across various countries. 

An open source Reference Guide is 
available that outlines recommendations 
for administering the set, time points and 
a data dictionary for organizations to begin 
implementation. 

The ICHOM ASD Working Group 

The ASDSS was developed by a dedi-
cated ICHOM Working Group, comprised 
of twenty-two subject-matter experts and 
service user representatives. A full list of 
organizations and representatives involved 
in this working group is available here. 

Consumer Review Period 

The working group’s recommendations 
were validated during an open review peri-
od by a large group of external stakehold-
ers from around the world. Over 85% of 
behavior analysts, psychiatrists, psycholo-
gists, occupational therapists, and research-
ers approved the recommended outcomes 
and over 75% of the stakeholders agreed 
with the recommended measures. Final-
ly, over 85% of the external stakeholders 
agreed that these outcomes and measures 
in Track A were feasible to collect in clin-
ical practice.

The Future of ASDSS 

From its inception, ICHOM has made the 
ASDSS open source. Now that this recom-
mendation is finalized, the real work can 
begin, ushering in a new season for val-
ue-based autism care. It will be invaluable 
to learn from implementation pilots that 
may emerge across the globe and inform fu-
ture iterations of this global set of standards. 

James Heywood, ICHOM board mem-
ber, says “I am honored to have witnessed 
the very challenging process to get to a 
consensus standard for Autism led by Dr. 
Chong and the working group. Develop-
ing a standard is a largely thankless task 
requiring integrating many disparate and 
conflicting views into something that be-
comes a foundation for future knowledge. 
The process requires all constituents to ac-
cept the standard set and enables the begin-
ning of true knowledge.”

This collaboration was facilitated by 
ICHOM and the independent project was 

made possible by generous contributions 
from the following organizations: Hope-
bridge, United States; InBloom Autism 
Services, United States; Trumpet Behavior-
al Health, United States; Learn Behavioral, 
United States; Center for Autism & Related 
Disorders (CARD), United States; Autism 
Learning Partners, United States; Cen-
tria Autism, United States. The ICHOM 
ASDSS sponsors are invested to ensure that 
the best care is provided in the ASD space. 

The sponsors recognize that the only way 
to test this is the creation of a standardized 
method of collecting outcomes in the ASD 
space that are agreed and meaningful to 
patients, can be deployed and, that are sen-
sitive to improved intervention. The spon-
sors are also aware that in the past, ASD is 
typically not designed to be the space of 
collaboration, however they have found 
that this project is a model of collaboration 
and although this is the beginning of the 
process they are really looking forward to 
furthering this outcome set alongside other 
providers and organization to standardize 
outcome measurement.

ICHOM ASD Webinar

ICHOM will be hosting a free webinar 
to present the newly launched ASDSS 
where there will be discussion around 
project inception, ASDSS process, the fi-
nal standard set, implementation of the set 
in a global scale.

For more information and to register for 
the free ASDSS Webinar please click here. 
For more information on the ASDSS, the 
standard set flyer can be downloaded here 
and the reference guide here.

About The International Consortium 
for Health Outcomes Measurement

ICHOM’s mission is to unlock the poten-
tial of value-based health care by defining 
global standard sets of outcome measures 
that matter most to patients and driving 
adoption and reporting of these measures 
worldwide to create better value for all 
stakeholders. ICHOM was founded in 
2012 by Professor Michael E. Porter of 
Harvard Business School, the Boston Con-
sulting Group, and Karolinska Institute. 

Visit www.ichom.org or contact info@
ichom.org for more details. Media contact: 
Samantha Sandala, ssandala@hirons.com, 
(608) 575-2784.

AUTISM SPECTRUM NEWS DESK
International Consortium for Health Outcomes Measurement Launches the 

First-Ever Global Standard Set to Enhance Care For Autism Spectrum Disorder

Dr. Ivy Chong, BCBA-D
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By Mike Cummings
YaleNews 

A new study by researchers at 
the Yale Child Study Center 
demonstrates that puppets can 
attract and hold the attention 

of children with autism spectrum disorder 
(ASD), raising the potential for developing 
more engaging therapies that strengthen 
social engagement and facilitate learning.

The study, published in the journal Au-
tism Research, is the first to test anecdotal 
evidence that children with ASD, like most 
youngsters, pay attention to puppets.

In a series of experiments, the research-
ers examined the visual attention patterns 
of young children with ASD, alongside a 
control group of typically developing chil-
dren, in response to a video depicting a 
lively interaction between Violet, a brightly 
colored puppet, and a human counterpart.

They found that the attention patterns of 
children with ASD were similar to those of 
children in the control group when Violet 
spoke, with both sets of children spending 
a similar proportion of time watching her 
face and exhibiting a strong preference 
for the talking puppet over the listening 
person.

“Children with autism are less likely to 
attend to and to engage emotionally with 
their social partners, which limits their ex-

posure to a host of important learning op-
portunities and experiences. In the present 
study, we found that while children with 
autism paid less attention than typically 
developing peers when an interactive part-
ner was human, their attention was largely 
typical when the interactive partner was 
Violet, the puppet,” said study coauthor 
Katarzyna Chawarska, the Emily Fraser 
Beede Professor of Child Psychiatry at 
Yale School of Medicine, and director of 
the National Institutes of Health Autism 
Center of Excellence at the Yale Child 

Study Center. “Our findings highlight 
the attentional and affective advantages 
of puppets which, hopefully, can be har-
nessed to augment the therapeutic efforts 
in children with ASD.”

The researchers created the experiment 
in collaboration with Cheryl Henson ’84 
B.A., who is a daughter of celebrated pup-
peteer Jim Henson and president of the Jim 
Henson Foundation.

“For many years, I’ve observed how 
puppets can engage children with ASD in 
meaningful ways, often establishing an 

uncommonly emotional connection,” said 
Henson, who was a puppet builder on “The 
Muppet Show” and worked with “Sesame 
Street” in the 1990s, among other produc-
tions. “I was thrilled when the Yale Child 
Study Center expressed interest in conduct-
ing the first-ever clinical research exploring 
how puppets are seen by kids with ASD.

“The findings lend scholarly weight to 
our anecdotal experiences and suggest that 
puppets could be a powerful tool to help 
children with ASD improve their social en-
gagement, which is very exciting.”

For the study, participants were seated 
in a dark soundproof room in front of a 
widescreen LED monitor, and then shown 
an 86-second video created by Henson 
and the staff of the Jim Henson Founda-
tion in partnership with the researchers. 
Researchers used eye-tracker software to 
monitor the children’s visual attention as 
they watched the video of Violet in play-
ful conversation with a woman named 
“Z.” Violet is soft, furry, and colorful. She 
has moving hands, head, and mouth and 
was voiced by a professional puppeteer. 
During the video, the puppet and human 
took turns speaking and played with a ball. 
They’d occasionally look into the camera.

The study showed that children with 
ASD paid less attention to Z’s face 
throughout the video. Unlike the typically 

see Puppets on page 31

Study Finds Children with Autism Respond Well to Puppets

CDC Launches COVID-19 Resources for People with Intellectual 
and Developmental Disabilities and Care Providers

By The Centers for Disease
Control and Prevention (CDC)

The COVID-19 pandemic has cre-
ated unique challenges for peo-
ple with intellectual and devel-
opmental disabilities (IDD). To 

address them, the Centers for Disease 
Control and Prevention (CDC) created a 
COVID-19 toolkit with communication 
resources explaining in plain language 
how people with IDD and caregivers can 
protect themselves from the virus.

“People with intellectual and develop-
mental disabilities can experience com-
munication barriers that make it harder 
for them to understand and act on crucial 
health guidance,” said Karen Remley, 
MD, director of CDC’s National Center 
on Birth Defects and Developmental Dis-
abilities. “The aim of these materials is to 
help people with IDD, their parents and 
other caregivers share critical information 
with their loved ones about COVID-19 and 
what to expect when getting a COVID-19 
test or vaccine and explain how to stay safe 

if they are not vaccinated.”
To develop the toolkit, CDC host-

ed multiple discussions with adults 
with IDD and their caregivers, who were 
most often family members, and asked 
them to share their individual experienc-

es and what they found helpful in talking 
about COVID-19 with their loved ones.

Tools to Start the Conversation

The toolkit contains social stories, vid-
eos, posters, and interactive activities that 
focus on five topics:

• Getting a COVID-19 vaccine

• Wearing a mask

• Social distancing

• Hand washing

• Getting a COVID-19 test

There is also a tip sheet for caregivers 
that offers suggestions for things they can 
do to ease their loved one’s worries about 
the virus.

“Parents and caregivers work hard to 
help the person they support stay healthy 
and safe. These materials can help parents 
or other caregivers of people with IDD 

navigate important conversations about 
COVID-19,” said Remley.

Resources for Individuals 
With Deafness or Hearing Loss

In addition to the toolkit, CDC devel-
oped videos and web resources in Ameri-
can Sign Language (ASL). To date, more 
than 40 ASL videos and 25 easy-to-read 
documents have been produced and viewed 
by more than 1 million people.

Visit CDC’s full suite of COVID-19 ma-
terials for people with IDD and their care-
givers at COVID-19 Materials for People 
with Intellectual and Developmental Dis-
abilities and Care Providers | CDC

CDC works 24/7 protecting America’s 
health, safety, and security. Whether dis-
ease starts at home or abroad, are curable 
or preventable, chronic or acute, or from 
human activity or deliberate attack, CDC 
responds to America’s most pressing health 
threats. CDC is headquartered in Atlanta 
and has experts located throughout the 
United States and the world.

Karen Remley, MD

Credit: Professor Katarzyna Chawarska - Yale University
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Prevention from page 4

for program supervisors, increasing active 
presence in program areas supporting indi-
vidual and employee needs. 

Employee Practices

Training - Melmark invests many resourc-
es training employees to high standards 
of care with the view that a better-trained 
employee is less likely to rely upon default 
practices that may lead to abuse and ne-
glect. Melmark utilizes performance-based 
instruction (Brethower & Smalley, 1998) 
to ensure employees demonstrate expect-
ed performance and have frequent per-
formance evaluations (i.e., monthly) to 
maintain learned skills. This training oc-
curs via an intensive two-week orientation, 
a 90-day on-the-job training process, and 
monthly observations. The culture is one 
of perennial training, where all staff are 
continually evaluated, coached, and given 
feedback to ensure consistent excellent and 
humane care.

Supervisor presence - Melmark commits 
additional resources to increase supervisor 
presence in program service areas. Super-
visor presence supports intensive training, 
monitoring of systems, safety checks, and 
another set of eyes for misconduct. In ad-
dition to informal supervision, supervisors 
provide formal supervision on a monthly 
basis (i.e., 1-1 meeting with employee to 
discuss performance, professional goals, 
solicit program feedback). Supervisors 
complete a yearlong training learning 
about evidence-based supervision methods 
utilized during informal and formal super-
vision practices. Supervisors are expected 
to be embedded into clinical settings, and 
to be continually evaluating the quality of 
interventions and interactions.

Evidence-based practices - Melmark uses 
scientific evidence and performance data to 
inform all decision-making including the 
creation and implementation of behavior 
support plans for individuals with maladap-
tive behaviors. Our clinicians maintain an 
active presence in the programs, provide 
hands-on training for staff, and conduct 
on-going fidelity checks on the implemen-
tation of the treatment plans. This serves to 
prevent staff from drifting from prescribed 
treatment plans and enables supervisors to 
detect changes in the fidelity of plan imple-
mentation early in the process. 

High maintenance standards - In addi-
tion to creating a homelike environment, 
Melmark’s high standards for care of the 
homes ensures we can maintain a clean and 
safe environment. Our direct support staff 
are trained to report any and all issues they 
observe within the residences and program 
areas. The diverse skillset of our Facilities 
department allows us to quickly follow up 
on reports and fix issues in a timely manner.

Development of ethical decision-mak-
ing skills - During monthly team meet-
ings, employees discuss ethical scenarios, 
often publicly documented external cases 

of abuse, neglect, or fraud. The purpose 
is to reflect on ethical issues that arise in 
workplaces and compromise the care we 
provide to our individuals. Discussions are 
focused on identifying factors that led to 
the incident and ways in which Melmark 
can prevent such incidents from occurring. 
All staff are expected to process incidents 
and to learn from them; systems are put in 
place or altered to improve Melmark’s pre-
vention of incidents. 

Open communication - Families have the 
ability to report concerns to a supervisor 
at any time, day or night. Supervisors are 
trained to respond to reported concerns in a 
way that promotes the health and safety of 
the individual we serve. Additionally, Mel-
mark actively reports incidents to funders 
and regulators, often requesting external 
review and support to ensure thorough and 
balanced investigations of reports.

Responding to Incidents

While these measures are in place to 
prevent incidents, incidents can still occur. 
As such, at Melmark, every employee is 
responsible for protecting and ensuring the 
safety and well-being of those we serve. 
In addition to preventative efforts noted 
above, Melmark maintains an incident 
management process, which incorporates 
procedures for reporting, investigating, 
and responding to all incidents with integ-
rity and transparency. The chart above pro-
vides a life cycle of allegations requiring 
investigations.

Recognizing and Reporting Incidents

All Melmark employees are considered 
mandated reporters and as required by law, 
are trained to report all suspected cases 
of abuse and/or neglect not only internal-
ly but also, to protective services such as 
Adult Protective Services, Child Protec-
tive Services, and Older Adults Protective 
Services. Employees are fully informed 
upon hire and annually thereafter regard-
ing mandatory abuse and neglect reporting 
laws and subsequent consequences of fail-
ing to follow the law, which may include 
criminal charges. Melmark employees are 
also knowledgeable on how to recognize 
signs of abuse and neglect as well as their 

responsibility to protect individuals from 
abuse and neglect. 

