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he Centers for Disease Control

(CDC) estimates that 1 in 59 chil-

dren has autism spectrum disorder

(ASD), with boys being four times
more likely to be diagnosed than girls
(Mandy et al., 2012). Recently, through a
meta-analysis of epidemiological studies,
it was concluded that the true ratio may be
closer to three times more likely in males
(Loomes et a. 2017). We currently have
no definitive reason as to why more boys
are diagnosed with ASD than girls. This
disparity in diagnosis between genders has
an effect on how well we as professionals
understand autism and how it may impact
boys and girls differently. In recent years,
the unique presentations of females with
ASD has been noted, and the field is just
beginning to address the ways in which
gender might influence diagnosis, assess-
ment, treatment planning, and the assess-

ment of successin intervention.

There are many different factors that
need to be explored when looking at the
differences between males and females

with ASD, including diagnosis and inter-
vention. It has been posited that females
who are considered high functioning may
be diagnosed later or have their diagnosis

missed due to their communication skills,
which can mask some other traits exhibit-
ed by boys diagnosed on the autism spec-
trum (Rynkiewicz et al. 2016). Regardless
of gender, adelay in diagnosis is common,
yet girls with ASD can be predominant-
ly at risk (Giarelli et a. 2010). There is
growing research to suggest that current
diagnostic procedures may fail to capture
female manifestation of ASD, which exag-
gerates the gender imbalance in prevalence
rates (Halladay et al. 2015; Kirkovski et al.
2013; Loomes et al. 2017). For example,
the Autism Diagnostic Observation Sched-
ule, Second Addition (ADOS 2), in addi-
tion to other diagnostic tools, were devel-
oped based on the typical presentation of
characteristics of ASD in boys, not in girls
(Rynkiewicz et a. 2016).

As practitioners we must critically eval-
uate the research we use to guide interven-
tion, including the population assessed, to
best guide the appropriate application of
the research findings. This becomes more

see Gender Gap on page 22
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Using Summer Programming to Prepare for Post-Secondary Education

By Ernst VanBergeijk, PhD, M SW
Professor and Director

The Threshold Program

at Lesley University

ach year 50,000 young adults on

the autism spectrum turn 18 years

of age (Roux et a., 2013). How

parents and educators ensure

that these young people are ready for the
trangition to post-secondary life? A good
number of these young people are academ-
ically ready and prepared for the intellec-
tual rigors of college life. Post-secondary
education requires more than academic
skills. Post-secondary education should
ultimately lead to employment and inde-
pendent living. Young adults need to have
skillsin three core areas. These core areas
or pillars are pre-employment and empl oy-
ment skills; independent living skills, and
social skills with an eye on community
engagement. Without a solid foundation in
these core areasthe ultimate goal of joining
the world of work and independent living
will be elusive. Summer programming can
bolster these skills and can be used to help
assess a young person’s readiness to make
the transition to post-secondary education.

While in elementary and secondary
school some students on the autism spec-
trum will be eligible for extended year
services as a part of their Individual Ed-
ucation Plan (IEP). The thought is that a
student without summer programming
or summer school, would regress or lose
gains they had made through the course
of the academic year. The focus, however,
is in the maintenance of academic skills
such as reading, writing, and arithmetic.
Only a small portion of special education
students receive such services. According
to the U.S. Department of Education Fast
Response Survey System (FSRS), only
29% of alternative schools and programs
even offered extended day or extended
year services. This was the least frequent-
ly required service (NCES, 2002). Parents
and educators need to include pre-employ-
ment, independent living, and social skills
goas in the |EP that can be assessed and
worked upon during the summer.

Th pre-employment skills can be learned
through community-based internships.
Some of these skills include learning the
importance of work; interviewing tech-
niques; cover letter and resume writing;
dressing appropriately for job interviews
versus the work site; communicating with
supervisors and co-workers; how and when
to disclose a disability; asking for reason-
able accommodations; and travel train-
ing that covers contingency management
skills, i.e.,, what to do when your com-
mute on public transportation goes awry.
Job coaches may be necessary for on site
supervision and an integrative seminar to
discuss common workplace issues lead by
the job coaches can help students develop
pre-employment and entry level employ-
ment skills.

Independent living skills often are much
more difficult for school districts to teach.
Infrastructure and policy constraints ham-
per educators' efforts to teach these criti-
cal life skills. For example, a high school
may teach laundry skillsto the students en-
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rolled in a summer program, but the skills
may not generalize from the classroom
to the home environment for a couple of
reasons. First, the washing machines and
dryers at school may not look same as they
do at home or in the post-secondary envi-
ronment. Washing facilities at colleges are
either coin operated or have swipe card
systems. This additional step can throw a
student on the autism spectrum for a loop
and prevent them from learning the task,
and more importantly developing this skill
into a habit. Second, doing laundry once
in a while at high school is not the same
as relying upon yourself to wash clothes
weekly as would be necessary in post-sec-
ondary environments. The skill will not be
ingrained as a habit if the parents do not in-
sist upon the student doing their own laun-
dry weekly. Teaching financial literacy can
also be very difficult for school districtsto
teach effectively. Money isan abstract con-
cept that many students on the autism spec-
trum struggle with. Aside from learning the
dominations of coinsand bills, and making
change, learning the value of money can be
allusive. Teachers will use mock checking
accounts and use play money which makes
the learning adual abstraction. The student
has no vested interest in learning the mate-
rial. However, if the lessons around money
are tied to earning a stipend for internship
work, and the money is used by the stu-
dent to pay for fun recreational and social
activities, the lessons become more mean-
ingful and real. If not going to work results
in not having any spending money, then the
natural and logical consequences reinforce
the financial lessons the educators are try-
ing to impart. Often school district polices
prevent educators from using real money
from teaching these essential independent
living skills. Similarly, medication man-
agement is a vital life skill a student must
master before transitioning to post-sec-
ondary life. No college or university will
manage a student’s medication, so it isim-
perative that students develop systems to
help them remember to take their medica-
tion at appropriate times and remember to
refill their prescriptions BEFORE they run
out. Schools either rely on school nurses
to administer medications or leave it up to
the parents to give the medications before
and after school. Students who learn to
manage this own their own before leaving
high school are in better shape to make the
transition to post-secondary life.

Social skills are another pillar or core
area necessary for student on the autism
spectrum to master in order to ease the
transition to post-secondary life. Basic
skills include how to start, maintain, and
end conversations appropriately; reciproci-
ty in conversations; how to begin and grow
friendships; the importance of friendships,
effective communication in the workplace;
getting along with roommates; and unwrit-
ten rules in social situations and on social
media. More advanced topicsinclude navi-
gating romantic relationships and sexuality.
Students on the autism spectrum need to be
introduced to concepts concerning dating,
informed consent, sexual assault, sexual
harassment, and stalking. Individuals on
the autism spectrum are at higher risk for
sexual assault because many are unable to
read the intentions of others making them
extremely vulnerable. In colleges and uni-
versities, Title IX, which is a federa law
that prevents discrimination on the basis of
sex, governs the institutions regarding to
their responseto theseissuesincluding pre-
vention programs. Not only are studentson
the autism spectrum at higher risk of being
victims of sexual assault, but they are also
more likely to be accused of stalking than
their typically developing peers. School
districts try to teach the basic social skills
in avariety of formats. However, atypical
IEP may prescribe a psychologist, social
worker, or speech therapist to teach these
skills on a 1:1 format one time a week for
45 minutes a session. The |EP might even
include an additional 45 minutes of group
to teach social skills. Given the importance
of social skills are in the lives of students
on the autism spectrum, 1.5 hours a week
of instruction during a shorten summer
session is inadequate. Furthermore, if the
student simply goes home after a6 hour or
shorter school day, and simply goes home
to play video games and does not have the
opportunity to apply these skills in real
life, it is unlikely these skills will become
habits. Other summer programming, by
the nature of their structure, may be better
suited to teach the necessary socia skills
to ensure a smooth transition to post-sec-
ondary life.

Sleep away summer camps provide
students on the autism spectrum the op-
portunity to separate from their families
and live independently. Without this basic
ability, the transition to post-secondary
education is far more difficult. Not only
do sleep away summer camps provide
the student the opportunity to separate
from their families, it also allows them to
have autonomy in their decision making.
Further, summer camps require students/
campers to practice their socia skills 24
hours a day, seven days a week. They are
less likely to allow a student to retreat
into a world of video games and with-
draw from socia interactions. Sleeping
in cabins provides an opportunity to share
a living space with others which is a nec-
essary skill when one goes off to college
and share a dorm room for the very first
time. Sharing a living space also means
having to manage their possessions and
clean communal living spaces which are
all good independent living skills. Sleep
away camps aso provide opportunities
to practice daily hygiene skills, manage

laundry, and engage in physical activity.
Having a child attend summer camp many
years in arow will help prepare them for
moving away from home and heading off
to school.

There are thousands of camps in North
America. Camps can be generalized in
terms of the activities they offer and pop-
ulations they serve. Others will be specific
to asport, hobby or activity like basketball,
soccer or baseball camps, or music or band
camps, scuba camps, or creative writing
and art camps. The populations also vary
from serving the general population to cer-
tain religious affiliations or special needs
camps that can be by specific type of dis-
ability or medical condition. “Web sites
like the American Camping Association
(acacamps.org) can help you find accred-
ited camps of al kinds. IncludeNY C spon-
sors New York City’slargest fair for young
people with disabilities and their families
where over 100 different recreation pro-
gram gather. The representatives are from
al over the U.S. and Canada, and offer
both summer and year-round programs (in-
cludenyc.org/resources/events). This event
provides families the opportunity to con-
duct side by side comparisons of various
programs” (VanBergeijk, 2020; P.33).

As the student on the autism spectrum
reaches his or her later teens, the options
become less frequent. Sleep away camps
often cap the age at which they accept
campers. Some will extend the age range
they serve by offering multiple week trav-
el camps. The benefits of these programs
are that they allow participants to practice
traveling on a wide variety of modes of
transportation, practice their social skills,
management of their possession and med-
ication, and can help with flexibility and
coping with transitions.

Another option for older teens on the au-
tism spectrum are college-based summer
programs. Some are operated by private
companies that rent out the empty dorm
space during the summer months. For
example, “Musiker Summer Discovery
Programs offer pre-college experience for
middle and high school studentsin Univer-
sities such as University of Michigan, UC
Santa Barbara, Georgetown, Cambridge
University & London; Yale NUS-Singa-
pore to name a few locations. These pro-
grams are not specifically designed for
students with disabilities; however, it isin-
cumbent upon the parent to ask if sufficient
supports are in place for his or her son or
daughter (summerdiscovery.com)” (Van-
Bergeijk, 2020; p.34).

Many colleges and universities offer
their own summer programming. These
may be organized around a particular
theme or discipline. Some will even offer
college credit to the students who partic-
ipate in courses. This may be an excel-
lent way for families to gauge whether or
not their son or daughter is ready for not
only the academic rigors of a university
or college, but aso the independent liv-
ing and social skills necessary to navigate
post-secondary life.

“Postsecondary transition programs and
colleges dedicated to teaching individuals
with disabilities is another way to find

see Programming on page 17
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With Thunbergin Time's Spotlight,

Those on the Spectrum Seeing “ A Profound M oment”

By Stephen M. Shore
Professor of Special Education
Adelphi University

n just severa months, Greta Thun-
berg, 16, has flayed international
leaders, electrified climate advocates
and served notice that her generation
will bring new urgency to saving the plan-
et. Her voice is forceful, her intensity un-
apologetic and her expressions candid.

She's also on the autism spectrum, di-
agnosed with Asperger syndrome, as Time
magazine noted in naming her Person of
the Year.

For those on the spectrum, thisis a pro-
found moment—not only acknowledge-
ment but a full-throated declaration that
neurological differences can be assets, not
just hurdles.

It's a crucia and empowering message
as autism diagnosis rates rise. The Centers
for Disease Control and Prevention now
estimates prevalence at one in 59 children.
By peeling away the disability label, so-
ciety can better see many autistic traits as
abilities, a dramatic shift that helps foster
productive and fulfilling lives.

Time painted a clear portrait of Thun-
berg: She “doesn’t operate on the same
emotional register as many of the people
she meets,” the magazine wrote. “She

Stephen M. Shore

dislikes crowds; ignores small talk; and
speaks in direct, uncomplicated sentences.
She cannot be flattered or distracted. She
is not impressed by other peopl€e's celebri-
ty.... But these very qualities have helped
make her aglobal sensation.”

To be sure, traits associated with autism
are different for everyone on the spectrum,
and many bring undeniable, even lifelong
challenges. Thekey isto identify, understand
and work with the promise in each of those
characteristics instead of fighting them.

Another era might have left Thunberg
isolated over her unconventional approach.
The same goes for a young man we'll call
“Robert,” who helps travelers find their
way in New York’s Penn Station. And for
“José,” who folds and stacks clean laundry
in St. Petersburg, Florida.

Robert guides lost tourists with instruc-
tions that are detailed, data-driven and
helpfully repetitive. According to his su-
pervisor, Robert’'s boyhood fascination
with the metropolitan public transportation
system probably explains why he is faster
and more accurate than his coworkers.

Down in Florida, José revels in pulling
hot clothes from a dryer and folding them
with precise creases. He's done this so
many times that his movements dazzle as
he folds and stacks whatever isin front of
him. José doesn’t talk but communicates
by pointing at pictures on an iPad.

Early on, | wasn't so fortunate. School
would have been much better if teachers
had wrangled my fascination with astron-
omy to navigate my difficultiesin math in-
stead of telling me I’ d never learn numbers.

More educators these days would no-
tice such a highly focused interest and
use it to teach needed curricula. 1've
since learned enough math to teach col-
lege-level statistics.

Long before my arrival in academia, my
first formal job was cleaning tables in a

busy restaurant. The noise and fast-paced
hustle and bustle overwhelmed my sens-
es. | redlized | needed work somewhere |
would be competent, regulate my sensory
input and find enjoyment.

At thetime, | could disassemble abicycle
down to the ball bearings and spokes, then
have it back together working better than
before. After several tries, | landed ajob asa
bike mechanic and looked forward to work
every day, just as | do now as a professor
of special education at Adelphi University.

Today I'm proud to share fundamental
truths with Thunberg, Robert and José:
We're al productive, making useful con-
tributions and living full lives on the spec-
trum. But such fulfillment remains a rela-
tive rarity among people with autism.

Our traits aren’t necessarily a burden
but often a gift. It's time that society re-
frame the spectrum as something to work
with instead of against. The sooner that
happens, the sooner we'll be striving for
fruitful, meaningful lives as the rule rather
the exception.

Just like everyone el se.

Sephen M. Shoreis a clinical assistant
professor in the College of Education and
Health Sciences at Adelphi University. An
author, researcher and educator in the au-
tism field, he was diagnosed with regres-
sive autism at the age of 18 months.

M eeting the Unique Needs of Women on the Autism Spectrum

By Marisela Huerta, PhD
Program Director
Felicity House

he research on adults with Au-

tism Spectrum Disorder (ASD)

suggests that outcomes for adult

women with ASD are especial-
ly poor relative to those of men (Tay-
lor, Henninger, & Mailick, 2015). These
findings stand in sharp contrast to re-
search reports that find women and men
with primary ASD are largely similar in
symptom presentation (e.g.; Van Wingjn-
garden-Cremers et al., 2014) and that in
some affected women, the condition may
be milder (Wilson et al., 2016). What then
explains these differences in outcomes?
Arethere particular challenges for women
on the autism spectrum that are currently
being overlooked? What are the necessary
supports for their success?

From the Perspective
of Women With ASD

As part of the development of Felicity
House, asocial programin New York City
for adult women with ASD, focus groups
with key stakeholders were conducted to
identify the specific needs of this popu-
lation. Women on the autism spectrum
were invited to discuss their perceptions
of the sex differences in ASD, their ex-
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periences of being on the spectrum, and
their sense of the current gapsin services.
The resulting discussion highlighted the
current gaps in community-based adult
programs.

At the start of the focus group, partici-
pants immediately commented on how
“different” and “nice” it was to be in a
room full of women on the spectrum.

Many shared that this was afirst for them.
This then was the re-occurring theme of
the meeting: that women with ASD often
feel “aone’ and like a minority within a
minority group. The women explained
that their efforts to socialize often lead to
feeling “misunderstood” and “lonely” be-
cause they frequently are the only person
with ASD or the only female with ASD in
a given social scenario. Focus group par-
ticipants aready involved in coed social
programs further noted that their commu-
nication “ style” is consistently at oddswith
their male peers, limiting their social par-
ticipation. Additionally, unwanted sexual
attention was a common experience for the
token female in group activities designed
for adults with autism.

“If autism is a form of the extreme male
brain, where does that leave women with
autism?”

“There's...a disconnect between what so-
ciety expects of women with ASD and what
we can do.”

“1 don’'t know how to meet people.”
“For young women with ASD to not feel
alone or different and to have space (a

place) to belong to, for once!”

“In the support groups for ASD, it's either
get hit on or be seen asan alien!”

Most striking was that the participants
quickly zeroed in on their desire for social
connections and the lack of social activity
astheir chief need. Rather than describe the
limited availability of clinical services and
employment opportunities for adults, the
women made a point to describe al of the
socia opportunitiesthey had as studentsand
contrast thiswith their experiencesasadults.
Participants identified social programming
designed for women with ASD as most
needed, specifically a safe space to pursue
leisure interests and build social experienc-
es. Many of the women reflected on their
own social and communication challenges,
the difficulties involved in interacting with
same-age women without ASD, and their
interest in building their socia experience
in the context of a supportive system.

“ At [ college name], we had a group where we
would play games.. sojust to havethat again!”

“1 have been looking for programs...with
people who are serious about music, draw-
ing, creative writing. “

“We need opportunitiesto build “ real” so-
cial connections...”

“ ...led by someone without ASD, to be able
to stop (us) from speaking too much, mak-
ing sure everyone has a turn”

see Unique Needs on page 31
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Coronavirus (COVID-19): Preparation Tipsfor Families Affected by Autism

By Assemblyman Angelo Santabarbara
Chair of the New York State
Assembly’s Sub-Committee

on Autism Spectrum Disorders

s Chair of the New York State

Assembly’s Committee on

Autism Spectrum Disorders,

with the help of fellow board
members of the International Board of
Credentialing and Continuing Education
Standards (IBCCES), we have gathered
some tips and suggestions to keep in
mind with the rise of COVID-19 disease
cases. These tips are tailored for individ-
uals and families with aloved one on the
autism spectrum but can be helpful for
many individuals.

Tip #1 Stay Informed

The most important thing you can do
is make sure you have a conversation
with your children providing statistics
and facts as soon as possible making
them fully aware of what is happening.
The goal is not to scare them with infor-
mation but help them feel informed and
prepared. Be mindful of media influence
contributing to anxiety, and potential
misinformation being shared by peers
and other sources. Make sure you are
gathering information and updates from
reputable sources.

Tip #2 Practice Good Hygiene

Wash your hands often with soap and
water or use an acohol-based hand
sanitizer.

Create visua cues and reminder cards
to demonstrate hand washing practices.
Consider posting the CDC hand wash-
ing poster by the sink along with prac-
tice, modeling, and supervision.

Cover your mouth and nose with your €-
bow or atissue when you cough or sneeze.

Avoid touching your eyes, nose and
mouth if your hands aren’t clean.

Avoid close contact with anyone who
issick.

Avoid sharing dishes, glasses, bedding
and other household items if you' re sick.

Clean and disinfect surfaces you often
touch.

Stay home from work, school and pub-
lic areasif you're sick.

Tip #3 Remain Calm

It is important for parents and caregiv-
ers to portray a calm demeanor during an
emergency such as a quarantine, travel de-
lays, or other significant changesin routine
or mobility. We understand it is difficult to
keep emotions at bay during stressful sit-
uations such as this, but your other family
members may sense your emotional state
and mimic it.

