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Supporting Newly Diagnosed Children and Adults

Parentsand Caregivers. What to Do if You Think Your Child isAutistic

By April L. Coleman, PsyD
Licensed Psychologist
GeorgiaAutism Center

y child has big emotional

reactions and seems so sen-

dtive to everything. | am

aways having to reassure
my daughter when we go to new places or
meet new people. My son wants to make
friends so bad, but he has such a hard
time knowing how to play with others.
My daughter gets upset every time | take
her in public restrooms. My child does not
careif othersplay with him; he can play by
himself for hours at atime. | don't know if
our child understands what we tell her be-
cause she does not talk. These comments
and concerns are just some of many that
parents and caregivers have shared when
we have met for the first time to discuss a
possible autism assessment.

Oftentimes, parentsand caregiversshare
with me that their child is displaying “un-
usua” behaviorsand not knowing what the
behaviors are stemming from. There are
other times when parents and caregivers
have expressed being mainly concerned
about their child’'s communication skills
and/or social interactions and not know-

ing where to begin to help their child with
further developing these skill areas. These
concerns and behavior descriptions typi-
cally lead to us having a discussion around
ASD and how to best proceed to address
their concerns.

ASD is a developmenta condition that
is characterized by differences in social
communication and interaction, restrict-

ed interests, and repetitive behaviors. A
variety of behaviors can manifest on the
autism spectrum, and each autistic child
has a unique set of abilities. Thus, autis-
tic children can look very different in their
functional abilities, communication skills,
interpersonal relationships, and stereo-
typed behaviors. ASD is prevalent across
the world, and the most recent research

shared by the Centers for Disease Control
and Prevention (CDC) indicated that as of
2021, ASD was occurring in 1 in 44 chil-
dren.?2 Some autistic children show signs
of future challenges within the first few
months of their life. In others, behaviors
may not appear until 24 months or later.
Some autistic children seem to develop
typically until between 18 and 24 months
old, and then they may stop developing
new skills and abilities, other children
may lose the skills they once had.® There
are various signs of ASD, which include:

 Avoiding eye contact

 Not responding to his or her name by 12
months old

» Trouble initiating or maintaining con-
versation or conversations focus on a
preferred topic of interest

« Not pointing at objects to show interest
by 14 months

* Repeating words or phrases over and over
» Having delayed speech and language skill

see What to Do on page 24

How My Autism Diagnosis Helped MeAccept Myself and Lead a Happier Life

By Claire Jack, PhD
Autistic Therapist
and Training Provider

hroughout my life, | have faced

significant challenges. These

were most notable as a child, par-

ticularly in terms of socia and
sensory issues. My sensory issues used to
be extreme. | couldn’t bear to bein aroom
where any cupboard doors were open, the
sight of certain fruits caused me strong
anxiety because | would imagine what
their skin would feel like, and such sounds
as the scraping of plates were enough to
send me running. | suffered migraines
from the age of five and spent at least one
day a week lying in the darkness waiting
for the pain and nausea to pass. My so-
cial issues were debilitating. | hated being
anywhere other than home and, with the
exception of a few friends my own age,
couldn't stand coming into contact with
other people. | was labelled as “shy” be-
cause | rarely opened my mouth and had
no idea what to say or what the conversa-
tion was about. | worried incessantly about
anything it was possible to worry about,
and needed a very clear idea about what

was happening in my day to help me avoid
going into atailspin.

Some of these issues|essened dlightly as
| got older. Most of my issues remained,
but I became highly skilled at camouflag-
ing the levels of distress | experienced.
When | discovered acohol, it allowed me
to present afront which effectively allowed
meto hidewho | was and what | was going
through, to the extent that | “passed” as be-

ing nothing out of the ordinary. | also used
alcohol as a coping mechanism, for my se-
vere anxiety and to keep me going when |
experienced exhaustion and burnout.

My university years were fueled by
anxiety and addiction, and | experienced
a complete breakdown in my twenties, af-
ter failing to receive the degree mark 1'd
worked towards for the preceding four
years. After that, | muddled through life,

displaying a pattern of short-lived relation-
ships and careers, which usually came to
abrupt ends, after my anxiety became too
overwhelming, or | fell out with amanager.

By thetime I’d trained as a therapist and
started a successful practice, | had begun to
shape alife which had enough flexibility to
meet my mental needs in a hedthier way.
Ongoing therapy al so helped meimplement
solutions to my issues and to look after my-
self better. However, ingtinctively, | felt that
there was a missing piece of the puzzle.

After a visit to a new therapist, which
was prompted by the fact that | was strug-
gling with managing a change in my cir-
cumstances and with daily responsibilities,
she suggested that | might be autistic. Ini-
tially, | was shocked. | knew nothing about
autism and certainly didn't feel that | fit-
ted with what | did know. However, she
set me on a path, initially, to finding out as
much as | could about autism and finaly
to receiving adiagnosis, in my late forties,
which confirmed that | was autistic.

The first few months following my di-
agnosis were tumultuous, and it took me a
whileto cometo termswithit. Oneday I'd
feel like | had all the answers|’d been

see Happier Life on page 25
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Person-Centered Early Intervention Program: A Whole Family Approach

By Danielle Nabinger, M SW,
Amerigroup Georgia,
Rebecca Lyons, MPH,

and Shelley R. Schoenfeld
GoMo Health

he prevalence of autism is a an

dl-time high. Today, we all seem

to know a parent of a child who

has been diagnosed with autism

spectrum disorder (ASD). According to es-

timatesfrom the CDC, the rate of autism has

more than tripled over the span of two de-

cades from onein 150 in 2000, to onein 44
children by 2022 (Malik-Soni et al., 2022).

Autism, dso known as autism spectrum

ic world, parents of children with autism
are at increased risk to develop depression
and anxiety than their counterparts not af-
fected by autism. A 2019 geographically
targeted study of 180 mothers of children
with autism found that 80.2% met diagnos-
tic criteria for anxiety, as assessed by the
General Anxiety Disorder-7 (GAD-7), an
industry-standard test for measurement of
anxiety, and 72.5% had significant depres-
sive symptoms, as assessed by the Patient
Health Questionairre-9 (PHQ-9), a ques-
tionnaire that assesses depression severity
(Zhou et al., 2019). This is staggering con-
sidering the 6.8% baseline prevalence of de-
pression among al parents in the same ge-
ography (Li et al, 2021). Additionally, they

All caregiversare surveyed monthly to assesstheir support needs.

disorder, is defined by the Centersfor Disease A “Yes' responsetriggersalink to completethe“How Are

found a positive association between both

Control and Prevention as a “developmental
disahility that can cause significant socid,
communication, and behaviora chalenges.”

You Doing” survey to focus on needs, with appropriate

resour ces being sent in response.

A Statistical Snapshot:

ASD affects children of any race, socio-
economic status, or ethnic group.

Boys are four times more likely to be di-
agnosed than girls.

Children who have a sibling with autism
are more likely to have autism as well,
especialy twins.

Autism can be identified as early as in-
fancy, although most children are diag-
nosed after the age of two. There is no
medical test to diagnose autism, so phy-

A sampling of messages

participantsreceive once

enrolled in the caregiver
stress support track

sicians observe a child's behavior and
development to make adiagnosis.

The American Academy of Pediatrics
(AAP) recommends all children be formal-
ly screened for autism spectrum disorder
at their 18-month and 24-month-old well-
child visits; however, they also recommend
that pediatricians begin monitoring babies
by observing their behaviors beginning
with the child’s first well-child visit.

“It is those observations - in combina-
tion with family history, health examina-
tions, and parents perspectives - that
help pediatric primary health care pro-
viders identify children at risk for ASD.”
- American Academy of Pediatrics

Why the Significant Increase
in Autism Diagnoses?

There are severa reasons for the sharp
increase in autism diagnoses. Over the last
decade, better diagnostic tools have been
developed and the definition of autism has
been expanded to include a ‘ spectrum’ of
criteria and associated behaviors. As are-
sult of these factors and the rise of acces-
sible information on the internet, there is a
much greater awareness of autism among
the general population as well as hedth-
care professionals. Expertsinthefield al'so
point to changes in insurance legislation
requiring health plans to cover autism ser-
vices as another major factor increasing the
prevalence of autism diagnoses (Thomp-
son, 2023).

Effectively Parenting a Child with Autism:
Deep Understanding and Patience

Maintaining routines and structure can
be grueling for parents. Ensuring regular
respite and care breaks is essential. Self-
care in the short term will support both
child and parent/caregiver well-being in
the long-term (Smith et al., 2022).

Early detection, intervention, and sup-
port are key for impacting the core symp-

toms and life course of children with
autism and their parents and caregivers.
Parents and caregivers are encouraged to
discuss concerns and observations with the
pediatrician.

Accessing quality health, dental, and
behavioral health care for children with
autism is a huge challenge in nearly ev-
ery community. Treatment comes in many
different forms, from mental health ther-
apy to occupational, physical, and speech
therapies. Sometimes medications can be
helpful for other conditions or symptoms
related to ASD, like mood problems or the
inability to focus.

Finding providers who are knowledge-
able about ASD and have made accom-
modations to support families dealing with
autism can be challenging - even more so
if seeking providers who accept public and
commercia insurance. Oftentimes, when
such providers are within network, there
are long waiting periods for appointments.

Unique Challenges with Self-Care for
Caregivers of Children with Autism

A study published in Clinical Practice
and Epidemiology in Mental Health in July
2018 found that parents of children with
autism reported a higher level of psycho-
social distress and less social support than
their counterparts with children with Down
syndrome and, the more commonly diag-
nosed, type 1 diabetes (Picardi et al., 2018).
Additional support at the caregiver-level is
needed to avoid caregiver burnout and to
allow parents and caregivers to continue to
fulfill the role to the best of their abilities.

Since 2018, the stressors have only
continued to mount for al parents. Liv-
ing through a global pandemic and all its
ramifications has taken a toll on parents.
The American Psychological Association
(APA) reported in 2021 that 48% of parents
experienced an increasein stress level sthat
year in comparison to their pre-pandemic
stress levels.

Beyond the inherent stress and distress
of parenting, especialy in a post-pandem-

the anxiety and depression scores, and the
child's severity of core autism symptoms.
The mothers of children with more-severe
symptoms were more depressed and anx-
ious than those with children with less-se-
vere symptoms. Therefore, we concluded
that improving the core symptoms in the
child is then a sound strategy to improve
the mental health of their caretakers.

It is this logic that inspired the devel-
opment of a two-pronged approach to
supporting families touched by ASD. We
sought to support the parents through a
virtuous cycle in which we help them to
manage the core symptoms of their child’'s
autism while also addressing their mental
health - which will then improve their abil-
ity to care for their child and themselves.

For more information about the
Amerigroup Early Intervention
Personal Concierge Program and
other digital health management
programs, please visit https//
gomohealth.com/campaigns/dei-in-
healthcare/ or text DEI to 43386.

The GoMo Health Person-Centered
Digital Health Management Solution

We partnered with GoMo Health to cre-
ate the Early Intervention Concierge Pro-
gram. This mobile engagement program
was created to ensure that all Amerigroup
members on the autism spectrum receive
the appropriate support and resources at the
earliest point of intervention. We also made
special accommodations to the program to
support the unique needs of foster families
in our membership to better track children
in the foster care system, specificaly the
care they are under, and be sure these help-
ful resources are being delivered to those
active caregivers. In addition to providing
education, resources, navigation, and sup-
port to caregivers (including birth parents,
foster parents, adoptive parents, and other
guardians) to help their child with autism,
the program has an entire component

see Program on page 25
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Teaching Play to Children with Autism

By LauraWilhelm, MS, BCBA, LABA
Director of Early Intervention
Melmark New England

ay has been focused on asapivot-
skill for young children, asit is
an important context for both cog-
nitive development and social con-
nection. For these reasons, play isaprima-
ry focus of instruction for children with
developmental delays and disabilities.
Pretend play is a social skill that emerges
early in typically developing children and
has been shown to be an important con-
tributor to the development of a child's
social and language skills (MacDonald et
al., 2005, 2009). For typically developing
children, play often emerges in a devel op-
mental sequence of simple manipulation,
discrimination between toy materials,
combining or constructing toy materials
to make something new, pretend play, and
sociodramatic or thematic play (Lifter,
2000). Lifter argues teaching play skills
following this developmental sequence
will result in more rapid acquisition and
increased generalization of play skills.
According to Lifter (2000), pretend play
begins to develop around 17 to 19 months
and is defined in 4 ways:

1. The child extending familiar actions to
a doll or stuffed animal figure, with the
child as agent of the activity (e.g., ani-
mal walks, drinks, jJumps, or any charac-
ter plus an action such as running, flying,

talking),

2.The child relating objects to their self,
indicating a pretend quality to the action
(e.g., brings empty cup to mouth as if to
drink),

3.Play including substitutions with or
without objects, paired with a specific

play sequence,

4.And/or the child adopting various fa
miliar roles in play theme (e.g., playing
house) or arranging the environment to
create a scene (e.g., crash cars or trains).

Unlike typically developing children,
children with autism often exhibit per-
sistent deficits in social communication
and social interaction across multiple con-
texts. Additionally, children with autism
often engage in restricted, repetitive pat-
terns of behavior, interests, or activities.
Thisis a core diagnostic feature of an au-
tism spectrum diagnosis. Play behaviors
exhibited by children with autism are often
characterized by repetitive behaviors and a
lack of pretend or symbolic quality (Mac-
Donald et al., 2005; Lifter, 2000). Further,
children with autism often invariably re-
spond in the context of play (Bancroft et
al., 2016). A child with autism may develop
a strong preference for one toy (Wetherby
et al., 2004) and avoid choosing other stim-
uli associated with a play activity (Lalli et
al., 1994). If these repetitive patterns of be-
havior go untreated, they can persist at a
substantially higher rate than that of their
same age peers (MacDonald et al., 2007).

Many behavioral teaching procedures
have been shown to effectively teach pre-

LauraWilhem, MS, BCBA, LABA

tend play skills to children with autism
including discrete trial training, pivotal
response training, in-vivo modeling, and
video modeling. Discrete trial training
(DTT) often involves breaking down a
skill into smaller steps. Prompting, fad-
ing, and reinforcement procedures are
often included and are contingent on the
child’s responding. DTT techniques have
been shown to be effective in teaching a
variety of play skills, ranging from sim-
ple object manipulation (e.g., Eason et
al., 1982; Greer et al., 1985; Nuzzolo-Go-
mez et al., 2002; Santarcarangelo et a.,
1987) to complex play themes such as
socio-dramatic play (e.g., Lifter et a.,
1993). Pivotal response training (PRT) is
a manualized training procedure geared
toward increasing a child’s motivation in
order to teach important skills. PRT has
been shown to be effective in teaching so-
ciodramatic play skills with adults as play
partners (Stahmer, 1995; Thorp, Stahmer
& Schreibman, 1995). In-vivo modeling
often involves in-the-moment modeling
of the target response and is often paired
with prompting and reinforcement pro-
cedures. This method closely replicates
how children learn in the natural environ-
ment by observing and imitating familiar
adults and peers. In-vivo modeling has
been shown to be an effective procedure
for teaching cooperative play (Goldstein
& Cisar, 1992; Jahr et al., 2000). Video
modeling often involves a presentation of
a video showing models engaged in a tar-
get response. The video often serves asthe
prompt and no reinforcement procedures
are necessary. Video modeling has been
shown to be effective in teaching pretend
play (MacDonald et a., 2005), reciprocal
pretend play (MacDonald et al., 2009), and
sociodramatic play (Dauphin et al., 2004,
MacManus et a., 2015). These procedures
are all effectivein building play skills and
have unique applications and advantages
depending on the instructional context.
One areanoted asalimitation in the play
literature is the lack of generalization ob-
served following training of play skills. In
order to establish pretend play repertoires
in young children with autism, teaching
procedures that promote generalization
must be used. The use of matrix training
has been shown effective in increasing

generalization across play sets (MacMa-
nus et al., 2015) as well as teaching so-
cio-dramatic play skills (Dauphin, Kinney,
Stromer, and Koegle, 2004). Moreresearch
in developing repertoires of pretend play in
young children with autism is needed.
Overdl, play is a central component of
ayoung child'slife. It is an important con-
tributor to the development of a child’s so-
cial skills and language skills (MacDonald
et al., 2005, 2009), making it an essential
skill to assess and teach when working
with a young child with autism. Many ef-
fective procedures exist for teaching such
skills. The outcomes of variability within
play and generaization across materials
and contexts are important to consider.

For more information, please visit Mel-
mark New England’'s website at www.mel-
markne.org, or contact Laura Wilhelm via
phone at (978) 654-4300 or via email at
Iwilhelm@melmarkne.org.
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utism does not end with child-
hood, itislifelong. Most public-
ly funded services end for au-
tistics when they reach the age
of 18. With over 5.4 million autistic adults
in the US, it's time we have a platform to
discuss this topic of adult autism.

Thanks to their generous sponsorship,
The Daniel Jordan Fiddle Foundation for
Adult Autism Breakthrough Summit will
be held on April 18, 2023 (register here).
A diverse array of panelists will provide
insights in areas including but not lim-
ited to employment, housing, postsec-
ondary and support systems including
guardianship.

Autism is characterized by social and
communication challenges and in some
instances accompanied by co-occurring
conditions. In the U.S. 1 in 44 are diag-
nosed with boys being diagnosed 4 times
as often as girls. This means that no mat-
ter if you have a child with autism, a
family member on the spectrum, or know
of someone with autism, you will know
of someone with autism in your lifetime
making awareness events like this only
that much more imperative. Autism is
also lifelong with over 5.4 million autistic
adultsin the U.S.

This event spearhead by Dr. Kerry Ma-
gro a 35-year-old internationally known

speaker on the autism spectrum who has
spoken at over 1150 events worldwide in
the past 12 years. Kerry hopes to bring in
a personal perspective to highlight the sig-
nificance of thistopic.

The Daniel Jordan Fiddle Foundation
for Adult Autism Breakthrough Summit
will take place on Zoom and will be $10
for professionals, $5 for autistic self-advo-
cates and free for current students. To reg-
ister for this event as a student you must
register here with a valid .edu email ad-
dress. You will receive alink to the Zoom
event via email after registering. If you
cannot attend the day of the event as part
of your registration fee you will receive a

free video download of Summit link for
INTERNAL USE ONLY post event. If ap-
plicable from presenters/panelists we will
also provide a free download of all Sum-
mit PowerPoint presentations and hand-
outs from the day.

Those who attend the entire summit on
4/18 will receive a certificate of completion.
Personalization requests of the certificate
can be sent to Kerrymagro@gmail.com

Toregister for thisvirtual event, pleasevis-
it www.eventbrite.com/e/the-daniel-jordan-
fiddle-foundation-for-adult-autism-break-
through-summit-tickets-562384606497.

If you have any questions on the event
email Dr. Magro at Kerrymagro@gmail.com.
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The Importance of Telediagnostics

In ASD Diagnosis and Treatment

By Nina Rudnick, PsyD
Lindsey Sneed, PhD, BCBA-D
Catalight

he COV I D-19 pandemic brought

significant challenges and op-

portunities for psychologists

conducting diagnostic evalua-
tions for people with suspected autism
spectrum disorder (ASD). While there
had been research on telediagnostics for
ASD, at the start of the pandemic these
procedures had not been widely applied
or accepted as valid means of diagnostic
practice. For this reason, many families
were told they had to wait for an evalu-
ation until it could be conducted with-
in the health guidelines set forth by the
CDC and local government. This signifi-
cantly increased already long wait times
for families. In addition, referrals for in-
dividuals suspected of having ASD con-
tinued to rise as many families now had
more time at home with their child than
ever before. This intensive time together
gave caregivers insights into their chil-
dren’s social skills and communication —
leading some families to wonder if their
child had ASD.

With the increase in referrals for ASD
evaluations and stated restrictions of
COVID-19 related to sheltering-in-place,
the field of psychology was put into a
position to adapt in order to meet the ev-
er-growing need of their communities.
Prior to the pandemic, al ASD evalua
tions were conducted in person, but with
unprecedented times came a need to ad-
just our process. As the statewide shelter-
in-place order was extended in California,
it became obvious to some psychologists
that adapting to the current reality would
include telediagnostic services. Our task
was to provide high-quality and thorough
telediagnostic evaluations.

There are relatively few psychologists
with specialized training in ASD diagnos-
tics and those numbers are even lower in
rural and underserved communities. Tele-
diagnostics provides a pathway for fam-
ilies to receive an evaluation who other-
wise would not be able to or would need
to be put on alengthy waitlist. ASD diag-
nosis opens the door to appropriately tar-
geted services and can improve the quality
of lifefor individuals and their families.

Research on telediagnostics com-
menced before the pandemic, demon-
strating good results with high accept-
ability of the procedures by participants
(Judrez et al., 2018; Alfuraydan et al.,
2020). Of utmost importance, a high
agreement was found between face-to-
face and telediagnostic administrations
for young children suspected of having
ASD (Stavropoulos et al., 2022). With
this research in place, we developed a
battery of assessments mirroring our pre-
vious in-person procedures. This battery
was aligned with the available research
and provided insight into the individu-
a’s cognitive, social-emotional, and be-
havioral presentation, as well as created
a space to observe any restricted and re-
petitive patterns of behavior. Once initi-
ating our telediagnostic program, we saw
exponential advancement in our capacity
to provide quick and accessible services,
drastically shortening the families' wait
times and increasing our ability to serve
individuals who may have otherwise fall-
en through the cracks.

For young children suspected of having
ASD, telediagnostics offers psycholo-
gists the opportunity to observe the child
in their natural environment with their
caregiver, where children are most com-
fortable. This alows for a clear picture
of what happens in real-world situations.
Upwards of 70% of people with ASD ex-
perience some form of anxiety (White et
a., 2009), and having the option to pro-
vide a telediagnostic evaluation where
the person can participate from their
most familiar environment can decrease
stress and anxiety regarding the whole
diagnostic experience. Additionally, we
have found that there are limiting factors
in requiring patients to come into offic-
es for evauations. Some of these factors
include a lack of transportation, severe
behavioral or emotional challenges that
limit comfort in going into offices, certain
disahilities, long distancesto drive for the
evauation and high gas prices. Teledi-
agnostics can truly address the historic
inequity in quality care and diagnostic
evaluations.

