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What is IAN Research?

Every day thousands of people from across the country are
cormning together through 1AM Research, an innovative online
initiative conhecting researchers with individuals and families
affected by autistm spectrum disorders (ASD). The information
being shared by those living with an ASD is already helping
researchers discover new insights aboutthe disorder and is
assisting community leaders advocating for improved
senices. This dynamic exchange is the nation's largest online
autisn research study and is making remarkable strides to
improve the lives of individuals and farnilies affected by ASDs
This collaborative effort strives to accelerate important
freakthroughs about causes, diagnosis, and treatrments
which may lead to the discovery of a possible cure.

Why participate in AN Research?

Each year, rany impattant ASD studies are significantly
delayed or not completed because researchers can notfind
enough gqualified participants. As a result, valuable
opportunities to learn about ASDs are lost. In the first year and
a half, mare than 25,000 people signed up to participate in 1AM
Research, and the results have been dramatic. During this
same firme period rmare than 100 research studies have been
able to rove forward using IAN Research

By providing hasic information an the diagnosis, family
hackground, home environment, and services received, you
can help researchers, educators, policy makers, and others
hetter understand the impact of this puzzling group of
disorders. It takes approximately one to two hours to cormplete
the secure, online guestionnaires, and you can do it as your
schedule allows, without ever leaving home.

We all have gquestions. Together we'll find answers

JOIN NOW

How do | jein?
¢ Clickon the "Join Mow" button and follow the
instructions to create your 1AM 1D and passward.

OR

® [fyouare already a member of IAN community
and have an IAN ID and passwoard, enter them
inta the "returning memhbers" sign-in atthe top of
this page. You will be asked to provide additional
information about yourself and to complete the
consent process. [fyou are enralling a child
{underthe age of 18) or an adult under your
guardianship, you will also need to provide
infarmation about this individual and complete
the consent process.

What Happens Next?

Onee registration is completed, you will be ahle to
add other eligible family members and complete
vour online research gquestions. lttakes
approximately one to two hours to provide this basic
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THE SOCIAL BRAIN AND ASD

Aseries of studies found striking differences in the social brain of children with
ASD, unaffected siblings, and typical children.

RECENT DISCUSSIONS g

Does your child wander or bolt
from safe places? (April 207

Animal-assisled therapies and
senice dogs (January 313

Telling children ahout their ASD
Qctoher 14

Bullies inthe schoal or
neighborhood? (September 1

Discuss pregnancy, birth
factors, and ASD (August 10

Talk about our report on
grandparants (April B

What happens betwean first
concern and diagnosis? (March
2
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Preliminary Results of Elopement and
Wandering Survey

Help us Learn About Wandering and
Elopement

14N Launches Pregnancy and Birth
Questionnaire

Friendship, Anxiety, Depression, and ASD

Sharing to Supercharge Autism Research
More »

POLL OF THE WEEK past polls b

Why do you think children or adults
with ASD elope or wander?

" Bensory overload
 Anxiety orfear

" To escape demands
" The joy of explaring

 Seeking a special place or
person

« Daon't know
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o October 2010: Autism advocacy
organizations report to IACC that
elopement in ASDs leads to:

— Fatalities
— Injuries
— Family stress and burden

 November 2010: IACC creates Safety
Subcommittee with focus on elopement
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<ng the autism community

. IAN

— Leverages Internet Mediated Research (IMR)

— Two Diagnosis Validation studies for IAN diagnosis

— In other fields IMR has been shown to be less
biased than “center” based research overall
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e Despite community knowledge and

concern, virtually no research had
been done on elopement in ASDs

— Lowe et al, 2007, wandering common

— Lang et al, 2008, treatment review for
wandering in DDs

e |AN was uniquely positioned to
quickly gather data on this issue
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\ Linking the autism community and researchers

* |AN partnered with concerned
advocacy organizations
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It's time to listen.
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o With input and funding from
advocate-partners, |IAN developed a
national survey on elopement and
wandering in ASD in 8 weeks.

e 41 item survey
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. Survey Iaunched March 24, 2011

e Partners informed constituents

e >1,500 responses so far
e Results shared with public April 20, 2011

— <30 days after launched

e Data already being shared with NDAR:

-eJ‘1 Wy, :3, ND AR National Database
for Autism Research

Hr.pﬁ Serving the autism research community

* Team of researchers working on peer
reviewed publication
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» Results for today come from:

e 1,098 “pre-selected” children 4-17.5 years, 655
(or 60%) completed the survey. This group:

— Were “active” IAN participants
— Were incentivized (we held a drawing for an iPad)
— African-Americans were oversampled

e An additional 900+ volunteered to take the
survey.
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» Key questio

n.

“At what age(s) did your child attempt to
leave safe spaces and/or a caregiver's
supervision?”

— After a lot of prep to families (examples etc...)

— We purposely avoided terms such as wandering,
elopement and running because of inconsistent
use. (looked at NSCSCHN)
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..the care of a respon5|ble person
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Age Distribution of Participants
IAN data updated Jul 18 2011 N=655
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Fate of Elopement by Age and ASD Status

A Comparizon of Children with ASD and their Unaffected Siblings
|AM data updated Jul 12 2011 N for ASD=G55 - M for Sib=662

Overall Elopement Rate,
2 7 Children w/ASD 4-17.5:
o 50.4%
%m l
IEI é Age “IIIII “IIE

—+—— Children with ASD —*— Llnaffected Siblings
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Linking the autism H_
o Of children age 4-10 — more than
53% attempted to elope.

. ‘6‘ Interactive smons — NIVH .-

o Of all who attempted, nearly half
succeeded and were missing long
enough to cause parents significant
concern about their safety.
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° Of chlldren W|th ASD who went

missing long enough for concern
(25% of all kids with ASD)

— Police were called 30% of the time. 8% of all
children with ASD

— Nearly two thirds reported their wandering
child had a “close call” with traffic injury. 16%
of all children with ASD

— Nearly a third reported a “close call” with
drowning. 8% of all children with ASD
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Linking the autism community and researchers

Elopement and Children with ASD
State of Mind While 'Wandering'
IAN data updated Jul 18 2011 N=330
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* |AN quickly able to collect data on

Important issues in ASDs

o Upcoming projects include:
—Bullying and Children with ASDs
—Sleep i1ssues in Children with ASDs
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" Linking the autism community and researchers

 Immediate use of wandering for
advocacy
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