Tip #4 Be Prepared for Immediate
Needs Before a Possible Emergency

Create a network of relatives, friends
or co-workers to assist in an emergency.
Don't be afraid to ask for help in making
a plan ahead of time. Also, make sure to
wear any needed medical alert tags or
bracelets to identify you or your family
member’s needs. This may aleviate some
of the stress for both you and any staff as-
sisting in the case of an emergency.

Also, be sure to pack a “safety & calm”
kit, which could include:

«  Weighted blanket

e Sensory toys, therapeutic comfort aid
or other comforting distractions

e Personal hygiene items

see Coronavirus on page 25

Disabilities

By Amy Kelly, MBA, MNM
National Director of Family Engagement
Devereux Advanced Behavioral Health

nthejourney of parenthood, one of the

most challenging things caregivers of

children can encounter are theinevita-

bleinjuriesand emergencies. Last year,
| had to take my daughter, Annie—who has
autism and intellectual and developmental
disabilities — to the emergency room (ER).
Going to the ER is scary enough, but for
children living with disabilities, and their
families, it can make these types of situa-
tions even more frightening.

With few minutes to spare, and as my
own panic started to set in, | remembered
that | had created an “Emergency Toolkit”
list for an assignment | wasworking on sev-
eral years ago. Luckily, | quickly found the
toolkit on my computer and printed it out.
| then grabbed a bag and filled it with the
toolkit essentials, not anticipating | would
need them, but preparing for the worst.

Thank goodness | remembered! After
spending nine hours in the ER, my daugh-
ter was admitted to the hospital for three
days. | don’t know that those first 24 hours
would have been manageable, let alone
successful, without my toolkit.

Emergency Toolkit Essentials

e Favorite book

Amy Kelly, MBA, MNM
Favorite toy

Favorite“snuggly” item, including blan-
kets, binkies, dolls and stuffed animals

Communication devices, including a
PECS book, iPad, Dynavox, iTouch,
paper and pencils

Activities to keep a child busy inde-
pendently, including playdough, cray-
ons and paper, word finds, Sudoku,

Nintendo DS, iPods and music and por-
table DVD player with favorite videos

Sensory objects, including squishy
balls, teething and biting toys, scratch
and sniff books, rain-maker toy and
sound-minimizing headphones

Extra change of clothes

Diapers or extra underpants (including
an extrapair for the caregiver!)

Tissues

Drink and special cup or bottle, includ-
ing water bottles, boxed drinks and oth-
er drinks that last

Desired food and snacks the child
might like that might not be accessible
in ahospital or emergency situation

A few top reinforcements, such asfood,
toys or electronics, that can be used for
very difficult demands or tasks

Visual schedule — alist, using pictures
and words, of an upcoming day’s events
or activities

First/Then card — a strategy that ex-
plains the order of events for a particu-
lar activity, like going to the doctor. For
example: First blood draw. Then snack.

e Token card — a way to reward desired
behaviors by giving a child “tokens’
(stickers, stars, etc.) to work toward a
final goal

e Socia Story — a written story custom-
ized for the person (includes his’her
name and picturesif available) to assist
in preparing him or her for upcoming
events or activities

e List of medications, including the name
of the medicine and dosage, pharmacy
and prescribing doctor

e List of current doctors caring for your
child in any capacity

e Insurance card(s)

By the way, Annie did fantastic at the
hospital and, fortunately, her health contin-
ues to be fine.

| wanted to share my family’s toolkit
with you and your family, hoping to pro-
vide you the same preparedness, and peace
of mind, should you ever need it.

Amy Kelly, MBA, MNM, is the moth-
er to Danny, Annie and Ryan. Annieis di-
agnosed with moderate to severe autism,
verbal apraxia, intellectual and develop-
mental disabilities and general anxiety dis-
order. Amy isthe National Director of

see Toolkit on page 32
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Mentors Over White Knights- How to Support Autistic Women for Success

By Kate Trammell, MA
ArtsAdministrator and Educator

ike many neurotypical girls, |

spent a lot of time growing up

either reading or watching fairy

tales in books or television.
What's peculiar about women on the
Autism Spectrum is that our advocates
sometimes mimic those white knights in
shining armor; Meaning that someone
on our care team will want to rush to our
side and offer their help when we're hav-
ing amoment of sensory overload. In ret-
rospect, | truly appreciate their concern.
Now that | am 20+ years into my diagno-
sis, | am now asking you to listen instead
of help.

Over the last 2 years, | have been ac-
tively mentoring young people who are
also on the Autism Spectrum. Their abili-
ties and interests are a spectrum in and of
itself. As | work with them to figure out
plansfor their careers, | primarily take that
and what accommodations are needed into
account. These interests and accommoda-
tions require every mentee - especially fe-
male ones - to self-advocate in profession-
al settings. In order to help us achieve our
dream careers and live independent lives,
I’m imploring everyone who advocates on
behalf of awoman on the Autism Spectrum
to take two major things into account.

Kate Trammell
Talking It Out When You Meet Us Halfway

First of all, it helps to understand that
this condition should not be treated like a
disease that should be pitied. In my hum-
ble opinion, having Autism Spectrum Dis-
order (ASD) only becomes a problem if
encouragement and services aren’t provid-
ed after diagnosis. Women with ASD ar-
en't helpless. Not fitting the mold of what
it means to be a typical girl or woman
shouldn’t negate what we are capable of.
Just because we have trouble picking up
non-verbal cues and social norms doesn’t
mean that we cannot achieve the same

amount of personal and professional suc-
cess as neurotypicals. When you interact
with us, give us the benefit of the doubt if
we struggle with interpersonal communi-
cations at first. For example: If we don't
understand when it’s appropriate to leave
atip for a server at a restaurant, take the
time to explain these social normsto usin
practical words. Use concrete directions
so that we know what to do on our own.
As you are teaching us the skills that we
need for meeting social expectations, stop
assuming that we learn social cues by ob-
serving what other people do.

Train Us to Be Our Own Heroes

If you realy want to support a girl or
woman with Autism, then train usto be our
own advocates. In other words, encourage
us to grow into women who can support
or rescue ourselves. There's still so many
of us who don't get diagnosed until later
in life, if at all. In a 2018 report, the Au-
tism and Developmental Disabilities Mon-
itoring (ADDM) Network reported that
“males were four times more likely than
females to be identified with ASD (Baio
et a, 2018, 2). In female-only support
groups for women on the Spectrum, | am
considered one of the unique Aspies that
received a diagnosis as a child. Even now,
most people are surprised when | disclose.
More than one person has said “but you're

Different isMy I dentifier

so eloquent.” | took this response to mean
that since | appear to enjoy socializing and
can maintain eye contact with whomever |
am speaking with at parties, | don't fit into
the stereotypical “Rain Man” mold for a
person on the Spectrum.

Asyou might tell with this sociable Asp-
ie, some stereotypesdon’t apply. In order to
find out what being on the Spectrum means
to us, might | suggest that you listen to us
before automatically assuming that we are
in need of whatever help that you can pro-
vide as a neurotypical? When I’'m feeling
anxious and stressed, | prefer going some-
where completely quiet by myself or going
for arun alone. When | mention how | am
feeling to someone that I’ ve disclosed my
condition with, sometimes their reaction is
to automatically offer something that helps
them. What you need to understand is that
we're not like you.

So, if you want to support us, understand
that what helps you won't always help us.
Ask us questions about what being on the
spectrum means to us. Start by asking if
there’s anything specific that makes us feel
overstimulated or unregulated. Asking us
about what we do to cope in these over-
whelming moments can also bridge the
divide of what to do in those tense, over
stimulating situations. Knowing the person
leads to knowing what you can do to help

see Mentors on page 27

By Becca Lory Hector, CAS, BCCS
Autism & Neurodiversity Consultant/
Speaker/Author/Advocate

Evolving Skye, LLC

was eight years old the first time |

remember being aware of my differ-

ence. It didn't have a name yet, that

was still decades away, but nonethe-
less, suddenly at the ripe old age of eight,
| was cognizant of that | was indeed dif-
ferent. For the seven years of life prior to
that, | happily lived in my imagination,
playing alone for hours, and only vaguely
conscious of my peers. Satisfied with the
social of parallel play, what other people
thought of me and whether | was playing
right mattered not to my young self, that is
until it began to matter to others.

Because my difference had no label yet,
the adultsin my life gave me some of their
own. As teachers, doctors, therapists, and
family members alike each experienced
their version of my difference, they would
attach descriptors to me in an effort to ex-
plain my difference to each other. Com-
plicated, difficult, different, stubborn, and
manipulative were used so often to “dis-
cuss me” that they would become synony-
mous to ‘Becca’ in my head. Decades later,
as | began to unpack the trauma of being
undiagnosed through therapy, | realized
that all the descriptors | had been given to
use about myself were not only not accu-

Becca Lory Hector, CAS, BCCS

rate, but their frequent use had obliterated
my ability, and opportunity, to develop a
healthy, accurate sense of self.

Almost eight years after receiving my
autism diagnosis, | can finaly say that
| have developed a much more accurate
sense of self. A correct diagnosis, years
of therapy, and a dedication to personal
growth later, and | have managed to re-
program my internal monologue to reflect
reality. | have painstaking rebuilt my confi-
dencein myself, relearned how to trust my-

self, and amassed just enough self-esteem
to begin to value my own needs as much
as the needs of others. None of it was easy
and all of it should have been unnecessary.

While | would love to believe that | am
one of afew autistic females diagnosed in
adulthood who suffered from a disrupted
sense of self identity, it is quite simply not
true. | would venture to say that most, if
not all, autistic women struggle with adis-
torted sense of self. How could we not? For
most of our lives we have been told both
explicitly and implicitly, that what we are
naturally inclined to do is wrong or bad.
You stop trusting yourself, you stop liking
yourself, and you stop wanting to be your-
self. You begin masking, scripting, and
mimicking in a last-ditch attempt to at the
very least cover up that damn difference.
Not surprisingly, if you spend enough
years like that, trust me, you can no longer
muster even a spark of self-confidence by
just being yourself because you no longer
have any ideawho that even is anymore.

The good newsisthat thisdoesn’t haveto
remain the narrative. We don’t have to have
thousands of autistic women and girls who
are miserable and barely surviving because
they are spending so much of their precious
energy just pretending as hard as they can
to be “normal,” a nonexistent, unattainable
ideal. We can do better, much better.

To begin, the girls and women of the
spectrum need validation. They need to
have their symptomology recognized,

their experience validated, and their needs
understood. While for years, autism was
thought to be a boys' club, we now know
that it is not, and it’s time that our testing,
supports, and services start to reflect that.
After all, alarge part of having self-con-
fidence and a strong identity is knowing
that your needs are important enough to
be recognized.

Next, autistic girls and women need role
models. Not just as mentors but as goal
posts and archetypes to aspire to. As a
young girl, | needed real womenin my life
that | could relate to and look up to, but |
could never find one who was ‘different’
like me. We need our autistic girls, to have
strong, successful, autistic women to look
up to. We need their parents to have these
same women to look toward as examples
of what their daughters can be. We need
an infusion of loud and proud autistic fe-
mal eness to break this cycle of invisihility.
Otherwise, | will continue to meet autistic
girls and women who don’'t have anyone
to look up to, parents who have never seen
an autistic adult so they cannot imagine
their child as a grown up, and teachers
who continue to underestimate the abili-
ties, and the struggles, of their autistic fe-
male students.

Lastly, listen and observe. Though we
aren’t loud enough yet, there are autistic
women and girls shouting from their

see Different on page 28


https://autismspectrumnews.org/

AuTIsM SPeEcTRUM NEWS ~ SPRING 2020

www.AutismSpectrumNews.org

PAGE 11

Hormonal Fluctuations and Women with Autism:

A Call for I ncreased Awar eness and A ssessment

By Jan Schlaier, EdD (c); FNP-BC
and Jacqueline Berko, RN BSN
Bergen’s Promise

he topic of hormonal influences
on women with autism has re-
ceived scant attention from health
careresearchers. Theresponsesto
hormonal fluctuations and/or depletion of
estrogen are varied and present challenges
in health care prevention and promotion
for some women with autism. Treatment
decisions for Premenstrua Syndrome
(PMS), Premenstrual Dysphoric Disorder
(PMDD), Perimenopause, and Menopause
can be controversial and complex. Women
with autism are at risk for being excluded
from this decision-making process.
Behavioral disturbances before or during
menses are a frequent presenting problem
in gynecological referrals for women with
autism. Several reports/case studies iden-
tify marked changes related to menarche
(the onset of menses) and menstruation in
girls and women with autism (the majority
having additional intellectual disabilities):
These studies describe cyclical self-inju-
rious behaviors (Lee 2004); an amplifica-
tion of symptoms associated with autism
such as sensory issues, repetitive behav-
iors, (Hamilton et al. 2011; Lee 2004); and
mood symptoms/emotional dysregulation

(Hamilton et a 2011; Obaydi & Puri 2008;
Lee 2004). Oftentimes, psychotropic med-
ications are prescribed without an adequate
investigation of the cyclical nature of these
behavioral patterns.

The condition known as PMS and its
more severe form PMDD are often not ad-
dressed. PMSand PMDD are characterized
by two key elements: symptoms (which
can differ among women), and their timing
in relation to the menstrual cycle.

The cyclica nature and the timing of
symptoms are the central distinguishing
features of these menstrual-related disor-

ders. Inthe most typical pattern, symptoms
begin one to ten days before menstruation
and continue until after the onset of men-
ses. In other cases, symptoms begin just
after ovulation and continue until near the
end of the period.

PMDD is a classification of mental dis-
orders described in the Diagnostic and
Statistical Manual of Mental Disorders, 5"
edition (DSM-5). PM S has been associated
with dozens of different symptoms, though
some are seen more frequently than others.

see Hormones on page 34

TABLE 1- COMMON PMSSYMPTOMS

1) Weight Gain/Bloating

2) Trouble Sleeping

3) Crying

4) Lowered School/Work Performance
5) Muscle Stiffness

6) Forgetfulness

7) Confusion

8) Takes Naps or Stays in Bed

9) Headaches

10) Skin Disorders

11) Loneliness

15) Stay Home from Work/School

16) Cramps

17) Dizziness or Faintness

20) Avoid Social Activities

21) Anxiety

22) Backache

23) Cold Sweats

24) Lowered Judgment

25) Tiredness

26) Throwing Up

27) Restlessness

28) Hot Flashes

29) Difficulty in Concentration

30) Painful or Tender Breasts

33) Trouble Listening or Paying Attention
34) Accidents

36) Irritability

37) General Aches and Pains

38) Feeling Good then Feeling Bad
40) Depression

41) Slower in Doing Jobs

42) Difficulty in Operating a Machine
44) Change in Eating Habits

45) Tension

* Number of Symptom corresponds to
MOOS Menstrual Distress Questionnaire
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A Shift Towards Better Under standing and

| mproving the Lives of Girlsand Women With ASD

By Cortney Janicki-Menzie
and Kristin V. Christodulu, PhD
Center for Autism and Related Disabilities

t has been widely established that fe-

males are less frequently diagnosed

with autism spectrum disorder (ASD)

than males. On average, prevalence of
ASD isfour times higher in males than in
females (Baio et al., 2018). This ratio ap-
pears to be an inaccurate representation
of prevalence by sex/gender. When com-
paring males and females who are severe-
ly impacted by their ASD symptoms, the
ratioiscloser to 1.33-2 malesfor every one
female (Baio et al., 2018). Determining the
ratio of malesto femaleswith less severely
impactful ASD symptoms has been more
complicated. The prevalence ratio has
been found to be anywhere between 6-8:1
(Baio et al., 2018) to as high as 16:1 (Fom-
bonne, 2003). Perhaps for this reason, fe-
males with ASD had largely been under-
represented in ASD literature. However, a
growing body of research has worked to
include more females with ASD in studies
and specifically look at the female presen-
tation of ASD.

Thus far, the most consistently reported
finding on the difference between males
and femaleswith ASD isthat females have
lower 1Q scores(i.e., <70) than males (Gia-

Cortney Janicki-Menzie

relli et al., 2010). Research on 1Q and ASD
has looked at discrepancies in Verbal and
Nonverbal 1Q performance, finding some
evidence for better performance in Non-
verbal/Performance |Q compared to Verbal
IQ (Charman et d., 2011). Asis consistent
with most of ASD literature, samples are
disproportionately male and studies have
not devoted time to parsing out gender dif-
ferencesin |Q discrepancies.

A recent study conducted at the Center
for Autism and Related Disabilities exam-

Kristin V. Christodulu, PhD

ined 1Q performance of femaleswith ASD,
comparing them both to males with ASD
and females who were not diagnosed with
ASD. The study sample included n = 178
children and adultsranging in agefrom 2to
28yearsold (M =10.03, SD =5.24). There
were n = 125 males and n = 53 femalesin
the sample, of which, n = 76 males and n
= 20 females received an ASD diagnosis.
ASD diagnosis was determined through
the use of the Autism Diagnostic Obser-
vation Schedule, Second Edition (Lord et

a., 2012), and 1Q was determined through
administration of the Stanford-Binet Intel-
ligence Scales, Fifth Edition (Roid, 2003).

Females with ASD had a mean Full-
Scale 1Q score of M = 89.25 (SD = 17.11),
Nonverbal 1Q score of M = 91.45 (SD =
17.54), and Verbal 1Q score of M = 88.25
(SD = 19.30). The mean standard score
difference between Nonverbal 1Q scores
and Verbal 1Q scoresfor femaleswith ASD
was M = 14.40 (SD = 8.74).

Comparisons between femaleswith ASD
and males with ASD showed no significant
difference in cognitive ability between
groups. Multiple independent samples
t-tests revealed no significant differences
between ASD-males and ASD-females in
regard to Full-Scale |Q score t(94) = .47,
p = 64; Nonverbal 1Q scorest(94) = .63, p
.53; and Verbal 1Q scorest(94) = .26, p
.79. There was no significant difference
between ASD-males and ASD-females in
mean standard score difference between
Nonverbal and Verbal 1Q scores t(94) =
-1.45, p=.158.

Females with ASD were also compared
to n = 33 females who were not diagnosed
with ASD. Results from multiple indepen-
dent samples t-tests showed no significant
differences between femaleswith ASD and
non-ASD femalesin regard to Full-Scale

see Understanding on page 33

Supporting Young Women with ASD Through Transition Services,

Employment and Volunteer Opportunities

By Tibi Guzman
Executive Director and CEO
TheArc Westchester

ver the next decade, approxi-

mately half amillion young peo-

ple on the autism spectrum will

transition to adulthood (Demer,
2018). When they turn 21, they must leave
behind the programming and funding that
has supported them throughout their lives,
with many families not knowing what to
do next. For some it could mean day habil-
itation programs or volunteering, but for
others it could mean employment in the
community.

Employment is a socially normative
activity that often occupies the majority
of adult lives and is a key component of
passage into adulthood (Fussell, 2005).
Unfortunately, the majority of people with
developmental disabilities remain either
unemployed or underemployed despite
their ability, desire, and willingness to
work; according to Autism Speaks, nearly
half of 25-year-olds with autism have nev-
er held a paying job.

People with developmental disabilities
such as autism should have access to the
supports necessary from individuals and
systems to assist them with finding and
keeping community jobs based on their
preferences, interests and strengths. They

Tibi Guzman

have theright to receive comparable wages
and be free from workpl ace discrimination.
With the right transition services and sup-
ports, individual s with autism can be set up
for success in ajob that they are qualified
for and enjoy doing.

The goals of transition planning and ser-
vices—that is, preparing for the transition
from adolescence to adulthood—include
promoting career exploration and devel-
opment, extending education or training
opportunities, supporting independent life

skills, and enhancing health and well-being
(U.S. Department of Health and Human
Services, 2017). At The Arc Westchester,
transition services are provided in a myr-
iad of ways: through volunteer programs
and groups, our supported employment
program and through our Project SEARCH
Autism Enhancement* (PSAE) internship
program.

