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Self-Care in the Wake of an Autism Diagnosis
Emily Boshkoff, Psy.D., BCBA

S

o you just left the doctor’s
office and they told you your
child has autism. Or maybe
it’s the first time you’ve heard
the word “autism” come out of
someone’s mouth (a friend, a teacher,
a pediatrician). Now what?
Whether you are at the beginning
of your diagnosis journey or the end,
the experience is just that: a journey.
And just like any journey, everyone
has an opinion about what to pack,
or what to wear, or what to eat while
you’re there. But the experience is
your own. The first thing to know
about getting a diagnosis of autism
spectrum disorder is this: whatever
you feel is okay.
Some parents feel angry, some feel
relieved, some feel overcome with
grief. You may find that your reaction
to the diagnosis is very different from
other family members’. Just like any
other aspect of parenting these days,
everyone seems to have an opinion.
Yet, there is no “wrong” way to feel
about this experience. Below are some
helpful tips to navigating the early
days of waiting for and receiving a
diagnosis:
1. Take a breath. Or two.
Or twenty. When feeling
overwhelmed, it’s okay to take a
break. With young children, this
can feel impossible, but even
giving yourself permission to hide
in the bathroom for thirty seconds
can help. Allow yourself to feel

whatever you feel and don’t
force yourself into doing
everything right away.
2. Find your support system.
Identify the people who can be
counted on for good advice and
space to vent as soon as possible.
Remember, this may not be a
partner or close family member,
and that’s okay. If you are not
seeing eye to eye with loved ones,
it’s important to maintain those
relationships, but it’s equally
important to find those people who
will be supportive. This may be a
best friend, a fellow parent, or
an acquaintance who has had a
similar experience. Or, it might be
someone you haven’t met yet, such
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as a therapist (yes, you deserve
support services as much as your
child), a family navigator from
the Regional Autism Assistance
Program, or someone from a
local parent support group.
3. Avoid Google. Everyone says this,
and it’s true. Google is not a friend
right now. There is too much bad,
wrong, and just plain discouraging
information on the internet.
A good internet search can go a
long way, but this should be saved
for a time when you have received
the proper information and have a
better idea of where to look.
(Continued on page 2)
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Self-Care in the Wake
of an Autism Diagnosis
(Continued from page 1)
4. Find the right resources.
This is a combination of 2 and 3.
Once you’ve found support people
you can trust, ask them what
resources are available. In the case
of a parent support group or family
navigator, they will have plenty
of information to point you in
the right direction. If your support
system is informal, or made up
of family members (and that’s
great too!), you might need
a little nudge in the right direction.
Chances are your doctor gave
you a packet or some handouts,
so once you’re feeling ready, go
back and look at those. If you’re
feeling overwhelmed and not
sure where to look, I recommend
starting with Autism Speaks, at
www.autismspeaks.org.
5. Ask and Advocate. When starting
out, there will be many questions
and concerns. It will help to
identify your child’s needs and get
information on how to meet them.
Don’t be afraid to ask questions.
Call your child’s doctor and other
providers. Even if your diagnosis
was a “one-time” appointment, call
that doctor and ask any questions
you have. Then, start to rally your
resources and get help.
A list of other helpful tools for
getting started:
Autism Society of Iowa:
autismia.com

Activities and Events in Iowa
Kids in Harmony
Music program designed to
enrich opportunities for kids
with disabilities
Des Moines and surrounding areas
http://www.kidsinharmonymusic.com/

Reel Movies for Real Needs at
Marcus Theatres
Throughout Iowa
http://www.marcustheatres.com/
marcus-specials/sensory-specific-films/
reel-movies-for-real-needs

UNI Spectrum Project
Music, movement, drama and art for
children with differing abilities
Apex Athletics Wild
Cheerleading for boys and girls
Johnston, Iowa

http://www.spectrumproject.org/

http://apexathletics.net/teams/

Special Olympics Young
Athletes Play Day

Art Spectrums
Free program for children
with autism ages 5-10 to
explore and make art

http://www.soiowa.org/specialprograms/young-athletes-play-days/

Des Moines Art Center
September 24

Muscatine Play Day
Nov 9 (all day)