Investigating and 
Responding to Incidents 

Upon becoming aware of a reportable 
incident or an allegation of abuse and/or 
neglect of an individual, Melmark takes 
immediate action to ensure the health and 
safety of the individual involved. Any 
employee(s) accused of abuse, neglect or 
mistreatment of any kind is immediately 
placed on administrative leave until the in-
vestigation is concluded. Our Quality Im-
provement Department, comprised of state 
certified investigators, ensures that investi-
gations are initiated immediately, are com-
pleted in a timely, objective, and thorough 
manner. The investigation process involves 
in-person interviews with all potential wit-
nesses, review of documentation available 
for the investigation as well as consider-
ation of all other forms of evidence, rele-
vant to the investigation. 

Upon conclusion of the investigation, 
the completed investigation report is re-
viewed by an administrative review com-
mittee which conducts a thorough review 
of the investigation report for quality, com-
petency and determines the findings of the 
investigation. This team also determines 
recommendations and action plans that 
Melmark must implement to prevent such 
incidents from reoccurring.

Throughout the investigation process, 
Melmark ensures transparency and the in-
volvement of oversight entities (e.g., De-
partment of Health, Law Enforcement). 
Melmark communicates with families re-
garding allegations, the investigation pro-
cess, and final determination.

Follow-Up and Trend Analysis 

As an effort to respond to incidents at an 
organizational level, Melmark holds con-
sistent monthly Health and Safety meetings 
with leadership teams to ensure continuous 
communication and dialogue regarding 
incidents, investigation outcomes and ac-
tions taken to protect the health and safety 
of those we serve. The health and safety 
meetings bring various leadership teams 
together to review data, identify trends of 
incidents and discuss how we can continue 

to use or improve our processes to prevent 
abuse and neglect. 

Summary

Abuse and neglect may occur in human 
service organizations. However, organiza-
tional philosophy and practice should pri-
oritize prevention via proactive strategies 
and minimization of impact to the indi-
vidual via active response to allegations. 
At every layer of the organization, and in 
all aspects of the organizational structure, 
commitment to excellent care can be in-
fused. Valuing employee contributions, 
and demonstrating that value through 
wage incentives, helps attract and retain 
excellent employees. Placing an emphasis 
on supervision and training is one of the 
most effective means of ensuring quali-
ty care. A commitment to evidence-based 
practice and to the development of ethical 
decision-making skills helps all employees 
to be continually analyzing their behavior 
in the treatment context. Emphasizing high 
standards in all aspects of care and requir-
ing open communication at all levels of the 
organization help to make the organization 
nimble in meeting challenges, responsive 
to problems that arise, and committed to 
the implementation of successful resolu-
tions. Transparency in the investigation 
process, and multiple layers of checks and 
balances regarding the outcome of such 
investigations, ensures that incidents are 
objectively assessed. 

While all organizations are vulnerable to 
the occurrence of abuse and neglect, cer-
tain administrative actions can reduce their 
likelihood. Creating a culture of compas-
sionate care starts with an articulated mis-
sion and vision with explicit core commit-
ment values and is strengthened by strong 
training and supervision. The process is 
also assisted by a thorough evaluation of 
incidents, transparent communication, and 
a commitment to strengthening systems 
when incidents suggest the need to revamp 
procedures or retool staff skill sets. Ensur-
ing humane care, and preventing abuse and 
neglect, is an organizational commitment; 
every individual, every day.

Shawn P. Quigley, PhD, BCBA-D, is 
Executive Director, PA Division, Jennifer 
Ruane, MS, BCBA, LPC, Director of Pro-
fessional Development and Clinical Train-
ing, Mary Odira, MS, is Director of Quality 
Improvement, Mary Jane Weiss, PhD, BC-
BA-D, is Senior Director of Research, Rita 
M. Gardner, MPH, LABA, BCBA, is Pres-
ident and CEO, and Frank L. Bird, MEd, 
BCBA, LABA, is Vice President & Chief 
Clinical Officer at Melmark Inc. For more 
information, please visit www.melmark.org.
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By Sherrilyn Denise Smith, EdD
Licensed Specialist in School Psychology

Individuals with autism spectrum 
disorder can exhibit many behaviors 
their families, teachers, and other 
supporters in their communities find 

challenging. Likewise, individuals on the 
spectrum see the world at large as a chal-
lenge, and the people in their lives find the 
challenging behaviors their loved ones dis-
play like a puzzle missing pieces.

Getting a Handle on 
Challenging Behaviors

HELP…This is one-word parents need 
not be afraid to use. It is often difficult as 
parents worry about being judged based on 
the child’s challenging behaviors. When 
seeking help, parents should consider 
guiding questions to ensure they receive 
the assistance that works best for their situ-
ation. First, “Can I take charge to alleviate 
the occurrence of challenging behaviors?” 
Second, “What are evidence-based ap-
proaches that are known to work?” Third, 
“How can I identify the triggers that led to 
temper tantrums, meltdowns, and self-in-
jurious or other problematic behaviors in 
children identified with autism spectrum 
disorder?”

Knowledge is Power!

Researchers have shown interventions 
based on Applied Behavior Analysis 
(ABA) to be effective for children with 
a wide range of cognitive, adaptive, and 
functional abilities (Helton & Alber-Mor-
gan, 2018). Unfortunately, the principles 
of ABA are complex, which can limit par-
ents’ knowledge of evidence-based ABA 
interventions. However, providing parents 
with clear and concise information during 
a brief training session can significantly 

facilitate and extend parent’s knowledge 
on the behavioral principles central to the 
antecedent-behavior-consequence (ABC) 
narrative recording chart. The best ap-
proach would be to hold a few brief train-
ing sessions over time, so parents can prac-
tice and receive feedback and guidance. 
The lessons learned from the study (Smith, 
2020) are reported here to help inform 
practices moving forward.

Training Parents About 
the ABCs of Behavior

Parents were introduced to the se-
quence of behavior presented in the form 
of the ABCs of Behavior (Smith, 2020). 
First, parents were asked to identify the 
Antecedent – the action, event, or cir-
cumstances that led up to the challenging 
behavior. This can take some time and 
reflection on the part of the parent. As a 
facilitator, it is important to ask probing 
questions to help with the reflection. For 
example, parents are often stressed when 
the behavior occurs and don’t reflect, but 
rather react to the behavior. Parents need to 
feel reassured that they are experiencing a 
common phenomenon for parents of chil-
dren with ASD. This first part of the learn-
ing the ABC narrative recording chart can 
be the most difficult but is worth the extra 
time needed in the training sessions. It is 

helpful to use case studies.
In the next section, parents learn how to 

identify the Behavior – what the response 
is to the antecedent. While most parents can 
quickly identify the behavior, the training 
should not assume that this is the case. For 
instance, there may be cases of passive ag-
gressive behaviors that parents are less like-
ly to identify compared to overt behaviors.

Finally, parents learn how to identify and 
shape the Consequence – the response that 
follows the behavior (Smith, 2020). It may 
not be as straightforward as implement-
ing a “time out” or “ignoring” the behav-
ior when identifying consequences. When 
observing behavior, parents may find that 
multiple events will follow the behavior. 
Therefore, behaviors observed by parents 
should be recorded and evaluated for their 
impact on the target behavior. To record 
all the circumstances surrounding the be-
havior, parents have a system in place to 
assess the behavior, look for patterns, and 
ultimately better understand what events 
trigger certain behaviors.

Recommendations to 
Increase Parent Participation

Parents who have children diagnosed 
with ASD want resources and services 

see Training Parents on page 30

The Benefits of Training Parents to Use 
Antecedent-Behavior-Consequence Charts

Sherrilyn Denise Smith, EdD

Social Reinforcers from page 16

involve ignoring challenging behavior and 
delivering attention when an appropriate 
alternative behavior occurs instead. The al-
ternative behavior may be a vocal request 
for attention (e.g., “Excuse me”), raising a 
hand in a classroom, or tapping someone 
on the shoulder. A treatment for tangibly 
maintained challenging behavior may in-
volve withholding preferred items, edibles, 
or activities when challenging behavior oc-
curs and delivering those when an alterna-
tive behavior occurs instead. Again, this of-
ten involves reinforcing a communicative 
response such as asking nicely. Finally, for 
escape-maintained challenging behavior, 
treatment would involve working through 
challenging behavior or continuing the 
nonpreferred task, instruction, or activity. 
The alternative response to reinforce in 
the treatment of escape-maintained chal-
lenging behavior may be a request to have 
a “break” or “leave,” but also can involve 
delivering a break for compliance with the 
instruction.

These descriptions are simplistic. Using 
a behavior-analytic approach to interven-
tion, however, can involve several modifi-
cations to ensure long-term effectiveness. 
Further, reinforcing every instance of an 
alternative appropriate behavior is not sus-
tainable. For example, caregivers cannot 
feasibly respond to every bid for attention 
if those requests are happening sever-
al times per minute. There also are many 
strategies to promote the long-term suc-
cess of these interventions such as teach-
ing individuals to wait to access attention, 
tangibles, or escape (e.g., Hagopian et al., 
2011); signaling whether or not access to 

those things is available (e.g., Saini et al., 
2016); developing a token system (e.g., 
Hackenberg, 2018); and programming 
for times in which challenging behavior 
is accidentally reinforced (e.g., Trump 
et al., 2020). It should be noted, as well, 
that behavioral interventions should be im-
plemented with oversight from a trained 
Board Certified Behavior Analyst® to 
monitor treatment efficacy and ensure the 
safety of all involved (see www.bacb.org 
for a review of the credentialing process, 
requirements, and ethics of the Behavior 
Analyst Certification Board®, as well as 
direct links to each state’s licensure board 
and state association).

Dr. Slocum is a doctoral-level behavior 
analyst for the Intensive Outpatient and 
Transition Programs at Marcus Autism 
Center in Atlanta, GA. Dr. Trauschke is 
a psychologist and doctoral level behav-
ior analyst for parent training, follow-up, 
and intensive outpatient services and Dr. 
Bernstein is a clinical postdoctoral fellow 
in the Intensive Outpatient Program. You 
may contact the authors at sarah.slocum.
freeman@choa.org or (404) 785-3628.
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programs licensed, certified, or funded 
by The New York State Office of Mental 
Health (OMH) as well as those programs 
overseen by the Office of Addiction Ser-
vices and Supports (OASAS), the Office 
for People With Developmental Disabil-
ities (OPWDD), Office of Children and 
Family Services (OCFS), and the Office 
of Temporary and Disability Assistance 
(OTDA). This requirement will protect 
healthcare workers as well as our patients 
and clients and our communities. 

OMH has promoted the safety and effec-
tiveness of the COVID-19 vaccine through 
a series of videos featuring union leaders 
as well as OMH executives and staff. We 
have also produced posters, fact sheets, and 
other educational materials on the vaccine 
and on the importance of other infection 
mitigation protocols that we know to be ef-
fective - such as wearing masks, maintain-
ing distance, and frequent hand washing.

These initiatives have helped us to ed-
ucate individuals and address misinfor-
mation, fear, and mistrust. Focusing on 
actions that individuals can take to reduce 
the risk of infection also helps to alleviate 
anxiety which has become more prevalent 
in the past 18 months.

Now that the vaccine is available to all 
New Yorkers aged 12 and over, we encour-
age all who are eligible to get vaccinated to 
protect themselves, their families, and com-
munities. OMH has administered vaccines 
through our O-Agency Link-Outreach-Vac-
cinate program (O-LOV). OMH-operated 
and O-LOV sites have administered over 
77,000 vaccines since December 23, 2020. 
In addition, OMH Psychiatric Centers have 
provided more than 400 mobile clinic and 
pop-up events throughout New York State 
since January - allowing us to reach some 
underserved communities. We have been 
very successful in our efforts with more 
than 70 percent of our staff and inpatients 
receiving the vaccine to date. 

NYS OPWDD
The New York State Office for People 
With Developmental Disabilities (OP-
WDD) is committed to ensuring the safety 
and security of the people we support and 
the workforce who support them. We have 
worked closely with the NYS Department 
of Health throughout the pandemic to en-
sure that our guidance is in line with mask-
ing, vaccination, infection control and 
social distancing requirements at the state 
and federal level. 

The majority of people we support 
within residential settings have received 
their vaccination. While our staff vacci-
nation numbers lag behind, we continue 
to work on ways to incentivize the work-
force to get vaccinated and are waiting 
on final federal approval of New York’s 
American Rescue Plan proposal to pro-
vide bonus pay to those workers who re-
ceive the vaccination. In addition, NYS 
has recently mandated vaccinations or 
testing for all state workers beginning 
September 27th, 2021.

The Workforce Crisis

Many providers have reported critical staff 
shortages due to the pandemic, in part due 
to salary disparity, fatigue and burnout. 
What is your department’s strategy to ad-
dress the workforce crisis that the field is 
experiencing?

NYS OASAS
OASAS is rolling out grant programs to 
our providers to assist them with a host 
of workforce agendas, including staff re-
cruitment and retention. We plan on using 
a portion of a Federal Substance Abuse 
Prevention & Treatment Block Grant 
Supplemental award and additional funds 
received for Medicaid services to help 
with these efforts at our prevention, treat-
ment, and recovery providers. 

OASAS also offers resources on our web-
site to assist providers with training, creden-
tialing, and clinical support for their staff, 
including helping staff who are facing men-
tal health issues such as fatigue or burnout.

NYS OMH
First, it is important to recognize the in-
credible dedication and commitment of our 
mental health workforce throughout this 
pandemic. They have been terrific.

But there is a serious workforce crisis 
in many areas of the labor market– health 
care and mental health being one of them. 
OMH is planning a wide range of recruit-
ment and retention initiatives to increase 
community- based capacity and create a 
mental health career pipeline. Another goal 
is to target recruitment and retention efforts 
to diverse and multilingual individuals to 
expand culturally competent mental health 
services in underserved communities. 

This requires an approach that includes 
both short and long-range solutions. In the 
short term, OMH is using funding from the 
Mental Health Block Grant (MHBG) and 
Federal Medical Assistance Percentages 
(FMAP) to enhance, expand and sustain 
these services by providing a combination 
of targeted rate increases to eligible pro-
grams and flexible workforce recruitment 
and retention funds to support a wide range 
of activities to build capacity. 