Since boys are four times more likely to
be diagnosed with autism than girls (Baio
J, WigginsL, Christensen DL, et al, 2014),
it's important not to lose sight of meeting
the latter's needs. While all our programs
and services are person-centered and tai-
lored to each individual, we have picked
up on the unique needs of the young wom-
en in our programs and try to meet those
needs where we can. Over the years, the
Project SEARCH staff has noticed that
young women in the program are craving
appropriate socia interactions with their
peers. Sometimes they can feel isolated
and our staff has helped them create social
circles within themselves. We present op-
portunities for them to interact with each
other outside of the classroom, inviting
them to an event on the weekends or help-
ing schedule ameal for all of them togeth-
er, in the hopes that when they graduate
these connections and relationships can
hopefully continue.

Here are just a few stories of young
women with autism supported by The Arc

Westchester and how they have successful-
ly transitioned into contributing members
of their community through employment
and volunteering.

Carlie — Project SEARCH

Finding and keeping a job is hard for
many people with ASD; navigating the
socia dynamics of the workplace, cop-
ing with sensory overload, organizing and
completing tasks and communicating with
coworkersmay be challenging (Roux, Rast,
Anderson and Shattuck, 2017). Our PSAE
is a one-year internship program targeted
for young adults ages 18 to 25 with ASD
whose goal is competitive employment.
PSAE uses the proven curriculum from the
origina Project SEARCH program at Cin-
cinnati Children’s Hospital Medical Center
and was enhanced by NEXT for AUTISM
in partnership with The Arc Westchester,
New York-Presbyterian Hospital, and New
York-Presbyterian’s Center for Autism and
the Developing Brain.

Carlie was a member of the 2018-2019
Project SEARCH class, and went through
the intense, pre-vocationa training using
UNC TEACCH® Autism Program strate-
gies. After graduation, we knew very well
what a good job for her would be; Carlie
needed ajob with limited distractions.

see Supporting on page 34
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The Danidl Jordan Fiddle Foundation for Adult Autism Shares

Its Pioneering Mission On the Global Stagein Beljing, China

By Ryan Shindler
The Daniel Jordan Fiddle Foundation

n August 22-23, 2019, The Dan-

iel Jordan Fiddle Foundation

attended the International Sym-

posum on Rehabilitation and
Advocacy for Autism sponsored by the
Ai You Foundation at the Crowne Plazain
Beijing, China as an invited KEYNOTE
addressee.

Over the course of two days, this inter-
national conference featured lectures on
psychosocial support for families with
Autism, organizational management of
Chinese rehabilitation centers, and - led by
renowned behavioral analyst Vicci Tucci
- how the Competent Learning model fos-
tersinclusion for Autistic children. Two of
our founding Board of Trustees members,
Howard and Frederick Fiddle, proudly rep-
resented The Daniel Jordan Fiddle Founda-
tion as the only international organization
invited to share its trailblazing mission,
representing the US Charitable Sector at
the Conference.

Howard Fiddle participated on an in-
ternational panel that discussed capacity
building and vital support from the char-
itable sector. Frederick Fiddle presented
a KEYNOTE address on the work of The
Daniel Jordan Fiddle Foundation since its

Linda Walder, Co-Founder and Executive Director of the Daniel
Jordan Fiddle Foundation, shares her vision of neurodiversity
acceptance, valuing all with ASD with a global audience.

inception. This includes the establishment
of hundreds of adult Autism programs
throughout the United States, educational
and public service publications relating to
topics focused on adult Autism and most

recently the historic establishment of five
endowed funds at America’s leading uni-
versities, each focused on unique areas
that vitally impact adults diagnosed with
Autism Spectrum Disorder. Tugging at the

heartstrings of the audience, Frederick Fid-
dleled amoving story of Danny Fiddle, his
late son for whom the foundation is named.
Sponsoring the event, the Ai You (AY)
Foundation spawned with the then new
foundation laws in China in 2004, uses its
entrepreneuria staff to push Chinese non-
profitsinto the 21st century. AY dedicatesits
efforts to the medical needs of children who
need it mogt, including the Ai You HeKang
Rehab Center for children with Autism.
The Daniel Jordan Fiddle Foundation
shared its visionary mission of worldwide
acceptance of neurodiversity and the need
tovaueall individuals. Starting out in New
Jersey, Executive Director Linda Walder
expanded the foundation’s outreach to all
forms of media worldwide, including USA
Today, the New York Times, Traditional
Home and Redbook magazines, to name a
few. Today she writes in the blog she es-
tablished entitled, Autism for a Lifetime:
Finding Joy in the Journey. The Daniel
Jordan Fiddle Foundation shared its in-
novative and collaborative model that fo-
cuses on joint-ventures and partnerships
aimed to achieve specific societal change.
The Daniel Jordan Fiddle Foundation
assures a global focus on cutting edge re-
search, program development, and public
policy in the world of Autism through the

see Fiddle on page 21
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Guiding Your Child with Autism Through Puberty

By May Ng, MBBS, MSc, LLM, PhD
Consultant Paediatrician
United Kingdom

he early changes of puberty usu-
ally occur between the ages of 9
to 13 years (Odel, 1989). They are
noticeable in girls by the budding
of breasts and then pubic hair, with men-
strual periods starting between 11 to 14
years of age. Boys usually develop testic-
ular enlargement and then pubic hair be-
tween the ages of 9 to 14 years. Underarm
hair, facial hair and deepening of the voice
in boys occur typically between 13 to 16
years. If there are concerns about delayed
puberty, or signs of puberty that occur at
an earlier age than usual, it may be neces-
sary to refer to a specialist paediatric en-
docrinologist for an assessment.

Some schools may address puberty and
sex education at an age appropriate level,
but others may not. Preparation for this
discussion is advisable as children with
autism need a longer period of time to
understand and adjust to changes in their
bodies. Even in children who do not have
autism, puberty can be a difficult transi-
tion due to hormonal changes and mood
swings are commonly reported. For achild
with autism who cannot understand what
is going on, it can be so much harder and
behaviours such as emotional swings, ag-
gression, self-harming and masturbation

May Ng, MBBS, MSc, LLM, PhD

can sometimes be escalated (Paul, 2008).
In children with Autism Spectrum Disor-
ders (ASD) or specia needs, communica-
tion issues are common and many children
may not be able to express their emotions
(Osterlin et al, 1994).

Help your child understand and cope
with visua aids and be explicit in your
language and communication with a child
with autism (Charlop-Christy MH, 2002).
Explain and use labelled pictures to ex-
plain about when puberty happens and how
each part of the body will change including
what fluids will come out- such as sweat,

tears, semen, menstrual blood, and vaginal
discharge. The use of visual aids will often
help with developing aroutine for hygiene
in a step-by-step manner such as which
parts of the body are needed to pay special
attention to in the bath or shower, how to
shave and how use amenstrual pad. Do not
“assume knowledge” in your child (Light
et al, 1998).

During pubertal years, it is not uncom-
mon to have sexual urges and your child
may masturbate. This is a healthy and
normal part of pubertal development. It is
important to explain and discuss and re-
assure and some of these new sensations
can cause anxieties. Teach your child the
difference between being in public and
in private, and that some activities could
only happen in private such as undressing
or masturbation. Teach your child safety;
how to say “no,” that he /she should not let
anyone touch his/her private parts, that he/
she should never touch anyone else’s, and
that he/she should tell you if anything like
this ever happened. Note that child sexual
abuse and exploitation is higher in children
with special needs (Tharinger et a, 1990).

Many adolescents can begin to develop
aromantic interest in the opposite sex, or
same sex. Help your child to understand
these feelings and what sexual relation-
ships are. This can be supported by using
socia stories and visual drawings using
stick figures or photographs. It is likely
that your child may aready have devel-

Dating and Relationships: A Perennial Challenge for

oped a curiosity about the topic. If he/she
shows an awareness, be prepared to dis-
cuss this and let them ask you questions.
Topics can progress through from what is
sexual intercourse, to gaining sexual con-
sent and the importance of protected sex as
they develop further understanding.
Puberty is an important developmental
stage with changes that occur physically,
emotionally and socially. As parents and
caregivers, puberty can be challenging and
being prepared and informed on how to ap-
proach any issue as they ariseis advisable.

Quick Tips

e Puberty brings araft of new challenges
that can be behavioural, so make sure
you are fully prepared

e Do not “assume knowledge’ in your
child. Explain and use pictures to ex-
plain about when puberty happens and
how each part of the body will change

e Use visual aids to teach your child to
how to be hygienic and, be explicit with
naming private parts of the body

e Teach them to say ‘no’ and difference
between private and public behaviours
such as masturbation and undressing
only in the private room

see Puberty on page 28

Many Autistics

By Karl Wittig, P.E.
Advisory Board Chair
Aspies For Social Success (AFSS)

his is one area about which, like
SO many on the autism spectrum,
| can hardly be considered an
expert. Nevertheless, because of
its importance to so many in the autistic
community, | feel the need to share what
little | have learned on the basis of meeting
and talking to others who have faced these
challenges, as well as my own personal
life experience; these constitute the only
basis of whatever knowledge | can claim.
Having attended and facilitated numer-
ous Aspie support groups in New York
City over the past 20 years, | distinctly re-
call that some of our best-attended meet-
ings were those that dealt with this issue.
In fact, it became the traditional topic for
February meetings, which always fell near
Valentine's Day.

Sex and Sexuality

Above dl, | need to emphasize that the
all-too-common belief about autistics not
being interested in romantic or sexual re-
lationships is both entirely false and high-
ly detrimental to the autistic community.
From my own experience, | can ascertain
that the vast majority of autistics are very
interested in such but face a variety of

Karl Wittig, P.E.

challenges when it comesto pursuing them
(this was certainly the case for me). Con-
sequently, this myth needs to be immedi-
ately and completely discredited once and
for all.

Although | have no actua data to sup-
port this, | am strongly of the impression
that most autistics face the same issues
concerning sex and sexuality as does the
genera population. Many difficulties that
are identified as sexuality-related are, in

my opinion, really manifestations of the
many interpersonal and socia challenges
faced by virtually all autistics. Such skills,
in our society, are essential to forming any
kind of romantic or sexua relationship,
and deficits here can create considerable
difficulties for autistics (as they do in so
many other aspects of life). | have come
to this conclusion from hearing the stories
told by many autistics, male and female,
straight and gay, as well as from my own
life experiences. There needs to be serious
reconsideration of these issues; in partic-
ular, autistics need to be regarded as no
different from anyone else where these ar-
eas are concerned, and ssimply have their
very real challenges addressed in whatever
manner is appropriate and effective.

What Are the Real 1ssues?

The fundamental skills needed to find
and form relationships involve, among
other things, socialization, nonverbal
communications, and an understanding of
the other person’s perspective (theory of
mind). Autistics are generally deficient,
sometimes severely, in any or al of these
things. Isit any wonder that they have such
well-known difficulties in the area of re-
lationships as they do? Whatever methods
are used to help them with these challeng-
es in other aspects of their lives most em-
phatically need to be applied here as well.
These methods can range from therapeutic

techniques, when indicated, to basic coun-
seling and coaching (which can go along
way when done by someone who really un-
derstands the challenges).

One major concern here involves the
means of finding suitable prospects for
potential relationships. Venues that do
not require a high level of social ability
are especially desirable; these need to be
identified and promoted to the ASD com-
munity. Also, any activities or groups that
involves specia interests or abilities, for
the many autistics who have such, should
be investigated. Many successful relation-
ships where one partner is on the autism
spectrum involve another who has some
personal eccentricities or peculiarities,
comes from a foreign or otherwise differ-
ent culture, or has had very unusual life
experiences (I was actualy married to
someone considerably older than myself
who had spent many years in a convent).
In such cases, the differences of the autis-
tic person are often seen aslittle more than
personal peculiarities rather than some-
thing objectionable.

Another significant problem is that, re-
gardless of the underdiagnosis of ASD in
females and what the true ratio between
males and females might be, the numbers
of diagnosed or even identified ASD males
aremuch larger than those for females. The
result is that socializing within the autism

see Dating on page 26
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Providing Menstrual Care Instruction to Adolescentswith ASD

By Mary Donahue, PhD, BCBA-D, LBA
and Lisa Barzotto, MS, BCBA, LBA
AHRC New York City

dolescence is a developmental
period that brings challeng-
es to al children and parents.
More extensive challenges can
be experienced by children with Autism
Spectrum Disorder (ASD) and their fam-
ilies. Understanding and coping with the
physical, social, and emotional changes of
adolescence is difficult for young teens.
The socialization, communication, and
learning challenges associated with ASD
contribute to the greater challenges faced
by these teens. Individuals with ASD of-
ten take longer to adjust to and understand
changesin their lives than typically devel-
oping teens. High quality sexuality educa-
tion is essential in preparing adolescents
for the physical and social changes they'll
be experiencing. For students with ASD,
sexuality education material generally
needs to be adapted to effectively provide
for acquisition of essential knowledge and
skills. Important areas of sexuality edu-
cation focus include personal boundaries
and space, understanding the difference
between public and private, prevention of
sexual abuse, and personal hygiene skills.
One area that has not received sufficient
attention in the literature is skill instruction
for menstrual care. The ability to inde-
pendently manage menstrual care provides
women with disabilities greater privacy
and more extensive life options. At AHRC
New York City schools, a multifaceted ap-
proach to menstrua care instruction, ad-
dressing both knowledge and skill acquisi-
tion, has been found to be most effective.

Socia Stories

Knowledge of menstrual care should in-
clude an understanding of what menstrual
flow will ook like, that the flow is normal
for girls, that it will happen for five or six
days each month, and that special hygiene
skills must be performed. We have found
the use of Socia Stories to be very effec-
tive for students unable to understand this
information through traditional instruction.

Socia Storiesisaninstructional approach
using easily understood information to pro-
vide students with ASD an understanding
of events, behaviors, and socia rules for a
wide range of situations. Ballen and Freyer
(2017) describe Socia Stories as explain-
ing “a dtuation, concept, or socia skill
from the perspective and comprehension
level of achild withASD” (p266). Through
the use of short text and relevant cues, the
expected behaviorsfor agiven situation are
provided. Socia Storiestypicaly consist of
five to ten sentences, utilizing certain sen-
tence types. They generally consist of two
to five descriptive sentences related to the
situation, onedirective sentence explaining
appropriate behavioral response to the sit-
uation, one perspective sentence depicting
thefeelings and response of others, and one
control sentence depicting how and when
one would use the learned strategies and
skills. Social Stories effectively answer the
relevant “wh” questions for the situation,
such aswhen, where, and why the skill will

be needed. In addition to text, pictures are
often included in the Social Story to add
additional cues or clarification.

Social stories have been demonstrated
to be an effective strategy for menstrual
care instruction for girls with ASD. Klett
& Turan (2012) effectively taught girls to
independently complete an 11-step bath-
room routine for changing a sanitary pad
through the use of Social Stories and an
instructional task analysis. They used three
Social Stories with the girls, “Growing
Up,” “My Period,” and “How to Take Care
of My Period” along with skill instruction
using the task analysis.

AHRC NYC schools have used So-
cial Stories to address a variety of issues
related to emerging sexuality, including
boundaries, privacy, relationships, and
menstrual care. Specific to menstrual care,
Social Stories have been implemented that
address general information about men-
struation, and specific behaviors related
to changing a menstrual pad and related
personal hygiene tasks. Social Stories are
individually developed for each learner.
In addition to considering the receptive
language level and reading ability of the
student, it'simportant to consider any vari-
ations in language used by the family for
specific terms, such as*“period” or “time of
month,” etc. Consideration also needsto be
given to various skill expectations for the
home setting, such as where soiled under-
wear should be placed, or how to dispose
of the pad. Based upon the learner’s abil-
ity, there will need to be variation in the
type and extent of visual material included
in the Social Story. Incorporating pictures
is often helpful in facilitating understand-
ing of concepts and related feelings. When
more extensive information is needed, it is
often best to write separate Social Stories
for different aspects of the situation, rather
than making one long story. For example, a
separate Social Story might address coping
with PMS. Teens with ASD will experi-
ence the same symptoms of premenstrual
syndrome (PMYS) as typically developing
teens; however, teens with ASD may find
it more difficult to communicate or regu-
late the emotions that might accompany
PMS. A Socia Story might describe how
she might be feeling (e.g., irritable, trouble
concentrating, sore stomach, sleepy, etc.).

A significant advantage of Social Stories

is that they allow for repeated review of
the same information without variation. A
copy can be sent home so parents can also
review the Social Story, especialy in con-
text of personal hygiene care.

ABA-Based Instructional Strategies

Applied Behavior Analysis (ABA) uses
evidence-based strategies to systematical-
ly teach new behaviors. Task Analysis and
Chaining are common ABA instructional
approaches. Task Analysis involves break-

ing atask down into sequential component
steps that can be targeted for instruction.
Chaining involves sequentially teaching
these steps through use of prompts and
differential reinforcement. Menstrual care
skills have been effectively taught using
these approaches in a number of studies
(Ersoy, Tekin-Iftar, Kircaali-Iftar, 2009
and; Veazey, Vaentino, Low, McElory,
LeBlanc, 2016).

At AHRC NYC schooals, instruction us-
ing task analysis and chaining has been
provided both using dolls and in vivo
training with the student. Instruction using
dolls can include a simulation of a soiled
pad with food coloring. Task analysis steps
include removing and properly disposing
of the soiled pad, replacing it with a clean
one, and following proper hand washing
procedures. Similar strategies can be pro-
vided during in vivo training depending
upon the support needs of the student. Re-
peated instruction on specific task analysis
stepsis provided using modeling, a prompt
hierarchy, and response feedback, includ-
ing error correction or reinforcement. Vid-
€0 modeling can also be considered as a
potential option for instruction. Consider-
ation needs to be given as to whether in-
struction will only take place during men-
struation, or also will be provided at other
times. Providing more frequent instruction
facilitates faster learning, but may cause

see Menstrual Care on page 30
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Presentation of Autism Spectrum Disorder in Females:

Diagnostic Complexities and Implications for Clinicians

By Jessica Scher Lisa, PsyD
and Harry Voulgarakis, PhD, BCBA
St. Joseph’s College

utism  Spectrum  Disorder

(ASD) is a neurodevelopmen-

tal disorder characterized by

pervasive deficits in socid
communication and patterns of restrict-
ed, repetitive, stereotyped behaviors and
interests (American Psychiatric Associ-
ation, 2013). Beyond the main diagnostic
criteria, however, there is considerable
heterogeneity in the symptom presenta-
tions that is demonstrated by people with
ASD, including severity, language, cog-
nitive skills, and related deficits (Evans
et al, 2018). Regarding sex differences, it
has been well established that ASD is di-
agnosed more often in males than in fe-
males, with recent estimates suggesting a
3:31 ratio (Hull & Mandy, 2017). Despite
the fact that this is well known, there is
considerable uncertainty about the nature
of this sex discrepancy and how it relates
to the ASD diagnostic assessment practice
(Evans et a, 2018). Additionally, it has
been widely accepted that males and fe-
maleswith ASD present differently, which
hasimplicationsfor the sex discrepancy in
diagnostic practices, thus females are gen-
erally under-identified (Evans et al, 2018).

Jessica Scher Lisa, PsyD

The fact that females with ASD are un-
der-identified and often overlooked can be
dueto anumber of factors. First, they often
don't fit the “classic” presentation that is
most often associated with the ASD diag-
nosis, specificaly, there is a distinct ASD
female phenotype that looks dissimilar to
the typica ASD male presentation. Fe-
males with ASD tend to present with less

Harry Voulgar akis, PhD, BCBA

restricted interests and repetitive behaviors
(RRBs) (Supekar and Menon, 2015), thus
standing out less both in society, as well
as on screening and diagnostic measures.
Fewer RRBs makes ASD appear in a dif-
ferent way, often more subtle, than what is
considered to be the norm. It is also im-
portant to note that evidence suggests that
even when females with ASD are identi-

fied, they receive their diagnosis (and re-
lated support) later than equivalent males
with ASD (Giarelli et a, 2010). The impli-
cations for under- or late-identification are
enormous and deserve empirical attention
in an effort to improve diagnostic methods
for ASD in females.