Reflecting on these last two and a half
yearsitisnow difficult toimagineaclini-
cal world without tel ediagnostics because

see Telediagnostics on page 25
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Sharing an Adult Autism Diagnosis with Family, Friends,

and Community

By Lori Lerner, LMSW, RYT-200 hr.
Coordinator of Family and Wellness
Servicesfor the Under Served (S:US)

he successful British author Matt

Haig spent alot of timein self-re-

flection at the height of the pan-

demic. During this time, at 46
years of age, he was newly diagnosed with
Attention Deficit Hyperactivity Disorder
(ADHD) along with having Autism Spec-
trum Disorder (ASD). In light of being
diagnosed only recently in middle age, he
understood much more his lifelong enthu-
siasm and propensity to adhere to routine
along with his chosen profession of writ-
ing fiction which requires a regular daily
practice for him. He viewed his lifetime
habits as ways to cope with feeling “...a
little bit different without ever having un-
derstood why...” prior to his diagnoses?
Quieter time spent during the pandemic
along with practicing more self-compas-
sion has helped him adjust. He shared,
“One of the few great things about middle
age is you have an acceptance of who you
are and a kindness toward yourself. In the
olden days left-handed people were told
to hold the pen with their right hand, but
they were always left-handed; maybe it's
the same with autism. Maybe there's a lot
of things where you try to be a round peg
and you're actually asquare peg and that's
fine. You just therefore create more square

holes.”* Cultivating self-compassion along
with routine and habits that help promote
acceptance and comfort helped the author
Matt Haig adjust to his new diagnoses.
These qualities of self-compassion, accep-
tance, kindness, and comfort have helped
others live with and share with their com-
munity their diagnosis of ASD, an Intel-
lectual and/or Developmental Disability
(1/DD), with their family members and
loved ones who support them.

When interviewing people supported

by S:US who live with ASD or 1/DD and
their family members, these similar themes
of acceptance, self-compassion, empathy,
sensitivity, and kindness were mentioned
often. Valerie, a woman who has 1/DD
and attends an S:US Day Habilitation Pro-
gram in Brooklyn, NY, shared, “...having
I/DD doesn’t bother me. We're al human
beings. We al have needs and it doesn't
bother me. | live with it, | deal with it the
best that | can, and | don't let it affect me.
Nothing else to do. When something both-

ers me, | give myself space, quiet time, |
stay home...listen to some music, most-
ly gospel — it makes me happy and moti-
vates me. | will also tell my staff and talk
to Yvette (the Program Director at my day
habilitation program). When I'm upset, |
go to them and tell them; they’ll listen to
me and help me with my situation, they
talk to me and that helps.” Being around
others who listen, care and make space for
feelings or hard moments that arise, helps
people with disabilities. Dr. Robert Joseph,
an S:US Psychologist, stated “...all people
are different...have different strengths and
weaknesses. We need to accept our differ-
ences and make space for our differences.”
In the article “Sharing an Autism Diag-
nosis with Family and Friends,” psycholo-
gist Mandi Silverman, Psy.D., notes, “We
often say that children with autism are
like snowflakes, no two are the same. Just
because one child with autism looks and
sounds one way does not mean that another
child will.”2 Each person with ASD has a
spectrum of behaviors, with different types
of symptoms, onset, and level of severity.
It is important to seek out good medical
care, therapeutic treatment to build skills
for the person with the disability, and con-
nect to resources and social support. Hope,
a mother who has an adult son with ASD
and lives in a home managed by S:US re-
flected, “It isimportant to let go of ASD

see Sharing on page 27
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Breaking Down Barriers. A Guideto Autism Diagnosiswith NODA Telehealth

By Martin Costello
Autism Advocate

f you are the parent or guardian of

a child on the autism spectrum, you

know firsthand how frustrating and

time-consuming it can be to get a di-
agnostic assessment for your child. The
process often involves long wait times,
multiple in-person appointments, and alot
of uncertainty. Thanks to recent advance-
ments in telehealth technology, parents
now have access to a faster and more con-
venient way to get their child assessed for
autism.

Telehealth acceptance has been steadi-
ly increasing in recent years, with more
patients and clinicians opting for virtua
appointments over in-person visits. This
trend has only accelerated during the
COVID-19 pandemic, as many families
were unable or unwilling to visit clinicsin
person and clinicians were prevented from
having patients visit their clinics.

The benefits of telehealth go beyond
convenience. Aided by innovative tele-
health platforms and experienced clini-
cians, parents can now accelerate their
child’s assessment when they use video
conferencing and other telehealth tools
from their home. For example, if the par-
ent and child are comfortable doing so, a
recording of the child's behavior can be
shared with a trained, diagnostic clinician.

This alternative way of pursuing a diag-
nostic evaluation can be a faster and more
efficient than traditional in-person assess-
ments, the standard of care that families
have been following for decades.

What is NODA?

NODA™ stands for the Naturalistic
Observation Diagnostic Assessment and

NODA - Founded by Parents, for Parents

he origins of researching autism
diagnosis and telehealth may go
back to 1995, when Medical de-
vice industry executive and dad
Ron Oberleitner and his wife Sharon be-
gan “losing our son” (15-month-old Rob-
by) isthe only way they could describe it.

Rabby’s body was till intact and grow-
ing, but 180 degrees different from histwo
older brothers' development years earlier.
Robby started losing the few FIRST words
he had learned (flower, dada, mama), and
instead, started to shriek, tantrum and cry
for hours on end seemingly every day. He
stopped eating and began to pick at his
food instead, and a a moment’s notice,
may run out of the house naked to go...
anywhere. The changes to Robby affect-
ed him on a daily basis and the discomfort
could last several hours, until he passed out
(it seemed). Robby’s parents took him to
their family pediatrician several times after
witnessing Robby’s increasingly distress-
ing and indescribably torturous behavior.
That overlapped with a decline in his abil-
ity or interest to interact with his mom and
dad. Eventually his interaction with others
dissolved as though it was never there. To
anyone who observed Robby at that time,
he seemed to be in constant pain and dis-
comfort, and in his own world.

As it would happen with any family, the
Oberleitners would take trips so that Rob-
by could be evaluated by different “med-
ica specialists’ with whom they shared
their concern about Robby’s erratic behav-
ior and deeplessness. As Robby’s situa-
tion grew increasingly concerning, Ron’s

Robby at 7 years, after being
diagnosed with Profound
Autism at 3%2years

work responsibilities raised an interesting
thought. Ron’s position included oversight
of novel health care initiatives that studied
how surgery patients could safely be eval-
uated post-operatively from the safety of
their home via Skype or secure videocon-
ferencing. Patients could also get tertiary
expert opinions by forwarding photos of
post-operative wounds. While carrying

see NODA on page 26

isan evidence-supported hybrid (synchro-
nous and asynchronous) telehealth plat-
form that supports families seeking faster,
quality diagnostic assessments for autism,
particularly those living in underserved
areas. What has emerged is potentially the
most prospectively research-based tele-
health method to help young families who
suspect their child should be evaluated for
autism.

How NODA Works:

* Parents download the NODA app and set
up a secure account. Then, the NODA
app prompts them to compl ete adiagnos-
tic history questionnaire and then record
and upload short videos of their child in
various Situations at home: mealtime,
bedtime, playtime with others, and play-
time aone.

» Experienced clinicians then view the
videos, tag behaviors relevant to a diag-
nosis of autism, and NODA organizes
these tags according to the DSM-5 and
virtually meets with the family (occa
sionally more than once)

» The clinician renders a diagnosis and
provides a complete diagnostic assess-
ment report to the patient’s family.

What Parents Can Expect:

There are afew steps parents can expect
when they use NODA to get their diagnos-
tic assessment done;

1. Usually after the child has been screened
“positive” by their pediatrician or other
referring source, the family can register
on the NODA app where they fill out an
adaptive behavior assessment and

see NODA Telehealth on page 26
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Listening isKey to Supporting Families and

Caregiversand Leadsto Better Outcomes

By Trudy Ann Pines, M SEd
Assistant Principal

AHRC New York City’'s
Middle/High School

pporting families and caregiv-

ers is a lifelong learning process

children and young adults with

tism spectrum disorders (ASD)

typically undergo many changes. When

providing workshops to families about ac-

cessing services, | began to consider the

question of how we can support them fur-

ther, as simply providing information does
not seem to be enough.

A Chanceto Be Heard

Parents and caregivers must be given
the opportunity to be heard so educators
and practitioners can better understand
their children’s lives, goals, and dreams.
The impact of a child's developmental
disability or other mental health issues
can truly impact parents’, caregivers', and
family functioning (Prendeville & Kin-
sella, 2019). Family functioning plays an
important role in understanding parental
interactions with children diagnosed with
developmental disabilities. Understand-
ing their interactions may help educators
and practitioners develop an approach,

or needed interventions, to enhance their
day-to-day functioning at home and deter-
mine future valued outcomes (Prendeville
& Kinsella, 2019). Parents and caregivers
often struggle to obtain access to health,
social and financial support (Doherty et
al., 2020). Their socioeconomic status may
pose limitations in advocating for their
children due to their work schedules, fi-
nancial resources, and lack of accessto in-
formation about their children’'s rights and
entitlements (Doherty et al., 2020). Such
factors can affect their family functioning

and their child’s transition to adult life.
Focusing on the Person in Future Planning

Generdly, students transitioning from
school to adulthood can pose challeng-
es. For students with ASD, the process
can be overwhelming, while families and
caregivers often face systemic barriers in
accessing adult day services, benefits, and
entitlements upon transitioning from edu-
cational services (McGinley et a., 2021).
Such barriers include a lack of knowledge
about several transition tasks which may
affect students’ accessto community inclu-
sion and the workforce. Person-centered
planning emerges as an approach for future
planning. This alows parents, educators,
practitioners, and service providers to as-
sess, explore, determine, and implement
valued outcomes for their children who
require support. Such an approach has
promoted ongoing support to parents and
caregivers of children with ASD and other
developmental disabilities.

Collaboration Leads to New Vision

Person-centered planning refers to the
process of articulating the care and support
needs of individuals with developmental
disabilities in a manner of pursuing and
achieving their goals that is collaborative
(Heller, 2019). It is rooted in the social
values of equality and access to the com-
munity for individuals with developmental
disabilities whereby decisions are based
upon the principles of inclusion, choice,
and independence (Taylor & Taylor, 2017).
This approach aims to place children and
young adults at the center of planning and
decisions that affect them. When they are
actively involved in person-centered plan-
ning, it is believed that their attitudes, be-
havior, and learning contribute positively
to the community. When and how do par-
ents and caregivers decide about the future
for their children and young adults?

Seeing Children Through a Different Lens

When engaging in person-centered plan-
ning with parents and caregivers, it isim-
portant to explore their children’s profiles
in terms of who they are, their aspirations
and dreams, prior to determining future

valued outcomes. Self-awareness is key to
goal setting in person-centered planning.
As parents and caregivers reflect on their
children’'s capabilities, they begin identi-
fying what is important to their child and
the supports he or she will require to con-
tribute to society. During such exploration,
parents, caregivers, and practitioners see
their children through a different lens.

A parent once told me during a per-
son-centered planning mesting, “l have
never thought of seeing my son from a
different perspective; | tended to focus so
much on his deficits in certain areas of his
life. This meeting opened my eyes to see
his potential in other areas and other possi-
bilities, such as attending college.”

As parents and caregivers interact in
a natural way, there is a strong sense of
engagement and inner reflection of them-
selves. Their conversations may lead to
setting valued outcomes for their children
that might seem unredlistic to others or
goals that could be attainable.

The goal-setting process is rooted in
transforming their children’s dreams into
goals and objectives. Goals and objectives
based on their children’s wants and needs
and supported by parents, caregivers, and
service providers, can lead to set activities
and atimeline that allows their children to
accomplish them effectively. In atransition
meeting, a student completed a picture of
his life through person-centered planning
by including both graphic and written de-
scriptions of his preferred place to live,
work and other dreams he wanted to ac-
complish. Parents and caregivers were able
to picture and reflect upon hisvision from a
different perspective: his own perspective.

Person-centered planning has indeed
evolved toward an empathic approach
that empowers and motivates children and
young adults with developmental disabil-
ities, as well as their parents and/or care-
givers. With the opportunity to articulate
a vision, parents and caregivers consider
different paths, and engage in natural con-
versations centered on their children. Over
time, this approach has improved the re-
lationship between parents/caregivers and
their children, while promoting respect
and dignity, which forges a deeper emo-
tional bond.

Trudy Ann Pines, MSEd is an Assistant
Principal at AHRC NYC Middle/High
School in Brooklyn and serves as a Care
Manager for Care Design New York. She
also was a school counselor at AHRC
NYC Middle/High School for 14 years.
She earned her master’s degree in School
Counseling and Educational Leadership at
Brooklyn College of the City University of
New York and is currently completing her
doctoral degree at S. Thomas University.
Her research interest includes social and
emotional learning in special education
and transition services for students with
developmental disabilities post-COVID-19
pandemic. Trudy Ann resides with her fam-
ily in Brooklyn. In her free time, she runs
outdoors, practices journal writing, and
spends quality time with her daughter.

see Listening on page 29
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Engaging and Supporting Parents of Children

Recently Diagnosed with Autism

By Georgia Efthimiou, MA, BCBA,
Kristen Daneker, MS, BCBA,
Brandon Sierchio, MA, BCBA,

and Howard Savin, PhD

First Children Services

0 parent wants to learn that

their child is autistic. Hopes

and dreams for a neurotypical

child are mostly abandoned and
replaced by fear, uncertainty and, often,
despair. Thus, effective professional inter-
vention must begin with active listening
to grasp the parent perspective on their
child's special needs, degree of parent’'s
emotional dysphoria and other salient is-
sues in family dynamics. This process
productively enables formation of an ef-
fective alliance between clinicians and
parent(9 to begin addressing the needs
and challenges for anewly diagnosed child
or adult with autism.

An Autism Spectrum Disorder (ASD)
diagnosis for parents with young children
can beisolating. There are many added re-
sponsibilities that parents are not aways
prepared to pursue for their children. Par-
ents often feel that the burden that comes
with this diagnosis is too high. They often
feel that they have limited access to re-
sources they need. As parents embark on
the journey to secure support for a loved
one, it is important to educate oneself,
practice self-care, and prepare to be an ac-
tive part of the child’streatment. Education
and training have been proven to help al-
leviate some of these feelings for parents
as they become more familiar with Ap-
plied Behavior Analysis (ABA) and learn
the tools to manage their child’s behavior.
Beginning treatment as soon as possibleis
paramount. As a person grows, they form
routines and develop behaviors that are
reinforced, sometimes inadvertently, by
parents and others. Some of those routines
and behaviors may be quite challenging in
nature and can result in a child being stig-
matized or prevented from participating in
activities with their neurotypical peers.

Today, pediatricians are trained to screen
children achievement of developmenta
milestones. If they seem to fall behind, they
refer parents to neurologists, or develop-
mental specialists, where they can further
evaluatetheir child. Fromthere, appropriate
diagnostics can be made. If achild isunder
3 years of age, Early Intervention Services
are amost aways recommended and are
availablein every state. Once an autism di-
agnosisisobtained, parents are given apre-
scription for ABA services. At that point,
the parents must |ook for resources on their
own, whether state funded or through their
personal insurance provider.

Behavior Analysts are educated to not
only treat a child with Autism but also to
treat and work actively with the child's
parents or caretaker. The expectation is
that parents will participate in their child’s
treatment from the onset of services on a
weekly or monthly. Once specific skillsare
mastered, or behaviors reduced, a Board
Certified Behavior Analyst (BCBA) will
work with the families to utilize these
skills and strategies outside of therapy ses-

sions. For progress to be sustained, care
givers must continue to transpose the work
that the clinicians provide into home and
community settings. Research shows that
parental involvement is crucia for maxi-
mizing the child's progress.

ABA therapy will focus on addressing
the autistic child's skills deficits and chal-
lenging behaviors. An evaluation is com-
pleted at the outset of treatment to assess
individual deficits and incorporate the
child's strengths into a treatment plan. Pa-
rental input is also incorporated into dai-
ly programming. The goal is for the child
to be able to be a part of family life, with
minimal support, by the end of services. In
addition to ABA services, parents may be
encouraged by the child’s physician to seek
additional services such as Physical Ther-
apy, Occupational Therapy, and Speech
Therapy. ABA providers will work hand
in hand with outside providers as part of
an interdisciplinary treatment approach. A
behavior intervention program, no matter
how well written, isonly as effective asthe
people who are implementing it. This re-
quires training and consistency across all
settings including the home and commu-
nity. With ABA therapy, services may be
provided in the home, in the community as
well as clinic-based services.

Reducing ABA therapy hours, or recom-
mending discharge, can leave many fami-
lies feeling apprehensive or anxious, even
when their child has made remarkable
progress throughout the course of treat-
ment. ABA therapy becomes intertwined
with the family’s daily routine and struc-
ture, and most families value the consisten-
cy and predictability of having additional
support and resources available to them as
needed. Discharging from services does
not have to be a scary process for fami-
lies and continuing to provide regular par-
ent training throughout the service fading
stageis ahelp.

It is important that families and clini-
cians have transparent conversations about
long-term goals and hopes of outcomes
for ABA therapy early on to ensure that
reasonable expectations are discussed and
agreed upon. Similarly, criteria to fade di-
rect ABA therapy hours and ultimately cri-
teria to discharge from services should be

established at the onset of treatment. Actu-
al timelines to fade hours or discharge ser-
viceswill be based on the client’s progress
or regression with each goal areacompared
to where they started with each skill.
Consistent parent training is also ex-
tremely important when fading hours
and planning for discharge. This serves
to ensure skills are being maintained and
generalized by the child and that families
can replicate and follow-through with in-

terventions that were once predominant-
ly overseen and implemented by trained
clinicians. Once effective interventions
may need to be reconsidered if they prove
to be ineffective in a different setting or
when implemented by different people.
Interventions may look different when run
predominantly by the family, and caregiv-
ers should feel empowered to speak up if
something is not working.

The final stage of discharge involves
touch points between the family and clini-
cian to assess continued stability and the
need for any additional supports after di-
rect services have ended. The clinician will
provide the family with a discharge sum-
mary outlining their child's progress on
long-term goals, a summary of treatment
and outcomes, clinica recommendations
for ongoing support, and information on
additional community resources the fami-
ly can look into should the need arise for
services again in the future. While medi-
cally-based ABA therapy is not intended to
be a lifelong therapy, a child may need di-
rect ABA therapy again even after success-
ful discharge if new challenges occur that
require a higher level of care again. It is
not uncommon for a child to have several
cycles of ABA therapy during transitional
periodsin their life.

see Supporting Parents on page 26
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An Overview of the Screening and Diagnosis

of Autism Spectrum Disorder in Children

By the Center for Disease Control and
Prevention (CDC)

iagnosing autism spectrum dis-

order (ASD) can be difficult be-

cause there is no medica test,

like ablood test, to diagnose the
disorder. Doctors look at the child's devel-
opmental history and behavior to make a
diagnosis.

ASD can sometimes be detected at 18
months of age or younger. By age 2, a
diagnosis by an experienced profession-
al can be considered reliable.r However,
many children do not receive afinal diag-
nosis until much older. Some people are
not diagnosed until they are adolescents
or adults. This delay means that people
with ASD might not get the early help
they need.

Diagnosing children with ASD as early
as possible is important to make sure chil-
dren receive the services and supports they
need to reach their full potential .2 There are
several stepsin this process.

Developmental Monitoring

Developmental monitoring is an active,
ongoing process of watching a child grow
and encouraging conversations between
parents and providers about a child's skills

and abilities. Developmental monitoring in-
volves observing how your child grows and
whether your child meets the typica de-
velopmental milestones, or skills that most
children reach by a certain age, in playing,
learning, speaking, behaving, and moving.
Parents, grandparents, early childhood
education providers, and other caregivers
can participate in developmental moni-
toring. CDC's Learn the Sgns. Act Early.

program has developed free materias, in-
cluding CDC's Milestone Tracker app, to
help parents and providers work together
to monitor your child's development and
know when there might be a concern and
if more screening is needed. You can use
a brief checklist of milestones to see how
your child is developing. If you notice that
your child is not meeting milestones, talk
with your doctor or nurse about your con-

cerns and ask about developmental screen-
ing. Learn more about CDC Milestone
Tracker app, milestone checklists, and oth-
er parent materials.

When you take your child to awell vis-
it, your doctor or nurse will also do devel-
opmental monitoring. The doctor or nurse
might ask you questions about your child’'s
development or will talk and play with
your child to seeif they are devel oping and
meeting milestones.

Your doctor or nurse may also ask about
your child's family history. Be sure to let
your doctor or nurse know about any con-
ditions that your child’s family members
have, including ASD, learning disorders,
intellectual disability, or attention deficit/
hyperactivity disorder (ADHD).

Developmental Screening

Developmental screening takes a closer
look at how your child is developing.

Developmental screening is more formal
than devel opmental monitoring. It isareg-
ular part of some well-child visits even if
there is not a known concern.

The American Academy of Pediatrics
(AAP) recommends developmental and
behavioral screening for all children during
regular well-child visits at these ages:

see CDC Overview on page 27
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Next StepsAfter an Autism Diagnosis.

Acceptance, Advocacy, and Treatment Options

By Salli Shon, LCSW, BCBA, LBA-CT
and Caitlan Freeman, MS, BCBA, LABA
Autism Care Partners

he road to diagnosis can be long

and uncertain. For some, the news

of diagnosisbrings validation and

hope. For others, it can lead to
even more uncertainty. In either situation,
it is important to seek support and guid-
ance to navigate a path forward. It can be
difficult to muddle through all of the in-
formation, emotions, and clinical options
that often accompany news of the diagno-
sis, however, the true path forward begins
with understanding.

In order to meet criteriafor adiagnosis of
Autism Spectrum Disorder (ASD), an in-
dividual must present with devel opmental
concerns in the following areas: persistent
deficits in social communication and so-
cia interactions across multiple contexts
and restricted and/or repetitive patterns
of behavior, interests, or activities. These
concerns must be present in early develop-
ment, cause clinically significant impair-
ment, and not be accounted for by intel-
lectual disability or globa developmental
delay (American Psychiatric Association,
2013). Though this clinical definition is
very clearly defined, each individual given
a diagnosis of ASD is different. Everyone

has unique strengths and struggles, and the
discussion around diagnosis should high-
light these complexities. Initialy, conver-
sation about the diagnosis should highlight
an individual’s strengths while also pro-
viding valuable information in areas where
they may need support.