Long-range planning includes recruit-
ment strategies such as working with 
schools on behavioral health curriculums 
and formalizing and enhancing the voca-
tion of community mental health workers. 
One possibility is strengthening the hous-
ing workforce through the development of 
a training curriculum for all housing types 
that can be implemented statewide. Also de-
veloping a workforce from the community 
where our clients live and providing them 
with training and a potential career ladder 
is a step towards strengthening and building 
a more diverse and sustainable workforce.

Another critical element of strengthen-
ing the workforce is investing in peers. 
One of our workforce priorities is to ex-
pand certified and credentialed peer work-
force (inclusive of adult, youth, and fam-
ily) including resources for recruitment, 
retention, education/training, and career 
pipeline investments. 

The pandemic has brought on stress and 
focused a spotlight on the importance of 
physical and mental wellness. Despite our 
training and understanding of the impor-
tance of wellness, we sometimes forget to 
address our own needs and should be sure 
to help our workforce remember that their 
wellness is vital. Simple self-help practices 
can be effective such as practicing mind-
fulness, stress relieving desk exercises, and 
reaching out for additional support when 
needed. OMH has provided wellness train-
ings and coping tips and resources to State 
and community partners throughout this 
challenging time. Additionally, NY Proj-
ect Hope has provided crisis counseling in 
communities and the Emotional Support 

Helpline available statewide to anyone 
needing support.

NYS OPWDD
As with all human services fields nation-
wide, COVID-19 has had a significant im-
pact on an already shrinking field of avail-
able direct support workers and OPWDD 
is taking an active role along with our 
providers of services on finding solutions 
to the workforce issues faced by our field. 
We recognize that our direct care work-
force is the backbone of a strong service 
delivery system, which is why New York 
State has made substantial and ongoing 
investments in wage increases for our di-
rect care workforce over the past several 
years, including three targeted initiatives 
to increase compensation to staff of service 
providers: two 2% increases in 2015, two 
3.25% increases in 2018 and another round 
of two 2% increases in January and April 
of 2020. In addition, not-for-profit service 
providers also received a 1% COLA in-
crease as part of the 2021-2022 Budget.

OPWDD has an additional opportuni-
ty to make investments in our workforce 
through the one-time American Rescue 
Plan funding and are currently awaiting ap-
proval from the federal Centers for Medi-
care and Medicaid Services on our pro-
posed spending plan.

In addition to funding wage increases, 
OPWDD has worked with our provider 
partners by funding the Regional Centers 
for Workforce Transformation, which is 
a network of workforce champions who 
provide training, curriculum development, 
technical assistance, and recruitment and 
retention support. OPWDD is also ap-
proved by the Veterans Administration to 
take part in their financial benefits program 
which enables veterans to leverage mil-
itary benefits for direct support training. 
Additional efforts are underway to expand 
recruitment to high school students inter-
ested in the field of direct support through 
partnerships with BOCES and SUNY.

Federal Funding

How can enhanced Federal Medical Assis-
tance Percentage (FMAP) be used, not just 
as a one-shot influx of support that tem-
porarily props up systems that are already 
in crisis, but instead is as a down payment 
towards a longer-term investment in the 
overall system of care and support? Spe-
cifically, how will the federal funding be 
used for infrastructure support, enhancing 
technology, provider rate increases, salary 
support, and program enhancements?

NYS OASAS
We plan to use this funding to make a sig-
nificant investment in workforce develop-
ment initiatives including tuition support, 
loan forgiveness, and training, which we 
are hopeful will have positive long-term 
effects even after this temporary funding 
runs out. We are also investing in our res-
idential system to ensure these providers 
have the support they need to address lon-
ger term substance abuse treatment.

It is our hope that we can establish a strong 
foundation to support continued strengthen-
ing of the entire prevention, treatment, and 
recovery service continuum throughout 
New York State in the coming years.

NYS OMH
The federal funds enable OMH to invest in 
strengthening and expanding capacity to 

address increases in demand, adjust to the 
realities of post-pandemic service delivery, 
and build workforce capacity for long-term 
sustainability of the community mental 
health system. 

As part of system transformation, OMH 
has prioritized the development of a com-
prehensive array of rehabilitation services 
to promote access to prevention and recov-
ery-oriented supports for adults and chil-
dren. While the eFMAP resources are one-
time, OMH will be advancing strategies to 
use the funds to enhance, expand and sus-
tain these services by increasing rates, pro-
viding workforce recruitment and retention 
funds to allow providers to build capacity, 
and targeting funds for infrastructure invest-
ments including training in evidence-based 
practices and resources to improve the qual-
ity and efficiency of services in the more 
immediate term. The rate increases for re-
habilitative services will be continued with 
support from reinvestment savings. 

With extensive input from stakehold-
ers, OMH’s plan prioritizes the following 
investments:

Strengthen Rehabilitation Programming: 
OMH will implement permanent rate in-
creases for Assertive Community Treat-
ment (ACT), Personalized Recovery Ori-
ented Services (PROS), and rehabilitation 
services in Community Residences which 
will be continued in the out-years support-
ed by reinvestment savings. 

Workforce Investments: OMH will include 
temporary rate increases for federally eli-
gible programs to support a wide range of 
provider workforce recruitment and reten-
tion strategies including recruitment and 
retention incentives. 

System Capacity Building: OMH will pro-
vide one-time resources to significantly 
expand certified peer and family support 
capacity, support training and implemen-
tation of evidence-based practices (EBP), 
and the implementation of alternative 
payment methodologies to drive outcome 
based, quality-of-care oversight, and in-
centivize value based payment. 

Expanded Access to Children’s Services: 
The State will be advancing temporary 
rate increases to grow and expand the new 
Children and Family Treatment Supports 
and Services (CFTSS) and Home and 
Community Based Services (HCBS) as 
well as infrastructure and workforce funds 
to build capacity.

There is also a significant increase in 
Federal Block Grant Funding that will help 
make possible the development of a truly 
robust and effective crisis system across 
NY state. This is part of the exciting imple-
mentation of the 988 mental health crisis 
number that will make it easy for anyone to 
receive the help they need in a crisis.

NYS OPWDD
OPWDD’s FMAP initial plan initiatives 
targeted more than 76% of the anticipat-
ed funding to workforce initiatives ($554 
million) including 70% to payments to in-
crease the wages of direct support profes-
sionals (DSPs) and supervisors (more than 
$514 million). Other workforce funding is 
targeted towards increasing the quality of 
DSPs through advanced training and

see Interview on page 23
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credentialing programs and recruitment 
and retention strategies to help retain and 
recruit DSPs. 

Additional initiatives planned for the 
remaining 24% ($173.8 million) of antici-
pated eFMAP funding is targeted to the fol-
lowing: $120 million to increase, expand or 
strengthen HCBS services; $11.4 million to 
expand and strengthen crisis supports; and 
$42.4 million to strengthen the OPWDD in-
formation technology infrastructure. 

Diversity, Equity, and Inclusion

We need more professionals of color in our 
systems: social workers, physicians, nurs-
es, nurse practitioners, etc. In addition, crit-
ical improvements are needed in access to 
care and workforce diversity. What is your 
department’s strategy to address persistent 
racial disparities in the care and support 
systems?

NYS OASAS
Among CASACs (Credentialed Alcohol-
ism and Substance Abuse Counselors) in 
New York State, which make up approx-
imately 97% of professionals certified by 
OASAS, racial demographics are compa-
rable to the overall population of the state.

We are always working with our provid-
ers to increase opportunities for all New 
Yorkers, regardless of their background, to 
find employment in the substance use dis-
order (SUD) field. We are in the process of 
establishing initiatives to assist with work-
force diversification, which we hope to roll 
out in the near future.

NYS OMH
OMH has publicly declared racism a 
public mental health crisis and is imple-
menting policies to reduce disparities in 
access, quality, and treatment outcomes 
for marginalized populations. We are uti-
lizing a multi-faceted strategy to address 
and reduce disparities, grounded on the 
concept that organizational change and 
self-reflection are key to creating and sus-
taining long-term success. We are doing 
this, in part, by implementing the National 
Standards for Culturally and Linguistically 
Appropriate Services in Health and Health 
Care (The National CLAS Standards).

We are currently pilot testing a “Vital 
Signs Dashboard” to depict racial, ethnic, 
and gender-based disparities in NY’s men-
tal health system. It’s currently in OMH 
clinics, and the full system release is ex-
pected in early 2022. The dashboard will 
contain 10-15 metrics in four domains and 
will be used to identify and implement 
strategies to mitigate disparities in access, 
quality, and treatment outcomes for mar-
ginalized populations. We also recently in-
cluded equity components into all Requests 
For Proposals released by the Agency. 

We are also working with the Center for 
Research on Cultural and Structural Equi-
ty in Behavioral Health to do a multi-level 
assessment of policies and practices at the 
Agency, both internal and external - for 
structural racism. 

To address long-standing issues involv-
ing the lack of a culturally diverse work-
force in the public mental health system, 
OMH’s Bureau of Inspection and Certifi-
cation, in close collaboration with the Of-
fice of Diversity and Inclusion, will be re-
viewing organization’s diversity, inclusion, 
equity, cultural and linguistic competence 

plan more rigorously than before. Any or-
ganization seeking OMH license or operat-
ing OMH licensed programs is expected to 
demonstrate efforts to ensure data-informed 
diversity recruitment in initial and ongoing 
inspection and certification activities. 

OMH has also created a number of re-
sources and tip-sheets to increase infor-
mation sharing and educate individuals on 
vital topics impacting our communities. 
These topics include:

• African American’s Mental Health

• The Impact of Racism on Mental Health

Our Office of Diversity and Inclusion 
has hosted a number of “Race Dialogues”, 
which involved difficult but necessary con-
versations around the importance of recog-
nizing biases, celebrating diversity, and 
working to be a more inclusive environ-
ment for all individuals. These are import-
ant action-based discussions that allow for 
a safe-space to share and discuss person-
al experiences and promote agency-wide 
changes in the way we interact and engage 
with one another.

We have also experienced through our 
work with NY Project Hope the need to ac-
tively engage individuals within their com-
munities. Our Emotional Support Helpline 
was not as effective at providing services 
to people of color, but when our workers 
began conducting grass roots outreach into 
communities, we found that we were much 
more successful. 

Additionally, OMH will look to expand 
workforce training opportunities, includ-
ing the training of law enforcement in 
diversion techniques, to best support un-
derserved and emerging populations, such 
as justice-involved individuals and older 
adults with mental illness, as well as our 
current service population, to ensure the 
workforce is adequately equipped to pro-
vide effective mental health services to all 
New Yorkers.

NYS OPWDD
OPWDD is committed to creating an en-
vironment that values diversity, promotes 
an inclusive culture, and provides equita-
ble services to the public and people with 
developmental disabilities. In 2021, OP-
WDD launched the agency’s Diversity, 
Equity, and Inclusion Strategic Plan to ad-
vance our mission of a diverse workforce 
that promotes equity and inclusion for all. 
The plan includes a four-year timeline and 
measurable outcomes for the agency and 
the larger developmental disabilities ser-
vice system. OPWDD is committed to fur-
ther advancing our mission with the estab-
lishment of a new Chief Diversity Officer 
executive-level position. The Chief Diver-
sity Officer will drive change through the 
examination of current OPWDD policies, 
workforce, and equity practices as well as 
overseeing the Diversity, Equity, and In-
clusion (DEI) program.

Some proposed examples of practical 
and impactful system DEI projects OP-
WDD will initiate include: developing 
workforce strategies that address cultural 
competence guidelines for staff, includ-
ing care managers; compensating staff for 
bi-lingual or tri-lingual ability; develop-
ing outreach strategies to diverse groups 
for policy development; and, creating a 
family-centered, culturally competent 
approach in developing truly person-cen-
tered supports.

As a participant in the federally funded 
National Community of Practice (CoP) 
on Cultural and Linguistic Competence, 
OPWDD is also identifying systemic, re-
gional, and local needs to address multiple 
dimensions of equity and access concerns. 
Initial efforts indicate the need for further 
work with an equity lens to include data 
analysis, policy review and impact stud-
ies, stakeholder engagement and service 
delivery. To this end, OPWDD has com-
mitted to providing FMAP funded grants 
to non-profit service providers, local gov-
ernment authorities, and/or institutions of 
higher education with demonstrated exper-
tise in addressing the needs of underserved 
and historically marginalized populations.

NYS O-Agency Collaboration

So many service recipients have multiple 
conditions that span your three Offices. 
How can the Offices enhance your collab-
orative efforts to address this issue?

NYS OASAS
OASAS works collaboratively with other 
agencies on a regular basis. We have multi-
ple ongoing projects with OMH, and in all 
OASAS-certified settings, individuals are 
screened for mental health risks and direct-
ed to services if needed. We have worked 
closely with OMH in expanding services 
for both SUD and mental health through 
Certified Community Behavioral Health 
Clinics (CCBHCs), a federal demonstra-
tion program that offers a full spectrum of 
care to anyone who qualifies. This care in-
cludes a full range of SUD and MH clinic 
services, case management, crisis, and psy-
chiatric rehabilitation services. 

Our agencies also collaborate with the 
Department of Health (DOH) on regula-
tion and oversight of Integrated Outpatient 
Services, as well as issues related to preg-
nant and parenting persons with substance 
use disorder, and with the DOH’s Office 
of Drug User Health (ODUH) on over-
dose prevention. We are also working with 
OMH on crisis stabilization centers which 
are intended to provide an alternative to 
ERs and incarceration for those experienc-
ing a behavioral health crisis. We are in 
discussion with OPWDD to determine how 
to meet the needs of individuals with de-
velopmental disabilities that may seek ser-
vices in these settings. Other joint projects 
include efforts to improve parity for payors 
of SUD and mental health services, such 
as regulations and enforcement. Many of 
our integration efforts have faced challeng-
es due to statutory barriers, reimbursement 
shortfalls, reporting requirements, con-
tracting, and funding issues. 