While no consistent, reliable differenc-
es have been found between sex and core
ASD symptoms (e.g. Bolte et al, 2011;
Holzmann et &, 2007; Mandy et al, 2012),
it has been well documented that compared
to males, females with ASD that are un-
diagnosed or are diagnosed at a later age
generally present with less severe ASD
symptoms and more intact language and
cognitive skills (Begeer et al, 2013; Gia-
relli et al, 2010; Rutherford et a, 2016).
Research has also noted that females with
ASD may be better able to compensate for
symptoms despite having core deficits as-
sociated with ASD (Livingston & Happe,
2017; Hull et a, 2017). There has been
some suggestion that females must exhib-
it more severe symptoms, impairment, or
co-occurring problems in order to receive
diagnoses of ASD (Evanset al, 2018). This
finding is due to an analysis of previous
research that demonstrates the following:
females with ASD perform better on mea-
sures of nonverbal communication (which

see Presentation on page 24

Considerationsin Diagnostic Assessment of Females for Autism Spectrum Disorder

By Carolinel. Magyar, PhD, BCBA
Magyar Psychological Services, LLC

he literature suggests that autism
spectrum disorder (ASD) may go
undiagnosed in females who do
not have intellectual and/or lan-
guageimpairment (e.g., Mandy et al, 2012).
Research on differencesin ASD symptom
presentation in females versus malesis not
yet well-developed and findings across
studies are equivocal. The Diagnostic and
Statistical Manual-5" Edition (DSM-5;
American Psychiatric Association (APA),
2013) indicates that females may present
with less impairment in social communi-
cation skills than their male counterparts
(p. 57) and that for some individuals with
ASD, impairments that do exist may not
become an area of concern for self or oth-
ers until contextual demands exceed com-
pensatory strategies (e.g., camouflage; see
Head, et a, 2014; APA, 2013). Clinical
practice indicates that adolescent females
may experience an increase in anxiety
and/or develop depression in response to
an increasing self-awareness that they are
“different” than their peers. This can lead
parents/self to pursue research on-line
about symptoms and to discuss concerns
with others. In some cases, this leads to
the pursuit of a diagnostic assessment.
Assessing females for ASD should fol-
low best-practice guidelines, the same asis

Carolinel. Magyar, PhD, BCBA

the case for males. Best practice in ASD
diagnostic assessment recommends using
multiple methods and informants (e.g.,
Magyar & Pandolfi, 2012; Ozonoff et al.,
2005). Practice considerations include:

e Record Review (for history of develop-
mental levels. cognition, language, mo-
tor (previous testing information; psy-
chiatric history; medical history; context:
home, school/work, community))

e Interview (with parent: history of de-

velopment, play and socid behavior,
emotions and behavior (temperament),
psychiatric and medical; with teen:
self-report of symptoms and experiences)

e« ASD Questionnaires/Rating Scales:
parent completed

 ASD Questionnaires/Rating Scales:
individual completed

e Direct Assessment: Autism Specific
Measure (e.g., Autism Diagnostic Ob-
servation Schedule-2, Childhood Au-
tism Rating Scale-2)

Data obtained from the assessment
should be analyzed for evidence of ASD
core impairments using the DSM-5 symp-
tom criteria as a guide. Differentia diag-
nostic practice should be applied for ASD
diagnosis with/without co-occurring be-
havioral health conditions. For females
without a developmental history of delays
or impairment, particular attention should
be paid to:

e the individua’s social communication
and interaction history (i.e., quality
and nature of play, friendships, and
co-worker relationships),

» the qualitative nature of speech forms
used during interview (i.e., formal lan-
guage, idiosyncratic),

e age-expected understanding of social
relationships and social interactions

e if anxiety and/or depression is present,
the areas related to the individua’s dis-
tress should be analyzed (e.g., social,
performance, routines, rituals), and

e age-and-developmental  appropriate-
ness of the social communication and
reciprocal social interaction during in-
terview and upon direct assessment.

In addition to following the consider-
ations in best-practice diagnostic assess-
ment, there are a couple of other consid-
erations that, if applied, may increase
the likelihood of earlier identification of
females at risk for ASD. One, increased
awareness and knowledge of therisk fac-
tors associated with ASD and the myriad of
ways these may present. ASD isaneurode-
velopmental condition and early signs may
be related to age-inappropriate behavioral
reactions such shut-downs/meltdowns,
avoidance of social situations (including
school refusal); age-inappropriate and ex-
cessive/indiscriminate social approaches
(e.g., poor peer choice, internet safety is-
sues); developmental factors such as cog-
nitive and language impairment(s); and the
onset of behavioral health conditions (e.g.,
anxiety disorder, depression).

see Assessment on page 23
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Addressing the Female-Specific Challenges of Autism at Yes She Can

By Ledli Cattan
Director of Training
Yes She Can Inc.

mpowerment is the theme that

is woven into the training mod-

el a Yes She Can, Inc. Training

oung women with autism to be

successful employees starts with a shared

belief that women with autism can develop

powerful voices in their own lives and in
supporting the lives of others.

We integrate training around the specific
challenges to women; as well as focusing
on learning basic employment and busi-
ness skillswhile also teaching and support-
ing emotional regulation skills and build-
ing social competencies. Behavioral skills
(often referred to as soft skills), generally
the most challenging for our trainees, is
our focus area. Developing strategies to
manage one’'s own anxiety and behavior,
to feel confident in interacting with a boss
or co-worker, shifting tasks or responsibili-
ties, and taking someone else's perspective
arejust afew of the skills we address.

We want our trainees to develop em-
ployment readiness skillsto be prepared to
move onto more challenging and indepen-
dent settings. Participants gain competen-
cies at their own pace, with direct feedback
from both coaches and managers, which
builds confidence not only at work but in
all aspects of their lives.

Baneesha discussing her blog post ideas with her coach, Laura

Societal expectations of women in gen-
eral differ from the expectations of men.
The most common expectations of women
are that of anurturing, intuitive and social-
ly connected person — yet, these are the
most common challenges of both women
and men on the spectrum.

Women with autism are often more ad-
ept at observing and learning social norms,
enough to present as perhaps a bit quirky
but able to “pass’ as neurotypical. We see
theimpact of the often-herculean efforts to

Programming from page 4

summer programs. Often their web sites
will list a description of their offerings.
Comprehensive listings of these programs
are often hard to find. Thinkcollege.net is
an excellent starting point in identifying
colleges that support people with disabil-
ities including in college-based transition
programs. George Washington Universi-
ty’s Heath Resource at the National Youth
Transitions Center is a clearinghouse on
postsecondary education for individuals
with disabilities (www.heath.gwu.edu).
Lesley University Threshold Program pub-
lished an e-Book entitled Comprehensive
Guide to Transition Programs (https./
www.lesley.edu/six-qualities)”  (VanBer-
geijk, 2020; p.34).

Post-secondary transition summer pro-
grams are geared toward helping individ-
uals with disabilities acquire pre-employ-
ment, independent living and social skills.
They are also designed ease the transition
into the institution. Participating in a sum-
mer program is a great litmus test both
for the student and the program. Usually
the summer curriculum is a sample of the
more extensive curriculum offered during
the academic year. By participating in a
summer program at the same university,
the adjustment to academic year program
is smoother. Frequently students live in
the same residence halls in the summer as
they do during the academic year. They
also use the same dining halls, sports facil-
ities, libraries, etc. They become familiar
with not only the facilities and staff, but the
other students in the program as well. This
helps reduce the anxiety of the selection of

roommeates for the fall semester.

Ernst VanBergeijk, PhD, MSW is a pro-
fessor at Lesley University in Cambridge,
MA and is the Director of the Thresh-
old Program (www.lesley.edu/threshold)
which is a post-secondary transition pro-
gram for students with a variety of dis-
abilities. He also oversees the Lesley Uni-
versity Threshold Alumni Center which
provides life-long support for graduates of
the Threshold Program. Beginning Sum-
mer 2020 the Threshold Program will be
offering a 6-week summer program focus-
ing upon the acquisition of preemployment,
independent living and social skills.
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“pass’ leading to heightened levels of hy-
pervigilance, high levels of anxiety, often
retreating into their own world and phys-
ica and emotional exhaustion. Feeling
confident in their ability to interact with
theworld is achallenge, particularly when
young women are cognitively aware that
they have “committed” al sorts of faux
pas, even if they don’'t understand the so-
cial rulesthey have broken.

Some women with autism, who have less
ability to observe and learn smple socia

norms, are described as cold or blunt. Un-
derstanding another’s point of view, the con-
cept of theory of mind, challenges both men
and women with ASD. Yet, it ismore social-
ly acceptable in the work world for men to
be blunt and direct. Women with ASD who
present as “unfeeling” and more direct are
often viewed as inappropriately aggressive.

Training at Yes She Can includes
non-judgmental  discussions about ex-
pected social norms vis a vis interacting
with co-workers, bosses, coaches and cus-
tomers. Discussions not only include the
“what” but also the “why” of social norms.
Understanding the purpose of the business
where the training takes place is a part of
these discussions and explains the “why”
of business processes, even if trainees dis-
agree with the process. Whenever possible,
socia rules are spelled out and practiced.
Comparing one situation to another simi-
lar situation is necessary since generalized
learning is so challenging.

Trainees at the Yes She Can program are
frequently apologizing for the things that
they say, or behavior they are unsure of or
for missing cues. We encourage and sup-
port making mistakes. trying out or prac-
ticing new skills means making mistakes
without apology and leads to more inte-
grated learning and confidence.

Building confidence also comes from
experiencing the expectation of success.

see Yes She Can on page 32
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| ndividual with Autism Succeeds from Classroom to Car eer

By Susan Bardack, Buzz Media
and Jennifer Lawrence, NYSID

hen you ask those who know

Christopher Payne about his

work performance, com-

ments like “incredibly hard
worker,” “enthusiastic’ and “positive”
resonate. Chris landed a staff position at
NYSID (New York State Industries for
the Disabled, Inc.) as a commodities ad-
ministration specialist assistant where he
supports the business operations and com-
munications departments. Although Chris
has autism, he works through challenges
that are presented to him and completely
embraces employment.

“1 enjoy everything about my job. | en-
joy the people that | work with, as well as
the work that | am doing every day. | like
NY SID so much because | am doing many
different tasks. | do not even consider this
amazing job ‘work’ because | enjoy it so
much,” said Chris.

NYSID president and CEO Maureen
O’Brien said Chris is a fantastic addition to
theteam and work culture. “| can’t even be-
ginto tell you how often Chris has thanked
usfor hiring him, and even better than that,
he expresses gratitude that we provide him
with lots of work. He is doing a great job
and is a pleasure to be around. He is al
about ability and making important things
happen. At NY SID we work hard to create

ChrisPayne enjoysworking in hisfirst career job at NYSID,
where hiskeen attention to detail is appreciated.

meaningful opportunities for people with
disabilities in the area of employment.
More than 60 percent of New Yorkerswith
disabilities are not working, and we strive
each and every day to connect more people
to rewarding careers,” she said.
Unemployment statistics are even high-

er for those on the autism spectrum: 70-90
percent of autistic adults are un- or un-
der-employed.

NYSID is a non-profit membership or-
ganization with a mission of “advancing
employment and other opportunities for
individuals with disabilities.” Through its

statewide network of 160 non-profit reha
bilitative agencies and private sector busi-
ness partners, NY SID helps put the state’'s
Preferred Source Program into action. A
recent Rockefeller Institute of Government
report highlights the impact NY SID makes
on New York State’'s economy: the econom-
ic output for every individual hour worked
on a NYSID contract is $86.00, adding
$368.9 million to the state’s economy.

Following graduation from Hoosic Val-
ley High School in Schaghticoke, Chris at-
tended Hudson Valley Community College
in Troy where he earned an A.A.S. in busi-
ness administration, and then went on to
achieve a B.A. in journalism at University
at Albany, graduating with honors. He dis-
covered hislove for writing while working
on the student newspapers, The Hudsonian
and Albany Sudent Press. During his U
Albany education, Chris was accepted for
an internship at the New York State Writ-
ers Institute where he worked with Paul
Grondahl (director) and Michael Huber
(communications specialist). Huber aso
taught him in ajournalism class.

“Chris Payne was one of the best Univer-
sity at Albany student interns we have had
a the Writers Ingtitute in my time here be-
cause Chrisis ahard worker, he has awon-
derfully positive attitude, and heis enthusi-
astic and dependable. Chris brought a keen
intelligence, along with useful analytical

see Career on page 28

Giving Girlsa Chance: Educating Females with Autism

By Caitlin Sweetapple, MS
Director of Education
Shrub Oak I nternational School

hile autism spectrum disor-

der (ASD) ismore prominent

in males, femalesarealso di-

agnosed at much lower rates
(Autism Speaks, 2019). Females diagnosed
with ASD require similar services in ad-
dition to diverse gender specific supports
from their special education teachers and
related service providers throughout their
school-aged years. This underrepresen-
tation in females with autism is height-
ened due to diagnostic criteria is catered
towards boys (Dworzynski, Bolton &
Happé 2012), girls use of linguistic cam-
ouflage by mirroring others around them
(Parish-Morris et a., 2017), and stronger
social skillsin girls versus boys with au-
tism (Cridland, Jones, Caputi, & Magee,
2014). Special education teachers need to
understand these characteristics and is-
sues with diagnosis so they can alter their
practices accordingly to meet femaleswith
ASD unique needs.

Compared to males, females on the au-
tism spectrum experience more sensory
sensitivities and fewer stereotyped behav-
iors (Bargiela, 2019). Females are also
more aware of their autistic traits, have
different special interests compared to
males and exhibit fewer socio-communi-

Caitlin Sweetapple, M S

cation difficulties (Bargiela, 2019). Other
characteristics that are more often present
in females than in males include greater
awareness of social interaction, tenden-
cy to be controlling, eating problems and
better linguistic abilities (Lai, Lombardo,
Auyeung, Chakrabarti, & Baron-Cohen,
2015). Females' restricted interests tend to
involve people and animals rather than ob-
jects and things (Lai et al., 2015). A study
completed by Bejerot and Eriksson (2014)
found that “tomboyism” and bisexuality

are overrepresented in femal es with autism
versus boys with autism and neuro-typi-
cal girls. Special education teachers need
to be aware of these gender differences in
order to inform their practice for girls on
the spectrum.

Cognition in males and females with au-
tism can vary, as females can present with
milder interactive behaviors but more au-
tistic traits in adulthood and sensory issues
(Lai etal., 2011). Lai and colleagues (2011)
also suggested that high-functioning adults
with ASD present differently behavioral-
ly based on gender. These characteristics
highlight the need for differentiation of
instruction of girls with autism in special
education services.

One theory regarding sex-differences in
females with ASD is the “extreme male
brain theory” (Baron-Cohen, 2002, p. 248)
which states that the male brain excels at
systemizing and the female brain excels at
empathizing. Baron-Cohen (2002) argued
“autism can be considered as an extreme of
the normal male profile” (p. 248) suggest-
ing that females with autism have charac-
teristics of a male brain. Lai et al. (2011)
confirmed the existence of the extreme
male brain theory. More recently, Ridley
(2019) argued that we cannot identify a
“malebrain.” “ A female with autism there-
fore does not resembl e a neurotypical man,
she resembles an autistic man. That's be-
cause she has autism, not because she has

a ‘male brain,” ‘extreme or ‘otherwise

(p. 23). Gina Rippon (2018) agreed with
Ridley (2019) in her article stating, “If we
could only focus on what brains can do and
how they do it rather than the sex of their
owners we might have better insights into
the links between brains and ability.” If we
look at the “extreme male brain theory”
through a feminist disability lens, we can
alter our assumptions that thereis a“male
brain” or “female brain” and simply try to
understand each individual with ASD as
who they are, rather than the make-up of
their brain.

Research has shown that teachers may
not notice difficulties experienced by
girls with ASD in school (Mandy et al.
2012). Stewart (2012) reported that girls
with autism experience discrimination in
mainstream schools that is not addressed
by teachers. Girls with ASD struggle with
peer acceptance and benefit from anti-stig-
ma programs in schools (Ranson & By-
rne, 2014). School is especidly difficult
as a female with ASD gets older when
social demands become more difficult to
understand, social relationships are more
prevalent and being around a larger group
of people for an extended period of time
becomes mandatory (Hendrickx, 2015).
Teachers can help with this transition in
general but should also recognize that each
girl and young woman with autism need
individualized support.

see Educating on page 32
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Addressing the Psychological Fallout of The Coronavirus Pandemic

By Michael B. Friedman, LM SW
Mental Health Policy Advocate

he coronavirus pandemic in the
United States has led to great ef-
forts to prevent the spread of the
virus and to prevent fatalities. But
the problems that people will face due to
the pandemic will go beyond medica is-
sues. In addition, it will be important to
address a variety of psychosocia issues.
Of particular concern are (1) covering the
cost of testing and treatment for all people
in the United States for whom testing is
medically advisable including people with
no health coverage, (2) dealing with the
impact of disruptions such as school clo-
sures, layoffs, lost income, lack of in-home
services, loss of access to social and be-
havioral health services, difficulty getting
food, loss of family caregiving, etc., and
(3) dealing with the psychological fallout
for those who get the disease, their fami-
lies, and their caregivers.
This article highlights the behavioral
health challenges that will need to be met.
Although it is unlikely that many peo-
ple will develop new mental or substance
use disorders as a result of their experience
during the pandemic, somewill, anditislike-
ly that many will experience exacerbations
of PTSD, anxiety disorders, depression, and
psychosis. In addition, many people will ex-
perience emotiona challenges due to stress,

isolation, confrontation with mortality, and
grief. Thisis of particular concern for the
courageous people who will work directly
with people who contract COVID-19.

In genera, it is important to develop
plans for diverse populations including
varying social-economic status groups,
ethnic and racial groups, household com-
position, ages, and lifestyles.

Psychological Fallout of a Pandemic

Below is an outline of psychological
issues that need to be addressed. It is not

Fiddle from page 13

strategic implementation of The Daniel
Jordan Fiddle Foundation Adult Autism
Endowed Funds. Located in the nation’s
elite universities, The Daniel Jordan Fid-
dle Foundation five Adult Autism En-
dowed Funds each focus on a specific
area of adult Autism. The partnership with
Yale Medical School, for instance, is the
first Fund in the nation dedicated exclu-
sively to support research projects relat-
ing to adults living with Autism Spectrum
Disorders (ASDs). Helping those with
ASD express themselves artisticaly,
Brown University’s Theatre Arts and Per-
formance Studies (TAPS) nurtures both
undergraduate and graduate collabora-
tion with the Autism community, fighting
stigma and revealing the nuances of neu-
rodiverse living. The Rutgers School of
Social Work sends three to four Fellows
to work as direct clinicians with family
members of autistic adults and develop
a web-based resource guide for families
to use nationwide. At the University of
Miami through The Daniel Jordan Fid-
dle Foundation Transition and Adult Pro-
grams at the Center for Autism and Re-
lated Disabilities, model programs focus
on job training and attainment, workplace
support and social skills development. Yet
these efforts would be naught without ex-
tensive public policy advocacy in al lev-
els of government. Thanks to our gift of
$100,000, fellows at the Watts College of

Public Services and Community Solutions

at Arizona State can develop a compre-

hensive policy agenda serving the needs
of adults with ASD and their loved ones

through The Daniel Jordan Fiddle Foun-
dation Center for Public Policy located at
First Place in Phoenix, Arizona.

“We blaze trails that aim to inspire the
world to embrace the fact that Autism is a
lifelong challenge, that neurodiversity is
valued as amatter of human rights, and that
the public and private sectors have an ob-
ligation to create the supports and services
necessary for all individuals diagnosed
with Autism Spectrum Disorders to live
their best life possible,” said LindaWalder.
The opportunity to present this vision not
only opened doors to a whole new world
but successfully inspired the international
and Chinese-based audience to view Au-
tism as a lifelong journey with promising
destinations as diverse as those who have
been diagnosed. The Daniel Jordan Fiddle
Foundation's person-centered initiatives
and programs have aready helped count-
less adults with ASD lead fulfilling lives,
and assuredly will for generations to come
around the world.