Sioux City Play Day
Sept 14 (all day)

http://www.desmoinesartcenter.org/
education/art-spectrums

Courage League Sports
Team Sports Soccer

Special Olympics
River Hills Challenge Day
Sept 29, 9:00 am-12:00 pm
Cedar Rapids, Iowa

Urbandale, Iowa
September 23
https://www.courageleaguesports.com/

Autism Speaks First 100 Days
Toolkit: https://www.autismspeaks.
org/family-services/tool-kits/100day-kit

Dance Without Limits
Ballet classes designed for
children with disabilities

Autism Society of America:
http://www.autism-society.org/

http://www.dancewithoutlimits.org/

Headspace (meditation
and mindfulness):
https://www.headspace.com/

Cedar Falls, Iowa

http://www.soiowa.org/specialprograms/challenge-days

West Des Moines, Iowa
Just Right For ME!
Theatre Class for students
with autism spectrum disorder
Cedar Rapids, Iowa
https://richie-akers.squarespace.com/
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The Kiwanis Miracle
Baseball League
Fall and Spring leagues
Des Moines, Iowa
http://kiwanismiracleleague.org/

Autism Accessible Browsing Hour
at Iowa City Public Library

University of Iowa Stead Family Children’s Hospital
Autism Center and FilmScene are bringing
the documentary film
Swim Team to Iowa City for one showing only.

Iowa City, Iowa
https://www.icpl.org/

Camp Courageous
Year-round recreational
and respite care facility

This award-winning
documentary film profiles
the rise of a competitive
swim team made up of a
diverse group of teens on the
autism spectrum. Following
three teammates on the cusp
of adulthood, Swim Team is a
portrait of families grappling
with the problem of “aging
out.” Over the course of a
year, the film explores the
struggles they face and the
triumphs they achieve as
they strive for independence,
inclusion, and a life that
feels winning.

Monticello, Iowa
www.campcourageous.org

The Arc East Central
Iowa Sunday Fun Day
Clark Park
Hiawatha, Iowa
September 17 1:00 pm-3:00 pm
https://www.arceci.org/arceci-event/
sundae-fun-day-2/

Superhero Night at the Iowa
Children’s Museum
Iowa City, Iowa
Last Sunday of every month
from 6:00 - 7:30 pm
https://theicm.org/exhibits-programs/
programs/super-hero-nights/

Children’s Playgroup
Parent-led play groups at the
accessible playground at the Arc
Iowa City, Iowa
Various times throughout
the month
http://www.arcsei.org/upcomingevents/

Swim Team
Saturday, Sept.16, 12 p.m.
Tickets are $8.00
FilmScene
118 E. College St., #101 • 319-358-2555
icfilmscene.org
For more information, contact Mary Roberts:
mary-roberts-1@uiowa.edu
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providers to interpret their thoughts
or needs to others. If someone is able
to effectively communicate, they are
able to speak with peers, take part in
community or school activities, and
eventually get a job.

Provider Highlight
Laura Bohenkamp
Rehabilitation Therapies
University of Iowa

How many years have you
been practicing? 6 years
What is a Speech-Language
Pathologist?

A Speech-Language Pathologist
is someone that can help improve
communication for those who have
trouble understanding or using
words, putting words together
into sentences, or difficulty saying
specific sounds. We can also help
find different ways to communicate
through pictures or technology.

Why did you choose your field?

Growing up, I babysat for a family
with three kids — Camden, Haylee,
and Carter. Haylee had been
diagnosed with autism spectrum
disorder. After spending many
summers and weekends caring
for their family, working through
everyday challenges and celebrating

What does your department
offer to patients that other
programs don’t?

milestones, I knew I wanted to
work with people with autism
and their families.

What areas interested
you in your field?