As we move forward, OASAS is fully 
committed to working with our sister agen-
cies to enable our providers to deliver in-
tegrated services that bypass these pitfalls 
and allow them to support people with both 
substance use disorders and mental health 
challenges.

NYS OMH
OMH is committed to integrated care 
across the lifespan, including individuals 
with co-occurring mental health issues and 
substance use challenges, intellectual and 
developmental disabilities, physical health 
needs, and justice involvement. We are 
working with public and private partners 
to create programs and services for these 
vulnerable populations to ensure they do 
not continue to fall through the cracks of 

bureaucracy and end up requiring more 
costly and restrictive inpatient services.

One of our priorities has been to expand 
beds and services for children who are dual-
ly-diagnosed with a developmental disabil-
ity as well as behavioral health needs. We 
recently announced a collaboration with 
OPWDD and SUNY Upstate Medical Uni-
versity to develop a specialized inpatient 
unit for children and youth from 12 to 17 
years old who are dually-diagnosed and at 
risk of being separated from their families 
because the treatment they need is only 
available far from home, often out-of-state. 

We have also worked with OPWDD to de-
velop a dually-diagnosed residential treat-
ment program with Baker Victory Services 
at Erie County Medical Center in Buffalo, 
as well as an acute care unit at Kings Coun-
ty Hospital for adults living with a mental 
illness and a developmental disability. 

We also frequently collaborate with 
OASAS, including on the development of 
regulations for Crisis Stabilization Cen-
ters prepared to serve all New Yorkers re-
gardless of disability. By improving crisis 
services and expanding programs such as 
Certified Community Behavioral Health 
Clinics (CCBHCs) and Integrated Outpa-
tient Services (IOS), we can work together 
to reduce unnecessary hospitalizations and 
enable individuals to recover and thrive in 
services in their community.

And, together with the NYS Department 
of Financial Services, OASAS and OMH 
initiated the Community Health Access to 
Addiction and Mental Healthcare Project 
(CHAMP) which is helping to ensure par-
ity by educating individuals, families, and 
health care providers on their legal rights 
to coverage and helping them to access 
treatment and services. CHAMP will in-
vestigate and resolve complaints regarding 
denial of health insurance coverage.

Another important collaboration with 
OASAS is enhancing the capacity of the 
public mental health system to identify 
and treat opioid use disorders. Together we 
have launched several large-scale initia-
tives through the Psychiatric Services and 
Clinical Knowledge Enhancement System 
(PSYCKES) including:

• PSYCKES Opioid Use Disorder Quality 
Measures and Alerts were added to PSY-
CKES (launched 2018-2019) to sup-
port quality improvement by providers, 
counties, and managed care plans, and to 
increase clinician awareness of individu-
als at risk for overdose. 

• Building Capacity for Best Practice 
Treatment of OUD within Mental Health 
Clinics which was mandated for all 
485 OMH licensed mental health clin-
ics statewide and was launched in early 
2019. All clinics are required to imple-
ment best practices including screening 
for OUD, providing naloxone to all indi-
viduals at risk, improving referral prac-
tices, and initiating medication assisted 
treatment for OUD. 

• High Behavioral Health Risk Quality 
Collaborative for Emergency Depart-
ments has engaged 94 Emergency De-
partment services statewide to implement 
best practices in screening, assessment, 
treatment, and referral and follow-up for 
individuals with emergent behavioral 
health crises. 

see Interview on page 24
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• Overdose Prevention Quality Improve-
ment Collaborative, launched April 
2021, has engaged 130 mental health 
clinics in a quality improvement project 
to accelerate best practices in the treat-
ment of OUD, including screening, ther-
apy, and medication assisted treatment. 

NYS OPWDD
OPWDD works with several state agen-
cies to collaborate on service provision, 
workforce issues and building awareness. 
Currently, OPWDD collaborates with 
OMH and OASAS specifically on high 
needs cases in which people being sup-
ported have dual diagnoses and need a 
range of supports provided by our respec-
tive agencies. OPWDD is also currently 
working with OMH to expand the avail-
ability of children’s crisis services and 
expand the use of specialized treatment 
facilities and specialized inpatient psychi-
atric units for the dually diagnosed. In ad-
dition, multiple agencies are involved in 
the Employment First Commission, Most 

Integrated Settings Coordinating Council 
(MISCC), and other multi-agency ini-
tiatives related to workforce and raising 
awareness for people with disabilities. 
We are continuously looking for ways to 
support people across systems to ensure 
people have access to the best supports to 
meet their individual needs. 

Collaboration with MHNE Publications

So many service recipients have multiple 
conditions that span your three Offices. 
How can the Offices enhance your collab-
orative efforts to address this issue?

NYS OASAS
We always appreciate the opportunities of-
fered by Behavioral Health News to publi-
cize our ongoing initiatives at OASAS and 
assist with outreach to people who are in 
need of our services. We look forward to 
continuing to work with the publication to 
support our goal of reaching all New York-
ers with help and resources for substance 
use disorders, whether they themselves 
are personally impacted, or are the family 

member or friend of an individual in need 
of assistance.

NYS OMH
Behavioral Health News has already been 
extremely helpful in promoting and en-
couraging access to mental health services 
and we look forward to continuing and en-
hancing our partnership. 

An ongoing focus of our media and com-
munity relations work has been the promo-
tion of anti-stigma messaging. We always 
seek new methods and new messengers 
to spread the word that mental health is as 
important as physical health and that they 
should be viewed in the same way. Most 
people wouldn’t hesitate to see a dentist 
if they had a toothache, and they certainly 
wouldn’t have to think twice about seeing 
a doctor if they fell and broke their arm.

We want people to think the same way 
about their mental health. If anyone has 
concerns about anxiety, depression, or any 
aspect of their mental health, we want them 
to be comfortable talking to their doctor or 
to a behavioral health specialist. That’s the 
message we are working to spread through 

social media, public service campaigns, 
and through partnerships with agencies 
and organizations across the state.

We are also seeking to engage minority 
and culturally diverse communities, which, 
as we saw during the rise of COVID-19, 
are often underserved and have less access 
to physical and behavioral health services. 

Behavioral Health News can be a tre-
mendous help with both those efforts. 
Your work to address and reduce stigma is 
commendable, and we would be happy to 
discuss helping you to create partnerships 
with organizations in different communi-
ties that could help share your publication 
with people who need to hear our message!

NYS OPWDD
OPWDD and our providers are continu-
ously hiring to fill direct support roles all 
across New York State. Given the current 
workforce crisis, shining a spotlight on the 
role of Direct Support Professionals and 
the amazing work that they do would be 
incredibly helpful in not only elevating 
the role of this selfless workforce, but also 
driving interest in this career path.

Free Support Group for the Family Members of Adults with an Asperger/Autism Spectrum Profile
This support group, formerly known as Families of Adults with Asperger’s Syndrome/High Functioning Autism (FAAHFA) is now a part of the  

Asperger/Autism Network (AANE). This group is for parents, family members and friends of adult individuals who have an Asperger or similar autism 
spectrum profile. We will be hosting guest speakers at many of our meetings to address various topics of importance related to our loved ones. 

Our mission is to help people with Asperger Syndrome and similar autism spectrum profiles build meaningful, connected lives.

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

Socialization and Life Skills Group for Adults with an Asperger/Autism Spectrum Profile
This support group, Opening Doors, is now in partnership with the Asperger/Autism Network (AANE). This group is for adults who have 

an Asperger or similar autism spectrum profile. Learn, socialize and receive support from others who share common experiences. 
Focused on: Socialization, Mindfulness, Creativity, Self-Advocacy, Health and Well Being, Career Counseling, Relationships and Fun!

For more information, contact the facilitators:
 Anna L. Nasci, OTR/L, MS, NCC, LMHC  |  Masako Hashimoto, MS, NCC, LMHC - OpeningDoorsWestchester@gmail.com 

Greater Hudson Valley, NY, Support Groups
One Sunday a month from 10:30 am - 12:30 pm

YAI Tarrytown - 677 White Plains Road, Tarrytown, NY 10591

Work in Progress from page 14

different from that of my mother and fa-
ther’s relationship. My step-mom is more 
vocal and will talk back to my dad. My real 
mom was quieter and more patient. I worry 
about my step-mom and dad’s relationship 
and that it will go down the tubes. I am as-
sured by my step-mom that will not happen. 
I am worried that I will lose half my family; 
that I’ll lose another mom. I have to remem-
ber that everybody’s relationships are differ-
ent. I will get used to their relationship. 

Apart of my social cues, I also have to 
recognize when someone is done talking. I 
have to learn to realize when people need 
to move on; I can’t keep carrying on with 
them. I know it’s not because they don’t 
want to talk but it’s because they need to 
be somewhere else and they are busy. I am 
becoming much better at recognizing this.

Another social cue that has improved 

greatly is my eye contact. In the past I had 
a lack of eye contact, talking to the floor or 
wall and not the actual person. At a job I 
used to have I would be looking down and 
then suddenly talk and surprise people.

One of my social behaviors that I need 
to control is that not everyone needs to be 
hugged. I hugged a complete stranger during 
COVID because I felt bad for her because 
she had so many problems trying to dye my 
hair. I felt her frustration so I hugged her. 
My step-mother told me that hugging, espe-
cially in today’s climate is a no-no.

An important goal for me now is to un-
derstand the social triggers that cause me to 
eat. I had been very successful controlling 
my weight and I lost 115 pounds. Howev-
er, in the last six months I have regained 
30 pounds. I was proud that I was able to 
lose so much weight and I’m disappointed 
in the setback. For my own good and for 
my health in the future, I have to learn to 

understand the stressful social cues so I can 
continue to lose weight. 

I have said I have had communication 
problems and these were hard on my friend-
ships. This is a work in progress although 
my communication is improving with my 
friendships that are special to me. In par-
ticular, there are two people that are partic-
ularly important. These are people that are 
mentors in my life. These individuals are 
much older than me and they are guiding 
me as I face the world; these people are 
great influences in my life. I would feel lost 
if they were not there. One is like a grand-
mother to me while the other is another fa-
ther figure in my life. I don’t know what I 
did to deserve them, but I have been bless-
ed. I can talk to them about anything. They 
encourage me and because of them, I have 
learned a whole new way to communicate. 

My life is a work in progress. I may have 
shortcomings but I keep doing. These chal-

lenges create opportunities to get better as 
time goes by. It also helps to have the peo-
ple around me to understand me. I have to 
remember that they are in my corner. I can 
keep moving forward. I can keep learning 
about understanding myself. 

My name is Angela Chapes and I am an 
autistic adult with anxiety and OCD. I have 
had depression in the past. I am 39 years 
old. I was not diagnosed with autism until 
my late 20’s. It was years later that I started 
figure out who I was. I am thankful for the 
positive and supportive people in my life. I 
have a very encouraging job. I am trans-
forming and growing at lightning speed, 
learning all I can about leadership, advo-
cacy, and other organizations that can help 
shape my future. I want to be a voice for 
individuals with autism and mental illness. 
I love being busy, writing, and speaking.

For more information, you can email 
Angela at aechapes@yahoo.com.
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consideration for parents to add their chil-
dren to the local registry of children with 
ASD or request they start one. Taking this 
step could help alert police, firefighters, 
and paramedics who may be called to re-
spond to emergencies at a home. This will 
give local authorities a chance to prepare 
their approach to helping with the crisis. 
Gary Weitzen, the executive director of 
Parents of Autistic Children, says that lo-
cal authorities all know his son with autism 
and they know how to talk to him if he is 
ever in need of assistance.9 Take Me Home 
is a free program developed as part of the 
Autism Society’s Safe and Sound Initiative 
for police departments to maintain a volun-
tary database of individuals who need as-
sistance if found alone in the community. 
Project Lifesaver and SafetyNet Tracking 
are two additional voluntary registry pro-
grams that are often used to register indi-
viduals with ASD.

For practitioners, conducting outreach 
to first responders such as police and fire 
stations and offering trainings can provide 
an additional approach to improve under-
standing of ASD and positively impact fu-
ture encounters. Most current trainings for 
first responders are online, but studies sug-
gest role playing and using behavioral skills 
training (BST) may be a more effective way 
for first responders to learn practical skills 
in gaining cooperation and having success-
ful interactions with individuals with ASD 
in dangerous situations. Providing in per-
son live trainings allow for first responders 
to ask questions and discuss case studies 
on common scenarios they may encounter 
during emergencies with an individual with 
ASD.10 Giving examples of behaviors that 
individuals may exhibit can help first re-
sponders recognize the individual as some-
one who may have ASD and not interpret 
the behaviors as a hazard or disobedience 
towards the first responder. For example, 
providing time for the individual with ASD 
to process and respond to questions can be 
a successful strategy. In addition, if an in-
dividual covers their ears or runs from the 
first responder toward danger, such as a 
busy road, it is likely that they are sensi-
tive to sounds. Removing loud sounds can 
be an effective means to successfully guid-
ing the individual towards safety. Deficits 
in communication are a core symptom of 
ASD (DSM-5), so using simple concrete 
language with gestures such as pointing to-
ward the direction they need to move may 
improve the individual’s ability to follow 
directions during an emergency. Avoiding 
touching the individual, unless critically 
necessary, may prevent the individual from 
moving away from the first responder. 

Be Prepared to Work with First Responders

One of the best things a parent can do to 
improve the effectiveness of first respond-
ers’ interactions during an emergency is to 
be prepared to work with them. That starts 
with having an emergency kit on hand with 
the following items:

• Current photo of your child daily on 
phone to show what they are wearing

• Current description (height, weight, hair 
color, etc.)

• Special needs

• Mode of communication

• Medications and allergies

• Family contact information 

Elopement is one of the most common 
reasons a child with ASD might encounter 
a first responder. More than 50% of chil-
dren with ASD have a history of elope-
ment.11 Once away from their caregivers, 
children with ASD can face a significant 
risk of harm. Drowning and traffic acci-
dents are two of the top concerns.12 To 
assist first responders, consider having a 
map of the area that identifies any of the 
child’s favorite places that they might 
seek out, as well as nearby bodies of water 
like pools, ponds, creeks, lakes, and riv-
ers. Depending on the child, consider us-
ing a tracking device to maintain aware-
ness of their whereabouts. Autism Speaks 
maintains a comprehensive list of safety 
products and tracking services, many of 
which integrate with first responder orga-
nizations. Links to these resources can be 
found below.