Ryan Schindler is an Autism Advocate
in Atlanta, Georgia. He has an MPA from
Syracuse, University and specializes in
Public Policy. He loves playing board
games, watching tv, and singing in a bar-
bershop quartet. Currently Ryan is work-
ing on projects for The Daniel Jordan Fid-
dle Foundation.

Thisarticlehasbeenreprinted with per-
mission. Theoriginal article can befound
at https://djfiddlefoundation.wordpress.
com/2020/02/23/the-daniel -jordan-fid-
dle-foundation-for-adult-autism-shares-
its-pioneering-mission-on-the-global-
stage-in-beijingchina-by-ryan-shindler/.

intended to be comprehensive or detailed
or to provide specific solutions. That has
to happen through planning processes that
hopefully will soon address the psychol og-
ical fallout of the pandemic. The purpose
of this document is simply to note areas to
be addressed.

Prevalence of Behavioral Health Condi-
tions: Although most peopleliving through
a pandemic or natural disaster generally
will not develop new diagnosable men-
tal or substance use disorders, some will.
Many will experience exacerbations of
PTSD, anxiety disorders, depression, psy-

chosis, or substance abuse. And the risk of
relapse—especially for people in recovery
from addiction—is significant for people
experiencing great stress and/or cut off
from their usual sources of help.

In addition, a great many people will
experience less severe, but very troubling
emotional issues. The stress of major dis-
ruptions in life and of responsibility for
the survival of family and friends can be
very difficult to manage. Loss of income
can be deeply troubling. Isolation due to
quarantine or the loss of in-home supports
for people with disabilities can have sig-
nificant psychological consequences. For
some people, confronting mortality may
also stir up troubling emotions. And the
deaths of people one cares about will un-
doubtedly result in grief.

Costs of Behavioral Health Care

Although most people in the U.S. have
health coverage, behavioral health services
are rarely fully covered, and co-pays may
be prohibitive. It is essential to cover the
full costs of behaviora health services
for those suffering from the psychologi-
cal consequences of the pandemic. This
includes eliminating cost sharing in all
forms of insurance—Medicare, Medicaid,
employer-based health insurance, etc. And
it includes covering costs for the millions

see Fallout on page 29
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Gender Gap from page 1

challenging when looking at females with
ASD, given their underrepresentation in
literature and the poor understanding of
their unique and distinct needs. Hellemans
et a. (2007) identified that studies investi-
gating the experiences of individuals with
ASD havelargely focused on males. Many
researchers and clinicians are recognizing
the need for more nuanced and individu-
alized assessment of females with ASD,
so that diagnosis can be more precise and
treatment can be more tailored.

Mademtzi et al. (2018) explored the
unique educational and therapeutic needs
of girls and young women with ASD.
Through parent focus groups, Mademtzi
et al. (2018) identified that while females
with ASD often experience challeng-
es similar to those of males with ASD,
there are additional challenges specific to
being a female with autism. These chal-
lenges include navigating their desire to
build friendships with neurotypical female
peers, understanding how to maintain such
friendships with others, fearing exploita-
tion in a romantic relationship, experienc-
ing barriers to the accessibility of services
due to later diagnosis, and female-specific
puberty issues. These outcomes are consis-
tent with previous conclusions (Cridland et
al. 2014) in relation to challenges for fe-
males with ASD.

Cridland et a. (2014) investigated the

JennieLabowitz, MS, NCSP, BCBA

experience of adolescent girls with ASD
through semi-structured interviews. Based
on the findings, the researchers made a
number of recommendations for practi-
tioners. Clinicians need to increase their
awareness regarding how ASD may pres-
ent in afemale as compared to males with
ASD, in order to likely facilitate earlier
access to services (Attwood, 2012). Ad-
ditionally, interventions should target de-
velopment and maintenance of peer rela
tionships. Clinicians can support females
with ASD by addressing social skills and
communication, to prevent social isola-
tion that may often ensue (Muller et a,

Maggie Haag, MEd, BCBA, LSW

2008). Furthermore, participation in gen-
der specific groups may be helpful given
the unique challenges faced by femaes
with ASD (Nichols et a. 2009). Increased
opportunity for female peer relationships
can be structured through female-specific
socia groups.

Thereis alarge body of evidence for the
use of applied behavior analysis (ABA) as
the most effective treatment for ASD. This
istrue regardless of gender, however there
are many interventions implementing the
principles of ABA that practitioners can
use depending on the presenting issue.
Paying careful attention to the specific is-
sues that may impact females with ASD,
and choosing interventions that will best
suit these issues when working with fe-
males with ASD, is important as we move
forward as a field. Additionally, better un-
derstanding how ASD impacts males and
females differently may help professionals
best support individuals with ASD as they
go through the complexities of maturation.

Jennifer Labowitz, MS, NCSP, BCBA,
is Senior Director of Children's Services
at Melmark’s service division in Pennsyl-
vania. Maggie Haag, MEd, BCBA, LSW
is Senior Director of Adult Services at
Melmark Pennsylvania. With service di-
visions in Pennsylvania, Massachusetts
and the Carolinas, Melmark enhances the
lives of individuals with autism, intellec-
tual and developmental disabilities and
their families by providing exceptional evi-
dence-based and applied behavior analytic
servicesto every individual, every day. For
more information about Melmark's mis-
sion-first work, visit www.melmark.org.
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Consider ationsfor Social Awareness as a Critical Domain in Autism | ntervention

By Alan Schnee, PhD, BCBA-D
NexusAutism I ntervention Services

hen | first meet parents
whose young child was
newly diagnosed with ASD,
most suffer in saying the
same thing: “It is very difficult to engage
my child,” “I can't get my child to pay at-
tention to me.” And, if parents are able to
“connect,” the connectionisoften fleeting.
Whiletheliteratureisreplete with consid-
erations for developing socia skills (Gates,
Kang, & Lerner, 2017), little attention is
given to the formation of social awareness.
Social awareness as a critical domain in
early intervention for children with au-
tism is concerned with establishing the
relevance of others so that children regard
their comings and goings, doings, gestures,
attention (gaze, point), location, mistakes,
and perspective. Thereare avariety of plat-
forms and strategies that can be employed
to fortify social awareness so that children
act and learn in relation to US; to enhance
learning as afunction of increased engage-
ment. In this article, a few illustrative ex-
amples and strategies will be offered.

A Basic Strategy:
Avoiding the “Explicit Reference Trap”

Much of early intensive behavioral
intervention (EIBI) is directed toward

establishing language abilities (Leaf &
McEachin,1999; Lovaas Ol. 1987, Taylor
& McDonough, 1996) with an emphasison
teaching children to use and respond to spe-
cific linguistic referents (e.g., “ Get the red
ball”, “Put the car under the table”). While
this is essential, it overlooks the need to
have children also learn to use and respond
to non-specific linguistic referents.

When intervention routinely incorpo-
rates and intersperses non-specific refer-
ents, asit should sincethisisafundamental

Assessment from page 16

The presence of one or more of these fac-
tors may moderate and/or overshadow the
individual’s primary set of symptoms (i.e.,
ASD) and result in a delay in diagnosing
ASD. Therefore, increasing awareness
and knowledge of risk factors and how
symptoms present is critical.

A second consideration is for those pro-
fessionals on the “front lines’ (i.e., pedi-
atricians, school personnel, counselors).
These professional s should consider adopt-
ing screening practices that can increase
earlier identification. This can include the
use of one or more methods of assessment
such as record review, interview, and the
administration of avalid and reliablerating
scale. These considerations can be applied
to any condition that warrants early (or
earlier) identification such as behaviora
health conditions in youth with ASD (e.g.,
Magyar & Pandolfi, 2009).

Dr. Magyar, a NYS Licensed Psycholo-
gist & NYS Board Certified Behavior An-
alyst in Rochester, NY, provides diagnostic
assessment and treatment services to ado-
lescents and adults with autism spectrum
disorder (ASD). She focuses much of her
practice on the assessment and treatment
of females with ASD. Visit her website for
information on her servicesand for contact
information: www.magyar psychservices.com.
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aspect of our linguistic practice, children
are forced to consider the person speaking
and not just their words.

Exercises that utilize Selection-Based
Imitation (SBI) (Lund, 2004, Lund and
Schnee, 2018) leverage the use of deictic
termsin order to fortify social awareness.
SBI can also be used to strengthen oth-
er language abilities, memory, executive
function and shared and shifting atten-
tion. Below is one example of how it may
be used.

Fortifying Social Awareness:
Shifting Between Instruction Modalities

(this is a modified version of an exercise
found in Lund and Schnee, 2018)

Setup: Pictures are placed on a wall(s).
Matching pictures are placed on the child’s
desk and corresponding items are distribut-
ed around the room. Child is seated at the
desk; instructor is standing by the wall.

Procedure 1: Point to a picture on a wall.
Present random instructions:

e “What's this?’ (Pointing to picture on
the wall)

e “Touch same” (Pointing to picture on
the wall child touches matching item
on their desk)

e “Touch thisand this” (Point to two pic-
tures on the wall consecutively, child
touches matching items on their desk)

e “Bring me this” (Point to picture on the
wall, child retrievesit)

e “Bring me the (ball)” (No point)

e “What color isthe car” (Pointing to car
onwall)

see Awareness on page 26
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may mask other symptoms), females with
ASD face more social, friendship, and lan-
guage demands than males with ASD, and
that females with ASD can exhibit patters
of restricted interests and repetitive behav-
iors, as well as social and communicative
problems that are deemed more socialy
acceptable as compared to the patterns
seen in males with ASD (Lai et al, 2015;
Rynkiewicz et al, 2016; Dean et al, 2014).
This theory also accounts for the findings
that females with ASD in general present
with more severe behavioral, emotional,
and cognitive problems compared to males
(Frazier, et a, 2014; Holtmann et a, 2007;
Horiuchi et al, 2014; Stacy et a, 2014).
Further, Hiller and colleagues (2014) found
that females were more likely to show an
ability to integrate non-verbal and verbal
behaviors, and initiate friendships, and ex-
hibited less restricted interests. Teachers
reported fewer concerns for females with
ASD than for males, including concerns
about behaviors and social skills. These
data support the idea that that females with
ASD may “look” different from the con-
siderable “classic” presentation of ASD
and may also present aslessimpaired in an
academic setting.

The vast differences associated with
gender presentation in ASD require that
clinicians involved in diagnostic work be-
come more cognizant of these broader phe-
notypes and adjust their assessment prac-
tices accordingly to better detect females
presenting with atypical symptoms that
till fall on the autism spectrum. Notably,
many common diagnostic tools lack sen-
sitivity to such a presentation. To that end,
it is important to recognize that generally
speaking, the evidence base, and hence the
diagnostic criteriafor ASD in itself comes
from research among male-predominant
samples (e.g. Edwards et a, 2012; Watkins
et a, 2014). Therefore, while the efforts to
study this area further are prominent, it is
important to be mindful of the fact that ex-
isting assessment tools and diagnostic cri-
terialikely contain sex/gender bias (Evans
et a, 2018). Without addressing the neuro-
logical and diagnostic challenges pertain-
ing to these sex/gender issues, any research
inthisareawill beinfluenced by the under-
lying problem of not knowing how ASD
should be defined and diagnosed in males
as compared to females (Lai et a, 2015).

Currently, the Autism Diagnostic Obser-
vation Schedule, Second Edition (ADOS-
2) is arguably the most commonly relied
upon diagnostic instrument for ASD. The
ADOS-2 is a semi-structured observation-
al assessment designed to evaluate aspects
of communication, socia interaction, and
stereotyped behaviors and restricted inter-
ests (Lord et a, 2000; 2012). In contrast
to what has been documented with regard
to the strong differences in the prevalence
of ASD, differences between the sexes in
the phenotypic presentation of ASD have
been found to be much smaller in size, with
inconsistencies in the findings with regard
to severity level of the core symptoms, as
well as age and genera level of function-
ing. For example, some studies have found
no significant differences between sexes
with regard to the behavioral presentation
of ASD on the ADOS (e.g. Lord et d.,
2000; Lord et a., 2012, Ratto et al, 2017),
while others have reported some differenc-
es(eg. La etal., 2015).

In order to examine these inconclu-
sive findings further, Tillman et a (2018)

looked at data containing 2684 individuals
with ASD from over 100 different sites
across 37 countries. Children and adults
were administered one of four ADOS
modules (modules are determined by ex-
pressive language level). The Autism Di-
agnostic Interview, Revised (ADI-R) was
also administered as well as a genera in-
tellectual ability instrument, such as the
Wechdler Intelligence Scale for Children,
or a different measure depending on age
and verbal capabilities. Effects of sex were
determined after excluding non-verbal 1Q
as a predictor. No main effect of sex was
found for ADOS symptom severity, or on
the specific ADOS subscales. Females
showed lower scores on the RRB scale
withincreasing age. Thisresultissimilar to
previous meta-analytic research on small-
scale studies as well as large-scale studies
(Van Wijngaarden-Cremers et a, 2014,
Mandy et a, 2012, Supekar & Menon,
2015; Wilson et al, 2016; Charman et d.,
2017). The researchers concluded that this
adds to the current body of literature that
supports the notion that females with ASD
show lower levels of RRBs than males, but
exhibit a more similar autistic phenotype
to boysin relation to social communication
deficits across ages (Tillman et a, 2018).
Thus, it is possible to surmise that females
with ASD are being under-identified as a
result of exhibiting fewer RRBs. Notably,
research has found that clinicians are hes-
itant to diagnose ASD without the pres-
ence of RRB (Mandy et al, 2012), as the
diagnosis of ASD in the DSM-5 requires at
least two types of RRBs. Lai et al. (2015)
made the case that females with ASD may
simply be exhibiting different RRBs rather
than fewer, and it is possible that these less
common forms of RRBs are being missed
during diagnostic assessments.
Understanding the phenotypic differenc-
es in the presentation of autism is critical
for diagnosticians for several reasons. It
is crucia to understand that aspects of the
diagnostic criteriafor ASD may present on
other waysin femal esthough not be el evat-
ed on standard measure scales. As aresult,
those who do not receive an appropriate
diagnosis will subsequently not receive an
appropriate intervention. Beyond the obvi-
ous concern associated with females on the
autism spectrum not receiving intervention
associated with their autism symptomatol-
ogy, therearearange of other mental health
concerns that may dually go unaddressed.
Higher functioning adolescents with ASD,
which is often the presentation consistent
with females that get “missed” in the di-
agnostic process, are at greater risk for de-
veloping depression (Greenlee et al, 2016)
and anxiety (Steensel, Bogels, & Dirksen,
2012). Adults with high-functioning ASD
are aso at increased risk for suicidality
(Hedley et a, 2017). More recent, emerg-
ing research suggests that while those with
ASD may be able to mask their symptoms
the majority of the day and thus not reach
the diagnostic threshold in scandalized
measures, doing so causes them significant
distress and puts them at increased risksfor
such co-occurring mental health concerns.
The under-diagnosis of ASD in females
with ASD lends itself to a population of
women who end up wondering “what is
wrong” with them.) Females who do not
have the opportunity to understand them-
selves in the context of neurodiversity
tend to waste time and efforts on imitating
and trying to fit-in (Bargiela et al, 2016).
They are at far greater risk of bullying, as
well as being taken advantage of socially,

with subtle difficulties in perceiving and
responding appropriately to socia cues
rendering them inept in certain situations
that require adegree of social assimilation.
These femal es have missed out on the ben-
efits of early intervention, most often in
the social realm, and can be plagued with
identity issues later in life as they try to
play catch-up in light of a new diagnosis.
The timely identification of ASD can mit-
igate some of these risks and problems by
improving the quality of life, increasing
access to services, reducing self-criticism,
and helping to foster a positive sense of
identity. As such, diagnostic experts have a
responsibility to continue to stay abreast of
research developing in this area and adjust-
ing their assessment practices accordingly.

Drs. Scher Lisa and Voulgarakis are
Assistant Professors in the Department
of Child Sudy at Saint Joseph’s College,
New York. They are both also clinicians
in private practice. You can find more in-
formation about their respective practices
at www.drjessicascherlisa.com and www.
drharryv.com.
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Medicaid Managed Care | s Essential for Persons

With Intellectual and Developmental Disabilities

By Arthur Y. Webb

Executive Director

New York Integrated Network for
Personswith I ntellectual and
Developmental Disabilities (NYIN)

n New York State, persons with intel-
lectual and developmental disabilities
are one of the last groups of Medic-
aid recipients to be included in the
State's coverage under Medicaid managed
care. Closeto 5.8 million of the 6.2 million
Medicaid recipients are enrolled in Medic-
aid managed care. For the |/DD field, New
York spends over $8.0 hillion for approxi-
mately 125,000 persons. Over 90% of the
spend level is for long-term services and
supports mostly covered by a home and
community-based waiver.

At the outset of this article, it isimport-
ant to state that the field of 1/DD isfacing
a severe fiscal crisis of its own. The field
has not had a cost-of-living adjustment for
nine years.

Since 2012, New York State has been de-
veloping an appropriate plan for Medicaid
managed care (MMC) for the 1/DD field.
Delays have occurred because of concerns
of advocates, providers, and families. State
officias have concerns about the cost of
starting-up MMC for the field of I/DD and
the actuarial analysisthat did not show any

Arthur Y. Webb

savings from MMC.

However, the State Office for Persons
with Developmental Disabilities (OP-
WDD) has recently released a new draft
of arevised plan. Over the past two years,
OPWDD has been focused on two distinct
areas. (1) improvement in care manage-
ment processes using a home health mod-
el—as a first step towards manage care;
and (2) creation of a policy framework for

Coronavirus from page 8

* Identification and important documents
(insurance, birth and marriage certifi-
cates, and special-needs forms)

» A few changes of clothes

» iPad or phone with charger to smooth
or comfort along with headphones

e Ear plugs, headphones or eye shades

* An ID bracelet and autism information
cards to explain behaviors to others.

e Collect non-perishable foods that meet
any dietary needs or restrictions (if that
is not allowed in quarantine areas, cre-
ate list to provide to medical staff)

* Bring all medications for child or adult
with autism to ensure consistent dosing

e Use Hurricane/Blizzard preparedness
protocols and checklist as additional
resources

In Case of aquarantine or medical emer-
gency, keep the following in mind:

e Keep routines as close as possible to a
“typical day.”

» Using aword, picture, or picture-word
schedule, make substitutions where
necessary. If school is closed, replicate
the schedule as close as possible with
academics or homework practice and
other school activities such as snack,
story time, lunch, etc. where possible.

the implementation of provider-led man-
aged care.

A new draft version of the New York
State Medicaid Managed Care Organiza-
tion I/DD System Transformation Require-
ments and Standards to Serve Individuals
with Intellectual and/or Developmental
Disabilities in Specialized |/DD Plans —
Provider Led (SIPs-PL), which is referred
to as the Qualification Document, was re-
leased for stakeholder review and comment.

In July 2018, DOH and OPWDD
launched an enhanced care management
program to support individuals with de-
velopmental disabilities and their fami-
lies. This program consolidated more than
350 agencies providing Medicaid Service
Coordination into seven regional provid-
er-controlled Care Coordination Organiza-
tions (CCOs) providing Health Home Care
Management under the federal program. At
the same time, these CCOs expanded the
role of new care managers, moving from
OPWDD  service-centric Individualized
Support Plans (ISPs) to integrated and co-
ordinated health and habilitative services
through an expanded Life Plan. Approxi-
mately 100,000 individuals transitioned to
this new model.

| want to address why Medicaid man-
aged care is essential for persons with I/
DD. MMC works for the field of 1/DD
because:

» Explain to the child in a factual, pos-
itive way why these changes have oc-
curred and that it's important to stay
safe and healthy

o Likeal of us, your child will want to
know when they can resume the life-
style they were used to. If you know,
then count off the days until that hap-
pens on a calendar.

o Similarly, it will beimportant to explain
to a child why a parent or other family
member is quarantined away from home
should that happen. Asyour elected rep-
resentative, 1 am fully supporting ad-
ditional staffing and equipment for the
New York State Department of Health
to prepare for a coronavirus response
here in New York State. The Depart-

e It moves from a fee-for-service frag-
mented services world to a comprehen-
sive plan and integrated funding model.

e It integrates the long-term services and
supports (LTSS) with medical, behav-
ioral and access to the full range of
Medicaid benefits.

e It promotes the use of experienced pro-
viders of I/DD services to manage a
comprehensive plan.

e It builds in service and resource flexi-
bility through the use of a Life Plan that
is not constrained by the current siloed
service limitations.

e It brings the field of I/DD into the
broader health reform agenda of the
state and the marketplace.

e It puts pressure on the field to devel-
op and measure the success in quality
of care and general well-being of per-
sons with I/DD through the use of val-
ue-based payment models.

| understand the reality of how hard it is
to build Medicaid managed carefor special
populations having been directly involved

see Managed Care on page 30

ment of Health is aso working with our
local health departments and hospitals
to review protocols and procedures and
help ensure they’re prepared.