Initial news of a diagnosis can bring
about a variety of emotions and it is im-
portant to hold space for those feelings.
In the same way each individual presents

uniquely, interpretation of a diagnosis is
nuanced by each family and individua’s
circumstances and perspectives. Ultimate-
ly, this diagnosis provides information that
helps to understand an individual and their
needs. It is also a roadmap to identify and
gain access to a variety of supports that
will help them to thrive in their daily lives.
It does not change who the child or indi-
vidua is or imply they will lead any lesser
quality of life. As parents and practitioners,

it is our job to change the narrative around
an ASD diagnosis by helping shift the con-
versation from symptoms that need to be
remediated or cured, to unique and indi-
vidual areas requiring our acceptance and
support to thrive.

Next steps following diagnosis should
focus on understanding the person’s indi-
vidua needs and meet them where they
are. The path for a young child will differ
from a school aged child and even more so
for adults.

Pre-school age children will benefit
from early intervention through a birth to
three program offering Autism specific
interventions. Treatment models utilizing
principles of Applied Behavior Analysis
are evidence-based. They have demon-
strated effectiveness in the acquisition of
skills and reduction of harmful behaviors.
Examples of ABA interventions comprise
Natural Environment Teaching (NET),
Discrete Trial Teaching (DTT), Pivotal
Response Training (PRT), and Skill Based
Training (SBT) (National Autism Center
2006-2017). Because Autistic children are
diverse and unique, it is best to have an
approach that is flexible and comprehen-
sive, including Occupational Therapy and
Speech and Language programs. Young
children, prior to entering school, can

see Next Steps on page 29



https://autismspectrumnews.org/
https://experiencecle.com/
http://www.wjcs.com

PAGE 16

AUTISM SPECTRUM NEWS ~ SPRING 2023

Autism Around the World: An Interview with a

First Lady with a Degreein Special Education and “ Autism Belize”

By Michael John Carley
Facilitator, New York University
ConnectionsASD Program

e doesn't flinch...” \We need mon-

eyl We need a lot of money. We

eed alot of training, and it costsa

ot of money.. WEre not lost. Were

not this little country that has our heads

inthe sand. Every time somebody suggests

to me ‘Let's have a Special Education

summit!” It upsets me...because | feel they

want to rehash and rehash, same/old and

same/old, and talk, talk, talk, talk,..\We

know what our issues are, we know how
to fix them.”

Armed with a degree in Specia Edu-
cation from the University of Chicago,
Her Excellency, Mrs. Rosanna Bricefio,
is no typical “First Lady.” Her passion
for autism and other disabilities contains
no optics; and her frustrations...no filter.
Though the picture of approachability, she
is constantly lurching her frame forward
from the sofa, thrusting her arms to drive
home her points.

Her Excellency was first exposed to
Specia Education at age 18 and quickly
realized it was her mission. Laughing, she
states, “ That was thirty-five years ago, and
| have since been called an ‘old soldier’
many times.”

Her Excellency, Mrs. Rosanna Bricefio, First Lady of Belize,
with Christy Castillo Almeida, the Founder of Autism Belize

| have been given an unprecedented hour
with her and her “partner-in-crime” (both
in and outside the Belizian school system),
Christy Cadtillo Almeida, the Founder of
Autism Belize.

One of my many “hats’ in the autism
world tasks me to both inform, and gain

exposure for the work of fledgling, but
workaholic, autism organizations in Cen-
tral and South America. Because of their
economic challenges they often look to us
for leadership, as too often amongst the
overwhelmed there is an obligation to em-
ulate the autism developments that have

occurred in the US. But when they are so
overwhelmed, it is hard for them to see that
based on our relatively privileged econo-
my, we are actualy no great example. We
in the U.S. are still engulfed in unlearning
so many mistakes. So if challenged econ-
omies starting at baseline can somehow
avoid the comic/tragic pitfals of vaccine
theories, punitive ABA, and the messaging
of organizations like Autism Speaks, they
could theoretically surpass us.

Here in Belize this latter role is unnec-
essary. Powerhouses Almeida and Mrs.
Bricefio need no such education. They are
more than advanced enough in their com-
prehension of all that has occurred. They
have done the feasibility work. They know
what they need, and their need is great. Be-
lize hasonly 1 SLP (Speech and Language
Pathologist) working full timein the entire
country. They have no full-time OTs, BC-
BAs, FloorTime Therapists, or Play Thera-
pists. Their insurance companies won't in-
sure for autism - not even for basic health
or the cost of an official diagnosis. In this
land of around 420,000 Creole, Mesti-
zo, East Asian, and Maya, there is only
one special needs school (containing 11
classrooms) and only 20 special education
classrooms in 14 regular education loca-
tions throughout the country. In these

see Autism Belize on page 28
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Parent Education Program for Families of Children

with Newly Diagnosed Autism

By Daniel Magin, BA,

Kristin Christodulu, PhD,

and Jane Ann Worlock, M SEd
University at Albany Center for
Autism and Related Disabilities

he proliferation of misinforma-

tion related to autism spectrum

disorder has been an issue for

decades and one that capitalizes
on the vulnerabilities of the population
at which it is targeted (Capuano & Kil-
lu, 2020). The most infamous example
of the harm that misinformation in the
autism community can pose comes from
the widely debunked idea that vaccines
are the main cause of autism (Roozenbeek
& Van der Linden, 2022). As this theo-
ry has spread its way through the public
consciousness, it has contributed to the
decision of thousands of parents to opt
out of getting their children vaccinated
(Roozenback & Van der Linden, 2022).
Even after the results of countless studies
have emphatically proved thisideawrong,
it has continued to loom in the public con-
sciousness with 13% of arecent sample of
500 parents believing the idea that vac-
cines were a likely major cause of ASD
and 30% of this sample believing the idea
that a large amount of resources should
continue to go towards the investigation

of vaccines as the cause of autism (Fisch-
bach et al., 2016).

The threat of misinformation seems to
be rising with the ease at which it is spread
through technology. Indeed, the Surgeon
General of the United States recently is-
sued an advisory to warn the public about
the growing danger that misinformation
poses to US Public Health (Office of the
Surgeon General, 2021). With the ever-in-
creasing capacity of misinformation to

reach its target audience through social
media and related technology, it is more
important now than ever that parents and
families have access to trusted experts in
the field to provide them with reliable and
accurate information on which they can
basetheir decisionsrelated to their recently
diagnosed autistic family member.

While technology hasitsrisks in relation
to the spread of misinformation, it can also
be leveraged by professionals to enable ac-

cess to trusted and evidence-based infor-
mation for families who recently received
a diagnosis of autism spectrum disorder.
As the internet has become the most com-
mon resource for parents and caregivers to
use when seeking out information related
to their child’'s neurodevelopmental disor-
der, professionals and health-care provid-
ers must provide information through this
medium for it to reach as many families as
possible (Chan et d., 2017). Furthermore,
they must do so in a way that both refutes
the misinformation that families may have
consumed in the past and inoculates fami-
lies against misinformation that they may
be exposed to in the future (Smith & Mc-
Donad, 2017). One way of doing thisisto
provide families with evidence-based infor-
mation about autism and to briefly and di-
rectly address the common misinformation
that families may be exposed to, as well as
the potential motivations behind the agents
spreading the misinformation (Smith & Mc-
Donad, 2017). However, it is imperative
that in the process of doing so, scientistsand
professionals strike a careful balance be-
tween labeling the misinformation as such
and overly repeating the trope associated
with the misinformation, which could inad-
vertently reinforce the audience's belief in
the falseidea (Smith & McDonald, 2017).

see Parent Education on page 29

11 Compassionate Parenting Tipsfor Familieswith Autistic Children

By Heidi Hillman PhD, BCBA-D, LMHC
Eastern Washington University

people realize the challeng-
es of being a parent, until they
become one. Now, imagine the
added challenges of parenting an
autistic child which is becoming more
common as the number of children diag-
nosed with an autism spectrum disorder
(ASD) increases. According to the Cen-
ters for Disease Control and Prevention,
in the United States, the prevalence rates
of autism spectrum disorder increased
from 1 in 150 children in 2000 to about
1in 68 in 2012 (Centers for Disease Con-
trol and Prevention [CDC], 2012). A more
recent study by the Centers for Disease
Control and Prevention (CDC; 2020) sug-
gested that in some areas of the country,
the prevalence of ASD was closer to 1in
54 children.

A crucia time to support parents is
after a diagnosis when parents are over-
whelmed by and focusing on the challenge
of “what do | do?" Many parents search
online for the best therapies or ask others
about best parenting practices. | am here
to say that autistic children do not need a
perfect parent, they need a positive and ac-
cepting one.

The aim of this article is to give par-
ents a glimmer of hope, emphasizing 11
compassionate parenting strategies and
focusing on the joyful moments during a

crucia time when parents are focusing on
the challenge of “my child is autistic, what
do | do?

1. Allow the feelings and emotions -
Parents, after receiving an autism diag-
nosis, experience a plethora of emotions
before they accept their child’s diagnosis.
Many parents move through emotions
like Kubler-Ross' (1980) stages of grief;
grieving for what might have been fol-
lowed by a plan of action. Having an au-
tistic child may not fit your perspective
of what your family should look like, it

may feel like you have a square peg to fit
into your family circle. You will mourn
and that is okay. Give yourself the time
and space.

2. Realize you are good enough - My
opinion, all parents of autistic children
should receive a merit badge in parenting.
Raising an autistic child is like learning a
foreign language - but in parenting. It is
challenging and sometimes overwhelming.
Parents utilize numerous resources to help
their child developmentally, but they still
worry they are not doing a good enough

job. Your child does not need the perfect
parent, they need a happy and supportive
one. Raising an autistic child is difficult,
but it is empowering and will make you a
better person.

3. Build your support village - When you
begin learning about autism, there are mo-
ments when you will feel lonely and lost.
You will learn more from your “support
friends and family” than an autism expert.
Simply talking to and listening to others
who are raising autistic children can belife
changing. They get it! It is so comforting
to talk with others who get it and support
you, especialy during times when you
feel overwhelmed or isolated. You are not
alonein thisjourney.

4. Your child’s differences are what
make them unique - Even though your
child interprets the world differently, that's
not a bad thing. This is the beginning of
an eye-opening journey. Their perspective
of the world is amazing; they will show
you there are different ways or even bet-
ter ways to solve problems. Yes, they may
have challenges due to their neurodiversi-
ty, but they can cope with these challenges
with proper support.

5. Autism is your child, but it does not
define your child - Your child is not de-
fined by asinglediagnosis, they are special

see Parenting Tips on page 34
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Challengesin the Diagnosis and Treatment of Older Autistic Women

By Mary P. Donahue, PhD
Owner /Psychologist
Mindful PathsPsychological Services LLC

utism has a unique neurological

structure with a wide variety

of expressions. This diversity

of strengths, challenges, and
experiences is why autism is considered a
spectrum disorder. It's also what makes it
challenging to diagnose and treat because
the myriad of symptoms manifested in any
given autistic person at any time on any
calendar day is different.

Historically, autism is better identified
in males than in females (Leedham, 2020).
Reasons may be that: males tend to act
externaly when frustrated, measures of
autism traits have been normed on main-
ly male samples, and females express au-
tistic traits differently (Bargiela, 2016).
Even some educators can identify autism
in males easier than in femal es, despite ob-
serving the exact same scenario (Whitlock,
et. a., 2020). There may also be animplicit
bias toward women as autism and co-oc-
curring disorders are often misdiagnosed
inwomen as personality or mood disorders
(Muller, 2019). In addition, females can
have a higher social motivation, greater ca-
pacity for friendship, and internalize angst
as compared to males (Bargiela, 2016).
Lastly, women are adept at using camou-
flaging as a coping skill.

Camouflaging is a safety strategy where
an autistic person suppresses their autistic
characteristics so they appear “normal”
and are accepted by mainstream society.
It takes an extreme amount of energy to
constantly suppress natural behaviors. It
also means that the autistic person is not
known as themselves but, rather, as the
projected persona. This leaves the autis-
tic person without a sense of self or of
belongingness. Masking, then, can derail
appropriate diagnosis.

Another difficulty in diagnosing fe-
males is how autistic people commu-
nicate. They're generaly direct, literal
thinkers, so asking a patient, “How are
you doing today?’ can elicit one answer
with two meanings: The patient responds
with “good,” indicating little trouble to
the provider but actually meaning “in the
moment” to the patient. She may have
been immobile yesterday or sleepless over
the last few weeks, but that's not “today.”
Next, as women tend to internalize expe-

riences and be very cooperative, she may
outwardly appear to be getting along well
in the observable moment but is internally
exhausted and flooded. Cogpnitive process-
ing might be slower, made worse by painful
environmental stimulation. Her processing
can berestrained as providers push to gath-
er information. She may look disinterested
or uncooperative or may be masking well.
Sheisnot, however, revealing her true self.
Thus, diagnosis and subsequent treatment
goals are miscalculated.

One critically important diagnosing tool ,
however, is the expertise and understand-
ing of the clinician. This requires humility
and mindfulness. It can be atricky process
to elicit the information you're exactly
looking for when communicating outside
your norm. The best tool an assessor can
have is to learn not only what autism is,
but how it manifestsinreal life for that pa-
tient. Being open minded and setting aside
preconceived notionsis a start. The practi-
tioner istheir own best instrument.

Treatment

Research reveds considerably little
about how to specifically support or treat
the needs of autistic women. Thus, “evi-
dence-based” doesn’t always apply. Treat-
ment can also be complicated by the medi-
cal model, wherein treatment seeks

see Older Women on page 35

Rates of Autism Increase, But Numbers Don’t Paint the Full Picture

By KateWallisMD, MPH

and Eileen M. Everly, MD
Children’s Hospital of Philadelphia
(CHOP)

eadlines over the past 20 years
have signaled ever-increasing
recognition of autism spec-
trum disorder (ASD). Now,
in a new article published in Autism, our
team describes our own estimates of how
many children across Children’'s Hospital
of Philadelphids (CHOP) Primary Care
Network have been diagnosed with ASD.
What we found highlights the importance
of tracking and unpacking the numbers of
diagnoses to identify areas for continued
improvement. This includes improving
data collection for communities - such as
Asian American families - that have been
excluded from other studies of autism
prevalence or whose needs have been ob-
scured when categorized as “other.”

What We Found

We found that almost 1 in 31 children,
or 3.2% of our population, met our diag-
nostic definition for autism. Thisnumber is
higher than some national data, but in line
with a more recent study published in the
last year. The median age at which a diag-
nosis was documented was 3.93 years. We
are encouraged that more than half of our

population was diagnosed before age 4, as
we know that early diagnosis, which can
provide early access to needed supports,
can help children learn new skills.

We were also encouraged that our team
found fewer racial, ethnic, and socioeco-
nomic disparities in ASD diagnoses than
we might have expected based on histori-
cal data. For decades, Black, Hispanic, and
other minoritized racial and ethnic chil-
dren, aswell as children from familieswith
lower incomes were known to experience

delayed and missed diagnoses of ASD. We
found that after adjusting for other factors,
children who identified as Black, Hispanic,
White, or had other or multiple races were
diagnosed at the same rates and ages. Sim-
ilarly, socioeconomic vulnerability did not
affect rates or ages of diagnosis.

However, children who identified as
Asian had higher rates of ASD diagnosis
compared to children from other racia
groups - 5.4% of Asian children (or 1in 19
children) were diagnosed with autism. As

thiswas an exploratory study, thereismuch
more to do to understand these results.
Race and ethnicity are psycho-socia
congtructs. As such, history suggests that
when differences in autism prevalence be-
tween racia or ethnic groups are found, or
are found to change, it is due to differences
in identification rather than in underlying
biology. Thus, our differences in rates of
diagnoses compared to historical findings
could be dueto differencesin internal clin-
ical processes or in the socia influences of
health. For example, children may have dif-
ferences in how they access and use health
care services, or in the care they receive.
It's important to view this data not as a
conclusion, but as information we can use
to ask the next right question as we contin-
ueto put equity at the forefront of our care.

What Can Our Teams in Research and
Primary Care Learn from This Study?

First, the rates of ASD across the CHOP
Care Network can be used to help ensure
we have the capacity to meet the needs for
this large group of children with ASD.

While our data on age of diagnosis is
promising, we can do more to continue to
improve early identification and access to
services. A new model, known as the Au-
tism Care Champions in Primary Care,
seeksto train primary care providers at

see Autism Rates on page 31
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Screening and Diagnosing Autism Spectrum Disorder in Young Children

By Jennifer Shannon, MD

Executive Medical Director and Child,
Adolescent, and Adult Psychiatrist
Cognoa

iven the complex nature of au-

tism spectrum disorder (ASD),

its diagnosis can be challenging.

Unlike conditions where bio-
markers such as those found with a blood
test can provide a definitive diagnosis, di-
agnosing ASD requires clinical observa-
tion and interpretation of achild’sbehavior
and developmental history. Screening and
diagnostic toals can be utilized to aid the
clinician's assessment, but no tool should
be used as a“ stand-alone” diagnostic. The
clinician must assess each child's presenta-
tion and make a diagnosis based on wheth-
er the Diagnostic and Statistical Manual of
Mental Disorders - Fifth Edition (DSM-5)
criteria for ASD are met (“ Screening and
Diagnosis of Autism Spectrum Disorder” |
CDC,; “Diagnostic Criteria | Autism Spec-
trum Disorder (ASD)” | CDC).

Children with ASD can be identified as
toddlers and early intervention can and
does influence outcomes. In addition to
screening when concerns arise, the Amer-
ican Academy of Pediatrics (AAP) “rec-
ommends screening all children for symp-
toms of ASD” through a combination of
standardized autism-specific screening
tests at 18 and 24 months of age and gen-

eral developmental screening at 9, 18,
and 30 months of age visits (Hyman, et
al 2020).

ASD Screening Tools

A screening tool is used in the genera
population in individuals without symp-
toms to identify those at risk. The goal of
a screening tool is to enable earlier identi-
fication of concern and does not provide a
diagnosis (Bovbjerg 2020; “ Screening and
Diagnosis of Autism Spectrum Disorder” |

CDC). For ASD, examples of commonly
used screening tools available include the
Modified Checklist for Autism in Toddlers
(M-CHAT-R/F), Screening Tool for Autism
in Toddlers and Young Children (STAT),
and Rapid Interactive Screening Test for
Autism in Toddlers (RITA-T) (“Screening
and Diagnosis of Autism Spectrum Disor-
der” | CDC; “RITA-T Research” | Boston
Children’'s Hospital), with M-CHAT-R/F
being the most studied and widely used in
toddlers in the primary care setting (Hy-
man, et a 2020).

ASD Diagnostic Tools

A diagnostictool isused inindividuals
with symptoms, concerns, or those for
whom screening has identified an area
of concern to assess the probability or
likelihood that an individual may have a
particular condition. Examples of ASD
diagnostic tools include Autism Diag-
nostic Observation Schedule-Second
Edition (ADOS-2), Autism Diagnostic
Interview-Revised (ADI-R), Childhood
Autism Rating Scale-Second Edition
(CARS-2) (“Screening and Diagnosis
of Autism Spectrum Disorder | CDC”
n.d.; “(CARS™2) Childhood Autism
Rating Scale™, Second Edition” n.d.)
and Canvas Dx. These tools have been
clinically validated in varying individ-
ual populations and most are routinely
used by specialist clinicians (Randall
et al. 2018; Megerian et al. 2022). To
date, Canvas Dx, is the only Al based
diagnostic device that has received FDA
marketing authorization for ASD (FDA.
2021).

A tool’'s performance can be evauat-
ed based on the following characteristics
(Bovbjerg 2020):

» Sensitivity — The ability of the tool to
correctly identify individuals who truly
have ASD

see Screening on page 31

Empowering Caregivers Through an Innovative Peer Navigator Program

By Sarah Ve noska, PhD,

Samantha Hochheimer, M S,

Suzannah ladarola, PhD,

M elanie Pellecchia, PhD, BCBA, NCSP,
ConnieKasari, PhD,

and Aubyn Stahmer, PhD

fter a child receives an autism

diagnosis, caregivers begin to

look for appropriate services

and supports. This journey re-
quires them to navigate a very complicat-
ed service system. Caregivers are usually
tasked with coordinating their children’s
medical, educational, and communi-
ty-based services across different systems
of care. Research looking at this process
finds that family quality of life improves
when familieshavetheir service needs met
(Jones et a., 2017). However, caregivers
of autistic children report greater unmet
service needs than caregivers of children
with other developmental concerns (Chiri
& Warfidd, 2012), and greater difficulties
in accessing and dissatisfaction with care
(Carbone et al., 2010).

Families from historically marginalized
groups, individuals living in poverty and/
or in rural areas, and those for whom En-
glish is not their first language have even
greater challenges navigating these sys
tems. They often experience lower quality
care (Bilaver et al., 2020; Jafarabadi et al.,
2021, Stahmer et a., 2019).

Mind the Gap isan AIR-B project to connect families
with support servicesin their area and to put families
with arecent diagnosisin a better position

The Autism Intervention Network
on Behavioral Health

The AIR-B (Autism Intervention Re-
search Network on Behaviora Health) ad-
dressed these challenges by developing a
family navigation program called Mind the
Gap (MTG), intended for familieswho have
been historically underserved or delayed in
accessing services (ladarola et a., 2020).
AIR-B uses a community-partnered par-
ticipatory research approach that includes
collaborating with community partners, in-
cluding Federally Qudlified Health Centers,
schools, and family members, who helped
develop MTG (Wallerstein et al., 2017).

Mind the Gap

MTG isaprogram delivered by peer nav-
igators - caregivers of children on the au-
tism spectrum or with other developmental
delays with personal experience navigating

the service system. Peer navigators receive
training in collaborative coaching strategies
designed to empower caregivers by helping
them learn to connect with service pro-
viders and to grow their service networks
for their children on the autism spectrum,
post-diagnosis. Caregivers meet with their
peer navigators up to 12 times across three
months to set goals related to service ac-
cess and their own self-care strategies. The
peer navigators support families in access-
ing MTG resources that include videos,
activities and information related to un-
derstanding autism, navigating the service
system, advocacy strategies, talking with
one's family about autism, caregiver self-
care strategies, and other online resources
to assist caregiver understanding of child
development. These resources are freely
available in English and Spanish.