Sometimes an encounter with a first re-
sponder takes place when a caregiver is not 
available. Examples of when a caregiver 
may not be present are when an adult with 
ASD is pulled over for a traffic stop, or a 
caregiver is incapacitated when emergency 
services show up at the home. Situations 
like these can be extremely stressful and 
sometimes completely unmanageable for 
an autistic person. To mitigate the severity 
of these situations, there are a few practi-
cal steps caregivers can take. In addition to 
registering the child with local emergency 
services, some of the following measures 
should be considered:

• Print out a medical card that adults with 
ASD can carry in their wallet and show 
to emergency personnel when needed. 

• Place a sticker on the front door of the 

home that identifies a child with autism 
lives there.

• Have the individual wear a medical 
bracelet that first responders can use to 
identify individuals with ASD. 

In conclusion, much needs to be im-
proved upon to ensure the safety of indi-
viduals with ASD in their community. As-
sisting in this endeavor is to educate first 
responders in steps they can take to un-
derstand this vulnerable population and to 
interact with them in a manner that is safe 
and successful. Following the suggestions 
outlined above is a way to work toward 
that outcome.

Resources 

• National Autism Association First 
Responder Toolkit 

• Autism Speaks Autism Safety Project

• Autism Speaks Information for First 
Responders

• Autism Speaks Safety Products and 
Services

Thea Davis, MSEd, BCBA, is Founder 
and Executive Director at Autism Bridges 
and Andrea Lavigne, PhD, BCBA, is Vice 
President at Autism Care Partners.
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may be needed to manage challenging be-
havior, protect individuals and property, 
and direct individuals to other emergency 
services in a crisis (e.g., hospitalization; 
Dryden-Edwards & Combrinck-Graham, 
2010). However, although first responder 
assistance may be necessary, caregivers are 
frequently reluctant to contact them due to 
a lack of confidence in first responders’ 
knowledge of how to best approach chil-
dren with ASD (Love et al., 2020) and 
news stories of such interactions resulting 
in adverse events (Rahman, 2020). Care-
givers’ concerns are further supported by 
research indicating a lack of improvement 
in interactions between first responders 
and individuals with ASD following edu-
cational programs aimed at increasing first 
responder knowledge (Gardner & Camp-
bell, 2020). First responders may benefit 
from additional support from caregivers 
upon arrival to their behavioral crisis to 
better respond. 

It is recommended that caregivers con-
tact their local police precinct or fire sta-
tions prior to requiring their assistance 
during a crisis. At that time, caregivers can 
provide first responders with information 
regarding their child’s current communi-
cation capabilities, level of challenging 
behavior, preferences (e.g., activities, toys, 
or food), and effective de-escalation strat-
egies and crisis plans. First responders will 

then be able to use this information to bet-
ter assist the family in the future when a 
behavioral crisis does occur. 

During a behavioral crisis, caregivers 
should be prepared to communicate to 
the first responder pertinent information 
regarding the situation and their child’s 
needs using short, succinct sentences. First 
responders have policies and procedures 
they must implement when arriving to a 
scene, and as a result, after providing vi-
tal information and answering questions, 
caregivers should be prepared to follow 
instructions delivered by the first respond-
er. After a crisis, caregivers should review 
the sequence of events and identify areas 
of improvement. For example, caregivers 
may identify new strategies to use to de-es-
calate challenging behavior or identify new 
information to share with first responders 
as they are assisting the family. 

Managing challenging behaviors exhib-
ited by a child with ASD during a behav-
ioral crisis can be difficult and may lead 
to detrimental outcomes for the individual 
and those in their environment. However, 
caregivers may be able to mitigate nega-
tive outcomes by implementing strategies 
to ensure that they themselves and first re-
sponders are better prepared for the needs 
of their child. By preemptively planning 
for how to manage a behavioral crisis, 
caregivers increase the likelihood that they 
will be successful in navigating crises even 
if they require first responder assistance.

Dr. Pavlov is a licensed psychologist 
and doctoral-level behavior analyst for 
the Intensive Outpatient and Crisis Admis-
sion Programs at Marcus Autism Center in 
Atlanta, GA. You may contact the authors 
at alexis.pavlov@choa.org or (404) 785-
4456. Nadrat Nuhu, PhD, BCBA-D, is a 
Psychologist and Assistant Professor at 
Marcus Autism Center and Emory School 
of Medicine.
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Environments from page 1

challenging behaviors rather than making 
autistics exist in challenging environments. 
What are ways we can begin designing au-
tistic-centered environments? First and fore-
most, don’t be afraid to tell your child they 
are autistic. Many parents I work with say 
they are afraid their child will “feel differ-
ent.” Don’t worry, we already know we are 
different; we know we don’t fit in. Know-
ing we are autistic helps us realize there is 
not something “wrong” with us; validating 
our perception we interpret the world dif-
ferently and that normal is subjective.
Second, view autistics as sensitive rath-
er than challenging. Sensitive, according 
to Websters dictionary, refers to capable 
of perceiving with a sense; responsive to 
external conditions; easily upset. Wow! 
That explains many autistics. My son is a 
sensitive soul. He is passionate, energet-
ic, sensory-sensitive, and quickly melts 
down. Rather than viewing his behaviors 
as problematic, we view them as signs his 
environment is not suitable for his sensi-
tive being. Imagine if we viewed autistics 
as sensitive rather than defining their be-
haviors as challenging. What kid wants to 
be reminded of their social deficits, food 
selectivity, and other quirky (often nega-
tively portrayed) traits?

Third, our first impressions of autism 
begin within our family. Engage in open, 
honest, and positive conversations about 
autism with your family. Champion your 
child, be supportive, teach them to be com-
fortable in their autistic identity. Your goal 
is raising an autistic child to be their unique 
self. Family’s love and understanding are a 
big part of autistic children developing a 
positive sense of self.

Fourth, don’t just love your autistic 
child, unconditionally love them; there is a 
difference. Conditional love teaches, “you 
are only valuable when you conform for 
the convenience of others.” Unconditional 

love shows your love does not have con-
ditions, you love and accept your autistic 
child for who they naturally are. Please do 
not fall into the trap that is the core of many 
parenting techniques - loving your child 
only when they follow directives, look 
people in the eye, don’t stim, wear senso-
ry-aversive clothes, eat food to comply, or 
when they hide their tears but are falling 
apart inside. This is profoundly destructive 
psychologically. Be comfortable with your 
child’s autistic identity, their quirks, their 
challenges; celebrate. Don’t make them fit 
in, that only furthers the “challenging” be-
havior ideology.

Fifth, when developing treatment plans, 
focus on the child’s best interests, not the 
parent’s, not the therapist’s, and not cultur-
al standards. Quite often we start with the 
wrong question - how I can get my autis-
tic child to comply. Start with the question 
“what does my child need and how can I 
meet those needs?” It will lead you in a 
strength-based direction, rather than focus-

ing on eliminating challenging behaviors. 
Sixth, the experts on autism are autistics. 

Prestigious university degrees, trainings, 
and state licensures may make a person an 
expert in a field, but it does not make them 
an expert on being autistic. Over the years 
working in the autism field, I began realiz-
ing many who work in the field or publish 
scholarly work on autism are not them-
selves autistic. The best way to understand 
the behaviors of autistics - seek out autis-
tics. They personally know what it is like 
to live an autistic life. I think about how 
much families would benefit if they were 
introduced to the wealth of knowledge pro-
vided by autistics.

Lastly, understand your autistic child’s 
sensory challenges by allowing them to be 
the expert. For the child with food selectiv-
ity, is it due to texture, taste, smell? We all 
have foods we dislike. Instead of reinforc-
ing food acceptance, find the motivating 
factor behind your child’s food selectivity, 
and use that to your advantage. For those 
autistics who prefer to wear a limited range 
of clothes due to sensory aversions - rather 
than forcing compliance to wear a variety 
of clothes, simply purchase more preferred 
clothes. When I discover a pair of pants my 
son likes, I purchase five pairs, in multi-
ple colors. When we make autistic children 
wear uncomfortable clothes, we teach them 
their opinions don’t matter; that sensory 
pain must be endured. For many autistics, 
stimming serves as an outlet to reduce anx-
ious feelings, alleviate boredom, or show 
unabashed joy. Stimming looks odd, but 
mainly to non-autistics. When we reduce a 
stim just because it is socially odd or does 
not meet our expectations, we have lost 
sight of the needs of the autistic. Rather 
than identifying stimming as an unwanted 
behavior, view it as a coping mechanism. 
When we remove a coping mechanism that 
is not negatively impacting a child, we are 
not serving the best interest of the child. 

Yes, autistics have challenging behav-

iors, but they also have strengths and ca-
pabilities. I encourage us to define autis-
tics by their capabilities rather than their 
deficits. Re-define normal and encourage 
your child to veer off the “normal” map. 
Let your child discover they may not 
fit into any box - and celebrate that fact. 
Embrace your child’s autism as a unique, 
diverse aspect of them rather than modify-
ing their behaviors so they resemble “nor-
mal.” Autism is not an easy developmental 
condition to live with - requiring patience 
and understanding from everyone. Yes, 
my son’s sensory challenges, exceptional 
memory, adherence to routines, and literal 
interpretations can be draining. However, 
the best part of each day is seeing my son 
flap his hands in joy - it means we are on 
the right track, and I usually join in with 
my own happy dance.

For more information, Heidi Hillman 
can be reached at hhillman@ewu.edu. 
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variables that are harder to detect. We sys-
tematically collect data and analyze the im-
pacts of factors such as sleep patterns, med-
ication, bowel movements, hydration, and 
more to include in treatment programming. 

It is worth noting this is not an exhaus-
tive list of assessments. If there is a vari-
able that could be important, Melmark has 
likely assessed it in some way. We regular-
ly develop custom assessments to examine 
the influence of idiosyncratic variables. For 
example, when we hypothesized that an in-
dividual exhibited challenging behavior to 
access the physical intervention required to 
maintain safety, we tested different types 
of physical interaction, identified the most 
preferred type, and then taught the individ-
ual to request this preferred physical atten-
tion instead of exhibiting aggression. 

Addressing Unmet Wants and Needs

After assessment, planning begins. The 
first step in intervention is to ensure access 
to a healthy, supportive, and enjoyable envi-
ronment. As such, schedules are developed 
for individuals that blend instructional, lei-
sure, social, and community activities. 

The specifics of how these activities look 
changes for each individual, guided by as-
sessment results. For instance, instruction 
is tailored to the person’s skill level and 
learning profile. Recreational activities and 
interaction styles incorporate results from 
preference assessments. Social opportuni-
ties are customized to ensure everyone has 
meaningful social engagement. Plans are 
created to ensure each person’s medica-
tions and health procedures are implement-
ed, diets are adhered to, sleep schedules are 
implemented and tracked, and more. All of 
this effort forms the strong foundation upon 
which all other interventions are added.

This is not always an easy task as chal-
lenging behaviors can interfere with an in-
dividual’s ability to participate in these ac-
tivities. However, we remain dedicated and 
commit the resources necessary to support 
individuals through their day. If an individ-
ual can access this type of environment, the 
need to engage in challenging behaviors at 
all decreases dramatically. 

Immediate Environmental Adaptations

Even with a strong foundation, challenges 
still occur. A peer may not respond as antic-
ipated, preferred activities may not always 
be available, or it may be necessary to work 
on a skill that is particularly hard for some-
one. That is why, as part of our compassion-
ate planning, the next step is to look at how 
to make such situations less aversive. 

Targeted interventions to address chal-
lenging situations are incorporated. Some 
empirically-supported strategies to achieve 
this goal include: reducing the magnitude 
of aversive stimuli (e.g., dimming bright 
lights), incorporating preferred stimuli into 
challenging activities proactively, signal-
ing the length of challenging situations and 
delay to preferred activities through the 
use of schedules and visual supports, and 
providing some level of control through 
choice making. 

Teaching and Increasing 
Appropriate Behaviors

To ensure best outcomes for individu-
als, we must also include evidence-based 
skill building. While making the environ-

ment supportive and reducing the obstacles 
challenging situations present is important, 
teaching the folks we serve how to succeed 
in a less structured environment is criti-
cal for their long-term success. Therefore, 
once the environment is planned for, we 
move to planning for skill building. 

This is also a two-pronged strategy, en-
compassing teaching broader, foundational 
skills alongside skill building targeted for 
challenging situations. Broadly speaking, 
the skill assessments inform us of what 
adaptive skills need to be targeted. For 
instance, if an individual has difficulty 
with activities of daily living such as get-
ting dressed, it may be because they lack 
the ability to perform these tasks fluently. 
Similarly, an individual may be resistant to 
solving algebraic formulas or sustaining 
peer interactions because they do not have 
the prerequisite skills. In all of these cases, 
plans are implemented to build the skills to 
complete these activities. 

Simultaneously, we also teach skills that 
give individuals the ability to respond imme-
diately and appropriately to the challenging 
situations, to help them navigate those times 
while the long-term skills are being acquired. 
For instance, if the FBA reveals an individu-
al becomes aggressive when presented with 
a task to avoid it, we might teach the indi-
vidual to ask for short breaks so they can 
escape the tasks without needing to escalate 
to aggressive behavior. We may also layer 
in a reinforcement program for completing 
the task without exhibiting challenging be-
haviors. This way the person can get away 
from the task when they need to, but is still 
motivated to receive instruction on the task. 
This way they acquire the skills necessary 
to complete it independently over time. 

For complex individuals, this can take 
months or years to fully shift to more adap-
tive options. However, we remain patient 
and support them through the acquisition 
of these critical skills because we know it 
will increase the likelihood of successful 
long-term, best outcomes.