Please note: Every case may bedifferent.
Please check with our local or state health
officialsfor more specific protocolsinclud-
ing any special assistance needed during an
emergency. Should you have questions call
the dedicated hotline at 1-888-364-3065,
also check this dedicated website for up-
dates and resources at https://www.health.
ny.gov/diseases/communicabl e/coronavi-
rug/ For assistance, call me at (518) 382-
2941, send me an email at santabarbaraa@
nyassembmy.gov or visit https://nyassem-
bly.gov/mem/Angel o-Santabarbaral at any
time. Also keep your eye on up-to-date in-
formation provided by the CDC.
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Dating from page 14

community often becomes impractical for
many, at |east wherefinding prospectivere-
lationshipsis concerned. Thisis evidenced
by the general lack of success of most As-
pie online dating sites and services. Con-
sequently, neurodiverse relationships need
to be encouraged and facilitated as much
aspossible.

One other issue that is particular to
many autistics is the tendency to fix-
ate on one person as a romantic interest.
Not only have | experienced this in my
own life, but will never forget the time
when, at an autism conference, | actually
overheard someone telling the story of a
young autistic person who had done ex-
actly the same thing that | had done in my
own youth so many years earlier! | since
heard similar stories at various other au-
tism community events and gatherings.
This problem is further compounded by
the inability of autistics to discern, let
alone understand, the other person’s real
intentions. All of this can result in embar-
rassing and painful situations, and even
lead to accusations of stalking (which can
have serious legal consequences). Those
working with autistics trying to find re-
lationships need to be aware of this issue
and able to recognize when it is happen-
ing; prompt intervention should then take
place accordingly.

Finally, on a personal note, | have both

experienced and observed the common
situation of being drawn to someone who,
for whatever reason, is not entirely appro-
priate or compatible, while being oblivious
to others who might have far greater rela-
tionship potential. While this can certainly
happen to anyone, autistics, who often do
not properly appreciate the other person or
understand the situation, are far more like-
ly to be susceptible to this. They need to be
made aware of such.

Potential Hazards

Along with the basic issues, there are
a number of hazards that can affect any-
body, but to which autistics are especially
susceptible; as such, they need to be made
aware of these and how to spot them, so
that they are better able to recognize and
avoid them. As is so often the case, they
involve various forms of deception. Ex-
ploitation of many kinds is tragically very
common and can range from financial to
sexual to otherwise having the person do
things not in their best interest (perform-
ing uncompensated labor or engaging in
illegal activities). Autistics, who so often
are looking for friendships and especially
romantic partners are often targeted in this
manner because they desperately want to
believe these deceptions and are somewhat
if not entirely obliviousto their dangers.

There are a so numerous schemes which
may not have as severe consequences but

are nevertheless embarrassing and pain-
ful for those who fall prey to them; once
again, autistics are far more likely to be
victims of such. These usually involve
people pretending to be interested in the
victim for reasons ranging from simply
“playing games’ (as happened to me at
various times since adolescence) to delib-
erate attempts to embarrass and humiliate
the victim. Once again, autistics are often
unable to see what is happening, let alone
understand why thisis being done to them.

Another danger frequently reported by
news mediais that of online scams involv-
ing “relationships’” in which the victim
has never even met the perpetrator, who
pretends to be romantically interested and
gains their confidence to the point where
they comply to requests for substantial
amounts of money. This has happened on
numerous occasions, often to people who
are intelligent, highly educated, and no-
where on the autism spectrum. There have
even been instances of more sophisticated
deceptions where this was actually donein
person by con artists. It is truly frighten-
ing to think of how vulnerable an autistic
person, who islonging for it to be true and
unable to see the deception, might be to
such ascam.

The emergence of online dating poses a
variety of questionsfor the autism commu-
nity. Having made use of it afew timesin
my life, | had occasion to give this some
thought. As a young engineering student

in the 1970’'s and a strong believer in the
potential of modern technology, | was very
impressed by the advent of “computer
dating” as it was then known and quickly
seized on an opportunity to participate. It
certainly did not live up to its promise —
the results were greatly disappointing. The
very ideathat any technology can identify
suitable partners for people is nothing less
than absurd. More recently, though, people
became accustomed to communicating and
even meeting online and, as such, many
now do so. Still, online dating is nothing
more than a venue for people to meet, and
not a substitute for deficits in skills other-
wise required to form and maintain rela-
tionships. Autistics need to be made aware
of this.

What Needs to be Done?

Those of us on the autism spectrum, like
everyone else, have a need for romantic
companionship, yet are challenged by pre-
cisely those things that are required in the
pursuit of such. Those who work with the
autism community need to appreciate this
situation and understand our challenges as
best as they possibly can. Above all, the
importance of this issue to so many in our
community needsto be more widely recog-
nized and actively addressed.

Karl may be contacted at kwittig@
earthlink.net.

Awareness from page 23

e “What color isthis?” (Pointing to item
onwall)

Procedure 2:_Same set-up as in procedure
1 except pictures are now placed on two
different walls and items are also placed
inside and outside of the room.

The exercise above includes layered de-
mands on attention (to task and to others),
working visual memory, executive func-
tion and serves to fortify social awareness.
Children are required to attend to the in-
structor; to that which theinstructor attends
and to is required to track the instructor as
they move about the room. By mixing in-
structions, children learn to switch flexibly
between different kinds of instructions.

Fortifying Social Awareness:
Using Ambiguous Point

The use of deictic terms can be used also
to intentionally confound children in order
to ensure that they learn to ‘ check back’ ...
to‘check in’ with usin order to obtain more
information. This can be achieved with the
use of an ‘ambiguous point’ as illustrated
in the example below:

Setup: Place several of the sameitems (e.g.
two-three cars) very close to each other, a
few feet away from the child. Stand next
to the child.

Procedure: Point toward the array of cars
and say, “Bring me that car.” At first the
child will likely select one of the cars.
When they do, say something like, “No.”
We say thisin order that the child will stop
what they are doing and turn back to usin
order get more information. This exercise
requires that children learn to ‘ check back’
with us in order to select the item that ‘we

have in mind.” Linguistic targets which
‘fall out’ under these circumstances might
include teaching children to learn to ask,
“Which one?’ when confronted with such
ambiguity.

Fortifying Social Awareness:
Using Sequential Matching

(this is a modified version of an exercise
found in Lund and Schnee, 2018)

Once a child has learned to match, we
can leverage this basic ability to foster so-
cial awareness using sequential matching.

Set up: An assortment of items is placed
within arms reached of the child. These
items correspond to an array of pictureson
the tablein front of the child.

Procedure: The child isinstructed to match
the items with the corresponding pictures.
Theinstructor “sabotages’ the child’s abil-
ity to complete the task by removing some
of theitems. Thisforcesthe child to ask the
adult for the matching item. (We do not use
thisexerciseto introduce ‘ requesting,” only
to bring other abilities into further use.)
Thus, once the child asks for the needed
item, additional abilities are ‘folded in.’

Therefore, when a child asks for the
item, we can direct the child to get it by
pointing to its location:

* “It'sover there”
e “It'sunder that table.”
Or we can direct them to other persons:
* “Alanhasit.”
e “Mommy hasit.”

e “Shehasit.”

Thus, we can see how various socia di-
mensions are packed into asimple matching
exercise so that children are required to re-
fer to our point or to seek other persons out.

Fortifying Social Awareness:
Spatial Considerations

Common EIBI programs such as “bring
me” or “give to” can be employed to for-
tify social awareness and social pragmat-
ics. For example, to fortify the relevance
of othersin a simple ‘bring me' exercise,
we can move from the location from which
the instruction was given. This can be ex-
aggerated so that children are forced to
find us, if we conceal our location (partial-
ly or completely; concealed behind a wall
or piece of furniture or even if we leave the
room). Also, if you refer back to the first
exercise, “ Shifting instruction modalities,”
the purpose of placing items on two walls
in Procedure 2 is so that children are forced
to track our movements stressing social
awareness.

Summary

A variety of strategies and platforms can
be employed to establish and fortify the
relevance of othersin the lives of children
with autism and should be considered a
critical domain for intervention. Common
exercises can be used as vehicles in this
effort. This article touched on only a few
things to consider, but much more can be
done to effectively foster social awareness
in children with ASD.

Alan Schnee, PhD, BCBA-D, has been
treating children with autism for almost
30 years and is co-author of Early Inter-
vention for Children with ASD: Consider-
ations. For questions or comments, contact
Dr. Schnee at as@nexusais.com. For more

information go to www.nexusais.com.
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L argest-Ever Genetic Study of Autism Yields New Insights

By Dr. Francis Callins
The National Institutes of Health (NIH)

nyone who's spent time with
people affected by autism spec-
trum disorder (ASD) can tell
you that it's a very complex
puzzle. The wide variability seen among
individuals with this group of develop-
mental brain disorders, which can disrupt
communication, behavior control, and so-
cial skills, has also posed a huge challenge
for researchers trying to identify underly-
ing genetic and environmental factors. So,
it's no surprise that there's been consider-
able interest in the recent findings of the
largest-ever genetic study of ASD.

In a landmark study that analyzed the
DNA of more than 35,000 people from
around the world, the NIH-funded inter-
national Autism Sequencing Consortium
(ASC) identified variants in 102 genes as-
sociated with increased risk of developing
ASD, up from 65 identified previously. Of
the 102 genes, 60 had not been previously
linked to ASD and 53 appeared to be pri-
marily connected to ASD as opposed to
other types of intellectual disability or de-
velopmental delay. It is expected that this
newfound genetic knowledge will serve to
improve understanding of the complex bi-
ological mechanismsinvolved in ASD, ul-
timately paving the way for new approach-
esto diagnosis and treatment.

Thestudy reportedinthejournal Cell was
led by Joseph Buxbaum, Icahn School
of Medicine a¢ Mount Sinai, New York;
Stephan Sanders, University of California,
San Francisco; Kathryn Roeder, Carnegie
Mellon University, Pittsburgh, PA; and
Mark Daly, Massachusetts General Hospi-
tal, Boston, MA and the Broad Institute of
MIT and Harvard, Cambridge, MA. These
researchers and their teams faced what
might seem like arather daunting task.

While common genetic variants collec-
tively are known to contribute substantially
to ASD, rare variants have been recognized
individually as more mgjor contributors to
a person’s risk of developing ASD. The
challenge was how to find such rare vari-
ants—whether inherited or newly arising.

To do s, the researchers needed to an-
alyze a enormous amount of DNA data
Fortunately, they and their ASC colleagues

aready had assembled a vast trove of
data. Over the last decade, the ASC had
collected DNA samples with full consent
from thousands of people with and with-
out ASD, including unaffected siblings
and parents. All were aggregated with oth-
er studies, and, at the time of this inves-
tigation, they had gathered 35,584 unique
samples. Those included more than 21,000
family-based samples and almost 12,000
samples from people diagnosed with ASD.

In search of rare genetic aterations, they
sequenced whole exomes, the approximate-
ly 1.5 percent of the genome that codes for
proteins. Their search produced alist of 102
ASD-associated genes, including 30 that
had never been implicated in any develop-
mental brain disorder previoudly.

But that was just the beginning. Next,
the ASC team dug deeper into thislist. The
researchers knew from previous work that
up to half of people with ASD also have
an intellectual disability or developmental
delay. Many of the associated genes over-
lap, meaning they play roles in both out-
comes. So, in one set of analyses, the team
compared the list to the results of another
genetic study of people diagnosed with
developmenta delays, including problems
with learning or gross motor skills such as
delayed walking.

The detailed comparison allowed them
to discern genes that are more associated
with features of ASD, as opposed to those
that are more specific to these develop-

mental delays. It turns out that 49 of the
102 autism-associated genes were altered
more often in people with developmental
delay than in those diagnosed with ASD.
The other 53 were altered more often in
ASD, suggesting that they may be more
closely linked to this condition’s unique
features.

Further study also showed that people
who carried aterations in genes found
predominantly in ASD aso had better in-
tellectual function. They also were more
likely to have learned to walk without a
developmental delay.

The 102 new genes fell primarily into
one of two categories. Many play arolein
the brain’s neural connections. Therest are
involved primarily in switching other genes
on and off in brain development. Interest-
ingly, they are expressed both in excitatory
neurons, which are active in sending sig-
nalsin the brain, and in inhibitory neurons
that squelch such activity. Many of these
genes are also commonly expressed in the
brain’s cerebral cortex, the outermost part
of the brain that is responsible for many
complex behaviors.

Overall, these findings underscore that
ASD truly does exist on a spectrum. In-
deed, there are many molecular paths to
this disorder. The ASC researchers contin-
ueto collect samples, so we can expect this
list of 102 geneswill continue to expand in
the future.

With these gene discoveries in hand, the

researchers will now also turn their atten-
tion to unravelling additional details about
how these genes function in the brain. The
hope is that this growing list of genes will
converge on a smaller number of import-
ant molecular pathways, pointing the way
to new and more precise ways of treating
ASD in al its complexity.
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them figure out how to help themselves. If
helping means standing to the side as we
flap or squeeze our hands in order to calm
ourselves, then you are doing your part to
help. I've said it before with self-advocat-
ing, but the “ Advocating through Asking”
approach applies to anyone who wants to
help women with ASD.

In order for us to lead independent and
fulfilling lives, we need to know how to
care for our conditions ourselves. In addi-
tion to self-care, we need to learn how to
speak up clearly and appropriately when
the time comes to self-advocate. |EP
meetings and support services don’t exist
in every space where an Autistic woman
might venture into. Any advocate should
encourage these women to own their ASD

as a strength and speak up for what they
need in terms of care. It isthiswoman on
the spectrum’s belief that these tactics are
the best way that we can be successful.

If you would liketo discussthis approach
more, please follow up with me through
email at thekatetrammell @gmail.com. For
other samples of my work, please review
my Linkedin page: www.linkedin.comvin/
thekatetrammell/.
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Puberty from page 14

e Teach them about persona safety and
internet online safety

» Always beinvolved in your child's cu-
riosity, be prepared to discuss and let
him/her ask you questions

Professor May Ng, MBBS (Hons),
FHEA, FRCPCH, MSc, LLM, PhD, is
a Consultant Paediatric Endocrinolo-
gist and Honorary Associate Professor
at the University of Liverpool, United
Kingdom. She completed her undergrad-
uate degree under full scholarship in
University of Sydney, Australia and her
paediatric training in Australia and the
United Kingdom. She was the recipient
of the prestigious UK Medical Research
Council Fellowship and completed fur-
ther training to obtain a Mastersin Med-
ical Science and PhD degree in paedi-

atric endocrinology and diabetes. Dr
Ng also holds a Master of Laws degree
and is active in medico-legal work. She
is Chair of the UK Association of Chil-
dren’s Diabetes Clinicians, Officer for
British Society of Paediatric Endocrinol-
ogy and Diabetes and Training Advisor
for Royal College of Paediatrics. She is
in the Diabetes UK Council for Health-
care Professionals and Online Learning
Committee for European Society of Pae-
diatric Endocrinology.

She is an active researcher with over
150 publications and has presented at
more than 150 scientific meetings. She
serves on the editorial board for several
international journals including as Edi-
tor-in-Chief and as Associate Editor and
isaregular invited referee for many high
impact journals. She is a clinical lead
of multiple national award winning ini-
tiatives such as University of Liverpool
Alumni Award 2020, Diabetes UK Mary

Mackinnon Award 2018, winner of 2015
Diabetes Quality in Care award, High-
ly Commended runner up for Diabetes
Team of the Year National BMJ Awards
2015, finalist for the HSJ Clinical Lead-
er of the year 2015 and finalist in the
UK Asian Woman of Achievement Award
2016.

Dr. May Ng is also a book author of A
Journey with Brendan, documenting lifewith
her sonwith autismashboth a mother and pae-
diatrician. Her twitter page is @mayng888
and website is wwwi.paedsdoc.co.uk.
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and computer skills, to his work at the
Writers Institute. He acknowledged his
autism, but it never defined him or his
work. He was respected and liked by our
staff, by faculty members and by fellow
students. We provided Chris an oppor-
tunity, but he was the one who took that
opportunity and turned it into something
more, the start of a professional career.
We always like it when Chris comes back
to visit us. His smiling face, positive en-
ergy and enthusiasm rubs off on all of us.
It is not an exaggeration to say that Chris
inspires us. He made the most of his in-
ternship and he will have a place in the
annals of the Writers Institute as a talent-
ed young man who left his mark in avery
special way,” said Grondahl.

“He's one of the hardest-working people
I’ve ever met. | think Chris's drive stems

from his understanding that he needs to
make the most of his opportunities. | miss
his presence here in our office. The folks
at NYSID are fortunate to have Chris as
their newest colleague. He'sagreat young
guy who brings joy to the workplace,”
said Huber.

Chris family has been very active with
the Autism Society of the Greater Capital
Region in Schenectady. Shortly after the
Autism Society became a NYSID Mem-
ber Agency, NY SID reached out to fill two
temporary office positions. Janine Kruis-
wijk, who serves as executive director,
immediately thought of Chris and recom-
mended him for one of the open jobs.

“Chris loves communications! He has
studied very hard to prepare himself for
the field in which he chose to study. Au-
tism can often present with challengesin
communication, yet Chris has worked to
excel in his career field. He is articul ate,

respectful of people’s views, and has a
great deal of integrity when presenting
information. Autism has not stopped
Chris from advancing his career goals,”
she said.

Chris  family that includes Maria
(mom), Ray (dad) and Lexy (sister) is
proud of him.

“When Chris was first diagnosed with
autism, we were told that he may never
talk or go to school. Fast forwarding to
the here and now, and knowing the strug-
gles that he worked through, we are proud
that he graduated with honors from high
school and college, and that he found ajob
that makes him happy,” Maria said. “We
are grateful that Chris had an aide and
teachers that supported him all through el-
ementary, middle and high school. There
were times that Chris knew that he was
different from other kids at school, but al
in al he tried to get along with his class-

mates and at times provided comic relief.
In his senior year, Chris and another class-
mate were voted ‘most likely to brighten
your day,”” said Maria.

As of right now, Chris plans to spend
many years working hard at NYSID and
is very grateful to be there. In just a few
months on the job, he's become known for
concentrated attention to detail and ability
to write clever text for marketing projects.

“Throughout the years, my family and
friends have created a great environment.
They have been very caring and kind to
me. Although | may not be a big fan of
constructive criticism, my family and
friends have shown me ways to improve
different aspects of my life. | am grateful
to have great family, friends, co-workers,
and supervisors.”

For more information about NYSD,
click here: www.nysid.org.

Different from page 10

proverbial rooftops to be heard. Be a
listener. Be an observer. So many of us
have learned to internalize and isolate
to survive. You can foster our self-con-
fidence by not dismissing our words,
thoughts, and needs as “weird” or “odd”
but instead try to listen without judge-
ment to how we interpret the world and
observe how completely amazing we can
be when we are allowed to freely be our
authentic selves.

| remember who | was when | was seven
years old. | was feisty, opinionated, silly,
sarcastic, loyal, thoughtful, enthusiastic,
and overly in love with anything furry. |

lost that girl at eight. | spent years drown-
ing her in various versions of the mask the
world required from me. BUT I found her
again in my forties, after | had peeled back
the onion that being undiagnosed had let
grow. | found her there, still feisty, still en-
thusiastic, still silly, and oh, so very glad
to be free.