MTG’s family-driven programming al-
lows for one-on-one direct support, setting
this program apart from many typical com-

munity practices. Sue Mustard, a peer nav-
igator from Starbridge, noted, “[ The] ‘ peer
to peer’ or ‘parent to parent’ connection
[is] soimportant. That is something that of -
ten is not present when working with many
providers... | wish that I’d had access to a
navigator and the M TG resources when my
child was young, and I’'m so happy to be
able to provide that to others.”

A pilot study of the program matched
nine caregivers across the US with MTG
trained peer navigators (ladarola et al.,
2020). After the MTG program, caregivers
demonstrated increased knowledge of au-
tism and identified their relationship with
their peer navigators as the most benefi-
cia feature of the program. Pat Schreiber,
currently a peer navigator from Warmline
Family Resource Center shared, “One
mother | worked with stated that it was
such arelief to connect with a parent who
‘getsit,” who has walked some of the same
pathways and endured some of the same
challenges. This shared experience seemed
to give her hope that a pathway to progress
and better outcomes might exist and that
shewasn’'t alonein trying to follow it.”

Results from a larger randomized-con-
trol trial with 112 caregivers comparing
outcomes between one group given access
to MTG materias, and another given ac-
cess to these materials and working with a
peer navigator are forthcoming.

see Peer Navigator on page 33
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L ate-Diagnosed Autism and Camouflaging in People Assigned Female at Birth

Britt Boylan (They/Them)

Student Pursuing an MA in Mindfulness-
Based Transper sonal Counseling
Naropa University

t is becoming increasingly under-

stood that there are marked differ-

ences in autism between genders.

This has led to people assigned fe-
male at birth (AFAB) to being diagnosed
in adolescence or adulthood at a higher
rate compared to people assigned male
at birth (AMAB) (Wood-Downie et al.,
2020). | was diagnosed autistic in Novem-
ber 2021 at twenty-six years old. It came
after being misdiagnosed with type two
bipolar disorder in 2015 and being “treat-
ed” for that on varying medications with
no improvement. | started to suspect |
was misdiagnosed in 2019 when | did not
have any “hypomanic episodes’ despite
stopping al medications due to contrain-
dications with pregnancy. It was not until
mid-2021 that my therapist and | began
exploring alternative diagnoses. Over five
months, she evaluated me for autism until
finally diagnosing me.

This did not come as a surprise to my
family or me, but | was surprised to hear
that my family suspected | was autistic but
chose not to have me evaluated when | was
younger. Due to this, | developed intense
masking (a.k.a. camouflaging) skills that
allowed me to “fit in” the best | could, but

Britt Boylan (They/Them)

forced me to internalize all my struggles
related to autism. It has taken over a year,
and a neurodivergency-affirming therapist,
to begin the “unmasking process.” This
has involved: understanding my mask, un-
learning the parts that do not serve me, and
learning how to live authentically.

A growing body of research suggests
negative consequences from long-term
camouflaging (Wood-Downie et al., 2020).
It is a “risk-marker for suicidality” and

camouflaging makes recognizing autism
in AFAB people much more difficult than
AMAB people (Wood-Downieet al., 2020,
p. 1354). Ancther issue is the diagnostic
criteria for autism is not inclusive of the
ways AFAB people express their autistic
traits (Hull et a., 2020). There are theo-
ries as to why autistic AFAB people are
missed in childhood or misdiagnosed and
that includes social factors and camouflag-
ing (Hull et a., 2020). Depending on the

society, there are different expectations of
girls versus boys. Self-regulation, for ex-
ample, can be a challenge for autistic peo-
ple, but especialy for AFAB people who
have the strong tendency to camouflage
and internalize, which again is correlated
with poor mental health outcomes later in
life (Wood-Downie et a., 2020).

As discussed in Lockwood-Estrin’s
(2021) article, there are several barriers
to AFAB people receiving an autism di-
agnosis, one of which being behaviora
problems. They arguethat “...females diag-
nosed with ASD needing additional behav-
ioral problems to improve their chances of
receiving a diagnosis,” (Lockwood-Estrin
et a., 2021, p. 456). The same behavior-
a problems between young AFAB and
AMAB people are not being seen because
there are different societal expectations of
each group. Lockwood-Estrin’s article also
states that young boys were often more
“aggressive and hyperactive” compared to
young girls who “exhibit staring and sei-
zure-like activities” (Lockwood-Estrin et
al., 2021, p. 456). Ironically, the Center for
Disease Control and Prevention (2022) lists
“hyper- or hypoactivity to sensory input...”
as adiagnostic criterion for autism (Center
for Disease Control and Prevention, 2022).
The hypoactivity aspect is largely ignored
as it is common in AFAB presentations
(Lockwood-Estrin et al., 2021).

see Late-Diagnosed on page 30

Why Didn’t My Pre-Diagnosis Clinicians Bring Up the Possibility of Autism?

By Sam Farmer

Neurodiversity Community Self-
Advocate, Writer/Author,

and Public Speaker

much was lost as a result of not
knowing for so long. Lost hap-
iness, because of having to con-
end with unanswered questions as
to why | faced such daunting challenges
which none of my peers seemed to be fac-
ing. Lost time, during which | lived with-
out a complete picture of who | truly am,
during which my sense of self remained
compromised. Lost opportunities which
| was denied due to there being no diag-
nosis, from which | would have benefitted
had they presented themselves. So much
that was lost during those years of my life
as an unidentified autistic.

Better late than never, but still. | paid
dearly for not finding out until 40. As |
ruminate on this matter, | cannot help but
look back on my pre-diagnosis clinical ex-
periences and attempt to explain to myself
why not one of these clinicians said aword
to me about the prospect of autism. | don't
blame them for my late identification as an
autistic, even though their silence on this
matter is the singular reason why the issu-
ance of a diagnosis was, to say the least,
delayed.

My now deceased mother was a clini-
cian. After working as a social worker at a

Sam Farmer

mental health center and a counselor for a
school district helping students with emo-
tional challenges, she went into private
practice as a marital and family therapist.
One night at the dinner table, she admitted
something which made an impression on
me and which | will never forget. She con-
fessed that no matter how hard she might
try, shewould not be able to save amarried
couple she was counseling from what her
instincts told her was inevitable divorce.
Her tone while talking about this case was
one of realism, of honesty, and without
guilt, knowing that the outcome she saw

coming would not be her fault if it did in
fact cometo pass.

It was then that | came to realize that the
extent to which a clinical process can help
a client has its limits. Not every dysfunc-
tional relationship can be fixed. Not every
challenge can be resolved. Not every diag-
nosis that is waiting to be made is, in fact,
accurately made. In that moment, | ad-
mired my mother's capacity to understand
and open up about her own limitations as
aclinician. As such, | don't blame my late
identification as an autistic on my pre-diag-
nosisclinicians. | do believe that they acted
according to what they viewed as my best
interests and did their best to position me
for greater happiness and success, as I'm
sure my mother did for her clients. These
types of actions are not blame-worthy. The
outcome | wanted, and which | was even-
tually granted, would simply have to wait.

As| look back on my earlier clinical ex-
periences through my late-identified autis-
tic lens, | wonder about the following:

e Perhaps an autism diagnosis was too
much to expect of those clinicians with
whom | worked in the 1980's and 90's.
Back then, autism was not being diag-
nosed the way it has been in recent years,
and not nearly as often. The only person
| knew at the time who had been identi-
fied as autistic exhibited challenges that
seemed more extreme than mine and had
unique abilities that greatly exceeded

those of my own. Furthermore, | knew
another individual who faced challenges
similar to mine and who, like me, was not
diagnosed until considerably later inlife.

» Was | actually adept enough at masking
my autism to falsely lead the pre-diag-
nosis clinicians into believing that | was
neurotypical? Before I figured out how
to love who | am, fee comfortable in
my own skin and bring out more of my
genuine, authentic self, masking was a
survival strategy upon which | depended
in order to "fit in," to delude myself into
thinking | was just like everybody else
and to please others as a way to avoid
confrontational situations. Perhaps all of
those years spent masking were collec-
tively sufficient at persuading these cli-
niciansto only seewho | wanted them to
see rather than the real me.

* Did my pre-diagnosis clinicians not
possess enough knowledge of autism or
practical experience with autistic clients
to have their eyes open to the possibility
of it or to be able to suspect or diagnose
it with certainty? Maybe it did cross
their mind that | should explore the pos-
sibility of autism, though they chose to
say nothing because they didn't feel the
confidence that is required to take that

kind of leap.

see Pre-Diagnosis on page 24
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How to Get Unstuck After Receiving an Adult Autism Diagnosis

By Johanna R. Murphy, MFA
Director of Development
Evolve Coaching

hen | was diagnosed ASD

level 1 at age 42 and realized

what the staggering num-

ber of undiagnosed autistic
women my age* must be, my first thought
was of all the untapped talent that was out
there in the world like misplaced dyna
mite. There was world-changing potential
just waiting to be activated.

Now, I'm 52, | work for an autism and
neurodiversity services non-profit, and am
the happiest I’ ve ever been. | still struggle
with executive function, but it's no longer
amystery. | till think about al of the au-
tistic women my age and wonder: are they
feeling any better? If those women were
like me, they were held back by unresolved
trauma, contorted thinking, and the ener-
gy-hemorrhage of masking - which arose
from growing up undiagnosed autistic in a
world organized for neurotypical people.

For me, learning that I'd had a different
operating system all along finally unlocked
the potential of the twenty years of recov-
ery and therapy work that I'd done. I've
gtill got plenty to do, but I'd like to share
some of the things | did, post diagnosis, to
reclaim amore authentic self, and heal alot
of the trauma that kept me from enjoying
life and managing my emotions.

Johanna R. Murphy, MFA

| realized that | was stuck; the injustices
and humiliations of my childhood still
ruled my day-to-day reactions. My inner
self was still waiting for a trusted adult
to come and validate my experience and
correct the injustice. It was time for me to
become my own trusted adult and validate
my own experiences.

Getting Unstuck

| grieved for my childhood self and

worked on letting go of the pain and an-
ger that held me back by developing a per-
spective | could live with: It was the 70s
and 80s and no one knew better. That may
not be an excuse, but it is a reason. | now
have life experience teaching and raising
kidsand | know it is very hard, even with
the best information, best resources, and
best intentions.

| repaired my grief and perspective si-
multaneoudly. | was in an MFA Program
for nonfiction narrative when | was diag-

nosed autistic. | had to produce a manu-
script - a memoir- to complete the degree.
It took a few years. | wrote until it truly
was the past, instead of an ever-present
shadow over my life. | got unstuck.

Forget everything you learned about
blending in, forget that you aren’t allowed
to like all the weird things you liked as a
kid. Remember the things from childhood
that gave you deep, uncomplicated joy.
After | was diagnosed, | asked myself to
remember the happiest | had ever been as
achild. For me it meant reconstructing my
childhood 45s collection, buying a bass,
and learning all the basslines that brought
me such joy. That joy was permission to
repair my relationship with music and my
natural instincts about how | ought to live.

Reappraise your notions of what you
can and can’t do. | asked myself what
sort of support | had needed for my hid-
den disabilitieswhen | was young. Could |
get that support now? For me, the element
that most profoundly affected my soul was
dyscalculia - specificaly the element of it
that impacts reading musical notation. No
amount of focus helped. What | could read
one day was a jumble the next. This was
unspeakably shameful for me, and it com-
pletely ruled out music school because at
that time a sight-reading audition was the
application process.

| realized that the way | had learned to

see Get Unstuck on page 34

| Was Finally Diagnosed with High-Functioning Autism, Now What?

By AnnieKent, MA

Mental Health Systemic Advocate/
Educator, and Recently Diagnosed
“Aspie”

suspected | was on the Autism Spec-
trum for over 20 years before| finally
received a diagnosis. Like many peo-
ple with high-functioning autism, my
autism went unnoticed because | was in-
telligent enough to succeed in school and
my autistic traits were not seen as neurodi-
vergent, but as learning disabilities, anxi-
ety, and depression.
| wasalonely kid, who didn’t really fitin.
Like many female Aspies, | canrecall being
the last called on in gym class for team ac-
tivities. | had afew friends but “lost” most
of them as my parents moved from city to
city, state to state. As | got older, | found
it increasingly hard to adjust to new neigh-
borhoods and new schools and started to
withdraw more into my own little world.
Upon entering University at age 16, |
thought all my problems were solved. |
fell in love with the study of Human Psy-
chology, but my social skills deteriorated.
Not only was | several years younger than
my classmates, but | would go to class, eat
lunch aonein whatever hiding spot | could
find, attend more classes, and then head
home to complete assignments.
My reality existed entirely in my mind,
and | let no onein. | could not find mean-

AnnieKent, MA

ingful employment. | returned to Universi-
ty afew times, but, for the most part, had
little interest in the course content, little
motivation to succeed and obtained aver-
age grades - with no job at the end of it all.
My depression became so severe, | begged
my psychiatrist for alobotomy!

No One Noticed My Autistic Traits

In contrast to my studies in clinical
psychology and related social sciences in

which | excelled, my failures should have
triggered a medical professiona to refer
me for Autism testing. With the knowledge
of neurodivergence available today, | hope
other girlsfare better.

About twenty years later, after research-
ing and educating myself about Autism
Spectrum Disorders, | found a psychol-
ogist, herself autistic, who conducted the
formal assessment. An MD’s signature
made it official. | was deeply relieved. Fi-
nally, | had the missing pieces to a puzzle
that had confounded me and the many phy-
sicians | had seen.

Incorrectly Diagnosed

Despite asking about Autism for two de-
cades, the diagnoses | received included:

* Schizoaffective disorder

* Anxiety

 Borderline Personality Disorder
* Schizophrenia

+ Demonic Possessiont

« Dissociative ldentity Disorder
* Dependent Personality Disorder

* Obsessive-Compulsive Disorder

« Temporal Lobe Epilepsy

Schizoid Personality Disorder
* Bipolar Disorder

e And my “favorite” Angel Eyes and a
Lost Soul (yes, seriously)

Finally, a Diagnhosis

Being diagnosed validated my experi-
ences and improved many aspects of my
life. | finaly feel real. | am happier, but
success is elusive. | blame COVID-19 and
the dearth of affordable supports for newly
diagnosed adultsin my geographically iso-
lated community.

“Now What” Isthe BIG Question

My current psychiatrist is focusing on
my coexisting attention deficit disorder,
and some of my impairments do overlap
with ADHD, which is also a neurodiver-
sity. | experience dyspraxia: “a neurode-
velopmental disorder of movement and
coordination in which messages sent from
the brain to the muscles are interrupted.”!
The term derives from Praxis, which is
“the ability to combine information from
the environment and successfully perform
actions to completion.”® Occupational

see Now What on page 30
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Neurodiver se Couples: Making M eaningful Moments

of Every Day - Having a Good Afternoon

By Grace Myhill, MSW
Director, Peter M. Friedman
Neurodiver se Couples Institute
AANE

very day there are countless op-

portunities for partners to create

small connecting moments to

nhance emotional connection

in their relationship. Taking advantage

of these little moments can make for big

changes in your relationship dynamics.

“Having a Good Afternoon” is the second

of the series called “PFA Tips. Neurodi-

verse Couples: Making Meaningful Mo-

ments of Everyday.” Part one was Having

a Good Morning, and part three will be
“Having a Good Night.”

Spending the Day Apart

Out of Sight Doesn’t Haveto M ean Out of
Mind - When you spend the day away from
your partner, just because you are physi-
caly separated, doesn't mean you have to
feel apart emotionally. Letting your partner
know you're thinking about them, even
when you're apart, makes them fedl loved
and cared about. You can connect with your
partner verbally or nonverbally. Mix it up,
there is no right way to communicate, as
long asit is comfortable for you both.

Something as simple as a text saying,
“I'm thinking of you” lets your partner
know you are happy they are part of your
life. A winky face emoji text sends a flirty
message. A message that confirms the
schedule of the day like “Do you need me
to pick up anything on my way home?’ or
“I'm confirming that you are in charge of
the carpool today,” reinforcesthat together,
as a team, you are taking care of the re-

sponsibilities of your shared life.

When partners are in touch during the
day, they are reassuring each other that
they are on each other’s mind, and in each
other’s hearts, even when apart.

Spending the Day Together

Being Together Doesn’'t Automatically
Mean Feeling Together ness - When you

and your partner spend an unstructured
day at home, it is easy to get hyper focused
on whatever you are doing, and take your
partner for granted, overlook them, or tune
them out altogether. You may not even re-
alizeit, but your partner might feel ignored
or worse yet, invisible, so remember to
seek out moments to connect.

When you cross paths with your part-
ner, give a nod or a soft touch or an “I'm
looking forward to dinner with you.” If you
haven't seen them all day, poke your head
into their space - givethem abig smileor a
quick hug, ask how their day is going, offer
to get them a beverage, make them lunch
or a snack that you enjoy together if pos-
sible, or let them know that you are there
if they need you. Figure out what type of
intimate communication, and how much of
it, works for both you and your partner.

Having Fun, Together - When your day
includes spending time together, make sure
you pick an activity that meets your and
your partner’s needs and expectations. You
may have different ideas about what would
be afun activity so you may decide to take
turns. If you like silent walks in nature and
your partner likes chatty, fast paced walks,
you can alternate or divide the walk so that
everyone's needs are met.

see Good Afternoon on page 33

Uncovering Neurodiversity in a Relationship

By LedlieA. Sickels, LCSW
Clinical Social Worker

eurodiversity in a partnership

signifies that partners brains

are wired differently from one

another. When a couple learns
that someone has a diagnosis of Autism
Spectrum Disorder (ASD), it can fun-
damentally shift the way they view their
relationship. While there are inherent
challengesthat can arise when neurodevel-
opmental differences exist, many couples
report feeling relieved to know there is a
reason they are having misconnections.
Uncovering neurodiversity in a relation-
ship can help couples begin to understand
their neurological differences, recognize
how and when ASD is coming up in their
relationship, and develop concrete tools to
improve their connection.

Understanding Neurodiversity

In neurodiverse couples counseling,
many couples report years of difficult in-
teractions without having a context for
why they are having miscommunications
and unfulfilled needs. For many couples,
this can lead to incorrect assumptions
about their partners intentions, care, and
even commitment to the relationship.
However, once a couple recognizes a part-
ner is on the spectrum, it can transform

these assumptions and act as a road map
to repair the relationship. From a neuro-
developmental lens, everyone's brains are
wired differently during their early devel-
opment, which informs how people think
about themselves, others, and the world
(American Psychiatric Association, 2013).
It also shifts how people approach things
and engage with others. Recognizing and
embracing that fundamental differences
exist when two people look at the world
differently is the first step in shifting a
relationship dynamic. Using the language
of “neurodiverse partners’ communicates

that both partners brains are different from
one another, and each are responsible for
working to improve their relationship.

Identifying Neurodiversity

Once a couple understands and begins
to embrace this critical piece of informa-
tion about neurodiversity, they can work
on identifying how ASD is coming up in
their unique partnership. Many couples
seek out neurodiverse couples therapists,
support groups, books, or other resources
to begin to recognize how neurodiversity

is arising for them (AANE Resources for
Adults, 2023). Dr. Stephen Shore, who is
an autistic professor, writer, and advocate,
is famously quoted for saying "If you've
met one person with autism, you've met
one person with autism," which highlights
that while there are core diagnostic fea-
tures for all individuas diagnosed with
ASD, they manifest in avariety of waysfor
each person on the autism spectrum. Thus,
there are also amyriad of ways that neuro-
diversity can come up in a partnership and
each couple must consider how it isemerg-
ing intheir relationship. For example, there
may be regular miscommunications during
conversations, differences in emotional or
intimate needs, challenges in one's ability
to begin and execute tasks, and in many
other areas of a close relationship. When
a couple can identify that something is
coming up because of differences in neu-
rological wiring, they are grounding these
interactions in neurodiversity instead of
becoming upset, frustrated, or angry with
their partner. Shifting the way one or both
partners are thinking about their relation-
ship allows them to break out of negative
patterns and cycles.

By acknowledging how neurodiversity
is relevant for them, partners can begin to
ground in good intentions, which means
their actions are well-meaning towards one
another. When someone viewstheir partner

see Neurodiversity on page 32
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Virtual Reality: A Tool for Making Healthcare

M ore Accessibleto Patientswith Autism

By Evelyn Chan, MD
CEO and Founder
SmileyScope

r patients with autism, getting
healthcare is often a struggle. My
views in heathcare were heavily
influenced by watching my broth-

er, who was non-verbal and autistic, and
my mother navigate the healthcare sys-
tem with much difficulty. He, like many
patients with autism, struggled with doc-
tor visits so much that he missed out on
much-needed care.

It's estimated that 1 in 44 children
have a form of autism spectrum disorder
(ASD).! Although the United States has
made stridesin improving awareness about
ASD, thereis still much to beimproved on
how they receive healthcare. Virtual redlity
(VR) is hoping to help with that.

How Virtual Reality Helps
with Healthcare Anxiety

Children with and without autism often
have needle phobia. This can make rou-
tine procedures unbearable and can lead to
healthcare anxiety. It is not uncommon for
achild to need to be restrained in order to
administer ashot or vaccine safely.

One of my patients suffered from ex-

treme needle phobia. We decided to lever-
age the power of virtual reality to improve
his experience. Virtual reality in pain man-
agement takes advantage of how our brain
processes pain. If we were able to change
a patient’s negative perception of a needle
procedure we could also change their neg-
ative reaction. VR does this by transport-
ing them to a different environment - such
as an undersea water adventure. While the

injection site was being prepared, all he
could see and feel werewaves and fish nib-
bling on his arm - both of which he loved.
Surrounding him in a safe and calm envi-
ronment allowed him to be fully vaccinat-
ed with less fear and pain.

This method is called procedural cho-
reography, where real-world negative and
painful stimuli are replaced by virtual stim-
uli filled with positive and friendly images.