Responding to Challenging Behaviors Safely

Finally, even with all the proactive sup-
ports in place, we must have a plan for how 
to respond to challenging behavior. Any-
time we make a plan to respond to danger-
ous behavior, we always ensure the safety 
of the individual and those around them. 

Once safety is secured, we plan to ensure 
any reinforcement received for challenging 
behaviors is of a lower quality than rein-
forcement for appropriate behaviors. This 
is important, as sometimes it is not possi-

ble to avoid reinforcing challenging behav-
ior. For instance, if an individual engages 
in severe self-injury to access attention, 
staff must intervene to protect that person, 
thus providing some level of attention for 
safety. However, such interactions should 
be more neutral if challenging behavior 
is occurring while high-quality attention 
should be available throughout the day and 
provided immediately following appropri-
ate behavior. In this way, the individual is 
likely to learn that the better option is to 
use appropriate behavior to gain access to 
high-quality attention.

Last, we constantly review plans to en-
sure individual rights are protected. Due to 
the complexity of the population Melmark 
serves, interventions that are more restric-
tive than we would like, such as non-vio-
lent physical intervention, are sometimes 
necessary. The decision to use restrictive 
interventions is never taken lightly, and al-
ways weighed in consideration with every 
individual’s rights. As such, we regularly 
review interventions to ensure every step 
is taken to protect people’s rights when a 
restrictive procedure is called for. 

Ongoing Data Monitoring

All of the work described thus far is a 
fair description of what goes into making 
a plan for individuals we serve. Howev-
er, it does not end there. Our staff must 
be trained to implement the plan. With 
so many different components, this is no 
small feat, which is why we ensure all of 
our staff are highly skilled through exten-
sive and ongoing training. 

Data collection occurs in real time on 
all of the metrics that have been targeted 
including rates of challenging behaviors, 
acquisition of new skills, physiological 
factors, safety indicators, and more. These 
data are reviewed on a biweekly basis to 
ensure progress. This rigorous data col-
lection and review allows us to pivot as 
needed to respond to the shifting needs of 
those we serve. It also allows us to identify 
issues that may have been masked initially. 
As our plan controls for so many variables, 
new patterns of responding can reveal ad-
ditional factors. For example, a person may 
come to us exhibiting high rates of chal-
lenging behaviors across a myriad of ac-
tivities. However, once we control for the 
majority of the operant variables, we can 
see challenges consolidate around certain 
activities such as bathroom trips. A medi-
cal follow up may diagnose an undetected 
condition, allowing for us to put the final 
piece of the puzzle of treatment into place. 

Conclusion

The process described here is intensive. 
The layers of assessment and intervention 
requires significant skill and investment 
to ensure it is done with fidelity. Adhering 
to our core commitments, this is the only 
way to proceed to ensure those we serve 
achieve the best outcomes possible. 

Foremost, this means having compas-
sionate care as the basis of our interven-
tion plans. Compassionate care begins with 
foundational values including humane 
treatment, the preservation of dignity, and 
a focus on increasing choice, control, and 
competence. It extends to maximizing the 
individual’s agency and involvement in 
their care, incorporating preferences and 
choices into every aspect of intervention, 
and involving the individual in their own 
care and treatment planning in every way 
possible. It also applies to responding to 
challenging behaviors, where interventions 
are administered in the context of humane 
care that focuses on maximizing the indi-
vidual’s quality of life. 

With compassion as the foundation, we 
look to our other commitments to ensure 
successful implementation of those com-
passionate and comprehensive plans. This 
means selecting interventions that are sup-
ported by evidence so they have the best 
chance at success. It also means investing 
in a highly-skilled workforce, which allows 
us to be confident that our staff have the 
skills and sophistication to craft such nu-
anced plans and implement them fidelity. 
Finally, it means administering every step 
of the process with integrity, so they we are 
able to deliver the highest quality services 
to every individual, every day. 

Resources

For further reading, see the following 
resources addressing compassionate care, 
essential components of a behavior plan, 
and a model for comprehensive behavior 
planning. 

LeBlanc, L. A., Taylor, B. A., and Marchese, 
N. V. (2020). The training experiences of 
behavior analysts: Compassionate care and 
therapeutic relationships with caregivers. 
Behavior Analysis in Practice, 13, 387-393.

O’Neill, R. E., Albin, R. W., Storey, K., 
Horner, R. H., & Sprague, J. R. (2014). 
Functional assessment and program devel-
opment. Cengage Learning.

Quigley, S. P., Ross, R. K., Field, S., & 
Conway, A. A. (2018). Toward an under-
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Analysis in Practice, 11, 436-444.

Taylor, B. A., LeBlanc, L. A., & Nosik, M. R. 
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lytic treatment: Can outcomes be enhanced 
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Behavior Analysis in Practice, 12, 654-666.
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achievement. Even though some autistic 
adults complete secondary education or 
even university degrees, they rarely had 
contentment in terms of job satisfaction, 
independent living, self-determination and 
social support. Indeed, although many au-
tistic children successfully complete main-
stream education, long-term employment 
remains low, even if they have the traits that 
employers find desirable (trustworthiness, 
punctuality, honesty, attention to detail). 

Social situations and environments can 
be extremely debilitating for autistic people, 
and traditional methods of supporting indi-
viduals have been focused on preventing or 
treating stress and mental health problems, 
rather than striving for wellbeing and ask-
ing autistics, “What makes you happy?” In 
other words, we should try to promote hap-
piness by helping to develop strategies that 
foster and increase positive feelings. 

How Do We Measure 
Happiness in Autism?

When parents are asked what the most 
important goal for their child is, the most 
common answer is “happiness.” Diag-
nosed as autistic or not, every parent wants 
their child to be happy. The challenge for 
professionals in the autism field is: How do 
we measure happiness in autism? And how 
do we provide an environment that fosters 
happiness?

Happiness is a subjective concept and is 
usually assessed through self-reporting, us-
ing a tool such as “The Oxford Happiness 
Questionnaire” (Hills and Argyle 2002). 
However, self-reporting of feelings can be 
very difficult in autism. Firstly, self-reports 
are useless for non-verbal autistics, or 
those with a significant intellectual disabil-
ity where the reliance is on observations 
by parents and caregivers. However, even 
amongst verbal autistics, self-reports are 
still problematic. Even high functioning 
autistics may struggle to describe their own 
thoughts and feelings; and the terminology 
uses vague, abstract or ambiguous words. 
Even the concept of happiness itself can be 
very confusing.

When an autistic man is asked the ques-
tion “are you happy?” how does he an-
swer? For example:

• If you are having a bad day, does that 
mean you’re an unhappy person? 

• If you enjoy a certain activity, are you 
happy? 

• How many positive events do you need 
to make a day a happy day? 

• How many happy days do you need to be 
happy with your life? 

Although autistics may find it difficult 
to recognize and differentiate their own 
feelings, in general they can differentiate 

between a good/positive feeling and a bad/
negative feeling. 

Conclusion

Undoubtedly, we could all benefit by 
having happier lives. For some autistic 
adults, happiness has been considered sec-
ondary to behaviour management, leading 
to a lower quality of life and feeling of 
self-worth. For professionals in the field of 
autism, there must be a focus on the prin-
ciples of positive psychology while con-
centrating less on the negative aspects of 
autism awareness. 

Meaningful change is hard, slow to 
come, and is often achieved in the face of 
adversity, taking many small steps over a 
long period of change. 

If I can offer any advice to someone 
who cares for an autistic person, it would 
be to identify and allow them to engage in 
activities or interests that are meaning-
ful to them. For some, it will be talking 
about their special interests to someone 
who will actually listen, or just listening 
quietly to music through headphones. And 
remember, what makes one person happy 
may be unique to them. Sometimes a quiet 
contented mind can be the happiest feeling 
of all.

David Paul Crisp is an autistic adult 
with 13 years’ experience working in 
health and social care; and a lifetime of 
caring for family members. He is married 

with two adult children, both of whom have 
autistic spectrum disorders. David is an in-
ternational speaker, trainer, advocate, and 
published writer. He is also an approved 
trainer with Neurodiversity Training In-
ternational, and co-deliverer of The Oliver 
McGowan Mandatory Training in Learn-
ing Disability and Autism to health and 
social care professionals with the National 
Autistic Society.

David has attained an NVQ Level 4 in 
Health and Social Care with Distinction, a 
Level 3 Award in Education and Training, 
an Advanced Diploma in Autism Awareness, 
TRIAD 5 Autism Needs Assessor Certifica-
tion, and has completed over 100 courses.  

For more information, you can email 
David at davidcrisp431@btinternet.com or 
visit his website www.wired4autism.co.uk.
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When It Comes to Hiring, Task-Based 
Assessments Are Best. Or Are They?

Traditional recruitment methods were 
not designed with the conscious inclusion 
of neurodiversity or the greater disability 
community. Individual and group-based 
verbal interviews, for example, can indi-
rectly highlight an individual’s differences 
in lieu of their strengths, leading an em-
ployer to focus on characteristics irrelevant 
to the job an employee is expected to per-
form. In recent years, integrated hiring pro-
cesses built around task-based assessments 
have been developed and adopted by lead-
ing multi-national organizations, which 
have since been deemed the gold standard 
of autism-hiring;4 however, these declara-
tive statements stem from the perceptions 
of recruiters and managers, not autistic 
employees. When we tested this lay the-
ory, our analysis revealed 53% of autistic 
individuals found an individual interview 
to be very helpful compared to only 40% 
reporting task-assessment as most helpful. 
Interestingly, this discrepancy was further 
illustrated when we accounted for gender, 
with females preferring verbal interviews 
over males. 

So, What Does This 
Mean for Organizations?

The renowned phrase, if you met one per-
son with autism, then you met one person 
with autism takes on refurbished impor-
tance here; what worked for a multi-nation-
al organization specializing in information 
technology does not imply transferability 
to other work types. That said, giving job 
applicants the option to decide what type 
of assessment they prefer can provide re-
ciprocal value to both parties. Applicants 

are given agency and provided an equitable 
opportunity to showcase their abilities in a 
manner that is conducive for them while 
organizations ensure the needs of the job, 
which aren’t dependent on the interview 
type, are met. 

Inclusion Exceeds Diversity

Workplace inclusion is a significant fac-
tor to employees feeling part of an orga-
nization, positively influencing job perfor-
mance5 and subsequently driving business 
performance. On the contrary, experienc-
ing ostracism can lead employees to ex-
periencing physical pain or harmful work-
place behaviors including harassment.6 Put 
succinctly, the importance of inclusion is 
insurmountable. 

When we surveyed autistic employees 
to inquire what are some of the behaviors 
of their co-workers that makes them feel 
included or inadvertently excluded, over-
whelmingly make social chit-chat was 
reported as having the strongest influence 
on feeling inclusion by both male and fe-
male respondents; however, females did 
rate this signifiwcantly higher than males. 
This was followed by let me know when 
I’ve done or said something that was so-
cially not ok or could be taken the wrong 
way; understand that I sometimes say the 
wrong thing; can see when I’m getting 
stressed and let me know; and show me 
they want to understand how autism im-
pacts me.

Given that communication and social 
interaction differences are symptomatical-
ly associated with autism, we recognize 
these results could be perceived as unex-
pected; however, a salient theme exists. 
Showcasing a genuine desire to under-
stand others in an effort to facilitate a posi-
tive, working relationship while encourag-
ing social engagement promotes a culture 

of acceptance and embracement. In other 
words, these are not behaviors of diversity, 
but inclusion.

Professor Dr. Charmine Härtel is an 
acknowledged preeminent scholar-practi-
tioner in her field, evidenced by election 
as a Fellow of the Australian Academy of 
Social Sciences (ASSA), the (U.S.) Society 
for Industrial and Organizational Psy-
chology (SIOP), the Australian and New 
Zealand Academy of Management (AN-
ZAM), the Australian Human Resources 
Institute (AHRI), and Society for Organi-
zational Behavior in Australia (SOBA). 
Her awards include the inaugural 2019 
HR Academic of the Year Award from the 
Australian Human Resources Institute; the 
Australian Psychological Society’s Elton 
Mayo Award for scholarly excellence, the 
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Award, and 19 best paper awards. Her re-
search appears in over 200 publications. 
For more information, email charmine.
hartel@monash.edu.
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She is also a Research Fellow at the Le-
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junct Associate Professor at the University 
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and MQ. After completing her PhD (first 
class honours) in Germany, Dr. Krzemins-
ka held academic positions at Leuphana 
University in Germany and the Universi-
ty of Technology, Sydney, Australia, The 
University of Queensland Business School 
as well as the HULT Business School in 
London, UK. Her award-winning research 
explores the management issues of social 
impact such as neurodiversity and autism 

employment, intercultural tensions and 
immigrant (social) entrepreneurs, man-
agement of hybridity paradox, legitima-
tion of new social impact markets, social 
impact business models, and leadership 
and governance for social impact. For 
more information, email anna.krzemins-
ka@mq.edu.au.
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AHRC NYC Interview from page 9

conducive to learning in the classroom.
In our field, we know that each student 

has a unique pattern of behavior that re-
quires the instructors to keep an open mind 
and to identify the students’ strengths to 
compensate for existing weaknesses. It 
takes planning, constant problem solving 
to differentiate instruction and modify be-
havior plans to make them work for each 
student. 

The primary goal of behavior interven-
tions is to address behavior barriers to fa-
cilitate learning. When instruction is indi-
vidualized by taking into account student 
learning style, and when teachers are using 
research-based instructional strategies, be-
havior challenges are greatly reduced. 

Examples of strategies that use applied 
behavior analysis methodology are:

• Task analysis (breaking a complex task 
into smaller steps that can be taught one 
at a time)

• Incidental teaching (using the environ-
ment to facilitate students’ responses 
reinforced by intrinsic motivation)

• Discrete trial training (teaching specific 
targets through repetition and consis-
tent use of same instruction paired with 
reinforcing each student’s independent 
response 

• Natural environmental teaching (using 
small group instruction and modifying 
the curriculum and assessments to use 
students’ strengths to address weak-
nesses). 

How do you communicate with the fam-
ilies about this?

