Parent to Parent
Making the Case for
ce-based Practice
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For families of children with autism
spectrum disorders (ASD), finding
information about treatments is easy.
What’s difficult is finding reliable infor-
mation that has withstood the rigors of
science, is comprehensive in scope, and
is accessible and easy to read.

Recently, several parents who have
children on the autism spectrum joined
forces with professionals associated
with the National Autism Center to
author a manual that is an informative,
easy-to-understand resource for families
in search of the best treatments for their
children with ASD. This article provides
the perspective of two parents who par-
ticipated in the development of the guide.

For Janet Amorello, whose 16-year-
old son Sam was diagnosed with
autism more than a decade ago, col-
laborating with the National Autism
Center to create this manual was a
rewarding experience, and an oppor-
tunity to help parents who face the
same kinds of challenges that she and
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her family faced years ago.

“When my son was younger, there
were a lot of books about what to do, but
there wasn’t anything that told me what
had been researched,” says Janet.
“There wasn’t a book that really
explained the scope of what was out
there in terms of treatments. Those were
scary days - everyone seemed to be sell-
ing a ‘cure! Parents often have limited
financial resources, but we are all sus-
ceptible to buying hope. Of course I
wanted to do what was going to work.
But I just didn’t know what that was.”

Parent author Katherine Bray, moth-
er of 12-year-old Christian who has
autism, cerebral palsy, and epilepsy,
advises parents to conduct their own
research and find sources that are rep-
utable. “Using this guide as a resource
will cut down on the amount of
research parents need to do,” she says.
“It gives them the tools they need to
implement programs for their children
that will impact their future success.”
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Katherine and
Christian on a
recent walk in
the woods.

The 200-page manual—“A Parent’s
Guide to Evidence-Based Practice and
Autism”—is available from the Center’s
site as a free download. Its aim is to help
parents as they make decisions about
how to best help children with ASD
reach their full potential. The first chap-
ter includes a review of autism spectrum
symptoms (including difficulties with
verbal and nonverbal communication,
problems with social behaviors, sensory
sensitivity, etc.), and conditions that may
be co-occurring (such as depression,
attention deficit hyperactivity disorder,
and obsessive-compulsive disorder).
The second chapter, entitled
“Research Findings,” describes effec-
tive treatments that were identified
through the National Autism Center’s
multi-year National Standards Project
[SEE RELATED SIDEBAR]. The findings
included 11 “established treatments”
that produce beneficial outcomes for
individuals on the autism spectrum.
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Janet, husband Tony, and son Sam, enjoy eating out t_ogg'fﬁ
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Other chapters discuss the impor-
tance of professional judgment and
data collection, the role of family pref-
erences and values in the decision-
making process, and factors parents
should consider when choosing a team
of professionals. The guide provides a
checklist parents can use when they
are trying to find experienced individu-
als and/or organizations that will be the
best fit for their child’s treatment team.
It also includes the full text of the
Findings and Conclusions report from
the National Standards Project.

As parents of child with ASD know,
identifying the best possible treatment
or treatments for children on the autism
spectrum is an overwhelming task. In
fact, it took the National Autism Center’s
“expert panel”—comprised of leaders in
the fields of psychology, speech-lan-
guage pathology, medicine, behavior
analysis, and positive behavior supports
—several years to review thousands of
research abstracts and evaluate hun-
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dreds of studies before they were able to
determine which treatments had suffi-
cient evidence to support their effec-
tiveness, and which did not.

Translating that information into a for-
mat that could be easily read and under-
stood by families and other “lay people,”

posed another challenge - one that par-
ent authors were well equipped to han-
dle. Throughout the manual, “Parent-to-
Parent” sections suggest strategies, share
lessons learned, and offer words of
encouragement and support. In the
guide’s Introduction, the first “Parent-to-

Data Collection

The idea of collecting data may seem overwhelming. But it
becomes easier over time, and there are ways to build it into
your family’s daily activities. Like every aspect of your child’s
treatment plan, knowing how to record data is very important.
Not all professionals/practitioners have received sufficient
training on data collection. This means that you may need to
explain to other professionals on the treatment team how to
correctly record data or ask them to receive training elsewhere.
That way, everyone can see which treatments have helped your
child build important skills or decrease problem behaviors. Data
also tell you whether or not these improvements are sustained
over time and if your child can demonstrate a skill in new
situations and/or with different people—which is critical for
people on the autism spectrum.



Parent” box gives the following advice:

When you have a child with ASD, you
get exposed to technical jargon that pro-
fessionals use. Sometimes it can feel
overwhelming and you think, “Do I have
to go back to school and get a degree in
this? It’s an unfortunate reality that pro-
fessionals use a lot of jargon.

The authors of the chapters in this man-
ual are no exception. They all tried to
explain what they mean whenever they use
technical jargon. Even so, there may still be
times when you feel overwhelmed as you
come across several technical terms in a
row. Please don’t let this stop you from
using this manual! If you feel stressed, put
the manual aside for a little while, but
come back to it. You don’t have to know all
of these terms. The most important goal is
Jfor you to understand these concepts well
enough to advocate on your child’s behalf
so s/he gets access to the services that will
help him or her grow as a person.

The parent perspective

When Janet was asked to contribute to
the guide, she agreed right away. “I had a
very personal investment in this project,”
she explains. “I've lived it. Ask any parent
of a child with autism and they will tell
you—we’ve been there, done that!”