How Virtual Reality Helps
with Phobia Management

Virtual reality can also offer a safe space
to manage the phobias of those with autism.
Common phobias of those with autism are
often fear of crowded places or small, en-
closed spaces - such as MRI machines. It
causes what they call sensory overload,
where intense stimulus overwhelms them
beyond an ability to cope.

Virtual reality allows them to be exposed
to their phobiain a controlled environment.
For patients with autism who have to un-
dergo MRI, virtua reality is used to slowly
expose them to a stimulated MRI and as-
sess their ability to withstand the proce-
dure. This can reduce their fear and anxiety
and lessen the need for them to be sedated.

Studies have shown that virtual reality
has drastically improved the healthcare ex-
perience. Clinical trials are showing with
the use of VR there is a 60% reduction in
pain, a 40% reduction in anxiety, and cut
in half the need to physicaly restrain pa-
tients for needle procedures.? Caregivers
have seen an improvement in their child's
experience as well, with caregivers rating
their child's distress levels 75% less than
caregivers whose children did not receive
virtual reality.

see Virtual Reality on page 30

A Tale of Two Diagnoses: Older Adultsand School-Age Children

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

hen | was first diagnosed

with Asperger Syndrome in

late 2000 at 44 years, | was

already amiddle-aged adult.
For most of my life, | had alwaysfelt that |
was different from most people my agein
avariety of ways, not to mention frequent-
ly reminded of such by others (usually in
avery unpleasant manner). The diagnosis,
at long last, explained the reasons for this.
Assuch, it was nothing less than the expla-
nation that | had been searching for my en-
tire adult life (at least since adolescence).
Consequently, | was elated to receive it.
During my years of involvement with the
adult autism community, particularly by
attending and facilitating support groups,
| have found this to also be the case for
a vast number of autistics who are past a
certain age.

For much younger individuals (partic-
ularly adolescents of middle-school or
high-school age), this can be a very dif-
ferent story. That is the time of life when
socialization and socia skills become
much more important than they had ever
been. Being told that they are living with a
condition that can impair their social func-
tioning is literaly the last thing that they
want to hear. An eleven-year-old in mid-

Karl Wittig, PE

dle school will not be nearly as receptive
to such as | was at the age of 44, and will
certainly not feel the sense of relief that |
did. These two cases need to be dealt with
in very different ways.

Older Adult Diagnoses
In the context of ASD diagnosis, | gen-

erally define an older adult as someone
who entered adulthood before the advent

of increased public awareness about As-
perger Syndrome, so-called “high-func-
tioning” autism, and the autism spectrum
in general. Such awareness increased
dramatically during the first two decades
of the 21% century, but prior to that time,
knowledge of these was anything but com-
mon, even among mental health profes-
sionals. In fact, the diagnoses did not even
exist in the U.S. until 1994 with the pub-
lication of DSM-IV. The result of thisis
that anybody who came of age prior to the
first several years of the 21% century was,
almost by definition, undiagnosed because
the diagnosis was not even known during
their childhood.

The more fortunate in this population,
including myself, were never diagnosed
with any condition, particularly when they
were “twice-exceptional” and had unusual
scholastic or other abilities, or ssimply did
not have serious enough impairments or
severely inappropriate behaviors to war-
rant any such kind of diagnosis. Others,
however, were often misdiagnosed with
different conditions, ranging from milder
ones like ADHD to more serious mental
illnesses (the term “emotional distur-
bance” was often used for children). They
were treated for conditions that were not
even present, sometimes using ineffectual
methods that often did much more harm
than good (e.g., powerful psychiatric med-
ications). In any case, these individuas
rarely received appropriate treatments that

might have actually improved the quali-
ty of their lives. For that matter, the real
nature of their deficits and challenges was
never even recognized.

The fortunate few of us who were able
to “stumble” onto the correct diagnosis
when it finally became available consti-
tuted an even tinier fraction of the over-
al adult ASD population. They came to
it by a variety of means. Some, like me,
had learned about autism through the me-
dia, ranging from popular portrayals (e.g.,
Rain Man) to documentaries, news reports,
articles, books, etc., (I managed to find
a local bookstore with a small section of
books about autism) to the internet (which
resulted in an explosion of information)
and recognized striking similarities be-
tween the individuals depicted and our-
selves. Others were identified by a family
member (an older sister, for instance) who
had somehow encountered autism and rec-
ognized that their relative exhibited many
of thetraits. A substantial number of adults
were also identified when their children
were diagnosed on the autism spectrum
and either they or the professionals work-
ing with their children recognized that they
themselves exhibited the same traits (ASD
is well-known to have a strong hereditary
component); there is said to be an “army”
of adult autistics who arrived at their diag-
noses in this manner.

see Two Diagnoses on page 32
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What to Do from page 1

» May appear to lack empathy

* May struggle with pretend play

» May prefer to beaonethan play with peers

» Can struggle with initiating and main-
taining friendships

* May memorize random facts about one
topic and/or engage in intense play with
oneitem

* Rigidity about trangitions, time, trave, daily
routines, feeding, and placement of objects

* Atypical body movements, such as flap-
ping, spinning, body rocking, tense body
movements, toe-walking, finger-flick-
ing, and finger twisting/crossing

The Assessment Process

Over the past several years, there has
been more attention given to ASD, and
parents, caregivers, and professionals are
likely paying more attention to possible
developmental differences associated with
ASD. Therefore, it isimportant for parents
and caregivers to know how to go about
obtaining an ASD diagnosis and what to
do once adiagnosis is received, as the en-
tire process can be quite overwhelming and
confusing and contribute to families feel-
ing lost and alone when they have limit-
ed knowledge. As a parent or caregiver, if
you suspect that your child may have ASD,
then it is best to act as early as possible
by talking with your child's primary care
physician or pediatrician to get an autism
assessment completed. Once you have ob-
tained a referral for an autism assessment
or have sought out an autism specialist
on your own, then you want to keep the
following in mind as you prepare for the
assessment and throughout the duration of
the assessment process.

* Prior to attending any appointments, talk
with those who have aready worked
with your child. This may include teach-
ers, therapists, or medical specialists.
Have these individuas write down their
observations or prepare a letter for you
to provide at the time of the assessment.!

» Keep your own log of your observations
of your child. You can use this log as a
reference at the time of theinitial assess-
ment appointment when asked to share
your concerns and reasons for seeking
out the ASD assessment.!

» Ask someone from your support system
to attend assessment appointments with

April L. Coleman, PsyD

you and your child. It can be helpful
to have an additional person take notes
while you are talking with the autism
specialist and who can help you keep
track of decisions made.

» While waiting for an ASD diagnosis, do
not wait to obtain services. If your child
isyounger than 3 yearsold, go ahead and
connect with your local early interven-
tion program. If your child is older than
3 years old, make contact with the early
intervention special education depart-
ment within your local school district.®

Participation in an ASD assessment will
either confirm or disconfirm the diagno-
sis and help you determine what supports
and interventions would benefit your child
and your family. Your physician would
be able to give you areferral to an autism
specialist, which can be a child psychol-
ogist or developmental pediatrician. Once
connected with the autism specialist, be
prepared to participate in an interview to
provide as much information as possible
about your child and family history (e.g.,
socia skills, language and communica-
tion, physical health, family dynamics,
etc.) and to provide any relevant medical,
school, and/or mental health records. You
may be directly asked what makes you
suspect your child hasASD, so think about
this and be prepared to answer as best as
possible. The assessment will also address
your child's developmental functioning,
cognitive ability, adaptive functioning,
and socia communication and interaction
through direct play observation, classroom
observations, and rating scales completed
by you and teachers. It isalso strongly rec-
ommended that you seek afull medical ex-
amination, including pediatric neurology,

vision, and hearing, to determine if there
are any associated medical conditions that
may be contributing to your child’s devel-
opmental differences.

Once the evaluation is complete, you
will receive a written report with results
of the evaluation. This report may tell you
that your child has ASD, where your child
falls on the autism spectrum, and include
specific recommendations for next steps.
The report can a so say that your child does
not have ASD or that there is not enough
information at the time to give an ASD
diagnosis. With the latter case, another
evaluation may be needed when your child
is older.* If the autism speciaist does not
believe your child has ASD, but you still
have concerns, it is okay to ask for a sec-
ond opinion. In such circumstances, never
let your concerns get dismissed.

Once your child has received an ASD
diagnosis, schedule a follow up appoint-
ment with the autism specialist to discuss
the results of the assessment and to ask
any questions you have about the written
report you receive. You also should read
and learn as much as you can about ther-
apies and supports to address your child’'s
specific needs, and be sure to build your
support network, including participation in
autism parent support groups and forums
and seeking out family support to help you
make sense of all of the information you
have received.*

Dr. April L. Coleman is a Georgia li-
censed psychologist and the clinical train-
ing site coordinator at the Georgia Autism
Center in Peachtree Corners, Georgia. She
isalso a published author and speaker. She
has been working in the mental health field
for 16 years and has been in private prac-
tice for the past 9 years. Dr. Coleman spe-
cializes in the comprehensive assessment
of Autism Spectrum Disorder (ASD), spe-
cific learning differences, Attention-Defi-
cit/Hyperactivity Disorder (ADHD), and
anxiety. She works with individuals aged
12 months through young adulthood. Dr.
Coleman speaks at various school and
agency events in which she educates par-
ents and caregivers about the common
signs of ADHD, ASD, specific learning
differences, and anxiety; when it istimeto
seek support from a qualified profession-
al for an assessment; and what next steps
should be once the assessment process is
complete and diagnoses are shared.

Dr. Coleman enjoys working with fam-
ilies from diverse backgrounds and cir-
cumstances. She has worked in a variety
of settings, including schools, community
mental health clinics, community service
boards, child advocacy centers, special-
ized treatment centers, social service agen-
cies, and private practice. She has also
collaborated with institutions to conduct

assessments within residential treatment
facilities, within juvenile detention centers,
within foster homes and group homes, and
for the Georgia Division of Family and
Children Services. With her years of ex-
perience, Dr. Coleman’s clinical work ex-
tends beyond the assessment process and
also involves providing support, guidance,
and consultation to parents and caregivers
post diagnosis to ensure that the families
needs are met as best as possible.

Dr. Coleman is a former clinical psy-
chology graduate level professor of five
yearsin which she taught child and adoles-
cent psychopathology and life span devel-
opment, and she led a diagnostic assess-
ment seminar for students within the child
and family curriculum. She also isthe cur-
rent practicum site supervisor for graduate
level students at Mercer University and
the University of Georgia. Dr. Coleman
is a graduate of Georgia Sate University
and The Georgia School of Professional
Psychology. She holds a Bachelor of Sci-
ence degree in Psychology and a Master of
Arts and Doctor of Psychology in Clinical
Psychology. Dr. Coleman resides in Metro
Atlanta with her husband and their 2-year-
old daughter.

More information about Dr. Coleman
and how to connect with her can be found
at www.draprilcoleman.com and www.
georgiaauti smcenter.com.
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Pre-Diagnosis from page 20

» Did some or all of them suspect autism
yet refrain from disclosing their suspi-
cion because of the social stigma that
surrounds it? If so, | can imagine them
not wanting to scare me or lead me into
a state of depression. Those of us who
are stigmatized often face pronounced
emotional and mental health vulnera-
bilities. It seems to me that a discussion
between a suspecting clinician and the
client about the prospect of autism be-

comes more likely, and easier to have,
if the stigma doesn't exist. This is what
neurodiversity self-advocates including
me are working toward. The prevailing
narrative needs to change.

Shortly before my 40th birthday, my
wife and | agreed that there might be more
to me than my auditory processing learning
difference and that this was worth investi-
gating. Eventualy | would learn from one
of my pre-diagnosis cliniciansthat aneuro-
psychological evaluation might shed light

on any challenges or diagnoses that were
there the whole time but of which | wasn't
yet aware, and sure enough it did just that.
The revelation of autism felt like quite a
gut punch when | first noticed it in the
neuropsychologist's final report, though it
would eventually prove to be both benefi-
cial and transformative.

Even though my pre-diagnosis clinical
journey concluded later than | would have
preferred, and deserved, at least it led me
to a diagnosis when it was meant to hap-
pen, | suppose. Better late than never. All

iswell that ends well.

Sam Farmer is a neurodiversity com-
munity self-advocate, writer/author, and
public speaker. Diagnosed later in life as
autistic, Sam shares stories of lived expe-
riences, ideas, and insights as to how one
can achieve greater happiness and success
in the face of challenge and adversity. A
Long Walk Down a Winding Road - Small
Seps, Challenges, & Triumphs Through
an Autistic Lensis hisfirst book. Visit sam-
farmerauthor.comto learn more.
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Happier Life from page 1

looking for throughout my life. Anoth-
er day 1'd feel shocked and even embar-
rassed. At times, | felt depressed that | had
struggled so much and for so long, and
aggrieved for the life I might have had if
I’d had the awareness |'d recently gained.
| liked knowing that there was a reason for
theissues| faced but | didn’t like [abelling
them as autistic. For a long time, | found
it very hard to reconcile the facts that 1'd
lived a whole life, was a mother, awife, a
business owner, and | had autism. | didn’t
quite know how to usetheinformationin a
productive way.

As | let the diagnosis sink in, though,
| found that | had started to think about
things differently. Instead of constantly
trying to find a solution to my issues, and
criticizing myself for being less able than
most people when it came to certain situ-

ations, | found myself accepting that cer-
tain situations were fundamentally harder
for me to deal with. The funny thing was
that, once | accepted that certain things
were harder for me than they were for most
people, |1 found some of those things be-
came a bit easier. By not trying to reach
unattainable standards, | found ways of be-
ing which were ok. And | was ok with that.
One example was how | interact socially.
After my diagnosis, instead of pushing
myself to keep my mask up all the time, |
allowed myself to admit if | was lost in a
conversation, or to say something silly or
ask for clarification without that leading to
hours of rumination.

For the first time in my life, my anxiety
levels reduced significantly. Post-diagno-
sis, there simply wasn’t so much stuff to
worry about. | knew why things were dif-
ficult; the frustrating mysteries of my life
had disappeared. | knew when | needed

help and how to help myself.

Most importantly, | now accept myself.
I'm proud of what I've achieved. I'm
proud of a brain which processes thingsin
the way it does. | don’'t see my autism as
inhibiting me in any way. It's always been
there. But now, | can acknowledge it and
take ownership of the way | process and
understand the world.

Claire Jack, PhD, isan autistic therapist
and training provider who provides life
coaching for autistic women. Claire is the
author of “Wbmen with Autism: accepting
and embracing Autism Spectrum Disorder
as you move towards an authentic life,”
“Level 1 Autistic Teens: A solution-focused
approach to parenting,” and “ Raised by a
Narcissist: 7 steps to healing the wounds
of a toxic childhood.” For more informa-
tion, visit www.drclairgjack.com or email
claire@academyinnermind.co.uk.

Claire Jack, PhD

Program from page 4

focused specificaly on the caregiver's
well-being and mental health. The care-
giver support track includes tailored mes-
saging, resources, and education based on
each individua’s level of need for psycho-
social support.

Upon enrollment in the program, par-
ticipants (in this case, caregivers of Amer-
igroup’s members with autism between
the ages of 0-18) are asked a series of
guestions to gauge the types of resource/
support needs their children have. Addi-
tionally, the questions assess the amount of
support they need in coping with the stress
and challenges associated with their role as
a caregiver. Prompt questions include, “In
the past three months, how often do you
feel you've been able to enjoy quality time
together as a family?’ and, “On a scae
of 0-10, how would you rate your overall
stress level?” Participants who indicate
that they enjoy family time infrequently or
never and/or those who indicate stress |ev-
els greater than five are automatically con-
tacted by Amerigroup care coordinators
(who are notified via ‘smart’ escalation
logic) who use GoMo Chat™ (a HIPAA
compliant text-based communication sys-
tem) and/or phone to contact the caregiver

directly and work towards de-escalation
and avoidance of adverse events.

These same questions are asked again
quarterly using the GoMo Health How Are
You Doing (HAYD) survey to continuous-
ly check-in with members, as overall stress
levelsand emotional health can change quite
frequently. This quarterly check-in aso d-
lows assessment of program engagement
and its effects on stress levels over time.

In addition to triggering contact from
Amerigroup care coordinators, responsesto
these questions allow participants to enroll
into additional program messaging tracks
that provide extra support, education, and
resources for those with more significant
psychosocial needs and stressors. While
content is pulsed out in alogic-based, pre-
defined cadence, participants are also able
to text in simple keywords that trigger spe-
cific in-the-moment content anytime, any-
where. This alows caregivers to receive
support within their lived environment and
in their specific moment of need.

Since the program’s launch in July 2022,
electronic patient reported outcomes data
(ePRO) has been collected and indicates
strong program impact including:

» 39% reduction in emergency department
(ED) visits

* 66% reduction in inpatient stays
» 8% reduction in crisis events

* 9.25% increase in caregiver-reported
child well-being

* 4.8% increasein caregiver-reported fam-
ily quality time

* 19.2% increase in caregiver confidence
in caring for their child with autism.

Danielle Nabinger, MSW, isa Consultant
with Amerigroup Georgia. Rebecca Ly-
ons, MPH, is Senior Project Manager and
Shelley R. Schoenfeld is Chief Srategist at
GoMo Health. For more information about
the Amerigroup Early Intervention Person-
al Concierge Program and other digital
health management programs, please visit
https://gomohealth.com/campaigns/dei-in-
healthcare/ or text DEI to 43386.
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Telediagnostics from page 9

it opens up accessto care so readily, fitting
into individual’s and family’s lives. While
there will be times when telediagnostic is
clinically contraindicated, or a telediag-
nostic service will require in-person follow
up, it appears to our organization that this
will become more the exception than the
rule. Post-pandemic, many families are
now more comfortable and knowledgeable
about an array of telehealth services as
research is continuing to be published re-
garding the effectiveness of telehealth ser-
vices across disciplines and services (e.g.,
psychotherapy, parent training, coaching).
However, there are families who would
still prefer to be seen in-person dueto their
discomfort of managing the technology
necessary for a successful telediagnos-
tic session or not having sufficient space
to engage in the play behavioral observa-
tion. Organizations should be conducting
a thorough screening of patients and their
caregivers to determine if they would be
best suited for an in-person evaluation. If

that screening does not occur, the family
may miss valuable time due to needing to
schedule follow-up visits or receiving in-
complete evaluations.

In summary, telediagnostics demon-
strates high agreement to in-person ASD
evaluations, meaning that no matter how
the evaluation is completed, as long as the
psychologist is trained and knowledgeable
about ASD and the evaluation procedures,
the results will be the same. We know that
many families experience a long wait be-
tween receiving areferral for an ASD eval-
uation and receiving the services. Research
consistently shows that early identifica-
tion and intervention are critical for pos-
itive outcomes in acquiring speech (Ben-
Itzchak & Zachor, 2007; Tiuraet al., 2017).
Catalight has found that our high-quality
ASD telediagnostics are able to reduce
those wait times for evaluation and behav-
ioral health therapies and increases treat-
ment access to individuals in underserved
communities.

Nina Rudnick, PsyD, is Director of Be-

havior Health at Catalight Care Services.
Lindsey Sheed, PhD, BCBA-D, is Vice
President of Clinical Excellence at the
Catalight Research Institute. For more in-
formation, email research@catalight.org.

References

Alfuraydan, M., Croxall, J., Hurt, L., Kerr,
M., & Brophy, S. (2020). Use of telehealth
for facilitating the diagnostic assessment
of Autism Spectrum Disorder (ASD):
A scoping review. PLOS ONE, 15(7),
€0236415. https://doi.org/10.1371/journal.
pone.0236415

Ben-ltzchak, E., & Zachor, D. A. (2007).
The effects of intellectual functioning and
autism severity on outcome of early behav-
ioral intervention for children with autism.
Research in Developmental Disabilities,
28(3), 287-303. https.//doi.org/10.1016/].
ridd.2006.03.002

Juérez, A. P, Weitlauf, A. S., Nicholson,
A., Pasternak, A., Broderick, N., Hing, J,,

Stainbrook, J. A., & Warren, Z. (2018).
Early Identification of ASD Through Tele-
medicine: Potential Value for Underserved
Populations. Journal of Autism and Devel-
opmental Disorders, 48(8), 2601-2610.
https://doi.org/10.1007/s10803-018-3524-y

Stavropoulos, K. K.-M., Bolourian, Y., &
Blacher, J. (2022). A scoping review of tele-
health diagnosis of autism spectrum disor-
der. PLOS ONE, 17(2), €0263062. https://
doi.org/10.1371/journal .pone.0263062

Tiura, M., Kim, J., Detmers, D., & Baldi,
H. (2017). Predictors of longitudinal ABA
treatment outcomes for children with au-
tism: A growth curve analysis. Research in
Developmental Disabilities, 70, 185-197.
https://doi.org/10.1016/j.ridd.2017.09.008

White, S. W., Oswald, D., Ollendick, T.,
& Scahill, L. (2009). Anxiety in Children
and Adolescents with Autism Spectrum
Disorders. Clinical Psychology Review,
29(3), 216-229. https://doi.org/10.1016/].
cpr.2009.01.003


https://autismspectrumnews.org/
http://www.drclairejack.com
mailto:claire@academyinnermind.co.uk
https://gomohealth.com/chat/
https://gomohealth.com/campaigns/dei-in-healthcare/
https://gomohealth.com/campaigns/dei-in-healthcare/
https://www.catalight.org/care-services/
https://www.catalight.org/research-institute/
mailto:research@catalight.org
https://doi.org/10.1371/journal.pone.0236415
https://doi.org/10.1371/journal.pone.0236415
https://doi.org/10.1016/j.ridd.2006.03.002
https://doi.org/10.1016/j.ridd.2006.03.002
https://doi.org/10.1007/s10803-018-3524-y
https://doi.org/10.1371/journal.pone.0263062
https://doi.org/10.1371/journal.pone.0263062
https://doi.org/10.1016/j.ridd.2017.09.008
https://doi.org/10.1016/j.cpr.2009.01.003
https://doi.org/10.1016/j.cpr.2009.01.003

PAGE 26

AUTISM SPECTRUM NEWS ~ SPRING 2023

NODA Telehealth from page 11

development history questionnaire. They
then follow instructions to capture and
share clinically-guided video examples
of their child’s behavior in and around
their home.