After we develop a Behavior Support 
Plan we send a copy of the plan home and 
meet with the family members to discuss 
the interventions and answer any questions 
regarding the plan implementation. Par-
ents can inquire about the progress regard-
ing the implementation of the intervention 
at any time. We also immediately inform 
them when changes to the plan are made 
based on the data collection. 

 
What role do parents and other family 
members play in supporting a child on the 
spectrum who has challenging behaviors? 

Parents play the biggest part in any inter-
vention for skill generalization and main-
tenance. Everything the student learns in 
school should have an application in ev-
eryday life; otherwise, it is no more than 
a mental exercise in memorization. An 
unused academic concept or behavior skill 
will be forgotten. Communication with 
families and other instructors becomes 
paramount in transferring the skills ac-
quisition from one setting to another and 

for creating a foundation for instructional 
scaffolding. 

Can you describe one of the most re-
warding experiences you’ve had work-
ing with a student at AHRC NYC’s Mid-
dle/High School or Blue Feather? 
 

The most rewarding moment is when 
students are acquiring academic and func-
tional skills due to consistently and accu-
rately implementation of ABA instruction 
in the classroom accomplished through 
good programming and training received 
during professional development. What 
gives me the most satisfaction and moti-
vates me to continue to do my job every 
day is when students are moving toward 
becoming adults, capable of functioning 
with different degrees of support as pro-
ductive members of society.

What advice do you have for families of 
children with autism who display chal-
lenging behaviors? 

My advice to families is to try to under-
stand what their child is trying to commu-
nicate or obtain from engaging in challeng-
ing behaviors and teach him/her how to get 
what they want and need by displaying the 
desired behavior. Being consistent and pre-
dictable in their expectations and interac-
tions with their children, creating systems 
of reinforcement contingent on the child 

displaying desired behavior, and creating 
daily routines to teach and maintain new 
skills will decrease challenging behaviors. 

And guidance for teachers who struggle 
with this issue in their classrooms? 

Believe in your students’ ability to learn, 
set clear expectations in the classroom, 
and reinforce any occurrence of desired 
behaviors. Celebrate success, forget about 
student struggles. Students are mirroring 
your emotions. If you are positive and en-
thusiastic, they will feel at ease and proba-
bly more willing to follow your directions. 
Setting clear instructional goals and a sys-
tem of data tracking will allow teachers to 
stay focused on what matters and report 
student’s progress to all members of the in-
structional team, including the caregivers. 

Laura McCabe, BCBA, studied psychol-
ogy in Romania and the United States. 
She earned her Master of Arts in school 
psychology at Adelphi University, while 
completing the course work in Applied Be-
havior Analysis at Stony Brook University. 
She conducted her internship for BCBA ac-
creditation at the Cody Center, part of the 
Stony Brook University Medical Center, 
where she worked with children aged 6-16. 
She earned her bachelor’s from SUNY Col-
lege of Old Westbury. She also has worked 
at AHRC New York City’s Brooklyn Blue 
Feather Elementary School.

Tips from page 10

way to change the conditions that typical-
ly lead to an occurrence of the challeng-
ing behavior (Sam & AFIRM, 2016). The 
chosen antecedent-based strategy should 
match the identified function of the behav-
ior. Thinking back to the example of Sam-
my, an antecedent-based strategy might 
include changing the way the demand is 
issued. For instance, Sammy’s mom may 
decide to give a warning (e.g., “You can 
watch TV for five more minutes, and then 
you need to brush your teeth”). Additional 
antecedent-based strategies (Neitzel, 2010) 
are listed below.

1. Use child preferences during 
non-preferred activities. If Sammy 
likes music, it can be a great strategy to 
incorporate music into a non-preferred 
activity. His mom could purchase an 
electric toothbrush that plays music 
when in use.

2. Offer choices. If your child engages 
in challenging behavior when asked to 
complete an activity, offer two choices. 
Sammy’s mom could offer a choice of 
toothpaste flavor or which bathroom he 
uses to brush his teeth. Allowing your 
child to have a sense of autonomy can 
increase their compliance with tasks. 

3. Use a visual activity schedule. If your 
child struggles with transitions between 
activities, it can be helpful to implement 
a visual schedule. The schedule should 
display at least one upcoming activity 
to be shown to your child before the 
transition occurs, as Sammy’s mom 
showed him that after watching TV he 
would transition to brushing his teeth. It 
can also be helpful to use a visual tim-
er to show your child how much longer 
they have during an activity before it is 

time to move on to the next. 

4. Enrich the environment with sen-
sory stimuli. If your child frequently 
engages in sensory-related challeng-
ing behavior that interferes with their 
learning, it is a good idea to identify 
an alternative item that can help them 
meet the same sensory function as the 
challenging behavior. For example, if 
your child has difficulty sitting still in 
a typical chair at a table or desk, allow 
them to use a yoga ball as a chair. 

5. Establish clear expectations. It is 
common for children to need remind-
ers about specific expectations before 
entering a new environment. Be sure 
to review these expectations before ac-
tivities that are typically antecedents to 
challenging behavior. While walking 
to the bathroom Sammy’s mom could 
remind him he can exchange a break or 
help card while brushing his teeth.

Altogether, assessing the function of a 
child’s challenging behavior can be in-
credibly beneficial for developing a plan 
to reduce or eliminate it. By recording 
data on each of your observed occurrences 
and then analyzing it for patterns, you can 
identify the likely function. Afterwards, 
implementing an antecedent-based inter-
vention that matches the function of the 
behavior can help prevent the behavior 
from occurring at all. It may be necessary 
to try a few different antecedent-based 
strategies, or a combination of them, be-
fore behavior changes are observed. It 
is also important to remember that some 
challenging behaviors may have several 
functions. In addition to utilizing anteced-
ent-based interventions, caregivers should 
also make sure the child is not getting his 
needs met by engaging in problem behav-
ior. For instance, Sammy’s mom should 
not allow him to avoid brushing his teeth 
the entire day. Always collaborate with a 
BCBA or other related service provider for 

guidance and support through this process. 

Christina Wood, MEd, RBT, is a Regis-
tered Behavior Technician and Jennifer 
Croner Lauriello, MSEd, BCBA, LBS, is 
Clinical Director at Lehigh University 
Autism Services. If you would like more 
information about Lehigh University Au-
tism Services please contact our office via 
phone at (610) 758-2441 or visit our web-
site at https://ed.lehigh.edu/center-for-pro-
moting-research-to-practice/autism-ser-
vices-clinic.
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Burnout from page 6

for a moment here and there will give your 
nervous system a respite.

For those supporting an autistic loved 
one, encourage them to prioritize down-
time, and ask them what they need you to 
do to reduce the demands on them.

Pursue Your Interests: “Special” or in-
tense interests are a wonderful source of 
energy for autistic people and can help with 
burnout prevention or recovery. Make sure 
you have time to sort Magic cards, read an 
art history book, or do something creative 
with your hands. Regenerative activities 
like this can help you sustain your abili-
ty to complete less preferred activities. In 
addition, just going through your stash of 
materials related to an intense interest can 
help you feel good. Organizing, tidying, 
and handling your items can perk you up, 
even if you don’t have the time or space to 
really pull them out and engage with them.

Family members, partners, and 
friends can help their autistic loved ones 
by encouraging them to lean into their 
special interests. They can also show their 
support by engaging with their autistic 
family member or friend, by asking them 
about their interests, enjoying those inter-
ests with them, or validating their interests 
in other ways.

Forever Learning: Are you lacking an 
intense interest these days? If you have 
lost focus or drifted away from the pas-
sions and pursuits that excite you, that 
may be a sign of burnout. One strategy for 
getting back your enthusiasm and excite-
ment for life is to go to a library or large 
bookstore and start browsing. If your bud-
get is limited, it’s okay to jot down book 
titles at a store and see if you can borrow 
them from your library or request an in-
terlibrary loan. If books aren’t your thing, 
look for apps, many of which are free, to 
learn more.

Let yourself wander and see what catch-
es your interest. You may find yourself 
caught up in an unexpected topic. You 
might discover you want to learn about 
manga, sailboats, chess, or the history of 
weaving in Latin America. Other slices of 
life that you know nothing about may also 
capture your imagination. Maybe some-
thing new has been published abut a sub-
ject you used to enjoy that will cause you 
to revisit that interest.

If bookstores and libraries don’t excite 
you, there are other possibilities, like vis-
iting your favorite museums or going to 
parks if you prefer the outdoors and seeing 
what sparks your interest in those places.

If you can’t get out or don’t have access 
to these resources, searching online might 
spark something, but it’s not as vivid as 
making a real-world field trip.

For those looking to offer support, you 
can help by making time and transportation 
(if needed) available to your autistic loved 
one to pursue their curiosity.

Room for Repetition: Stimming is one as-
pect of autism that differentiates us from 
neurotypical people. Everybody stims 
occasionally, such as tapping their pen or 
twirling their hair, but autistic people have 
a neurological need to stim to release en-
ergy and self-soothe. If you don’t want 
people to see you stim, try to get creative 
about how you fit it in to your day. Wear 
fabrics you can touch, with textures you 
find pleasant. Get pens you really like and 
make sure they stay at your workstation. 
Discreetly wiggle your fingers and count 
or make patterns as you move them across 
the palms of your hands.

Non-autistic family members, partners, 
and friends can help by accepting the value 
of stimming and giving autistic loved ones 
a space to stim freely, without judgment or 
stigma.

The Sensory World: We talk about the 

five senses, but there are more kinds of 
sensing. The knowledge of where our 
body is situated in space and in rela-
tion to our surroundings, for example, 
is called the proprioceptive system. The 
interoceptive system gives us awareness 
of our bodies and what is going on with 
them, such as hunger, thirst, elimination 
needs, and emotional sensations. Any of 
these functions can be affected by being 
autistic. Many autistics have some sen-
sory challenges. In fact, occupational 
therapists often recommend a “sensory 
diet” - physical activities and accommo-
dations to meet their sensory needs - for 
children’s sensory processing issues; 
adults who are willing to experiment can 
borrow this concept to devise their own 
sensory diet.

These activities can help you vary your 
sensory input so you can better deal with 
being burned out or manage it when you 
feel it creeping in. Keep trying, because 
you don’t have to live with burnout, and 
different things help at different times.

Movement Activities

• Walking

• Weightlifting

• Carrying a backpack

• Push-ups

• Swimming

• Surfing

• Skateboarding, roller-skating

Bodily Sensations

• Self-massage

• Using a swing or a hammock

• Movement with resistance bands

• Dancing

• Jumping jacks

Using Your Hands

• Handling clay

• Knitting or other textile crafts

• Doodling, drawing

• Using fidget toys/devices

• Writing in a journal

Auditory Experiences

• Listening to music

• Wearing earplugs or headphones

• Playing an instrument

• Singing

• Listening to nature sounds

Visual Experiences

• Wearing sunglasses

• Beneficial paint colors in your living space

• Enjoying art

• Comforting images or photos

Taste and Smell

• Enjoying fragrances: lavender or vanilla 
for calm; citrus or mint for stimulation

• Selecting appealing foods: Consider 
temperature, texture - crunchy, chewy, 
etc., and flavors - bland, exciting, spicy, 
sweet, savory

• Chewing gum or hard candy

Autistic people need and deserve joy, and 
the trick is to find the aspects of life that help 
you avoid burnout and experience that joy.

This article, from the August 2021 issue 
of The OARacle, has been reprinted with 
permission. You may view the original 
article at https://researchautism.org/anti-
dotes-to-autistic-burnout/.

Kate McNulty, LCSW, had a long career 
as a therapist when she began to realize she 
was autistic and came from a thoroughly 
autistic family. She has since incorporat-
ed this awareness into her practice and 
now sees many autistic adults. Her latest 
book is “Parenting Adult Children.” Her 
previous book, Love and Asperger’s, was 
published in 2020. For more information, 
please visit www.AutisticTherapist.com.

Kate McNulty, LCSW

Training Parents from page 21

available that speak to their specific needs. 
The stigma of having a child with a dis-
ability, specifically ASD, can be very in-
timidating to parents who may not feel 
comfortable sharing for fear others do not 
understand their circumstances when dis-
cussing challenging behaviors. Many par-
ents of children without disabilities will 
respond with comments such as, “I give 
them one warning, and they go to time 

out.” Comments like this make parents 
of children with disabilities feel like they 
should have “better” control of the situa-
tion. However, the “do as I say model” 
does not work, particularly for children 
with ASD. Therefore, hands-on skill-build-
ing activities should be utilized to ease par-
ents’ lack of participation due to possible 
intimidation factors.

Dr. Smith recently graduated from the 
University of Houston with her doctorate 
degree in Professional Leadership – Spe-

cial Population. Her dissertation topic 
was training parents on the basic prin-
ciples of Applied Behavior Analysis and 
then applying the training in the use of 
Antecedent-Behavior-Consequence Chart 
related to the parents’ confidence level 
in communicating their children’s needs 
when speaking with educators and other 
professionals in the community about chal-
lenging behaviors. For more information, 
please email Dr. Smith at sherrilyn.smith@
sbcglobal.net.
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Puppets from page 19

developing children, they demonstrated no 
preference for Z while she spoke to Violet. 
The children with ASD often looked at Z’s 
body or the ball instead of her face, accord-
ing to the study.

In contrast, Violet elicited more typical 
patterns of attention among the children 
with ASD, the study found. There was no 
evidence that the perceptually salient pup-

pet monopolized the children’s attention, 
Chawarska noted. When Violet spoke, 
their visual patterns were very similar to 
those of the children without ASD and both 
groups showed a pronounced preference 
for the speaking puppet over the listening 
human. Importantly, the study found that 
the attentional benefit of the puppet was 
similar in children with less and more se-
vere symptoms.

The findings suggest that puppets 

could become an entry point for teach-
ing children with ASD about salient so-
cial cues and encourage them to engage 
in social exchanges. They could provide 
a bridge to therapeutic efforts aimed at 
improving understanding of human so-
cial cues for all children with ASD, re-
gardless of their level of impairment, 
Chawarska said. Further research should 
examine directly the feasibility and effi-
cacy of introducing puppets to augment 

the existing therapeutic approaches, she 
said.