I am especially interested in working
with kids and adults who have very
few or no words. I enjoy working
with families to find other ways to
communicate through pictures or
speech generating devices.

Who benefits from seeing a
speech-language pathologist?

Anyone who has trouble expressing
their wants or needs effectively
during daily activities.

How do these services help
people live independent lives?
By improving someone’s
communication they are able to
rely less on their parents or care

We offer high-level collaborative care
with teams dedicated to integrating
research into their daily practice.

Why did you choose CDD?

I chose CDD because of the
commitment providers have in
working together to come up with
the best plan of care for patients.
Providers are always open to
answering questions and sharing
their expertise. There’s a commitment
to helping meet the needs of families.
All of this leads to better serving
families and promoting better
outcomes for patients.

What would you say to a patient
and family coming to the CDD
for the first time to see you?
Communication should be easy.
My goal is to find a way to make
talking easier and we’ll have a lot
of fun accomplishing it.

This presentation is free
of charge and registration
is not required.

University of Iowa Stead Family Children’s Hospital
Autism Center and the Iowa City Autism Community
present

Behavioral Interventions
for Individuals with
Autism Workshop
Saturday, Oct. 14 at 1 p.m.
University of Iowa Stead Family Children’s Hospital
Center for Disabilities and Development
Rembolt Conference Room
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Parking is available in
Hospital Ramp 3
transportation.uiowa.edu/
facility/hospital-parkingramp-3

Matthew O’Brien
PhD, BCBA

Clinical Psychologist
Clinical Assistant Professor

For more information,
please contact Mary Roberts,
mary-roberts-1@uiowa.edu
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Energy Bars These fruit-and-

nut bars are super-easy to make (no adult
needed!) and easy to adapt to your own
tastes. Love pecans? Use all pecans. More
of a mixed-nut person? Use mixed nuts.
Try these bars with different ingredients
like toasted sesame seeds, sunflower seeds,
and/or pumpkin seeds in place of some of
the nuts. Every now and then these don’t
turn out quite right-they’re crumbly instead
of firm. If this happens, use it as a fruit or
yogurt topping, and call it “granola!”
MAKES: 16 Pieces

HANDS-ON TIME: 10 minutes

TOTAL TIME: 10 minutes

KITCHEN GEAR
Cutting board
8 x 8-inch pan
Wax or parchment paper
Measuring cup
Measuring spoons
INGREDIENTS
1⁄2 cup
		
		
		

Medium-sized bowl
Small bowl
Large spoon
Dinner knife
Plastic wrap

lightly toasted nuts (one kind or a mix of almonds, walnuts, and
pecans. To toast nuts, put them on a small baking sheet in a 		
350-degree oven until they are fragrant and look a shade darker,
around 5 minutes)

3⁄4 cups dried fruit (one kind or a mix of raisins, currants, dried cranberries or
		 chopped dates, prunes, apricots, and peaches)
3⁄4 cups quick-cooking oats
3⁄4 cups crispy-rice cereal
2 tablespoons unsweetened coconut (if you like)
1⁄2 cup nut butter, including almond, peanut and cashew
1⁄4 cup honey or maple syrup
1 tablespoon olive or vegetable oil
1⁄2 teaspoon vanilla extract
INSTRUCTIONS
1. Line the pan with wax or parchment paper and leave enough hanging so that you
can use it to cover the bars later. (You will need a piece a little more than twice the
size of the bottom of the pan.)
2. Put the nuts, dried fruit, oats, rice cereal, and coconut in the bowl and toss well.
3. Put the nut butter, honey and oil in the small bowl and microwave until the nut
butter is softened, about 30 seconds (depending on your microwave). Stir until
smooth. Add the vanilla and stir again until smooth.
4. Pour the mixture into the large bowl and mix until well combined.
5. Dump the mixture into the prepared pan and pat down as hard as you can.
You want to make the bars solid (rather than airy). Using the overhanging wax
paper, cover the bars completely. Cover with plastic wrap and refrigerate at
least 4 hours and up to one week.
6. Using the knife, cut into 16 pieces.
CENTER FOR DISABILITIES AND DEVELOPMENT