2. A licensed NODA diagnostic clinician
who is aready trained to assess autism
in-person will receive the-in-home be-
havior specimen collection (videos and
developmental history) via their secure
access to the NODA Teehedth plat-
form. During their analysis, this clinician
may interact with the family through the
NODA app if more data is requested.
The NODA clinician analyzes each video
sampleand clinically tags all atypical and
typical behaviors based on hisher clini-
ca judgment, and the platform correlates
these tagsto DSM-5 criteriaif applicable.

3.(Since 2021) The NODA Clinician will
then use a novel real-time teleheath
tool that enables him/her to interact with
families via video chat, so he can gath-
er more history and potentially analyze
/ archive additional naturalistic behavior
data. At this juncture, the clinician can
usually educate families about their find-
ings and recommended next steps.

4.The NODA clinician then can provide a
thorough report of findings via a diagnos-
tic assessment report that the families can
access from their NODA app. These re-
ports areinstrumental to qualify the child
for intervention servicesif warranted.

With family consent, referring provid-
ers, insurance payors, and treatment clini-
cians can be included in the distribution of

this diagnostic assessment report. A NODA
report canralso provide alist of local or on-
line treatment centers, which could jump-
start the process of matching a diagnosed
child with a specific treatment provider.
Any telehealth program used to deliver
healthcare for any health condition oper-
ates more effectively when the clinicians
make their clinical decisionswith the same
degree of confidence relative to an in-of-
fice visit. Several prospectively-executed
research studies funded by the National
Ingtitutes of Health confirm that clinicians
have ahigh level of confidence when using
NODA to evaluate patients. Most families
do not consider avirtual exam asinferior to
an in-office visit. As one family described
their experience to one of the clinics that
now uses NODA for al diagnostic assess-
ments during and post-pandemic, “ We just
got a diagnosis from the Southwest Autism
Research & Resource Center (SARRC).
The wait time was really short, everything
was done over the phone or on the com-
puter, and everyone | spoke with was re-
ally pleasant to work with. We were very
happy with them!” That is the goal for any
telehealth technology provider, especially

when it involves a more efficient way to
collect and analyze datafor one of the most
important moments in finding life-chang-
ing solutions for their child.

By following the NODA protocol, fam-
ilies can save time and reduce stress by
avoiding long travel times and waitlists
associated with in-person assessments.
NODA also alows clinicians to perform
assessments while they are traveling, after
clinic hours, on weekends, and it has the
added benefit of clinicians observing the
individual in the patient's natural setting
when behaviors occur and/or via a video-
chat. Thisnew way of gaining evidencefor
a diagnostic assessment has the potential
to revolutionize the way autism diagnoses
are made and provide families with earlier
access to intervention services.

For more information, visit https://be-
haviorimaging.conyNODA.
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NODA from page 11

out hisjob responsibilities, Ron was struck
by the thought that this technology could
be implemented for his and other families
who, along with their children, were expe-
riencing an increasingly difficult situation.
There was always a hounding thought,
“Why aren’t we doing this to help doctors
see what's happening in our home?”’

Robby was ultimately diagnosed with
autism in 1996. That led directly to the
formation of Princeton Autism Technol-
ogy by Ron and Sharon Oberleitner. The
family formed a nonprofit that collabo-
rated with autism doctors to assess if and
how telehealth images could expedite and
improve access to healthcare for families
with autistic children. Several pilot stud-
ies with interested autism centers showed
the promise of what parents can provide
if asked to send video data, and agencies
including NIH, Dept of Defense, and pri-
vate autism foundations started funding
pilot projects.

After developing telehealth applications
for treating children with autism showed
great promise to help get their own son

The Oberleitnersat the annual autism research meeting (INSAR)
in Rotterdam, Netherlandsin 2018

treatment for his challenging behaviors,
Ron and Sharon organized a multi-disci-

plinary team of diagnostic clinicians, ac-
ademic researchers, technologists, parents

of children with autism, and other med-
ical device industry veterans to create a
telehealth platform to enable what is now
known as the Naturalistic Observation
Diagnostic Assessment (NODA ™). What
has emerged is the most prospectively re-
search-based telehealth method to help
young families who have suspect that their
child should be evaluated for autism.

NODA was developed in conjunction
with Georgia Tech University, Southwest-
ern Autism Research and Resource Center
(Phoenix, AZ), and several other leading
academic research partners, and is proving
conclusive for over 88% of children when
compared to the conventional In Person
Assessments (1PA).

Since the pandemic, NODA has helped
thousands of families connect remotely to
diagnostic doctors, and there are now over
1,000 clinicians who've received online
training for NODA, and more than 40 clin-
ics in 20+ states in 5 countries who have
incorporated NODA into their practice.
The app has been transated into Japanese,
Sweden, Arabic (Saudi Arabia), and Span-
ish for international uses and underserved
US populations.

Supporting Parents from page 13

Once a child is diagnosed with autism,
amultitude of services and visits become
centered around the identified child. As
illustrated, this typically triggers a sub-
stantial increase in caretaker responsibili-

ties and expenses. This scenario can often
leave neurotypical siblings feeling isolat-
ed, worried, and insecure about the new
family dynamic. Siblings need to have
a good grasp on revised circumstances
and experience ongoing parental support.
Parents, too, need support while rising to

the time and transportation needs of their
autistic child. It's essential for parents to
structure time off, and alone time, where
possible, to support their adult relation-
ships and emotional equilibrium as they
move forward with their revised every-
day life.

Georgia Efthimiou, MA, BCBA, isNorth-
ern New Jersey Regional Director, Kristen
Daneker, MS, BCBA, is Pennsylvania Re-
gional Director, Brandon Serchio, MA,
BCBA, is Southern New Jersey Regional
Director, and Howard Savin, PhD, is Clin-
ical Advisor at First Children Services.
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Sharing from page 10

stereotypes. One needs to be flexible and
creative. All techniques do not work for al
people with ASD. My son is different like
everyone else.” If people in one's family
or social circle do not understand the diag-
nosis, feel overwhelmed or have difficulty
coping with the diagnosis, then accompa-
nying loved ones for appointments with
medical and treatment providers, aong
with becoming more informed through
good psychoeducation, can help people
cope, adjust, learn more about enhancing
the skills and capabilities of the person liv-
ing with the disability, along with how best
to provide support.?

JgjaidaGonzalez, Vice President of SSUS
Day Habilitation Services, shares, “Itisim-
portant to see abilities in everyone; chal-
lenges of a person evolve and shift since a
diagnosiswas given to them, whether it was
recently given or from years ago. A person
at 25 years of age can have alifetime, many
years of education and good support and
can become so capable. Family members
(and the wider community) can carry the
initial experience of the diagnosis through-
out their lives. They need to see or be open
to seeing the evolution, shifts and growth
that can happen throughout the life of their
loved one who lives with a disability and
realize al of the possibility... that a person
with adisability can embody, can become.”

Jajaida models this sense of open-mind-
edness and open-heartedness, empathy,
and compassion for participants who at-
tend S:US' day habilitation programs, their
family members and advocates, along with
her staff. “People are far more than their
diagnosis and symptoms. It is aways bet-
ter to meet the person, learn who they are
now, interact with them, observe them, and
totry new thingswith them. It is so import-
ant to meet them at the stage of life where
they are now. There is a profound impact
that education, support, and life experi-
ences have on each person and helps each
person learn, evolve, expand, and grow as
ahuman being.”

Lori Lerner, LMSW, RYT-200 hr.

For over 20 years, Yvette McBean has
worked with adults with disabilities in-
cluding ASD and I/DD in both residential
settings and day habilitation programs
a S:US. Currently, Yvette serves as the
Program Director at Valerie's day habil-
itation program. Over the years, Yvette
has learned that “...everyone is specia in
their own unique way. For me — due to my
creativity, patience, sensitivity, and flexi-
bility — | am able to tap into what works
for the people that | support who live with
a disahility. At the end of the year, | will
often ask the participants of my program,
‘“What do you want for the new year? What
do you want to accomplish? | value and
respect them and they are important to me.
What they say matters and I, as the Pro-
gram Director, plus my team of Direct
Support Professionals (DSPs) try to weave
in their wishes into our programming for
the year.” It is with this strong sense of
attunement and communication that peo-
ple at her program feel acceptance, com-
passion, kindness, and empathy. Tasha,
Valerie's friend and another participant in
the same program, feels a lot of kindness

and compassion from Yvette and her staff.
She shared, “There are good people herein
this program and | get good support from
them. They work with us, help us learn
more, give us good coping skills, learn
how to talk about stuff and not fight, get
along with people, go on trips, learn how
to cook meals like jerk chicken, and talk
about relaxation and anger management.
When | get mad now, | don't fight, | talk
about it and take awalk.” The coping skills
that Tasha and her peers have learned from
Yvette and her team of DSPs have helped
them nurture a sense of acceptance, com-
passion and kindness for themselves, their
peers, and their community.

Marcus Gutierrez, a Quality Intellectu-
al Disability Professional (QIDP), at the
same program managed by Yvette, comes
to the field embodying sensitivity, respect,
and awareness both as a professional and
as a father of two sons with ASD. He
shares, “ Asastaff person, | needto bereal-
ly sensitive and aware of certain things for
the people that | support with a disability.
Some have great support, rich support sys-
tems with family, friends, and people who
check up on them. And some have little to
no support system which makes things re-
aly hard, magnifies everything. It makes
me want to learn more and be more aware
of what they deal with... be more sensitive
overall to people everywhere and people
living with a disability. | want to be mind-
ful, respectful, and more compassionate
of what a person deals with. As a parent, |
know that my two sons need a lot of sup-
port — physically, emotionally — and they
need my attention. They need my help on
how to live every day, they make me want
to be more responsible, more attentive to
their needs and raise my awareness of how
conscious | am with them. | wear many
hats — teacher, supporter, parent — to sup-
port them and to help them be asintegrated
into society as much as possible.”

It is with kindness, compassion, mindful
awareness, acceptance, and empathy that
people living with a disability — wheth-
er it be ASD, /DD, or another disahility

— develop coping skills, evolve, and grow
towards what they want to pursue so that
they can be fully integrated into their com-
munities and the larger society. Several
parents and family members who were
interviewed for this article expressed that
they are enormously grateful about the in-
crease of awareness about people living in
the community with ASD, 1/DD, or anoth-
er disability, and feel this greater sense of
inclusivity, sensitivity, and ease when they
encounter other people with a disability
and when they are out with their loved one
with a disability in their community.

In his book Books for Living, the au-
thor Will Schwalbe writes about the book
Wonder, which focuses on a main charac-
ter with a disability, and how it reminds us
to embody kindness. He writes, “Choose
kindness. Whenever there's a choice — and
we are faced with such choices amost ev-
ery minute of every day — this is what the
book...[Wonder]... would have us remem-
ber... the challenge after reading this book
is to wonder if, in fact, we are choosing
kindness—and to try to challenge ourselves
to live more kindly.”® When sharing a di-
agnosis of ASD, 1/DD or a disability along
with living with a disability, an adult needs
acceptance, compassion, empathy, sensitiv-
ity and kindnessin order to thrive and flour-
ishin their milieu and in their community.

Lori Lerner, LMSW, RYT-200 hr., is Co-
ordinator of Family and Wellness at Ser-
vices for the Under Served (SUS). Ms. Le-
rner may be contacted by email at llerner @
sus.org or by phone at (917) 408-5366.

Footnotes

1.“Insidethe List” by Elisabeth Egan, The
New York Times, January 15, 2023.

2.“Sharing an Autism Diagnosis with
Family and Friends’ by Rachel Ehmke,
Child Mind Institute, January 30, 2023.

3.Books for Living by Will Schwalbe, Al-
fred A. Knopf, New York, NY, 2016.

CDC Overview from page 14
* 9 months

+ 18 months

+ 30 months

In addition, AAP recommends that dl
children be screened specificaly for ASD
during regular well-child visits at these ages:

e 18 months
e 24 months

Screening questionnaires and check-
lists are based on research that compares
your child to other children of the same
age. Questions may ask about language,
movement, and thinking skills, as a well
as behaviors and emotions. Devel opmen-
tal screening can be done by a doctor or
nurse, or other professionals in healthcare,

community, or school settings. Your doctor
may ask you to complete a questionnaire
as part of the screening process. Screening
at times other than the recommended ages
should be done if you or your doctor have
a concern. Additional screening should
also be done if a child is at high risk for
ASD (for example, having asibling or oth-
er family member with ASD) or if behav-
iors sometimes associated with ASD are
present. If your child's healthcare provider
does not periodically check your child with
a developmental screening test, you can
ask that it be done.

View and print afact sheet on developmen-
tal monitoring and screening

Developmental Diagnosis

A brief test using a screening tool does
not provide a diagnosis, but it can indicate
whether achild ison the right devel opment
track or if a specialist should take a closer

look. If the screening tool identifiesan area
of concern, aformal developmental evalu-
ation may be needed. This formal evalua-
tionisamore in-depth look at achild's de-
velopment and is usually done by atrained
specialist such as adevelopmental pediatri-
cian, child psychologist, speech-language
pathologist, occupational therapist, or oth-
er specialist. The specialist may observe
the child give the child a structured test,
ask the parents or caregivers questions,
or ask them to fill out questionnaires. The
results of this formal evaluation highlight
your child's strengths and challenges and
can inform whether they meet criteriafor a
developmental diagnosis.

A diagnosis of ASD now includes sev-
eral conditions that used to be diagnosed
separately; autistic disorder, pervasive de-
velopmental disorder not otherwise speci-
fied (PDD-NOS), and Asperger syndrome.
Your doctor or other healthcare provider
can help you understand and navigate the
diagnostic process.

The results of a forma developmental
evaluation can also inform whether your
child needs early intervention services. In
some cases, the speciaist might recom-
mend genetic counseling and testing for
your child.

View the original source of this article
here.
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Autism Belize from page 16

classrooms they have atotal of 54 teachers
working with more moderate to signifi-
cantly challenged. Most of these teachers
got one class in Specia education during
their schooling.

But Bricefio has stuck with astrategic plan.
And training teachersis a huge part of it.

“We need to get teachers that are not
only passionate, but have theright attitude.
We need to work on attitudes. Changing
their attitudes.” If it'sjust a job?...\\e need
culture change!”

Almeidacutsin:

“10 years ago we were in denial. We
did 24 teacher trainings last year, which is
good, but then you sometimes go into their
classroom, and you go, ‘Where's the visual
schedule?”

Bricefio returns:

“(The teachers) know a lot more than
they think they do, and that's why a lot of
it also hasto do with the implementation...
At some point we have to get them to be
open to new ideas...(Even) the principals
now are open. They're not saying ‘no’ any-
more. But they need a lot of support and
training.”

For a short while, the interview then
turns into a conversation between Bricefio
and |. We trade “That is not ‘inclusion’”
stories from our consulting backgrounds.
Bricefio shares with me how they’'re cre-
atively enticing trainers from abroad in ex-
change for free vacations...

And on autism?

“It's not a taboo subject anymore...Par-
ents are demanding the appropriate edu-
cation for their children. Once they under-
stand that it's not the end of the world. That
this is a behavior...WWe're understanding
more of why the children behave thisway.”

She has inexplicably gone over her frus-
trations far more than expected. So, | ask
what sheis proud of. The answer? Her, her
team, and the work of the Ministry of Edu-
cation. “Over the last 3 years we have out
surpassed all the work of the past.”

* k%

The focus then turns to Christy Almeida,
whom | know somewhat prior from several
emails and a training | once gave her orga-
nization, abeit through Zoom. She's aston-
ishing: A single mom with a 15-year-old,
adult-sized, non-speaking son. She is dtill
rebuilding the home that was flooded a few
months ago by the last major storm. Given
all that, Almeida should be infinitely more
fatigued than she is and appears. She too,
like Bricefio, drives her points home, but
unlike the First Lady's affability, Almeida
has a righteous aggression to her passion
that is digtinctly hers. In my meetings with
her, the toughness, the engine, and the in-
telligent spark dominates. No surprise that
when it comesto a“go to” on autism, she's
theoneon Belizian TV or radio for areason.

(Don’'t get me wrong: Now a friend, |
can attest that) Almeidaisfun, but she does
not need mutual laughter to enrich or reas-
sureaconversation when it isabout serious

H.E. Rosanna Bricefio in front
of a photo of her husband,
Prime Minister John Bricefio

subjects.

Bricefio: “ Christy does most of the work.
She's passionate! Christy has put her life
story on the table!”

Her Excellency stated that when they
first met and Almeida told Mrs. Bricefio
about her plans for Autism Belize, that the
First Lady thought to herself “yeah, yeah,
yeah. I've heard that before. Let's see if
you (Almeida) can do the follow-up. “She
can, and she did.”

Almeida chimesin: “A lot of people say
they want to help you, but you don’'t know
what you don’t know...You know when | go
into the Belize airport, they don't have a
family bathroom, they only have the hand-
icap bathroom. | have to take my six-foot-
one son in the female bathroom then into
the handicap stall. And this has happened
more than once that by the time | get out,
someone’s reported that...'there'sa guy in

the (female) bathroom. '” Almeida says it
always gets worked out, but that, “you can
tell that (my situation) has never dawned
on them.”

*kk

With less than 48 hours notice, eight
parents from Autism Belize have come to
an impromptu sharing session with me at 6
pm on the Wednesday | am there. In rela
tive terms, such numbers are wonderful for
astartup such asthis. And, as per usual, the
attendees are mostly moms.

One could write so much about the val-
ue in the relationships these parents have
with one another as individuals. But what
isso starkly evident isthat the real valueto
them as individuals lies in the collective.
And asand in that collective they are good,
and also fun. They appreciate the guest
(me) and pepper me with questions, but the
answers they receive pale in comparison
to the reassurance they feel to be with one
another. Most know enough about autism
to know that the youngsters who might
appear like me (or my older son) are far
from being diagnosed still in Belize (one or
two who came alone gleefully refer to their
husbands back at the house as*“ probably™).
They are aware of what isto come.

And they do not let their more-chal-
lenged and non-speaking kids make them
vulnerable to unhealthy attitudes. They
share the stories of celebrated difference
as well the challenges. Karate vs. dancing
is discussed for one child who is being
bullied. A non-speaking 12-year-old girl
encountering puberty is surprisingly much
more bothered by the new bra than by the
menstrual changes to her body. Both dads
in attendance don’'t know how to not over-
work...

As always the world over, these autism
parents too, need to enjoy life outside their
children, and often they will need the help
of each other to make that happen. And of
course they resist, falling into the (mon-
strously inaccurate) martyrdom stereo-
types of parenting that we areled to believe
isnoble. Their children, “after al,” cannot

Back row left toright: Christy (Almeida), Kirk, Dulce, Alex, Azalia
Front row left to right: Stephanie, Kareesh, Elsie Mae, Roslyn,
and a young man who OD’d on cute pills

Michael John Carley

be understood or properly cared for by
strangers. But even their most challenged
children can be understood, if not by the
world someday, at least by each other.

| asked one poor dad, Alex, how he can
make room for more pleasure in his life.
He answers why that’s not possible, and |
call him on the fact that he is dodging my
question by focusing on what he can't do,
as opposed to what he can do, and every-
one laughs knowingly; not because it’s any
brilliant insight, but because they all rec-
ognize that they would answer similarly.
They need more mestings like this.

Almeida made sure there was a feast of
sandwiches and chicken fingers for the at-
tendees, and lemonade filled with minced
apple pieces to wash it down. But it is a-
most entirely left untouched. Clearly, their
nourishment is each other.

*kk

Attitude change costs nothing. But that
does not invalidate the need for money that
Bricefio emphasizes, Training is the shar-
ing of the otherwise hidden healthy atti-
tudes, and strategies. They’'reon aroll.

But Belize too, like us, has a two-party
system, both of whom have different views
on life. Should her husband’s party not win
the next election, who knows what will
happen to all this progress....

This article was originally published
on the Neurodiversity Press Blog and has
been republished with permission.

Michael John Carley isthe Facilitator of
the “ Connections’ program at New York
University for their worldwide autistic
students, and he also has a private, Peer
Mentoring practice. In the past, he was the
Founder of GRASP, a school consultant,
and the author of “ Asperger’'s Fromthe In-
side-Out” (Penguin/Perigee 2008), “ Un-
employed on the Autism Spectrum,” (Jessi-
ca Kingsley Publishers 2016), “ The Book
of Happy, Positive, and Confident Sex for
Adults on the Autism Spectrum...and Be-
yond!,” (Neurodiversity Press 2021, where
he recently became the Editor-in-Chief),
and dozens of published articles. For more
information on Michael John, or to sub-
scribe to his free newsletter, you can go to
www.michaeljohncarley.com.

Subscribe to receive the bi-weekly ASN Update newd etters featuring
even more autism education, information, advocacy, and resources!