The study was supported in part by 
Cheryl Henson and the National Institute 
of Mental Health.

This article has been republished with per-
mission. You may view the original article, 
published on August 5th, 2021, at https://
news.yale.edu/2021/08/05/study-finds-chil-
dren-autism-respond-well-puppets.

Communication from page 12

2008). Novel signs were used to effectively 
communicate with others and were main-
tained up at a one-month follow-up. Some 
notable advantages of ASL is that signs are 
free from environmental supports (e.g., no 
devices or picture cards) and, like speech, 
only require a single response (Sundberg 
& Partington, 2010). Sample limitations of 
ASL include requiring instruction for each 
individual sign that is taught and commu-
nication is limited to only those who un-
derstand ASL.

The Picture Exchange Communication 
System (PECS) is an evidence-based ap-
proach for teaching people to communicate 
with others by exchanging pictures with a 
communicative partner/listener (Bondy & 
Frost, 2001). The PECS protocol is divid-
ed into six phases that begin by teaching a 
person how to exchange a single picture to 
make a request and progresses to using mul-
tiple pictures to communicate in sentences 
that serve a variety of communicative func-
tions. In a review by Sulzer-Azaroff et al. 
(2009), PECS was found to be effective in 
enhancing communication skills for peo-
ple of all ages across various settings (e.g., 
school, in-home, community-based). There 
are several advantages to PECS, some of 
which include pictures being easily under-
stood by the communicative partner/listen-
er when the picture card includes the word, 
teaching someone to exchange a picture is 
a single response that can easily generalize 
to other pictures/items, and developing the 
pictures for PECS can be simple and in-
expensive (Sundberg & Partington, 2010). 
Some disadvantages include prerequisite 
fine motor skills necessary to select and ex-
change a picture and pictures can be lost or 
damaged which may decrease the person’s 
ability to communicate.

Speech-generating devices (SGDs) re-
fer to any portable electronic device that 
displays a variety of graphic symbols or 
written language and produces either dig-
itized or synthesized speech output (Lloyd 
et al., 1997). In recent years, tablet devices 
(e.g., iTouch®, iPad®) have become popu-
lar SGDs due to their portability and social 
acceptance in the community. A review 
by Lancioni et al. (2007) found SGDs to 
be effective in enhancing communication 
skills for children and adults with various 
diagnoses, including ASD, across various 
settings. There are a number of advantages 
to an SGD, some of the most notable ones 
include the portability of the device and 
the immediate speech output making com-
municative attempts easier to understand 
by a listener in the communicator’s envi-
ronment (van der Meer & Rsipoli, 2010). 
Unfortunately, because SGDs require some 
form of technology, they can be expensive 
and malfunction (damage, technology is-
sues, battery requiring charge).

It is important that everyone has a social-

ly appropriate means of communicating 
with others in order to have a successful 
day and prevent the occurrence of mal-
adaptive behaviors. When a person regu-
larly engages in a maladaptive behavior, 
FCT may be an appropriate intervention 
and has been demonstrated to produce de-
creases in maladaptive behaviors (Tiger et 
al., 2008). With any behavioral interven-
tion, it is important that FCT be individu-
alized to the person’s background/culture, 
current skillset, and environment. Once a 
socially appropriate mode of communica-
tion has been identified, the same mode of 
communication should be used across all 
people and environments to promote the 
greatest success for the speaker/communi-
cator. Although vocal communication may 
be the ideal goal, AAC interventions can 
be used to teach socially appropriate com-
munication and research has demonstrated 
that these alternative modes of communi-
cation can further promote the acquisition 
of vocal language (Blischak et al., 2003; 
Carbone et al., 2010; Wendt et al., 2019).

Todd A. Merritt, PhD, BCBA-D, LBA-
NY, is Director of Behavioral Services, 
Jessica L. Basir, MS, BCBA, LBA-NY, CT, 
is Behavior Intervention Specialist, and 
Chelsea M. K. Hawley, MS, is Behavioral 
Services Specialist at The Arc Westchester. 
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high cognitive intelligence - “how could 
anybody so smart not realize that they 
should not do this?”

Challenging Behaviors in 
Support and Social Groups

Ever since my initial diagnosis in August 
2000, I have regularly attended, facilitated, 
and helped to organize peer-run support 
groups for adults on the autism spectrum. 
Through this involvement, I have occa-
sionally encountered a variety of challeng-
ing behaviors. These have ranged from 
simply doing or saying something that is in 
poor taste (hardly serious) to verbally at-
tacking or stalking another member of the 
group (very serious).

In the latter cases, which affected the 
welfare of others in the community, action 
needed to be taken; this usually consisted 
of either temporary suspension until the of-
fender apologized and promised to behave 
appropriately, to permanent removal from 
the group when the safety of other mem-
bers could not be assured. Fortunately, 
such cases have been very rare, and seri-
ous psychiatric or other non-autistic issues 
were also involved.

Less serious instances, however, need 
to be dealt with on a case-by-case basis. 
These usually involve things that oth-
er group members might object to but 
do not threaten or harm anyone. In such 
cases, it may simply be necessary to in-
form the individual, in very explicit and 
unambiguous terms, about the nature of 
the inappropriate behavior, why it can be 
objectionable to others, and that it is not 
permissible to behave in such a manner, 
at least in the presence of those who are 
disturbed by it.

The least serious matters involve behav-
iors that are considered unacceptable by 
typical society but are not particularly (if 
at all) disturbing to other group members. 

These can simply be treated as “teachable 
moments” in which the inappropriateness 
of the behavior is pointed out (when unin-
tentional) or reminded about (when delib-
erate). Such situations, in a group setting, 
mainly arise in meetings or events that 
take place among the typical community, 
to whom such behaviors might be more ob-
jectionable than they are within the safety 
of a private support group.

In all but the most serious cases, how-
ever, it is necessary to keep in mind that 
these groups were created for individuals 
who face autistic challenges, and deal with 
difficult situations accordingly. First and 
foremost, whenever an inappropriate be-
havior is addressed, it must be done in a 
completely literal, explicit, and unambigu-
ous manner. Autistics are known for being 
literal-minded and, as such, will often not 
respond to hints, innuendoes, tone of voice, 
or body language, which may not even be 
noticed, let alone understood. Whoever is 
addressing the behavior in question must 
make sure that the autistic individual un-
derstands the nature and ramifications of 
their inappropriate conduct as well as is 
possible for them.

Furthermore, these groups should be, 
and are, places where autistics are al-
lowed to “be themselves” without hav-
ing to “mask” their autistic traits. It can 
be very difficult to strike a proper bal-
ance between this consideration and the 
need for autistics to learn how to behave 
appropriately (or at least not behave in-
appropriately) in the context of typical 
populations. I must confess that, for me 
personally, a few of the behaviors I have 
seen in Aspie groups were rather amusing, 
even as they might not have been accept-
able (e.g., seen as being in poor taste) to 
the wider community; I have thus found 
myself in the position of having to point 
out that these should not be engaged in, 
even as I was thoroughly enjoying them 
myself (usually because it brought back 
memories of having done something sim-

ilar). In any event, these are the kind of 
challenges that arise when trying to create 
autistic communities.

More Serious Inappropriate Behaviors

Coming from a technical background, 
I have always enjoyed reading about the 
exploits of early (circa 1980’s and 1990’s) 
computer hackers. Apart from being 
amazed by what they accomplished (“how 
were they able to gain such extensive ac-
cess to protected computer systems?”), I 
was equally impressed by the fact that, in 
most cases, they were in a position to do 
untold damage (e.g., gain access to bank 
and credit card databases, infiltrate major 
corporations and government agencies), 
yet they did nothing with this information 
and had no interest in anything beyond 
successfully penetrating these computer 
systems. At most, they might let the com-
puter’s users know that they had been in-
filtrated. As much as some of their actions 
were technically violations of the law, 
these hackers never intended to person-
ally profit from them, let alone cause any 
damage or harm. Nevertheless, they faced 
criminal penalties (sometimes serious) for 
their actions. For many of these hackers, 
the story at least has a happy ending, be-
cause their talents resulted in being enlist-
ed as computer security consultants.

Many of these hackers are now sus-
pected, and in some cases known, to be 
on the autism spectrum. Many more have 
exhibited a few autistic traits (even if not 
actually on the spectrum), to the point of 
creating a stereotype. I am stricken by the 
similarities between these individuals and 
the many autistics who get into trouble 
for behaving inappropriately even as they 
have no intention of disturbing, let alone 
harming anybody.

Even more serious inappropriate behav-
iors have been facilitated by the advent of 
the internet. Autistics sometimes, purely 
out of curiosity, visit websites that con-

tain child pornography, information about 
weapons and explosives, or other materials 
that are illegal to possess. Given the inten-
sity with which autistics are known to pur-
sue their interests, they can remain on these 
sites for prolonged periods of time, during 
which law-enforcement officials, who are 
monitoring the sites, can track down their 
computers and arrest them. These situa-
tions are especially tragic because autis-
tics are rarely if ever interested in the pe-
dophilia, terrorism, or violent crime that 
typical users of such websites are involved 
with (and which are the reason for their il-
legality). Nevertheless, they are prosecut-
ed in the same manner and under the same 
statutes as the truly dangerous individuals. 
Once again, these autistics suffer very se-
vere, even draconian, consequences for 
inappropriate acts which were done with 
no malicious intent. Unlike the computer 
hackers, there are never any happy endings 
in these cases.

Finally, we need to consider the admoni-
tions of Temple Grandin, who has often ad-
dressed what she calls “sins of the system.” 
By this, she is referring to actions that, 
when examined objectively, usually do 
little or no harm to anybody else, or even 
to the perpetrator, but nevertheless are so 
frowned upon by society that they carry 
extremely severe sanctions and penalties. 
It is very easy for an autistic to unwittingly 
violate one of these and find themselves in 
horrific circumstances.

In conclusion, the typical world needs to 
recognize that, even though autistics some-
times behave in ways that are considered 
inappropriate and may occasionally say or 
do things that others may find objection-
able, they often do not appreciate the full 
implications of their words and actions, 
and very rarely do so with any intention of 
causing any harm.

Karl Wittig, PE, is Advisory Board Chair 
for Aspies For Social Success (AFSS). Karl 
may be contacted at kwittig@earthlink.net.

Goals from page 17

Reinforcement systems, positive peer 
models, and positive teacher reinforcement 
can all encourage and ensure the success of 
teaching these classroom behaviors. It is 
important that the student is given time and 
many opportunities to practice the skills. 
Often, Behavior Therapists (BT) and teach-
ers will find more success when focusing 
on one skill at a time while maintaining 
the others once they have been mastered. 
The ultimate goal is that the BT can begin 
to fade support and the student can become 
more independent. While this takes a dif-
ferent amount of time for each student, if 
the BT and the teacher are working together 
towards a common goal that is in the best 
interest of the student, this can be achieved. 
When children with autism participate in 
general education settings, they should be 
able to respond during small-group instruc-
tion to make the most of their learning op-
portunities (Carnahan et al., 2009). 

Establish Clear Expectations

Often in an inclusive classroom setting, a 
teacher’s aide or a one-on-one BT or ABA 
therapist are working with the student. The 

teacher and the BT must work together to 
communicate clear and consistent expec-
tations. Consistency in using similar visu-
als or wording is key as well. The teacher 
can play an important role in the student’s 
reinforcement system. Often a student’s 
behaviors are attention seeking so a teach-

er’s reinforcement is valuable. The teacher 
should give specific feedback for the target 
behavior such as, “ I love how you raised 
your hand” or “Thank you for sitting so 
quietly” paired with attention at their desk 
or focused interest in a preferred item or in-
terest of theirs. This is essential in a teacher 
building rapport with their student as well. 
Once trust and positive foundation is built, 
the student is likely to have the desire to 
want to attend or follow directions. The 
teacher is a vital tool in communicating ac-
ademic supports and expectations as well. 

These four guidelines are ways in which 
a teacher and a behavior therapist can bal-
ance and prioritize academic and behavior-
al goals in an inclusive classroom setting. 
Creating a classroom community and at-
mosphere that supports these goals and the 
needs of all students is critical in support-
ing a successful inclusive experience for a 
student with autism and their peers. Inclu-
sion can be manifested by a teacher who 
believes that all students have something 
important to offer in the classroom and that 
all students are better off learning together. 

To contact Kalli about this article email, 
kheric@stmadsophie.org or kalliheric14@
hotmail.com.
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functional behavioral assessments to de-
termine if anxiety or depression are pres-
ent. With anxiety, it can be difficult to 
determine whether behaviors are due to 
general dislike of a situation or context or 
because that situation is anxiety-provok-
ing to the individual (Hagopian & Jennett, 
2014; Moskowitz et al., 2017). If anxiety is 
missed, behaviors may be misunderstood 
as noncompliance or defiance, affecting 
intervention choices and subsequent im-
provement. 

Finally, if anxiety and depression are 
present, professionals may want to incor-
porate specific strategies into challenging 
behavior treatment (Kildahl et al., 2020; 
Moskowitz et al., 2017).  Because cog-
nitive-behavioral therapy (CBT) effec-
tively reduces anxiety and depression in 
individuals with ASD (e.g., Kerns et al., 
2016), CBT strategies, such as graduated 
exposure, increasing positive activities, 
and coping strategies, may be particularly 
useful. Overall, consideration of anxiety 
and depression when assessing and treat-
ing challenging behavior is recommended 
to help professionals provide appropriate 
interventions and targeted care for individ-
uals on the autism spectrum.

Emma Wilkinson, BA, is a Graduate As-
sistant at the University at Albany Center 
for Autism and Related Disabilities. Kris-
tin V. Christodulu, PhD, is Director at the 
University at Albany Center for Autism 
and Related Disabilities. For more infor-
mation, contact Emma Wilkinson at ew-
ilkinson2@albany.edu. 
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