Explaining Autism
to Family, Friends,
and Children on
the Spectrum
All my stripes: A story for children
with autism, Rudolph, S., & Royer,
D. (2015). How do you begin to tell
your child about autism? For children
on the spectrum ages 4-7. This book,
featuring Zane the Zebra and his
unique stripes, may be the answer.
My autism book: A child’s guide to
their autism spectrum disorder,
Durà-Vilà, G., & Levi, T. (2014).
This book is an upfront explanation
of autism for children ages 6 and
older. The positive approach and the
alluring illustrations are helpful for
children. Parents and grandparents
will learn much from this book as well.
How to talk to an autistic kid,
Stefanski, D. (2011). A great book
for 3rd graders on up. Author Daniel
Stefanski writes from his perspective
as “a kid with autism.” Find out the
dos and don’ts of getting along with
peers like Daniel.
Autism and the extended family: A
guide for those outside the immediate
family who know and love someone
with autism, Melmed, R., & Wheeler,
M. (2015). Finally! A book for all the
important people around you who
share in the life of a child with ASD.
Inside Asperger’s looking out,
Hoopman, K. (2013). Kathy
Hoopman’s book puts a light touch
on the theme of ASD by using cute
animal photos to illustrate common
behavioral traits. Parents can share
this book with all of their children
to help them understand Asperger’s.
It’s a book, as well, for grandparents
who are mystified by the diagnosis.
To check out these materials, contact
the CDD’s Disability Resource Library
at 800-272-7713.
uichildrens.org/cdd
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We have many
ways you can
stay connected
Would you like to get
CenterLines–News you can use
from the Center for Disabilities
and Development by email?
If so, email us at:

CenterLines@uiowa.edu
Please give your name and
all email addresses where you
wish to have the newsletter
sent. We will still mail copies
to those who want them.

Prechtl’s
General Movements
Assessment
By Andrea Reasoner, MD

Babies are perfect, but sometimes
something happens that changes the
way the brain grows and forms.
Cerebral palsy is a group of
disorders where a brain injury has
happened during early brain growth.
It shows up as problems with:
• muscle tone
(being too floppy or too stiff)
• poor motor control
• abnormal posture

Have you been looking for us
on Facebook? Look no further!
The Center for Disabilities and
Development will be sharing
stories, photos and information
on child and adult development.
Make sure to “Like” University
of Iowa Stead Family Children’s
Hospital Facebook page.
Would you like to share
your story? Please email:

heather-roman@uiowa.edu.
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• Cerebral palsy can develop
from a(n):
• stroke or infection while still
in the womb
• problem with the placenta
not providing enough
nutrition or blood flow
• difficult delivery with
fetal distress
• infection or hypoxia
(not enough oxygen)
after birth

Cerebral palsy causes delays in motor
milestones, like rolling over and
sitting. Babies who are at risk will
have early intervention care after
leaving the hospital as a newborn.
Physical and occupational therapists
can help reduce the signs of cerebral
palsy. The brain of a baby is somewhat
“plastic” and makes it possible for
some recovery from a brain injury.
The brain is able to reorganize and
shift its work to other areas to make
up for the injury. The more we work
with babies, the better chance they
have to get back motor function.
In 1990, neuroscientist Heinz
Prechtl presented a way to look at a
baby’s movements and predict if the
baby will have cerebral palsy. This is
called Precthl’s General Movements
Assessment (GMA). Newborn babies
often have writhing movements until
about 12 weeks of age when they start
having fidgety movements. These
movements happen through about
20 weeks when they gain more control
over their movements like reaching
and grasping. Movement becomes
more fluid. If a baby does not have
these normal movements or has
abnormal movements, cerebral
palsy can be predicted or diagnosed.
There are only a few physical
therapists and one developmental
pediatrician in the state of Iowa
trained to do these assessments.
At the Center for Disabilities and
Development, Katie Laubscher,
PT and Andrea Reasoner, MD
are trained and certified in GMA.
These evaluations provide the most
information when started early, but
can still be helpful up to 20 weeks of
age. Babies who are found to have
cerebral palsy will want to have
intensive physical therapy to take
advantage of the period when the
brain is “plastic” and provide better
outcomes for motor development.