Janet contributed to the chapter that
discusses family preferences and values.
This chapter positions parents as the
experts when it comes to their children,
and stresses the importance of cultural
variables, religious beliefs, and family
structure when it comes to selecting
treatments. It also encourages parents to
feel comfortable about becoming strong
advocates for their children.

This is a message that resonated with
Janet, who urges parents to take an active
role in their child’s treatment and share
their perspectives with their child’s treat-
ment team. She once told a clinician, “I
don’t doubt for a moment that you care
about my child. But long after you’re gone,
I'll be here. You might wake up some day
and wonder ‘What ever happened to that
funny kid with the big hair; but I will be
dealing with who he becomes. I will be the

constant in his life and you will not.”
Katherine contributed a chapter
about professional judgment and data
collection. “I thought these were really
important topics because parents are
charged with leading the team for their
child’s education and social develop-
ment. Understanding how to collect
data, measure success, and develop

realistic expectations for your child
helps you to make recommendations to
the school district about what should
be included
(Individual Education Program). And
when you have the data to support
your requests, you are more likely to
meet with success.”

in your child’s IEP

Katherine has been collecting data for
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Christian’s treatment program for a
number of years. Most recently, she
and Christian’s teachers and therapists
have been focusing on daily living
skills. Working together, they imple-
mented a data collection process to use
as they help him learn to dress himself.
“We’re teaching him the steps and
recording his progress every day,” says
Katherine, who has a chart at home
where she records how many prompts
Christian needs to put on his pants.
Christian’s teachers and therapists
work with the same chart. “You need to
be collecting the same information, in
the same way,” Katherine explains, “so
there is consistency between settings.”

While Christian is not yet dressing
independently, he is making steady
progress. Most recently, he has
learned to make sure the tags are in
the back when he puts on his boxers
or his pants. “That’s a big thing,” says
Katherine. “Small steps to independ-
ence, is what I say.”

In one of her Parent-to-Parent sec-
tions, Katherine acknowledges that col-
lecting data can seem daunting [SEE
RELATED SIDEBAR]. “But you can make
it easy and fit it into your life,” she
states. “Data collection can be a series
of tally marks, or it can be recording the
fact that your child’s last tantrum lasted
only three minutes rather than 10 min-
utes.” She also recommends using tech-
nology —special applications on smart
phones and touch tablets—to make the
process of recording information easier.

Although tools and resources like this
manual can make a significant differ-
ence in the lives of families affected
by autism, we recognize that there are
no easy solutions or prescriptions.
Parents who have children with a new
ASD diagnosis are faced with more infor-
mation than they can possibly absorb,
and a series of decisions to make as their
children grow and develop. They must
understand the world of ASD well
enough to navigate it. They must learn
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enough about treatment options to make
good choices. Once decisions are made
(and revisited), they need to learn about
how to use data to determine if the treat-
ments are actually working.

Families are also tasked with finding
the best possible professionals to
deliver the treatment; not an easy task
given waitlists, funding obstacles, and
a lack of experienced providers in
many parts of the country.

What works best for one child may
not be as effective for another. Even a
treatment that works well for a child
may not be the best choice, depending
on factors—such as finances, work
schedules, cultural norms, support of
family and friends—that might impact
the ability to deliver that treatment in
an optimal way.

Finally, parents understand better
than anyone how an ASD diagnosis,
and the impact of all the challenges list-
ed here, can have a profound effect on
their family. Siblings and other family
members’ lives are impacted as deci-
sions and adjustments are made. Plans
for the future take on a different weight.

“A Parent’s Guide to Evidence-Based
Practice and Autism” seeks to address
some of those issues to better prepare
families for the challenges they face.

"My hope for the manual is that it
becomes the ‘gold standard’ for par-
ents,” says Katherine. “They can
access it online for free and review
things that may be of concern for
them at any given time.”

Janet is pleased with the final product.
“There’s a lot of good information in this
guide,” she says. “It takes you through,
step by step. It does it in a way that’s not
scary and uses words that parents can
understand. It isn’t so clinical that it’s
difficult to dissect. I hope it gets in the
hands of a lot of parents who are just
starting out. I hope it’'s helpful to fami-
lies. You always want things to improve,
not just for yourself, but for everyone.”

The National Autism Center is currently

working on the NSPII which is a follow-
up to the original project. The focus of
the NSPII is to review the treatment liter-
ature for adults (i.e., 22 years of age and
older) with an ASD, as well as for indi-
viduals identified as “at risk” for devel-
oping an ASD. Additionally, the NSPII
will update the findings for individuals
under the age of 22. Once again, experts
from across the country are participat-
ing in the project. To date, there are over
400 treatment articles that will be evalu-
ated for quality of science and the
effects of treatment. The results of the
NSPII will be published later this year.
*The NSP’s Findings and Conclusions
report includes additional information
about established, emerging, and
unestablished treatments. This report,
the Parent’s Guide, and an Educator’s
Guide are all available as free downloads
from the National Autism Center’s web-
site at www.nationalautismcenter.org. ®
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of Evidence-based Practice at the National
Autism Center. She holds a joint appoint-
ment as Vice President of Autism Services for
May Institute. Dr. Rue's responsibilities
include updating and extending the National
Standards Project, a systematic review of the
treatment literature for individuals diag-
nosed with autism spectrum disorders.
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About the National
Autism Center

The National Autism
Center is dedicated to
serving children and
adolescents with autism
spectrum disorders by
providing reliable
information, promoting
best practices, and offering
comprehensive resources
for families, practitioners,
and communities.