Becca Lory Hector, CAS, BCCS is an
autism & neurodiversity consultant/author/
speaker/advocate based in Colorado. You
can find more of her work, sign up for her
newdl etter, and follow her social media by
heading to her website, www.beccalory.
com. You can also email her directly at
info@beccal ory.com.
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Fallout from page 21

of peopleliving in the United States who
have no health care coverage at all. This
includes many self-employed people,
day and gig workers, undocumented im-
migrants, and foreign travelers, among
others.

Access to Behavioral Health Services

Access to behaviora health services is
limited in the best of times. During a pan-
demic, it will be more difficult to provide
behavioral health services due to:

* Increased need

* Increases in homebound populations
due to quarantine

* High staff outages

» Preventive measuresthat limit allowing
people with coronavirus onto treatment
Sites

e Limited reimbursement for telephonic
services and other forms of tele-behav-
ioral health.

Preparation by Behavioral
Health Providers

Organizations and private practitioners
providing behavioral health services will
need to prepare to maintain as much ser-
vice as possible during a pandemic. This
should include planning how to provide
services if offices are closed, workers are
out due to illness or family responsibili-
ties, etc.

Making sure that people have an ade-
quate supply of medication and adhere to
treatment will be critically important to
preventing relapse

Of particular concern is payment for
telephonic and other off-site services and
remaining financialy viable if traditional
service delivery isimpeded.

Management of Risksin Congregate
Care and Group Settings

For programs that provide residential
services and/or group programs such as
day treatment and psychiatric rehabilita-
tion, managing health care risks without
locking people out of service will be a par-
ticular challenge.

Behavioral Health
Servicesin the Home

Behavioral health services in the home
are in short supply ordinarily. If thereis a
pandemic, this will become a crisis. Home
care workers may themselves be out of
work dueto illness, or they may be unwill-
ing or precluded from entering the homes
of people who are quarantined.

Telehedlth in various forms will be es-
sential to serve people who are home-
bound. There will need to be changesin the
reimbursement rules regarding telehealth
services to cover these costs.

Visit Our Brand New Websitel

Michad B. Friedman, LM SW

Psychological Support for
Health Care Workers

The stress of providing health care for
people with a highly contagious and pos-
sibly fatal disease is enormous. Staff burn-
out is common. The people who do this
courageous and vital work often need help
themselves to manage the stress they live
with.

Telephonic and On-line Information
and Referral and Crisis Intervention

There are a number of telephonic and
on-line information and referral and cri-
sis intervention services. These hotlines
and helplines will need to be prepared to
respond to needs related to COVID-19. It
will be particularly important for them to
maintain information in rea time about
service closures and service availahility.

There is a national Disaster Distress
Helpline (1-800-985-5990; Text:“Talk-
WithUs’ to 66746), but there needs to in-
creased public awareness and additional
funding to handle greater volume.

It will also be important to provide pub-
licinformation about mental and substance
use conditionsthat can arise during adisas-
ter and how to deal with them.

Training for People Providing
Services During a Pandemic

It will be important to provide training
for people providing services regarding
how to manage psychological and behav-
ioral issues during a crisis. This includes
primary health care providers, EMTs and
other first responders, staff of social ser-
vice and other helping organizations, staff
of congregate facilities including commu-
nity residences, assisted living, nursing
homes, shelters, etc.

Training is also essential for behavioral
health personnel regarding the physical as-
pects of the virus.

Impact of “Disruptions’

Disruptions such as school and work-
place closures, canceled events, etc. will

be emotionally difficult for people with
adequate financial and other resources.
They will create great emotional challeng-
esfor people who will be devastated by the
disruptions, such as people who live from
paycheck to paycheck or from day-job to
day-job and for people for whom stabili-
ty is key to well-being such as those with
mental disorders, those in recovery from
addiction, those with dementia, family
caregivers, and others.

For these popul ations, assistance needsto
be available to provide childcare, adequate
income support, and essential services.
They will also need psychological support.

Behavioral Health Services
in Community Settings

One of the lessons of responding to be-
havioral health needs during a disaster is
that it is critical to provide psychological
support (such as mental health first aid) in
community settings where people seek help
for other reasons. This includes houses of
worship, food banks, senior centers, etc.

Addressing I ssues of
Particular Populations

Behavioral health conditions vary from
population to population. In preparing for
the psychological fallout of coronavirus,
it will be necessary to make specia pro-
visions for certain of these populations in-
cluding:

e Adults with long-term psychiatric dis-
ability, who are likely to be particular-
ly challenged by disruptions of service
and poor access to medical care

» People in recovery from addiction, for
whom relapse is a distinct possibility
due to great stress and/or loss of ac-
cess to treatment and supports, such as
sometimes daily self-help groups.

e Children and adolescents, for whom
services are in short supply in the best
of times

* Older adults, who are at highest risk of
mortality if they contract coronavirus
and may experience increases in exis-
tential anxiety and demoralization

» People with dementia, for whom envi-
ronmental disruptions and changes in
routine are especially chalenging

e People with developmental disabilities
such as autism or intellectual disabili-
ty, for whom disruptions of routine can
also be extremely troubling

» Family caregivers, who are under great
stress and suffer burn-out in the best of
times

» People who areliving in isolation, who
are at high risk of mental disorders

e Peoplein grief, of whom there will be
an increasing number if the pandemic
issevere.

Effective Communication of
Information for the Public

Although much information is available
about the coronavirus pandemic, it does
not adequately address psycho-socia con-
cerns, nor does it appear to be guided by
psychological insights about effective be-
havior change communication.

In general, communication of public in-
formation needs to be geared to varying
social-economic status groups, household
composition, ages, and lifestyles.

This includes placing information
where diverse populations will see/hear
it, not just on websites and reported in the
news. This should include public service
announcements on TV, radio, and social
media.

Particular attention needs to be paid to
how to reach such populations as people
who are homeless or otherwise estranged,
people who are poor or otherwise disad-
vantaged, people who do not speak English
or Spanish, people with impaired vision or
hearing, and more.

Public information also needs to address
what people need to know to take person-
al action including what symptoms call
for testing and how to seek testing. These
questions are especially important for peo-
ple without personal physicians, including
people who use emergency rooms, urgent
care centers, and the like.

In addition, messages regarding pre-
ventive actions, such as staying home
from work, and preparations for quar-
antine, including stockpiling food and
other necessities, need to address people
who have no sick leave and/or insuffi-
cient income and savings and not only
those who have a regular source of in-
come and adequate savings or employee
benefits.

In general, messaging should be de-
signed to avert dysfunctional anxiety as
well asto avoid the implicit ageism of pro-
viding reassurance by noting that young
healthy people are not at significant risk of
death due to COVID-19; only old and sick
people are.

Plans Are Needed Now

No doubt, meeting the medical issues
of the COVID-19 pandemic is the high-
est public health priority. But people
will suffer not just from the illness but
also from lost income, lack of essential
services, and from behavioral health
challenges including mental and sub-
stance use disorders and difficult emo-
tional disturbance.

Plans are needed now to take on the psy-
cho-socia challenges of the pandemic as
well as the medical needs.

Michael B. Friedman, LMSW, has been
a mental health policy advocate for over
40 years. He was Director of the Center
for Policy and Advocacy of the Mental
Health Association of NYC when heretired
in 2010. He continued teaching at Colum-
bia University School of Social Work until
2019 when he re-located to Baltimoreto be
closer to his grandchildren.
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Managed Care from page 25

in creating plans for special populations
including for persons with HIV/AIDS and
for the frail elderly. | also understand that
there a few national models we can look to
where plansin other states have successful-
ly rolled out special plans. So, the evidence
is limited to support the use of managed
care for populations like those with I/DD.

What gives me some sense of confidence
in taking on managed care for the 1/DD
population is the recent success of rolling
out the comprehensive care management
program under the federal health home
requirements and funding. These Care Co-
ordination Organizations are al provider
collaborations covering close to 100,000
persons and were rolled out in record time
in partnership with OPWDD. Both of these
factors are core ingredients in implement-
ing managed care. While the CCOs have
only been operating for 20 months, and it
is too early to declare a complete success,
they show what can be done using a part-
nership between providers and the state.

| would also point to a start-up special-
ized managed care plan caled Partners

Health Plan (www.phpcares.org). Partners
Health Plan is New York State's only fully
integrated duals advantage plan dedicated
to serving individuals with intellectual and
developmental disabilities and their fami-
lies. By combining coverage and provid-
er networks for Medicare, Medicaid, and
IDD services, Partners is able to provide
its members a cohesive, easy-to-navigate
plan of care that is tailored to each indi-
vidual's needs. Thisis a small federal and
state demonstration with 1700 enrollees
(March 2020).

It gives me some pause in looking at the
experience of how the behavioral health
field has fared in being integrated into
managed care. This experience has been
very slow and fraught with implementation
issues and is, perhaps, several years from
fulfilling the promise of managed care for
persons with behavioral health needs.

In the face of these initiatives, there are
legitimate concerns raised by 1/DD stake-
holders and they are the following:

e |sn't the timing of rolling our managed
care out of line in the face of the state
fiscal crisis?

*  What isthe source of funding for start-
ing-up new plans?

e Will existing general Medicaid man-
aged care organizations that aready
cover 5.8 million recipientsbe used if 1/
DD experienced providers can't step up
because they don't have deep pockets?

* How can providers engage in develop-
ing managed care in the face of a fiscal
crisis?

e Shouldn’t the state and the field com-
plete the successful transformation of
the CCOs, which is the first step for
managed care, before putting the whole
field at risk under managed care?

e What is the basis for VBP in the field
of 1/DD since there is no consensus on
quality indicators and there is a com-
plete lack of data to understand utiliza-
tion, quality and cost of care?

Okay, | can hear stakeholders yelling out
Yes to these concerns. However, in my op-
timistic approach to life, and with my ex-

perience of 18 yearsin state public service
and 25 years as a provider and consultant,
| would say that you have to start some-
where to build the future. And, if we want
to control or shape the future we have to
act. So, let’s start building the foundation
for managed care because it is the most
effective and efficient way to better use
public funding to meet the needs of per-
sons with Intellectual and Devel opmental
Disabilities.

Arthur Y. Webb was the former commis-
sioner of OMRDD (now OPWDD) from
1983 to 1990 and Executive Director of
Division of Substance Abuse Services (now
OASAS) from 1990 to 1992. Mr. Webb has
held several senior executive positions in
government and the nonprofit sectors. For
the last ten years, he has been a consultant
wor king with numerous nonprofitsto trans-
late public policy into innovative solutions.
Presently is the Executive Director of the
New York Integrated Network for Persons
with Intellectual and Developmental Dis-
abilities (a nonprofit collaboration of 12
providers). Contact: arthur @arthurwebb-
group.comor 917-716-8180.
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Menstrual Care from page 15

confusion for some students as to when the
skills need to be performed.

ABA-Based Instructional Strategies

Applied Behavior Analysis (ABA) uses
evidence-based strategies to systematical-
ly teach new behaviors. Task Analysis and
Chaining are common ABA instructional
approaches. Task Analysis involves break-
ing atask down into sequential component
steps that can be targeted for instruction.
Chaining involves sequentially teaching
these steps through use of prompts and
differential reinforcement. Menstrual care
skills have been effectively taught using
these approaches in a number of studies
(Ersoy, Tekin-Iftar, Kircaali-Iftar, 2009
and; Veazey, Vaentino, Low, McElory,
LeBlanc, 2016).

At AHRC NY C schoals, instruction us-
ing task analysis and chaining has been
provided both using dolls and in vivo
training with the student. Instruction using
dolls can include a smulation of a soiled
pad with food coloring. Task analysis steps
include removing and properly disposing
of the soiled pad, replacing it with a clean
one, and following proper hand washing
procedures. Similar strategies can be pro-
vided during in vivo training depending
upon the support needs of the student. Re-
peated instruction on specific task analysis
stepsis provided using modeling, a prompt
hierarchy, and response feedback, includ-
ing error correction or reinforcement. Vid-
€0 modeling can also be considered as a
potential option for instruction. Consider-
ation needs to be given as to whether in-
struction will only take place during men-
struation, or also will be provided at other
times. Providing more frequent instruction

facilitates faster learning, but may cause
confusion for some students as to when the
skills need to be performed.

Some students may require ongoing
additional supports to achieve greater in-
dependence. Visual strips of the required
steps can be provided to serve as a visu-
al prompt, thereby removing the need for
adult-delivered prompts. Adding visual
structure by color coding the bottom of
the pad and the center of the underwear to
show pad location aso has been helpful. A
visual schedule can be used to cue the stu-
dent on when and how often the pad should
be changed. Where possible, pad change
times should fit into the normal break
schedule of the student’s day. Adding tech-
nology in the form of a vibrating watch
can be another helpful approach for cuing
students to change the pad at set times. To
encourage independence and self-manage-
ment of menstrual care, the student can be
taught how to use a calendar and/or an app
to plan when her period is due.

Effective instruction needs to plan for
generalization of the skills involved in
menstrual care. Once basic steps are mas-
tered, instruction should plan for variations
across material and settings. An example
of variationin material would be use of dif-
ferent types of pads, such asthose with and
without wings, light flow pads, etc. Varia-
tion in setting would include skills needed
to dispose of the soiled pad in public re-
strooms, aswell asin school and at home.

Desensitization

One aspect of menstrual care not ad-
dressed by research is the refusal of some
girls to wear sanitary pads due to sensory
sensitivities. In such cases, a desensitiza-
tion approach can be effective in order to
gradually expose the student to wearing the

pad. Having the student wear increasing-
ly larger or thicker sections of pads over
a period of time can increase tolerance to
the sensation of the pad. Begin with a very
small, thin section of the pad and gradually
increase size and thickness as the student’s
tolerance improves.

In summary, preparing girls for inde-
pendent menstrual care requires that they
achieve both knowledge and skill acqui-
sition. Menstrual care requires new skills
in a private body area, thus requiring en-
hanced planning and sensitivity for in-
struction. The generally accepted practice
is to begin this preparation prior to the
onset of menstruation. The timing of in-
struction onset can be ajoint decision be-
tween parents and professionals, with par-
ents giving guidance based upon signs of
physical maturation. For a small minority
of students, it may be felt that providing
early instruction may heighten anxiety
and the tendency to fixate. In such cases,
instruction may be delayed until the onset
of menstruation. While greater research is
needed on the topic, current evidence and
experience supports the use of multifac-
eted, evidence-based approaches. AHRC
NY C schools have found the use of Social
Stories, ABA instructional strategies and
desensitization programs to be effective in
helping students to increase menstrual care
knowledge and skills.

Mary Donahue is the Vice President for
Behavior Support Strategies for AHRC
New York City. She is a licensed psychol-
ogist and licensed behavior analyst, spe-
cializing in providing evidence-based in-
terventions for children and adults with
challenging behavior. Mary is a professor
in the School of Education at &. John's
University.

Lisa Barzotto is a certified school psy-

chologist and board-certified behavior
analyst (BCBA) who works for the New
York City Department of Education. Pre-
viously, she worked for 10 years as the
school psychologist of AHRC New York
City's Brooklyn Blue Feather Elementary
School. Lisa’'s interests include behavioral
interventions in Autism Spectrum Disor-
ders (early identification and intervention,
parent and teacher training, coping strate-
giesfor managing anxiety, and social skills
interventions) as well as dissemination of
‘best practices in ASD interventions in
schools and the community.

For more information,
ahrcnyc.org.

visit  www.

References

Ballan, M., & Freyer, M. (2017). Autism
Spectrum Disorder, Adolescence, and Sex-
uality Education: Suggested Interventions
for Mental Health Professionals. Sexuality
and Disability, 35, 261-273.

Esroy, G., Tekin-Iftar, E., & Kircadli-Iftar,
G. (2009). Effects of Antecedent Prompt and
Test Procedure on Teaching Simulated Men-
strual Care Skills to Females with Develop-
mental Disabilities. Education and Training
in Devel opmental Disabilities, 44, 54-66.

Klett, L., & Turan, Y. (2012). Generalized
Effects of Social Stories with Task Analy-
sis for Teaching Menstrual Care to Three
Young Girls with Autism. Sexuality and
Disability, 30, 319-336.

Veazey, S., Vaentino, A., Low, A., McEl-
roy, A., & LeBlanc, L. (2016). Teaching
Feminine Hygiene Skills to Young Fe-
males with Autism Spectrum Disorder and
Intellectual Disability. Behavior Analysis
Practice, 9, 184-189.


https://autismspectrumnews.org/
http://www.ahrcnyc.org
http://www.ahrcnyc.org
http://www.phpcares.org
mailto:arthur@arthurwebbgroup.com
mailto:arthur@arthurwebbgroup.com

AuTIsM SPeEcTRUM NEWS ~ SPRING 2020

www.AutismSpectrumNews.org

PAGE 31

Unique Needs from page 6

“Activities with structure, like using Rob-
erts Rules or something...to help us know
when to talk”

The Literature on Women's Experiences

The experiences reported by the women
in the focus group are consistent with the
research on typical social development and
gender-based risks to mental health. Firgt,
the level of skill required for social partic-
ipation is significantly higher for females
than for males. Starting in the early adoles-
cent years, girls are expected to be adept in
relationship building skills not required of
boys (Hannah and Murachver, 1999). Yet
school age girls with autism show problems
maintaining friendships (Hiller et al., 2014)
and find it harder to manage socia conflict
(Sedgewick, Hill & Pelicano, 2019). Girls
with autism aso report more experiences
of relational aggression (Sedgewick et dl.,
2016). As adults, women with ASD face
unique challenges because of societal ex-
pectations of women’s social behavior (Bar-
giela, Steward, & Mandy, 2016). Asaresult,
the social gaps between adult women with
ASD and their non-ASD peers may be great-
er than they are for their male counterparts.

Beyond gender-based differences in so-
cialization, a not so insignificant challenge
for women with ASD is that they are more
likely to have been diagnosed later in life
than their male peers (Begeer et al., 2013;
McCormick et a., 2020). Such differential
access to formal diagnoses is concerning
because it means less access to services
and intervention, which in turn, increases
the risk for menta health problems that are
already heightened for women in general
(Kessler et a., 1994). Indeed, as compared
to typicaly developing girls, those diag-
nosed with ASD exhibit significantly more
internalizing symptoms such as anxiety and
depression (Jamison & Schuttler, 2015).

Supporting Adult Women with ASD

As expressed by our focus group partic-
ipants, adult women with ASD are in need
of social opportunities that are inclusive
of their needs and interests. As opposed to
didactic activities, the women described a
need for a community of their own where
they can comfortably share experiencesand
build connections. To provide such oppor-
tunities, it isnot sufficient to simply gather
women with ASD together. Program struc-
tures that take into account the effects of
social information processing difficulties
arerequired. In this respect, ideal supports
are those based on principles of Universal
Design, such as incorporating a design for

activities that make them adaptable with
respect to pace. A careful use of visual sup-
portsis required; the goal is to supplement
verbal information when necessary, with-
out overusing visual cues that can con-
fuse or distract the participant. All in all,
this approach requires much pre-planning,
opportunities for ongoing revisions of pro-
grammatic practices, and consultation with
professionals who have expertise working
with adults with ASD.

Due to the heterogeneity of ASD, anoth-
er important program element involves an-
ticipating that social communication needs
can be varied. At the group level, this can
be accomplished via a menu of programs
that caters to diverse needs and interests,
including experiences that are rich in op-
portunities for discussion as well as those
designed for participantswho prefer hands-
on activities. Program content should also
be informed by the current context and
interests of the women. Differences in so-
cial motivation are also important factors
that affect participation. Thus, identifying
special interests, as well as understanding
previous negative experiences, is essential
for supporting the individual. Additional-
ly, programs will require participation and
staffing model s that can account for chang-
ing support and mental health needs. As
best practice, thisinvolveshighly individu-
alized participation plans and mechanisms
for fostering thoughtful discussions with
each participant around their social goals
and mental health needs.