CENTER FOR DISABILITIES AND DEVELOPMENT

Center for Disabilities
and Development

News

Iowa Compass is the leading source of information
on services and supports for Iowans with disabilities,
their families and service providers.

How Do I File a Discrimination Complaint Based on Disability?

T

he Americans with Disabilities Act (ADA) is a law
that makes it illegal to treat people with disabilities
differently. Discrimination means treating someone
with a disability differently than someone without a
disability. A person with a disability may not be able to
do certain things because of a physical or mental issue,
such as walking, seeing or hearing.
This law says people with disabilities have the same
rights as people without disabilities. They have the right
to work and earn a living. The can get help from state
and local governments. They can go to places open to
the public.
Each title covers one issue. They are employment,
state and local governments, and public accommodations.
This means all people must be able to use places open to
the public, such as stores or restaurants.
Other Complaints
The Fair Housing Act protects people from discrimination
when they are renting, buying or getting financing for
housing. The Air Carrier Access Act forbids discrimination
by airlines based on disability.
Getting Started with a Complaint
• Keep all records in writing
• File in the right place
• File on time

Get help filing your complaint if you need it. Ask to use
large print, Braille, or email, if you need it. Or ask to use
videophone or TTY.
Iowa Compass is working on a tip sheet to tell you
more about how to file a discrimination complaint.
Get in touch with Iowa Compass to find out more at
www.iowacompass.org or 1-800-779-2001.

AT and the ADA: Factsheet
Assistive Technology and the Americans with Disability Act
Assistive technology is a device or service that helps
a person with a disability to function better in his or
her daily life. Many things are assistive technology,
but the Americans with Disabilities Act (ADA) deals
with assistive technology in a more limited way. This
Disability Rights Network of Pennsylvania factsheet
gives you information on when government and public
accommodations must provide assistive technology
under the Americans with Disabilities Act (ADA) so
that persons with disabilities can use their programs
and services. https://www.disabilityrightspa.org/wpcontent/uploads/2014/03/0314-Assistive-Technologyand-Americans-with-Disabilities-Act.pdf
Examples of assistive technology that might be
provided under the ADA include:

• Your full name and where you live

• Assistive Listening Devices (ALDs) at movie
theaters, doctor’s office, or government office

• Your daytime and evening phone numbers

• TTY and visual alerting devices at a hotel

• The name of the person discriminated against,
if not you

• Materials in Braille, large print or digital format

What do I need for my complaint?

• The name and address of who did the discrimination

• Captioned television in your room at hotel
or hospital

• Facts about the discrimination: What happened? When
did it happen?

• Entry ramp or chair lift at the public
or hotel swimming pool

• Copies of records to support your complaint
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CenterLines, the newsletter of the Center
for Disabilities and Development at University
of Iowa Stead Family Children’s Hospital, is
published four times a year. It provides
families with current information on child
and adult development, issues affecting
people with disabilities,
Newsletter staff
and resources available to
Editors
them and their families.
Heather Roman
The newsletter is available
Darci Roehler
Elayne Sexsmith
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and also by email.
Leigh Bradford

For correspondence relating to the newsletter,
or to request permission to reproduce
information from it, please contact:

Heather Roman
University of Iowa Stead Family Children’s Hospital
Center for Disabilities and Development
100 Hawkins Drive
Iowa City, IA 52242-1011
CenterLines@uiowa.edu

The role of the information in this newsletter is not to provide
diagnosis or treatment of any illness or condition. We strongly
encourage you to discuss the information you find here with
your health care and other service providers.
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