Update

AutismSpectrumNews.org



https://autismspectrumnews.org/
https://www.neurodiversitypress.com/2023/03/08/autism-around-the-world-a-first-lady-with-a-degree-in-special-education-and-autism-belize
https://www.nyu.edu/students/communities-and-groups/student-accessibility/nyu-connections-asd-program.html
https://www.nyu.edu/students/communities-and-groups/student-accessibility/nyu-connections-asd-program.html
https://www.amazon.com/Aspergers-Inside-Out-Supportive-Practical/dp/0399533974
https://www.amazon.com/Aspergers-Inside-Out-Supportive-Practical/dp/0399533974
https://www.amazon.com/Unemployed-Autism-Spectrum-Productively-Unemployment/dp/184905729X
https://www.amazon.com/Unemployed-Autism-Spectrum-Productively-Unemployment/dp/184905729X
https://www.neurodiversitypress.com/product/the-book-of-happy-positive-and-confident-sex-for-adults-on-the-autism-spectrum-and-beyond/
https://www.neurodiversitypress.com/product/the-book-of-happy-positive-and-confident-sex-for-adults-on-the-autism-spectrum-and-beyond/
https://www.neurodiversitypress.com/product/the-book-of-happy-positive-and-confident-sex-for-adults-on-the-autism-spectrum-and-beyond/
https://www.neurodiversitypress.com/product/the-book-of-happy-positive-and-confident-sex-for-adults-on-the-autism-spectrum-and-beyond/
http://www.michaeljohncarley.com
https://www.autismspectrumnews.org/subscribe/
https://autismspectrumnews.org/subscribe/
https://www.autismspectrumnews.org/subscribe/

AUTISM SPECTRUM NEWS ~ SPRING 2023

PAGE 29

Parent Education from page 17

The Center for Autism and Related Dis-
abilities at the University at Albany has an
ongoing program funded by the Office for
People with Developmental Disabilities of
New York State that specifically addresses
thisurgent need in the community and does
so in ways that are in line with this model.
The Parent Education Program for Fami-
lies of Children Newly Diagnosed with
Autism is a 5-part, group-based virtua
program in which caregivers are provided
with evidence-based information on sever-
al topics related to autism. These sessions
include a general “about autism” session;
a session providing caregivers with infor-
mation related to self-care and coping; a
session on evidence-based psychosocial
interventions related to autism; a session
on accessing services,; and a “specia top-
ics’ session. Throughout these sessions,
the group leader introduces the relevant
evidence base in a clear and understand-
able manner, provides the families with
strategies for using the information in their
daily life, and clearly and concisely refutes
common misinformation related to the
topic at hand. This is done in a respectful
way and the group leader encourages the
familiesto ask any questions that they may
have throughout each session. This model
is in line with common recommendations
for countering misinformation in the pub-
lic health and communication sciences
literature (Roozenbak & Van der Linden,
2022). Moreover, the virtual nature of this
program alows it to reach individuas
across the Capital District of New York
State who otherwise may not have had
access to evidence-based information like
this at a time when they are most in need
of it - the period immediately following di-
agnosis. Furthermore, these familiesarein
the company of other caregivers who share
similar experiences and who may be able

Daniel Magin, BA

to share resources with them - a source of
information that parents may be especialy
likely to trust and make decisions based off
(Fishbach et a., 2015). As the group lead-
er is present throughout these interactions,
she can either endorse the resources shared
by the families in the group or guide care-
giverstowards other, similar, yet more evi-
dence-based resources.

Programs like these have the capacity
to fight against the proliferation of mis-
information with the dissemination of
evidence-based information by trusted
experts in the community. Through com-
ponents like virtual programming and
group-formatting, professionals in the
field can make information readily avail-
able and trustworthy for the families who
need it the most. If these sorts of options
become more widely accessible and uti-
lized, we can dampen the harmful impact
of pseudoscience and misinformation on
lives of families across the country and fa-
cilitate access to much-needed, useful evi-
dence-based information.

Kristin Christodulu, PhD

Daniel Magin, BA, is a Graduate Assis-
tant, Kristin Christodulu, PhD, is Director,
and Jane Ann Wbrlock, MSEd, is Senior
Trainer University at Albany Center for
Autism and Related Disabilities Parent
Education Program. For more information
about the Parent Education Programat the
Center for Autism and Related Disabilities
at the University at Albany, please contact
Jane Ann Worklock at (518) 442-4822 or
visit our website.
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Next Steps from page 15

receive services in their home or in aclin-
ic. Some centers with an innovative ap-
proach are offering social work support to
siblings and parents. Clinics typically can
offer comprehensive treatment including
social skills groups, even for little ones
18-months to 2-years-old. The recom-
mended dose of hours for very young chil-
dren whose developmental milestones are
below that of their chronological age peers
are 25 to 40 hours. Although this may be
daunting, the hours are spread throughout
multiple environments of home, school,
and the community.

School-age children will require an Indi-
vidualized Education Plan (IEP) to access
supports at school which include many of
the components described for young chil-
dren. Because autism is a neurodevelop-
mental disorder that can affect learning,
not a learning disorder per se, an ABA

approach is beneficial for teaching school
readiness skills, as well as organization-
al skills and executive functioning skills.
ABA accomplishes this by breaking down
larger goals and tasks into smaller manage-
able pieces. Socia interaction will remain
an area requiring direct targeted teaching.
Enrolling in a social skills group will be
pivotal for developing reciprocal socia in-
teraction skills.

For adults, life might begin to make
sense and they are better able to navigate
the world in which they live. Not only are
they able to understand themselves clearly,
people in their lives dso become under-
standing of them. Many teens, young adults
and mature adults struggle with socia dis-
connection creating feelings of anxiety and
depression. Seeking therapy in these situa-
tionsiscritical to well-being and health and
a therapist with training and/or experience
in ASD is recommended. Support groups
for adults alow for sharing of resources as

well as providing a social connection.

Regardless of where this diagnosis takes
placeinthelifespan, understanding and ac-
cepting it, accessing proper supports, and
adapting the environment is crucial in sup-
porting each individua in fulfilling their
potential.

Slli Shon, LCSW, BCBA, LBA-CT, is
a licensed clinical social worker and the
managing BCBA at Autism Care Partners
center in Avon, CT. Salli conducts diag-
nostic evaluations as well as providing
social work support to the families. Cait-
lan Freeman, MS, BCBA, LABA, is a par-
ent of an autistic child and the Managing
BCBA at the Autism Care Partners center
in Worcester, MA.

Autism Care Partners operates a sev-
eral multi-disciplinary centers across the
Northeast with the mission to empower
families to reach their potential through
early diagnosis and exceptional, innova-

tive, interdisciplinary care. More informa-
tion can be found on their website at www.
autismcarepartnerscom or by calling
(800) 679-36009.
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Virtual Reality from page 23

The Future of Healthcare
for Patients with Autism

As a healthcare provider, it has always
pained me to know that there are those who
struggle with healthcare so much that they
seek to avoid medical help altogether. As
someonewho joined healthcarewith amis-
sion to serve and help, it was always my
goa to find ways to improve the clinical
experience for all my patients - especially
those who were underserved. The goal of
improving the experiences of patients like
my brother has always driven my passion
for innovation.

Virtual reality is slowly becoming the
standard of care to help reduce pain and
anxiety for those who struggle with pho-
bias and hedlthcare anxiety. VR has the
potential to alleviate fears and manage var-
ious conditions in children with autism by
changing their situational perception and
immersing them in a safe and controlled
environment.

Evelyn Chan, MD, isthe CEO and found-
er of SmileyScope, a virtual reality solution
for needle procedures used by healthcare
practitioners. Evelyn is a Medical Doc-
tor (Pediatrics) and a Rhodes Scholar. In
2017, Evelyn took her experience working
with children and developed a first-of-its-
kind medical VR device. You can learn

more about her on LinkedIn.
Footnotes

1. Centers for Disease Control and Pre-
vention. (2022, December 15). Autism
and developmenta disabilities monitoring
(ADDM) network. Centers for Disease
Control and Prevention. Retrieved March 9,
2023, from www.cdc.gov/nchddd/autism/
addm.html#:~:text=CD C%20esti mates¥%20
that%20about%6201,8%2Dyear%2Dol ds.

2.ChanE, et al. Virtual reality for pediatric
needle procedural pain: two randomized
clinical trials. JPediatr. 2019;209:160-167.
ed. [PubMed]

Evelyn Chan, MD

Late-Diagnosed from page 20

It gives me hope that the diagnostic
criteria for autism will evolve to be more
inclusive of AFAB people or anyone who
does not present in a “typical” way. | aso
hope that as the research evolves, outdat-
ed stereotypes will continue to diminish
especially amongst clinicians. However,
future research is needed to know how
much camouflaging truly effects AFAB,
late-diagnosed autistic individuals (Hull
et a., 2020). Clinicians need to be updat-
ed on findings as well, because there is a
growing body of literature to suggest that
autistics will camouflage during evalua-

tions, which can lead to missed or misdi-
agnoses (Hull et al., 2020). The current lit-
erature suggests that there are real barriers
to AFAB people receiving needed diagno-
ses which leads to poorer mental health
outcomes. As clinicians, we can mitigate
this by approaching clients through a de-
velopmental, multicultural lensthat allows
them to advocate for themselves and live
authentically.

Britt Boylan (They/Them) is a student
pursuing their M.A. in Mindfulness-Based
Transpersonal Counseling at Naropa Uni-
versity. They have a passion for research
and learning and they hope that the re-

search surrounding autismin AFAB people
will continueto evolve. Britt can bereached
by email at brittany.boylan@naropa.edu.
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Now What from page 21

Therapy might help me cope with fine and
gross motor deficits.

| struggle with reading socia cues; |
mask my differences; have issues with
proprioception, ak.a. “kinaesthesia...the
body’s ability to sense its location, move-
ments, and actions the sense of self-move-
ment, force, and body position,”*and in-
teroception, “the feeling of knowing what
is happening in your body, for example if
you are hungry, thirsty, warm, cold, etc.”®

| am socially isolated, and while | en-
joy get-togethers with friends from former
workplaces, | would welcome additional
social support.

If asked, | tell people, “the only things |
can do are research and writing.” And I've
been criticized by others on the spectrum,
with comebacks such as, “consider your-
self lucky,” and “you could make a career
of that.” What those people don't know is
that | write because | struggle with expres-
sive language and nonverbal communica-
tion, interpersonal soft skills.

Soft skills encompass a wide range
of neurotypical (NT) competencies, but
principally listening and effective speak-
ing skills, attitude, work ethic, teamwork,
leadership qualities, time management,
decision making, and conflict resolution.
Plus, the ability to control and manage
your emotions. These socia skills are the
gualifications most employers want in em-
ployees they retain.

Stigma

Stigma wasn’'t a new experience for me,
but stressin the workplace, especially deal-
ing with managers, eventually broke me.
When | sought support, | received criticism
because | couldn’t adequately verbalize the

problems | was facing. In fact, | wasn't a-
ways aware there was a problem, until the
manager asked to see mein her office.

Has My ASD Diagnosis Benefited Me?

As|’ve said, I'm happier. Missing piec-
es have been inserted into the puzzle that
is ME. I’'m making sense of my past - and
the present. On the other hand, | feel asif
I’ve been left with almost nothing but Dr.
Google and self-help books to help me in-
corporate this new self-knowledge, or to
cope with the traits that set me apart from
neurotypicals.

Not Everyone Wants a Formal Diagnosis

My pursuit of a diagnosis was primari-
ly for personal validation. There are adults
who view a formal diagnosis as detrimen-
tal. If they're satisfied with their life and
career, and embrace their uniqueness, the
expense and stress of neuropsychiatric
testing may not be worthwhile.

For others, though, an assessment and
diagnosis may help them, family mem-
bers, partners, employers, colleagues, and
friends, to understand why their thought
processes and life experiences are differ-
ent, and potentially how to fit their square
peg selvesinto NT round holes.

Children

It's al a matter of choice for adults.
However, “a...diagnosis and intervention
can benefit children on the autism spec-
trum and [those] with other devel opmental
disorders. Timely diagnosis is a necessary
first step for identifying and beginning ap-
propriate therapies and supports.”®

“A cognitive assessment can help deter-
mine the [child’s]:

* Strengths,
* Areas of difficulty, [and strengths],
» [And] level of intellectual functioning.”®

Given my own journey to diagnosis, if
you're the parent or guardian of agirl who
might be exhibiting signs of autism, please
ask for areferral for autism testing. While
her differencesarefar morelikely to be no-
ticed today, if she’s “high functioning” she
may aready be masking her symptoms.
Her struggles may be dismissed as shy-
ness, alearning disability, behavioral prob-
lem, or be overlooked because she doesn’'t
fit autistic stereotypes.

My path to an autism diagnosis was
fraught with misdiagnoses and the fail-
ure to understand that autism manifests
differently in boys vs. girls. My dis-
covery journey started with testing for
learning disabilities when | was seven
and followed a tortuous trail through the
DSM before landing on Autism, Level 1.
| believe if what we now know had been
known and accepted years ago, | probably
would have qualified for the support ser-
vices | needed to be far more independent.
The burden of care has shifted from my
parents to my spouse, and that affects his
health. I'm left pondering the question,
What If? We'll grow old and he won't be
able to support my mental health forever.
What happens then?

Annie Kent, MA Psychology, spent two
decades working in public sector disabili-
ty, and mental health and addictions advo-
cacy and education. Diagnosed with three
closely related forms of neurodiversity, a
lack of awareness and understanding led
to burn-out and retirement from the field.
She remains an active advocate, engaging

remotely with several Autism, ADHD, and
Disability organizations and forums. For
more information, email Annie at anjo-
liel031@gmail.com.
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Autism Rates from page 18

Care Network sites to diagnose patientsin
their own practices and facilitate next steps
to help families access needed services.
Providers in these practices can refer their
patients for evaluation if they have a high
suspicion for ASD and if those patients
meet specific referral criteria. Families
can then pursue those assessments in their
familiar primary care office, which can
increase their comfort and expedite care
without having to see a specialist to make
the diagnosis.

An extra advantage of this program
comes in the form of bi-weekly sessions
where the Autism Care Champions can
present any challenging cases to an inter-
disciplinary team of experts for discussion
and clarification, building on the success-
ful ECHO models used in various settings.

This consi stent and open communication
between primary care providers and devel-
opmental specialists is instrumenta in en-
suring that the child is receiving the most
comprehensive and up-to-date evaluation
possible. As this model grows, our hope is
to decrease the median age of ASD diagno-
sis to have the greatest impact on children
and families, and to decrease time between
initial referral by a primary care provider
and the actual diagnosis. Currently this

KateWallisMD, MPH

interval can be as long as 18-24 months,
since many developmental specialists have
walit lists that long. This model can shorten
timeto diagnosis to half that, if not sooner.

And finaly, ongoing efforts need to
continue to center equity. Processes that
reduce diagnostic barriers for historical-
ly and contemporaneously underserved
groups continue to be needed. Addition-
ally, it is necessary to increase equity in

Eileen M. Everly, MD

access to services post-diagnosis to ensure
that children’s needs are being met in ajust
and equitable way. For example, half of
Asian children and 41% of Latino children
in the Philadel phia metro area have at least
one parent with limited English proficien-
cy. For these children, interpreting, trans-
lation, and bilingual providers play a key
rolein service delivery.

They say that if you can’t measure some-

thing, you can’'t improve it. This explor-
atory project to quantify rates and ages of
ASD diagnosis can serve as a benchmark
as we continue to strive to improve care.
It also illustrates the importance of gran-
ular data on race and ethnicity. Aswe aim
to seek novel solutions to better meet the
needs of children and families with ASD,
continuously measuring our impact on di-
agnostic ages and on racial and ethnic eg-
uity will be crucial.

This article has been republished with
permission. You may view the original
article at https://policylab.chop.edu/blog/
rates-autism-increase-number s-dont-
paint-full-picture.

Kate WallisMD, MPH, isa faculty mem-
ber at PolicyLab at Children’s Hospital of
Philadelphia (CHOP), an attending physi-
cian in CHOP's Division of Developmen-
tal and Behavioral Pediatrics, an assistant
professor in the Department of Pediatrics
at the University of Pennsylvania, and an
associatefellowin Penn’s Center for Public
Health Initiatives. Eileen M. Everly, MD, is
a pediatrician at Karabots Pediatric Care
Center, West Philadelphia, a CHOP Care
Network primary care practice. For more
information about PolicyLab at Children’s
Hospital of Philadelphia, visit https://pol-
icylab.chop.edu/.

Screening from page 19

* Specificity — The ability of the tool to
correctly identify individuals who truly
do not have ASD

* Positive predictive value (PPV) — The
likelihood that an individual who re-
celves an ASD positive outcome truly
hasASD

» Negative predictive value (NPV) — The
likelihood that an individual who re-
celves an ASD negative outcome truly
does not have ASD

Sensitivity and specificity are “fixed
test characteristics’ because they do not
change, regardless of disease prevaence
— how often the disease may occur in a
certain population of individuals. The PPV
and NPV do change when disease preva-
lence changes (Bovbjerg 2020). There can
be substantial variation in the sensitivity
and specificity of ASD tests, likely due to
methodological differences and variations
in the clinical characteristics of popula-
tionsrecruited (Randall et al. 2018). There-
fore, when assessing the performance of a
test inthereal world, PPV and NPV should
also be considered.

Artificial intelligence (Al) and machine
learning (ML) technologies are increasing-
ly being used in healthcare. ML is a form
of Al where systems have the ability “to
learn” using large amounts of data to im-
prove accuracy. Thus, large amounts of
data combined with computational power
can help improve clinical efficacy by help-
ing improve the accuracy and efficiency
of diagnosis and treatment (Ahuja 2019).
Considering the diverse and complex
symptom presentation in ASD, Al-based
tools designed to aid in diagnosis are an
active area of research and growth (Shan-
non, et al. 2022). ML-based diagnostic
devices such as software as medical devic-
es (SaMDs) have the advantage that they

Jennifer Shannon, MD

have the potential to improve performance
with additional data or real-world use
(FDA 2019).

When making an ASD diagnosis, best
practices require integration of caregiver
reports, behavioral observations, standard-
ized assessments of cognitive, language
and functional adaptation, and clinical
assessment based on the DSM-5 criteria
(Randall et al. 2018). Regardiess of the
tool selected, no single ASD tool should be
used asthebasisfor diagnosis, andit should
be used by clinicians to support rather than
replace clinical judgment (“ Screening and
Diagnosis of Autism Spectrum Disorder” |
CDC,; Elder et a. 2017).

Dr Jennifer Shannon is a board-certified
child, adolescent, and adult psychiatrist
passionate about healthcare innovation,
particularly as it relates to pediatric men-
tal health. She practices in Bellevue, WA
and is also Executive Medical Director
at Cognoa. For more information, please
contact jennifer.shannon@cognoa.com.
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Neurodiversity from page 22

as having good intentions, it allows them
to have more trust and feelings of connec-
tion in the relationship. It gives a couple
the opportunity to hold two things true:
that their partner has good intentionsin the
relationship and that due to differences in
neurological wiring, those well-meaning
behaviors are not aways going to have the
desired positive outcomes. Sometimes the
best of intentions have a negative impact,
but when someone believes their partner
is coming from a positive place, they are
better able to recover from a difficult in-
teraction. An example of good intentions
that were misperceived can be seen in the
following example:

A man on the spectrum wanted to make
anice dinner for his family to show them
how much he loved them. Cooking was
one of his passions and he spent all day
creating a delicious, multi-course meal.
His husband had to watch their children
that day without his support. When either
their children or his husband would come
into the kitchen to talk or try to help him
cook, he rejected their efforts. He would
not engage in conversation because he
wanted the meal to be perfect and did not
want to get distracted from the recipes.
When it was dinnertime, he was so happy
with the outcome of the meal, but his fam-
ily was frustrated, and the dinner did not
go smoothly.

The autistic man was well-intentioned in
creating a beautiful dinner for his family
but did not recognize the unintended neg-
ative impact of the way he was engaging
with them throughout the day. His husband
was well-intended in trying to help cook
but his good intentions had a negative im-
pact as they were viewed as a distraction.

LedlieA. Sickels, LCSW

Once the couple grounded in good inten-
tions, they were ableto recognize how neu-
rodiversity came up and make a plan for
how they could engagein similar situations
differently in the future.

Concrete Tools and Strategies

The next step after receiving psychoed-
ucation about neurodiversity and learning
the ways it applies to a specific relation-
ship is to integrate tools to minimize chal-
lenges in the relationship. One strategy
is for a couple to work on both changing
perspectives and behaviors. This requires
each partner to either shift the way they
are thinking about a situation or how they
are engaging in it. In using the example
above, the neurotypical husband would
benefit from shifting his perspective to see

his partner’s good intentions and recognize
that he was trying to do something nice for
their family to show hislove and affection.
The partner on the spectrum could work on
shifting his behaviors. He could coordinate
with his husband to find a good day/time
to cook a lavish meal so that it does not
have an inadvertent negative impact on the
family by putting the burden of childcare
solely on his husband.

Another important strategy that can be
utilized with neurodiverse couples is relat-
ed to communication. Since both partners
brains are wired differently, communica-
tion should be clear and concrete. In neu-
rodiverse couples work, therapists often
describe couples as “speaking different
languages,” which is due to the differenc-
es in neurodevelopmental wiring (Myhill
& Jekel, 2015). Many articles are pub-
lished about difficulties with social com-
munication for individuals on the autism
spectrum. These challenges include verbal
and nonverbal communication and can all
contribute to socia difficulties (Denworth,
2018). When a couple is in a relationship,
challenges in communication can happen
regularly in day-to-day communication.
When partners each learn to speak their sig-
nificant others' language, they can be more
effective in connecting with one another.

In addition to paradigm and behavioral
shifting and working on communication,
there are many other tools that can be in-
tegrated into a neurodiverse relationship
to support positive changes. Once a cou-
ple has identified how neurodiversity is
coming up for them specifically, they can
target those particular areas of the relation-
ship. This tailored approach allows a cou-
pleto focus on the most important areasfor
them and begin to work toward significant
changes in their partnership.

Conclusion

Uncovering neurodiversity in a relation-
ship can help couplesbeginto work towards
understanding and improving their dynam-
ic. It alows a couple to recognize neuro-
developmental differencesthat are inherent
in their relationship and begin to integrate
strategies to improve their interactions. The
recognition of a diagnosis can fundamen-
taly shift the way a couples views each
partner and the interactions between them,
and help set the relationship on amore pos-
itive and productive track forward.

Leslie Sckels, LCSW, works with neu-
rodiverse couples and individuals on the
autism spectrumin New York. For morein-
formation about Leslie’s therapeutic work
and neurodiverse couples therapy visit
LeslieSickelsLCSW.com.
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Two Diagnoses from page 23

Receiving and Dealing
with an Adult Diagnosis

Once an adult is identified, either
through self-diagnosis or by another indi-
vidual, they need to accept the reality of
their condition. For many older adults, es-
pecialy the self-diagnosed who have long
been seeking an explanation, this happens
almost immediately and is greatly wel-
comed. For those who are diagnosed by
professionals, it may come as something
of a surprise and can be received in any
number of ways - from acceptance to skep-
ticism to doubt to denial, at least at first;
it also may or may not be welcomed, a-
though in my experience | have found that,
especially among ol der adults, the majority
eventually if not immediately both accept
and welcome the diagnosis.