How Does Felicity House
Meet These Unique Needs?

Established in 2015, Felicity House is a
non-clinical program designed to support
the social development of women with a
diagnosis of ASD. The program has dedi-
cated space with a design that accommo-
dates large and small group activities, as
well as rooms designed to provide restor-
ative, quiet activities. Participation plans
are flexible and individualized; they are
uniquely informed by a new member pro-
cess which includes a series of meetings
between a woman and staff member, with
ongoing follow-up as needed. Program-
ming is varied and includes structured
events such as lectures, workshops, and
special interest groups, as well as social
routines like movie nights and open hours.
Each event is supported by at least one
staff member and all activitiesinclude pre-
planned modifications with an eye towards
facilitating diverse forms of participation.

Specia consideration is given to the fact
that Felicity House exclusively servesadults,
and programming reflects the maturity and
sophistication of adult women. Activitiesare

chosen based on participant interest and the
feedback collected at each event. Staff meet
regularly to review and revise the content
and format of the program activities; pro-
gram participantsareincluded in thisprocess
through a monthly program-wide leadership
meeting where Felicity House participants
shareidess, offer feedback and troubleshoot
issues that may affect participation.

To make the program accessible, partic-
ipation is at no cost to the women. There
is no requirement of functional limitations
for inclusion. On the contrary, the goal at
Felicity House is to provide support for
women who are able and ready to increase
their socia participation, including those
that may not be able to access state-funded
resources due to eligibility thresholds.

What Have We L earned?

The needs of women with ASD are made
complex by gender-specific expectations of
social participation, minority status within
the ASD population, later access to a for-
mal diagnosis, and increased rates of anx-
iety and depression; al of which ultimate-
ly may lead to poorer outcomes than their
male peers. Increased availability of social
programs designed specifically for women
with ASD isneeded and they may beanim-
portant mechanism to improving outcomes.
However, such programs must take into ac-
count the complex needs and heterogeneity
of the population, and there is till a great
deal to belearned about how to best support
women to meet their social needs.

For more information about Félicity
House, please visit wwwi.felicity-house.org.
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Yes She Can from page 17

Each person’s success may be defined
differently however, all trainees participate
in identifying their goals and the steps in-
volved in reaching those goals. Goals may
include working towards mastering a spe-
cific skill or it may include being aware of
how you present yourself in the world.

We recognize that there are different ex-
pectations for men and women. Men who
are unshaven and casually dressed arelike-
ly to be more accepted than women who
have not brushed their hair and wear more
casual clothing. For many young women
on the spectrum beginning to understand
how their hygiene and appearance impact
how they are perceived and what kind of
impression they make often becomes an
important goal. Presenting with appro-
priate hygiene is challenging for many.
Matter of fact conversation, visual stim-
uli, taking perspective about how others
react to poor hygiene and availability of
toiletries lends itself to honest, caring and
genuine feedback. We encourage individu-
al style and choices with increased know!-
edge about the impact their choices have

in their lives in the world. Confidence
comes with increased self-awareness and
realistic feedback.

Recognizing the stress created when
plans or routines change is particularly
important for women who are working so
hard to keep their anxiety and uncertainty
under control. At Yes She Can we explain
why business priorities change and the
value of trainees being part of the team to
meet management goals. Developing strat-
egies to manage changes in expectations
becomesimportant. One of those strategies
might be taking a short break. We accept
the need for a break and acknowledge
that most employees take informal breaks
throughout the day (a trip to the bathroom
or water cooler). We talk about self-sooth-
ing strategies, (listening to music, playing
a quick game on-line, working on a word
puzzle) and getting back to work. We ask
participants to identify how much time
they think they need to decompress and
set timers accordingly to return to work.
Learning how to manage anxiety is a criti-
cal and transferrable skill.

Teamwork is emphasized, knowing that
each trainee may have differing abilitiesto

take on different parts of the work. When
business priorities are met, the team can
see the collaborative successes as well
as the individual efforts that went into
meeting the goal. Trainees can experience
pride in knowing that they contributed to
and can be relied upon to work towards
the accomplishment of a goal. Confidence
comes with knowing the value of their
contributions.

Confidence aso comes from external
reinforcement of repeated successes. In-
creased knowledge and self-confidence
beginsto allow for more independent deci-
sion making and ultimately generalization
of skills to other settings. Our curriculum
includes regular assessments which cap-
ture the data measuring skill development.
Our trainees apply their skills they gain at
work to their home and community lives.
Families report on the confidence and
skills their daughters develop, and how
life-changing the program has been.

Ledli Cattan is Director of Training
at Yes She Can, a nonprofit dedicated to
hel ping young women with autism develop
transferable job skills leading to employ-

ment and greater independence. Yes She
Can operates its job skills training pro-
gram at Girl AGain boutique. \We welcome
visitors to see our program in action at
Girl AGain boutique, located at 4 Martine
Avenue, White Plains, NY 10606. For more
information, visit www.YesSheCanlnc.org
and www.Girl AGain.com.
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Toolkit from page 8

Family Engagement for Devereux Ad-
vanced Behavioral Health, one of the na-
tion’s oldest and largest nonprofit provid-

ers of behaviora healthcare, and serves as
a family representative on several special
needs boards in the community, localy
and nationally. In addition, she participates
with other patients and families in efforts

supported by the American Board of Pedi-
atrics Foundation and the Autism Speaks
Autism Treatment Network to address
children with special needs and the impor-
tance of quality care.

To learn more about Devereux Advanced
Behavioral Health, visit www.devereux.
org. To learn more about Devereux's autism
programs and services, visit www.devereux.
org/autism.

Educating from page 20

Some of the general ways that special
education teachers can assist in schools are
putting support in place before the start of
the school year, staff training in how ASD
manifests differently in girls, teach non-ac-
ademic skills, pre-teach lesson contents,
and bring her interests into the curricu-
lum (Hendrickx, 2015). Interviewing with
special education teachers can help us to
further understand whether these supports
are being put into place to meet the unique
needs of girlswith ASD.

Jamison and Schuttler (2017) created a
socia skills and self-care curriculum for
adolescent females with autism call the
“Girls Night Out Model (GNO).” “GNO
isasocial skill and self-care program de-
signed to address the unique needs of ad-
olescent females with ASD/DD with goals
to improve their social-emotional health”
(Jamison & Schuttler, 2017, pp. 112).
Their goal isto create a safe spaceto learn
new skills, empower girlsto be moreinde-
pendent and create and conquer individu-
alized goals (Jamison & Schuttler, 2017).
They have received positive feedback
from students and parents on their pro-
gram, and the progress girls have made.
These practitioners suggested educators
focus on social competence, behaviors re-
lated to development, gender differences,
and self-determination (Jamison & Schut-
tler, 2017).

There is a significant need to develop
awareness and skills in special education
teachers working with females on the au-
tism spectrum in order to support their
specific needs (Baldwin & Costley, 2016).
Girlswith ASD have reported feeling mis-
understood by their teachers due to their
autistic characteristics (Bargiela et al.,
2016). It'stime we change that narrative.

Caitlin Sweetapple, MS, is Director of
Education at the Shrub Oak International
School and isa Doctoral Student at Molloy
College. For more information, visit www.
shruboak.org.
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Understanding from page 12

IQ score t(51) = -.24, p = .81; Nonverbal
IQ scores t(51) = .08, p = .94; and Verbal
IQ scores t(51) = -.50, p = .62. There was
a significant difference between females
with ASD and non-ASD females regard-
ing the mean standard score difference
between Nonverbal and Verba 1Q scores
t(51) = 2.17, p = .04. Females with ASD
had a significantly greater discrepancy
between their Nonverbal and Verba 1Q
scores than females without ASD.

Results from this project do not support
prior research that suggests females with
ASD are more cognitively impaired than
males with ASD. When females with ASD
were compared to non-ASD females, fe-
males with ASD had significantly more
discrepant Nonverbal and Verbal 1Q scores
than females without an ASD diagnosis.
These discrepancies indicate that females
with ASD do not perform uniformly across
nonverbal and verbal cognitive tasks in
the same way that non-ASD females do.
These findings provide new information
about the cognitive profile of females with
ASD, which had been lacking in previous
literature. With these novel findings, we
are beginning to better understand females
with ASD.

Females with ASD are considered diffi-
cult to diagnose (Hull et. al, 2017). Howev-
er, when females with ASD have co-occur-
ring cognitive impairment (e.g., 1Q <70),
their developmental concerns may be more
apparent. Thus, prior conceptions of fe-
males with ASD having lower 1Q scores
than males with ASD may be aresult of a
diagnostic bias. In the typically developing
literature, females are significantly more
social than males (De Goede et al., 2009).
Head and colleagues (2014) found a sim-
ilar trend in children with ASD: females
with ASD showed significantly stronger
social skillsthan maleswith ASD. Females
with ASD, however, are significantly be-
hind their typically developing female
peers in regard to their social skills. Fur-
ther complicating the matter, females with
ASD have social skillsthat are on par with

typically developing males (Head et al.,
2014). Females with ASD have significant
deficitsin their social skills, but these defi-
cits may not be as striking as males with
ASD, since females with ASD are viewed
ashbeing just as socia astypically develop-
ing males.

The social camouflaging theory is
emerging in ASD research, and it supports
the phenomenon of under-representation
of femaleswith ASD. Social camouflaging
encompasses multiple coping strategies
used to hide one’s social difficulties, such
as masking and compensating (Hull et al.,
2017). Social camouflaging is seen in both
males and females with ASD; however, &f-
fected females have higher camouflaging
scores than affected males and camouflage
their symptoms more often than males (Lai
et a., 2017). Societal expectations poten-
tially impact autistic females' higher rates
of camouflaging. Females with autism
spectrum disorder feel the need to camou-
flage more - and by doing so, appear more
social - but it isto their own disadvantage.
Females adept at camouflaging risk being
overlooked and under-diagnosed (Gould &
Ashton-Smith, 2013).

While social camouflaging may appear
beneficial in the immediate context, it can
have long-term detrimental implications.
Females — typically developing or with
ASD — are at an increased risk of having
anxiety and depression, especialy during
adolescence (Green et al., 1996). People
with ASD are also at an increased risk of
developing co-occurring psychopathology
(Skokauskas & Gallagher, 2012). Females
with ASD are an especialy vulnerable
population given this compounding risk.

An upcoming study at the Center for Au-
tism and Related Disabilities will explore
how camouflaging behaviors may impact
females with ASD. The study purports
that camouflaging has a negative impact
on the lives of females with ASD, and it
will investigate the use of camouflaging
behaviors in women with ASD compared
to men with ASD and typicaly develop-
ing women. The study will further explore
how camouflaging behaviors may impact

the lives of women with ASD, specifically
in regard to their mental health, quality of
life, and substance use. Understanding of
camouflaging is only beginning and fur-
ther work is needed on outcomes related to
these behaviors. Despite growing evidence
of gender differencesin social presentation
and expectations, prevalence of mental
health disorders, and quality of life issues,
thereisalack of research on outcomes for
femaleswith ASD.

Cortney Janicki-Menzie, MA, is a Grad-
uate Assistant at the University at Albany
Center for Autism and Related Disabilities.
Kristin V. Christodulu, PhD, is Director of
the University at Albany Center for Autism
and Related Disabilities.

For more information about this re-
search, contact Cortney Janicki-Menzie at
cjanicki @albany.edu and visit www.alba-
ny.edu/autism.
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Greater Hudson Valley, NY, Support Groups

One Sunday a month from 10:30 am - 12:30 pm
YAl Tarrytown - 677 White Plains Road, Tarrytown, NY 10591

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
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Hormones from page 11

Existing hedth problems are reported to
worsen in this premenstrua (luteal) phase of
the cycle. Examples common to women with
autism are epilepsy, asthma, snustis, and
chronic depression (see Table 1 on page 11).

As there are no specific tests for the di-
agnosis of PMS, monthly charts illustrat-
ing occurrence of symptoms are necessary
to diagnose the syndrome. Documenting
signs and symptoms of PMS can present
a challenge for health care providers of
women with developmental disabilities.
Often the history is either unobtainable or
incomplete. PMS Assessment is best ap-
proached when charting of symptoms dai-
ly consistently occurs over a three-month
interval. Bergen’s Promise, a care manage-
ment organization within the New Jersey
Children” System of Care, serves a large
population of individuals with autism.
Through an integrated pediatric behavior-
al health home, the organization utilizes
menstrual tracking tools, adapted from the
Managing Menstruation resource from the
Queensland Centrefor Intellectual and De-
velopmental Disability (Taylor, Carlson,
Griffin, & Wilson, 2010), to encourage
consistent charting.

Those who experience PMS often have
symptoms which are typically associated
with hypoglycemia, such as headaches,
sweating, fainting and dizziness. These
women frequently binge or crave choco-
late and salty foods such as potato chips.

Women with autism PMS or PMDD may
experience a symptom-free interval char-
acterized by tremendous amounts of ener-
gy followed by alow energy timeinterval:
relaxation and regular exercise are amust.

As women with autism age, hormon-
al fluctuations can impact physiological,
psychological/behavioral, and cognitive
dimensions of wellbeing. The transition
to menopause can be divided into three
phases: Premenopause, Perimenopause,
and Postmenopause.

In Premenopause, hormonal fluctuations
become more pronounced although the cy-
cles remain regular. As there is a decrease
in serotonin and endorphin withdrawal,
menstrual migraines and mood changes
become more evident. Insulin sensitivi-
ty brings on food cravings and appetite
changes. If a woman with autism experi-
ences PMS symptoms these will become
more severe. Water retention, Gl symp-
toms, breast tenderness, and heart palpita-
tions may also occur.

In Perimenopause, the hormones of es-
trogen and progesterone decrease with a
subsequent change in the length of the cy-
cle and change in monthly flow. Thereisa
further decrease in serotonin, endorphins,
dopamine and estrogen brain receptors
resulting in mood changes, headaches, in-
somnia, fatigue, and forgetfulness.

Insulin sensitivity continues to enhance
food cravings and appetite changes. There
isaso adecrease in thyroid activity, mete-
bolic rate and subsequent weight gain. Hot
flashes, heart palpitations, skin changes
(including vaginal dryness) and formica-
tion (a sensation like insects crawling on
an area of skin may occur).

In Postmenopause, the woman with au-
tism may experience some of the same
symptoms of Perimenopause but to alesser
degree. Bone loss (osteoporosis) and risk
of heart attack increases in this phase. Ab-
dominal fat and an increase in waist to hip

ratio also occurs.

In general, women with autism are not
adequately prepared for these menopausal
phases. Menstrual knowledgeiscommonly
addressed as a hygiene issue for this pop-
ulation and their caregivers. Information
given by the health care provider to women
with autism regarding PMS/PMDD, pre-
menopause, perimenopause and both sur-
gica (hysterectomy-induced) and natural
menopause often is scant or non-existent.
It is interesting to note that in the US, ed-
ucation and income level are related to the
likelihood of having a hysterectomy.

This group and those hel ping them make
decisions need to be aware of the risks and
benefits of Hormone Replacement (HRT).

Now that women with autism are rou-
tinely living past menopause, this aspect of
life needs to be part of the health promo-
tion strategies for this population.

The interactions of psychological, sex-
ual, physical, vocational and recreational
decisions concerning the perimenopausal
and postmenopausal phases are complex
and powerful. Approaches to hormonal
changes effect mental health, energy levels,
the cardiovascular system, bone strength,
sexuality, and potential cancer risk. Itisin
this context that female self-advocates and
al persons involved with the health and
well-being of women with autism should
become aware of the effects of hormonal
changes during the luteal phase of men-
struation (Premenstrual Syndrome), the
Premenopausal phase, the Perimenopausal
phase and Postmenopausal phase. Knowl-
edge regarding health status and disease
risk during these stages is essential. In-
creased awareness and assessment are the
first line of implementation and should be

implemented to promote optimal health in
the continuum of hormonal passagesfor al
women with autism.

Jan Schlaier, EdD (c); FNP-BC, is Di-
rector of Health Services and, Jacqueline
Berko, RN BSN, is a Behavioral Health
Home Nurse at Bergen's Promise. We
would like to thank Dean Pastras, CEO
of Bergen’s Promise, for his leadership in
providing integrated healthcare to Ber-
gen’s Promise. For more information,
please visit www.bergenspromise.org.
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Supporting from page 12

Mary, a member of our job development
staff, went to the popular restaurant Texas
Roadhouse in New Rochelle, NY, a busi-
ness where we did not have an existing
relationship. Mary brainstormed with the
manager for an opportunity for Carlietoroll
silverware before the restaurant opened.

In the beginning, Mary was onsite with
Carlie often, helping her put together a
structure, schedule reminders and imple-
ment all that she learned during her time
with Project SEARCH. After seeing how
well Carlie was doing at her job and how
she was positively impacting the work en-
vironment, Texas Roadhouse contacted
Mary about giving Carlie additional tasks.
Carlie now is aso responsible for filling
salt and pepper shakers, cleaning win-
dows, ledges and menus, prepping butter
and brown sugar containers and preparing
coloring books and crayonsfor kids. Sheis
truly flourishing.

Alex — Employment Program

Through ACCES-VR and our supported
employment program, Alexandra began
working with M Group Consulting, LLC,
one of the largest independent financial
services firm in the tri-state area, in Octo-
ber 2018. It'savery clerical, serious office
environment, and Alex was hired for data
entry and scanning documents. Her em-
ployers entrust her with their data and im-
portant documents, so it is imperative that
she was taught the skills and given the sup-
ports to be successful in this, her first job.

In addition to job skills, our employ-
ment program helps Alex and al of those
we support with adjusting to how to be an
employee. From learning to become more
independent, how to talk to co-workers and
supervisors, how to respond to feedback
from your bosses and general office pro-
tocol, we are dedicated to giving those we
support strategies on how to be successful
in every area of the workplace. After more
than ayear at M Group Consulting, Alex is
doing wonderfully at her job and her em-
ployerstruly value her.

The Choices Volunteer Group

For almost two years, four young women
from our Choices Neighborhood program
— including Haley, Jennifer and Samantha
who have autism - have volunteered at The
Manor Club in Pelham, NY, which was
founded in 1913 when a group of women
rescued the club after the previous organi-
zation began to struggle financialy.

Every Tuesday, the Club hosts aluncheon
for itsmembers, and our volunteersassist in
various tasks including preparing the food
and dining area, registration, service and
clean up. This has given them an opportuni-
ty to learn employment skills and to social-
ize with fellow Choices group members, as
well as female members of the club.

One of the most important skillsthe girls
have learned from this work is the struc-
ture of aworkday, from arriving at work at
9:30 am., having lunch at 11:15 a.m. and
leaving at 2 p.m. They also learn important
communication skills that have a positive
impact on every aspect of their lives.

In Conclusion

It is abundantly clear that with the right
education, training and support, young
women with autism can become highly re-
garded and respected employees and con-
tributors to their community. It is through
our experience and observation that there
are certain social engagement skills that
young women need in and out of the work-
place, such as meaningful socia inter-
actions with their peers. It is abundantly
clear, however, that more research is need-
ed to better assess and improve ways we
can best prepare women with autism to
succeed in the workplace.

Recognizing and nurturing the potential
of young women with autism iskey to suc-
cessful program outcomes. It is our expec-
tation that organizations across the country
continue to dedicate more resources and
research to transition services to help the
next generation of women with autism join
and flourish in the workplace.

Tibi Guzman is the Executive Direc-
tor and CEO of The Arc Westchester, the
largest agency in Westchester County, NY,
supporting individuals with developmen-
tal disabilities, including those on the au-
tism spectrum, and their families. She has
been a part of The Arc’'s leadership team
for more than 14 years, overseeing differ-
ent aspects of the organization. Ms. Guz-
man has two sons and a B.S. from Ford-
ham University, an M.P.S. from The New
School for Health Service Administration
and an M.A. in Economics from Ford-
ham University. She was named one of

Westchester’s Top Woman in Business by
914INC. Magazine in 2018. For more in-
formation, please visit ArcW\estchester.org.
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