For those who are identified by a fam-
ily member, friend, or some other person
in their lives, the situation is a bit trickier
because it involves giving the suspected
individual news that they may not be re-
ceptive to, and even suspect the motives of
the person giving it to them. One method
that | have long suggested is to have an-
other adult on the spectrum disclose their
own condition to the individual, giving a
comprehensive description of its traits and
challenges, and seeing how he or she re-
sponds to this. The idea is that the autis-

tic person appears to simply be sharing a
personal aspect of their life and, as such,
isless likely to raise any suspicion. | have
actually used this method to (I believe)
identify a few people who were almost
certainly on the spectrum (I am clearly not
qualified to make an actual determination)
but, alas, were neither receptive nor partic-
ularly interested.

Once an ASD adult accepts a diagnosis,
| usualy recommend that they learn as
much about their newly identified condi-
tion as possible. For me, this consisted of
reading every article, both online and in
print, that | could get my hands on, and
attending every talk, workshop, and con-
ference that | could manage to get to; in
particular, | found that personal memoirs
and autobiographical articles by other
adults on the spectrum were especially
valuable in that they told of experienc-
es, challenges, difficulties, etc. that often
were strikingly similar to my own. As
such, | strongly recommend these for all
newly diagnosed adult autistics.

| especialy recommend going to a sup-
port group if one is available in the local
area. Asaresult of the COVID-19 pandem-
ic, anumber of groups, such as those host-
ed by Aspies For Social Success (AFSS
— WwWw.hyautismcommunity.org) have mi-
grated from in-person gatherings to online
meetings. This has made them available to
amuch wider population, given that many
people do not live in proximity to the orig-

inal meeting locations and that a signifi-
cant portion of the ASD population does
not drive. Meeting a group of individuals
who have many of the same traits and face
many of the same challenges that one does
can be an eye-opening not to mention val-
idating experience indeed. In fact, at every
meeting that | first attended, | would hear
at least one story told or incident recount-
ed which was so much like one of my own
experiences that it was uncanny and even
scary; this continues to happen occasional -
ly to this day.

Diagnoses of School-Age Children

Giving an ASD diagnosis to a school-
age person is, for a number of reasons,
very different from doing so for an adult.
Nowadays, diagnosis often takes place
in early childhood because parents as
well as medical and health professionals
are much more likely to be familiar with
autism, thanks to the recent explosion in
public awareness, than they would have
been in the past. Clearly, a small child is
far too young to receive such a diagnosis;
the appropriate age depends on when the
individual is ready to receive such infor-
mation, which in turn depends on many
different factors.

Ironically, by the time someone diag-
nosed in early childhood is old enough to
understand the ASD diagnosis, they may
also be old enough to not be welcoming of

such. The sameistrue for someone who is
diagnosed when they are already in school.
It isjust around the time of middle school
and early high school that socialization
and socia skills suddenly become much
more important than they had been hereto-
fore. Deficits in these areas, which had at
most been a minor liability, can now have
devastating effects on the life of a young
person. News of a condition that resultsin
such deficits is highly unlikely to be well
received. The gifts and benefits that some-
times come with being on the spectrum
(e.g., so-caled “splinter skills’) are little
consolation in the face of something as
horrific as social isolation and marginaliza-
tion, not to mention ridicule and bullying.
| have personally known individuals who
received their diagnosis at ayoung age and
were anything but happy about it. | have
also wondered if, had | been told of my
condition at that time in my life, | would
have been anywhere nearly as relieved or
elated as | was when | finally did receive
the diagnosis as an older adult (I suspect
that | would not have).

The only solution to this conundrum, in
my opinion, is to accompany news of the
diagnosis with the immediate provision of
as much and as intensive social skills and
socialization training, education, counsel-
ing, coaching, and anything that addresses
deficitsin these areas, as is necessary.

see Two Diagnoses on page 34
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Good Afternoon from page 22

Getting It Done, Together - Managing ev-
eryday lifetasks and getting things done, day
in and day out, can be stressful. Even when
the daily life tasks can fedl unfun, difficult,
or boring, accomplishing them together as a
team can makeit easier and connecting.

Divide and Conquer: For some couples,
it may be too challenging to execute spe-
cific tasks together, as partners may have
different likes and didlikes, strengths and
challenges, or paces. Instead, partners
can choose to work separately, executing
their different roles, but feeling like one
combined team. Figure out how best to
divide and conquer. Try to make intimate
moments happen while you both are carry-
ing-out your separate tasks - acknowledge
your partner as you mop the floor with a
“How’s it going?’ or compliment your
partner on getting things done, or share a
connecting smile as you work, or have a
light conversation while grocery shopping,
if you are both willing and able.

Working as One: For some couples, it feels
connecting, bonding, and fulfilling when
you share the workload in unison to get

Grace Myhill, MSW

the job done. The act of working together
and completing the tasks makes them feel
connected, such as building a bookshelf or
cleaning out the garage. If you want to feel
even more emotional connection while do-
ing chores, you can spiceit up by adding a
bit of dancing or singing while you work.
You can clean while listening to music or
talk about your days while raking leaves.
However you spend the day, choose
to make every day a good day with your

partner. Be intentional and create moments
of togetherness that are comfortable for
each of you. Remember that a small ges-
ture makes a big impact, so take time to
do something connecting so your partner
feelsloved.

Additional Resources

» PFA Tips. Neurodiverse Couples. Mak-
ing Meaningful Moments of Every Day
—Having a Good Morning

e PFA Tips: Dating - He Said/She Said

» “Decoding Dating: A Guide to the Un-
written Social Rules of Dating for Men
With Asperger Syndrome” by John Miller

© 2021 Pathfinders for Autism

This article is part 2 of a 3-part series.
Coming soon will be part 3: Having a
Good Night.

This article has been republished with
permission. You may view the original ar-
ticle at https://pathfindersforautism.org/
articles/social/pfa-tips-neurodiver se-cou-
ples-afternoon.

Grace Myhill, MSW, is a pioneer and

leader in the field of neurodiverse couples
therapy. Since 2004, she has worked with
over one thousand neurodiverse couples
together or separately. She has developed
numerous skill-building tools and lessons
to enhance communication and emotion-
al connection. Grace offers a variety of
online groups for the many facets of this
unique population: for neurodiverse cou-
ples together, for partners with an Asperg-
er'sautism profile, for neurotypical part-
ners who are currently in a neurodiverse
relationship, and for neurotypical partners
who are separated or divorced from an
ex-partner with an Asperger’s/autism pro-
file. She currently holds the titles of Direc-
tor of Couples and Partner’s Services and
Director of the Peter M. Friedman Neuro-
diverse Couples Institute at AANE, where
Grace trains professional clinicians to
work effectively with neurodiverse couples
through online courses she developed for
AANE. She haswritten several articlesand
is a frequent guest on podcasts. For more
information visit www.gracemyhill.com.

For therapists or partnersin a neurodi-
verse couple who would like to learn more
about AANE's online trainings and other
resources, contact Grace Myhill at grace.
myhill @aane.org.

Peer Navigator from page 19
Mind the Gap in the Community

The Health Resources and Services Ad-
ministration has funded the AIR-B team to
scale up MTG in family resource centers
and other family-based organizations. As
a result of the success of the program for
autistic children and their families, MTG
has been broadened to include resources
that assist families of children with in-
tellectual and developmental disabilities,
and the program has been translated into
additional languages based on community
agency needs.

Peer navigators share that they appreci-
ate the structure and organization of MTG.
Faustina Salvador, a peer navigator from
Specia Kids Connect, explained, “Now
when | work with families | have a struc-
tured plan, and disciplineto do follow-ups.”
Some agency leaders shared that, following
training, they use MTG as part of their in-
take process with all families. Meeting reg-
ularly allows peer navigators and families
to create long and short-term goal's to meet
families' needs and proactively engage in
services, rather than waiting for a crisis to
arise. Peer navigators share that this helps
families feel valued, helps them stay mo-
tivated, and encourages them to celebrate
small accomplishments adong the way.
Families have shared with Kari Cayton, a
peer navigator from Starbridge, that MTG
has allowed them to feel “heard, under-
stood, and supported while going through
an unsuretimein their lives.”

Having accessible and reliable resources
available on-line allows peer navigators to
direct their efforts towards building stron-
ger rapport with caregivers. The activities
and videos are practical and easy for fami-
lies to use outside of session. These mate-
rialsare availablein several languages and
are parent friendly.

Individualizing for Families

The pandemic resulted in substantia
changes to service delivery, and agencies

and peer navigators worked hard to adjust
MTG to fit new demands. Joyce Stedl, a
MTG agency lead at Starbridge, said,
“While we value [MTG] and it aligns with
our advocacy approach of teaching and
empowering families, we are short staffed
and staff are stressed. Family/caregiver
needs have increased, advocacy requests
that are more urgent and many families
cal in crisis” Structural barriers around
funding and staffing may require adapta-
tions to the intensity of MTG. As Hannah
Michaelsen, an agency leader from Care
Parent Network, reported, “1 also envision
components of MTG being used with other
families who may not need the full naviga-
tion model, and with some of our support
groups for families of young children.”

An important part of any family naviga-
tor program involves working collabora-
tively with families to meet their current
needs. Families come into navigator pro-
grams with different levels of understand-
ing of their children’s diagnoses, varying
life demands and levels of support from
their families and communities. Schreiber
shared this for families considering a fam-
ily navigator program: “I recommend tak-
ing some time to consider what you hope
to get out of the program for your family.
Peer navigators are there to help you reach
your family’s goals; so, consider how best
the peer navigator can help you reach your
goals. Don't be afraid to raise concernswith
the peer navigator or reconsider activities
or goals...thisis acollaborative program.”

For more information, please contact
sfvejnoska@ucdavis.edu.

Complete Listing of Authors: Sarah Ve-
jnoska, PhD, Postdoctoral Scholar, UC
Davis MIND Ingtitute; Samantha Hoch-
heimer, MS, Research Coordinator/Data
Scientist, University of Rochester Medical
Center; Yue Yu, PhD, Postdoctoral Schol-
ar, UC Davis MIND Ingtitute; Jennifer
Diaz Navarro, BA, Research Coordinator,
UC Davis MIND Institute; Hala Alkhatib,
BS, PhD Student, UC Davis MIND Insti-
tute; Joyce Seel, Director of Family Ad-
vocacy, Sarbridge; Hannah Michaelsen,

MPA, Program Director, Care Parent Net-
work; Suzannah ladarola, PhD, Associate
Professor of Pediatrics and Public Health,
University of Rochester Medical Center;
Melanie Pellecchia, PhD, BCBA, NCSP,
Assistant Professor, University of Penn-
sylvania, Perelman School of Medicine;
Amanda Gulsrud, PhD, Associate Clinical
Professor, UCLA Department of Psychia-
try and Biobehavioral Sciences; Elizabeth
Hassrick, PhD, Assistant Professor, AJ
Drexel Autism Institute; David Mandell,
D, Professor, University of Pennsylva-
nia Perelman School of Medicine; Connie
Kasari, PhD, Professor, UCLA Graduate
School of Education & Information Sudies
and Department of Psychiatry and Biobe-
havioral Sciences; Aubyn Stahmer, PhD,
Professor, UC Davis MIND Institute
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Parenting Tips from page 17

in their own way and different in their own
way. You will experience parenting chal-
lenges but learn to find the joy. Flip your
attitude, celebrate the small things and
don’t give up hope. Overcoming the chal-
lenges and finding that joy is so freeing.

6. Meet your child where they are de-
velopmentally - Most developmental
milestones are based on normal devel-
oping children. Don't perseverate on age
limits and assume that your child will
not meet developmental milestones just
because they are older. Meet your child
where they are developmentally; they will
develop on their own timeline. It does not
mean they are any better or less than other
children; they just got there a little slow-
er. Celebrate the achievements, and don't
give up on them.

7. Focusing on the present and uncon-
ditional acceptance - Focusing on the
present and unconditional acceptance are
vital ingredients for raising a happy child.
Perseverating about the future - schooal,
grades, graduation, or future jobs - drains
your energy for today. Each day, view your
child through a compassionate lens, be-
lieving they can achieve anything they put
their mind to. Our autistic children can sur-
prise us, developing in ways that seemed
impossible when they were younger.

8. The environment is loud and over-
whelming - Learn about sensory overload.
Approximately 80% of autistics exhibit
sensory processing issues (Case-Smith,
Weaver, & Fristad, 2015). Sensory sensi-
tivity - sounds, sights, tastes, texture are
perceived as aversive - is extremely com-
mon among autistics and aleading causeto
many challenging behaviors (e.g., Cermak,
Curtin, & Bandini, 2010; Hillman, 2021).

Heidi Hillman PhD, BCBA-D

9. Your belief in your child’s ability in-
fluences their achievement - If you be-
lieve your child is highly capable and in-
telligent, you will demonstrate that belief
through your words and actions. Your child
will clearly hear the message, and they will
more than likely rise to the expectation.
Alternatively, if you focus on the challeng-
ing behaviors, believing your child is not
capable, unmativated, or helpless, then
your child will hear that message and will
perceive themselves as one big flaw. It's a
self-fulfilling prophecy.

10. Focus on the positive - Theodore
Roosevelt said, “Comparison is the thief
of joy.” Every person - you and | includ-
ed - is a combination of positive traits and
plenty of flaws. Choose to see your child’s
positive traits rather than focusing on
their challenges. When you visit the doc-
tor or therapist, rather than detailing the
challenging behaviors and deficits, focus

on their strengths. When we trot out an
itemized list of our children’'s flaws, we
are comparing our autistic child to others,
and destroying our children’s self-esteem.
Identify your child’s strengths then decide
how to modify their challenging behaviors
using their strengths.

11. Keep pushing the boundaries - Push
your child out of their comfort zone, just a
little; don't make it easy for them. Rather
than visiting the same park or taking the
same route home from school because it
is more comfortable for your child, play at
different parks or ater your route home by
just afew blocks. You are broadening your
child's horizons, but also you are setting
higher expectations.

You will experience challenging “tan-
trum-in-the grocery store” moments, you
will worry about the future, you will be-
come atirelessadvocatefor your child. | en-
courage you to take one moment at atime,
one step at atime, one day at atime. Each
day, find joy through the unique strengths
of yourself and your child. Recognizing
the joyful experiences helps you have a
balanced perspective. Raising an autistic
child is both challenging and joyful. Joy is
defined in sSimple measures - a day at the
park, an afternoon of Pokémon, ahug, your
child talking about their interests, trying a
novel food, or your child’s first successful
play date. | will be thefirst to say it is hard
work raising an autistic child. | encourage
you to not change the way your child views
the world; embrace their neurodiversity.
In learning to find the joy, you are accept-
ing your child as autigtic, leveraging their
strengths and interests to help them live a
fulfilling life; raising your autistic childina
way that allows them to thrive.

For more information, Heidi Hillman
can be reached at hhillman@ewu.edu.
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Get Unstuck from page 21

play guitar - in reverse order - using brute
repetition that built muscle memory which
then led to understanding patterns - inter-
vals and scales - might work for under-
standing time and meter. | started taking
drum lessons, and it worked. | learned
through using my body.

Develop a regular creative practice
around your joy - journaing, video blog-
ging, painting, cooking, whittling- some-
thing that feeds your natural energy. Some-
thing that keepsyou limber and creativeand
dwelling in the place where your instincts
live. It's vital to reclaim our real instincts.

Reclaiming my instincts required me to
be vulnerable. | had to do real unmasking.
| had to share the humiliating secret that |
could not read music. | had to expose parts
of myself that I’d walled off and stop hid-
ing the parts of me that needed help.

| learned to unmask and say “it’s ok if

I’m not any good, this is something | want
to do” instead of only allowing the “pre-
sentable” out in the world. | founded my
imaginary bar band, which is full of other
middle-aged women who like to rock, it's
called “The Lunch Mothers of the Apoc-
alypse.” Because | can now count, | can
multitrack and build entire back-up band
recordings. |I've become a better guitarist
and better musician than I’ ve ever expect-
ed to be, and | am having the most fun in
my whole life and that energy flows into
the rest of my life. | retraced my steps and
corrected my counterproductive thinking. |
went from mediocre singer-songwriter to
actually-bad imaginary bar band - but for
me it's a triumph and a crucial example
of how our thinking can become distorted
over the years, how we can become alien-
ated from ourselves and trapped in count-
er-productive masking. Being unable to
understand why people did what they did,
or how people got where they got-because

for me it was al masking - because there
were so many things girls weren't “al-
lowed” to do, | made a lot of concessions
in order to be “alowed” to do something
nearby what | wanted to do. | spent a con-
siderable amount of time, energy and mon-
ey being a solo singer-songwriter when re-
ally, | just wanted to be part of a group but
didn’t know how to count or be vulnerable
around other musiciansand | organized my
life around hiding those things.

Stop doing thingsyou don’t want to do
that you feel socially obligated to do if you
can helpit. | know weall have to work, but
we don’t have to mask.

Learn and avoid your sensory drains.
You will never develop atolerance through
exposure. Protect yourself and simply
avoid sensory drains.

Include awellness routinein your life -
we forget we have bodies: schedule water
breaks, food breaks, and stretch and ex-
ercise breaks throughout the day. Get lots

of sleep. | can't believe how many years
| struggled with perseveration, mood, and
feeling just because | needed a sandwich
and some exercise. | am not exaggerating.

I’'m sharing this process of reclaiming
my authentic energy in hopes that other
late-diagnosed women might see some-
thing that they find useful and maybe feel
a little better. I'm no expert, however, the
result of al of thisisthat, unlike all of the
years | spent in “survival mode,” I've re-
gained what | alwayswanted and needed in
order to be completely myself. | enjoy life.
| want the same for you.

*| want to acknowledge that there are
plenty of dreamy, gentle boysfrom my gen-
eration that didn’'t meet the diagnostic cri-
teria either and suffered in their own way.

Johanna R. Murphy, MFA, works as Di-
rector of Development for Evolve Coach-
ing. For more information, call (412) 744-
9017 or visit www.evol ve-coaching.org.

Two Diagnoses frompage 32

While the appropriate measures will de-
pend considerably on the individual and
their situation, they need to be taken the
moment he or she expresses interest in ad-

dressing their condition or, for that matter,
does not want to accept the diagnosis (as
is likely to be the case). What must never
be done, however, is assume that the diag-
nosed individual, due to age, intelligence,
or any other reason, does not need any such

measures and will simply “learn” or “pick
up” these things with time — this can be
nothing less than a recipe for disaster.
Regardless of age, the one thing com-
mon to any new autism diagnosis is that
it can have a profound effect on one's life

and on how one views and deals with the
world at large and the people that inhabit it.

Karl Wittig, PE, isAdvisory Board Chair
for Aspiesfor Social Success (AFSS). Karl
may be contacted at kwittig@earthlink.net.
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Older Women from page 18

to reduce or eliminate the disability rath-
er than support it. Manualized treatments
don’'t always work, and behavioral treat-
ments can actually be abusive. Because au-
tismisn't just a set of symptoms laid over
a neurotypical mind, neurotypically-in-
formed studies can’'t ssimply be adjusted.

The female autistic mind works differ-
ently. Without individualized treatment,
she runs a high risk of being unintention-
ally harmed by the very event that should
help her. Indeed, research demonstrates
that there are three major areas of health
treatment for autistic people that cause
harm: (1) difficulty accessing treatment/
support; (2) lack of the helper understand-
ing; and (3) a reduced sense of well-being
(based on the first two areas) (Camm-Cro-
bie, Bradley, & Cassidy, 2018). If providers
aren’t trained well, thereiseven less access
to treatment, greater harm, and lesstrust in
the autistic female's experience. Treatment
needs to be an individual specialty.

Further complication to late diagnosisin
women may be that females have less so-
cia support overall than males; complica-
tion also arise from a lifetime of exploita-
tion or misdiagnosis. This, on top of the
new identity inherent in a late diagnosis,
changes her sense of well-being and can
make for avery painful adjustment.

So, what does work? First, the practi-
tioner must be culturally competent in the
autism world. This requires both humili-
ty and the ahility to dow things down so
both patient and provider can understand
each other. The helper needsto accept their
patient's lived experience as valid. So,
too, do providers need skills in managing
co-occurring disorders as studies show that
at least 1 in 3 autistic people have a co-oc-
curring disorder globally (Zeiden, et. al.
2020). Not only are co-occurring disorders

Mary P. Donahue, PhD

more prevalent in females, they correspond
positively with age at diagnosis.

Next, understand that autism is a neu-
rodivergence with its own brain structure.
It doesn't need to be cured. Instead, treat
the goals, focus on lived experience, teach
coping mechanisms. A good way to re-
member to treat the situation rather than
the autism isto keep in mind that if the cli-
ent finds housing, becomes more emotion-
ally aware, or attends better to her health,
sheisnot lessautistic (ASAN, 2022), she's
more skilled.

Recognizing that the autistic female pre-
senting for treatment has her own unique
way of communicating, own pattern of
thinking and perceiving, and own senso-
ry needs is critical. Providers do things
like lower lighting, ban candles and other
non-essential smells, and provide a lower
sensory room without lots of wall items or
foot traffic outside. Thiswill allow energy
to be used for the appointment rather than
for sensory assaults. Allow stimming, pac-
ing, movement, and toss “eye contact” as

any sort of indicator. Allow breaks when
necessary. No touching without permission
AND prior warning. Have a “pain chart”
that is experiential rather than numerical.
Attention to the environment is highly
important because autistic women don’t
“get used to” strange situations; they mask
to make it through them. And we already
know that masking thwarts diagnosis and
treatment. It also thwarts trust.

Next, presume competence. Be open
minded and creative. Just because some-
one has a different brain structure doesn’t
mean they aren’t competent, with valid
thoughts, feelings, and goals. Accept that
manualsand behavioral interventionsdon’t
work; find out what does, directly from the
client. Even if they are non-speaking, re-
member that ALL behavior is communica
tion. A “difficult” clientistryingto tell you
something, a quiet one may be in crisis.
Be prepared to use assistive devices, white
boards, dancing, pointing, etc. Help her to
make goals about things that are meaning-
ful to her.

As clinicians become more accommo-
dating in their acceptance of autism spec-
trum disorders, and therefore more com-
petent in diagnosis and treatment, autistic
people may feel able to present authenti-
cally, without masking, hopefully leading
to a higher sense of agency, better mental
health, and overall improved quality of
life outcomes.

Mary P. Donahue, PhD, is Owner/Psy-
chologist of Mindful Paths Psychologi-
cal Services, LLC. For more information,
email drdonahue@mindful paths.me.
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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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