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data that were outstanding and therefore
increase family enrollment for the NIMH
repository.
COLLABORATIONS
Collaborations have been the
area of greatest growth for
AGRE. These affiliations offer
many benefits to AGRE, as well
as many other research
groups. Collaborations afford
AGRE the opportunity to
expand the resource, and offer
additional data to the broader
research community.

Clara Lajonchere, Ph.D.
• AGRE began data collection for the
2005 was a very successful year for AGRE in
Stanford twin study in 2005, which will
family enrollment and increased research
ultimately offer researchers the largest
activity. The growing number of research
collection of identical and fraternal
papers citing AGRE is dramatic evidence of
twins, both concordant and discordant
our impact in the field. We see a paradigm
for autism, in the state of California. This
shift among researchers towards
study will provide data on executive
collaboration and data sharing, the
function, theory of mind, and an
cornerstone of the AGRE program.
assortment of cognitive tests.
RECRUITMENT
• AGRE has been working with colleagues
AGRE exceeded its goals for both clinical
at Washington University in St. Louis to
visits and blood collection by over 100
continue data collection on parents and
families in 2005. While on their road trips,
unaffected siblings using the Social
the clinical raters were able to collect other
Responsiveness Scale, a quantitative
assessment of autistic social impairment.
A summary report is included for review
on page 8.
• An independent contract with Lipomics,
Inc., a biotech company specializing in
lipid analysis, was completed in 2005.
Preliminary data analyses revealed
interesting trends and AGRE will
Continued on page 3

AGRE NEWS

FAMILY MATTERS

PARTICIPATION IN AGRE
ACTIVITY

Recruitment
* Blood
Collection
* Clinical Data
Collection

WHAT YOU CAN EXPECT

DATA SHARING

AGRE requests permission from
your family to discuss
participation.

AGRE staff completes eligibility screening and
phone interview.

Family contact data remains
confidential at AGRE.

AGRE phlebotomist visits the
family’s home and collects
blood samples from all
participating family members.

Blood is packaged, labeled, and shipped to the
Cell Repository at Rutgers University for storage.

Approved researchers access
biomaterials from the AGRE/
NIMH Repository.

To ensure participants have
been correctly diagnosed,
AGRE staff visit families in their
home to conduct a parent
interview and an assessment on
each affected individual.

Autism Diagnostic Interview-Revised (ADI-R)
A trained AGRE researcher associate interviews one
parent. Questions cover the history of each affected
individual. This interview is video taped for quality
assurance.
Autism Diagnostic Observation Schedule (ADOS)
An interactive instrument used to assess social and
communication behaviors. The assessment is video
taped for quality assurance.

AGRE collects clinical data
from standardized assessments
to aid researchers in studying
autism. AGRE staff visit
families in their homes and
conduct telephone interviews
to complete data collection.

AGRE diagnostic physician
visits families to collect family
history and to look for traits
and hereditary syndromes that
may predispose individuals and
families to autism.

*
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Peabody Picture Vocabulary Test
A receptive vocabulary test. The test takes
approximately 15-20 minutes and is administered
to each affected individual.
The Raven’s Coloured Progressive Matrices Test
A form board test designed for children ages 3-6
through adulthood. The test takes approximately
15-20 minutes and is administered to each
affected individual.

Family medical information is collected and
physical exams are completed on affected
individuals.

This year has been a good one. We bought a new home, we got two new
puppies – but most of all it, has been a year of happiness. Yes, I said
happiness! Sometimes it is hard†for people to†believe a family with three
autistic boys can be a happy one, but we are.
I feel there are many times in my life where people pity us: “Oh, poor
Jason and Lori, I don’t know how they do it!” Honestly, I think we all have
days where we don’t want to do it – don’t want to be the parents of children
with these kinds of challenges, because when my three boys are all having
a hard day it can be exhausting. But then there are the normal days, when
we are just any other family, still catering to the boys’ special quirks and
needs, but “normal” in our own way. And very happy with what is “normal”
to us.

Approved researchers access
data in a password protected database
maintained by ISAAC
(Internet System for
Assessing Autistic Children)
and the AGRE data projects
team.

Vineland Adaptive Behavior Scales
A survey to assess personal and social sufficiency
of individuals from birth to adulthood. This
interview takes approximately 20 minutes and is
typically done over the phone by AGRE staff to a
parent.

* Diagnostic
Physician
Visit

We are the Collins family of Visalia, Calif. There are seven of us – me and
my husband Jason, and our five children: Austin, 11, Jackson, 9, Dakota,
6, and 4-year-old twins Molly and Claire. Our three sons have autism
(two of which are nonverbal); our twin girls are typical.

William Polanin
2005 has been the best year for our 4 year old twins!
William started an all day autism program and blossomed.
One of the many highlights that comes to mind is he
thoroughly enjoyed Halloween this year. He dressed as
his favorite race car driver #24 Jeff Gordon! He played
"Trick or Treat" around the house for days afterward!

One of the proudest days we had this year came from our twin daughters.
They’re in preschool, and in their class was a new little boy who happens
to have autism. One Friday I went to pick the girls up from school, and
the boy’s speech therapist pulled me aside to tell me that this little boy
had been having a tantrum and having a very hard day adjusting to his
new schedule. She told me that my daughters had taken him by the hand,
scooped him up off the ground, and said, “Come and play with us!” They
sat him between them and played roll the ball with him. She said she ran
and got the camera to take a picture because†this was the first time he
had interacted with any of the students in the class, and he did it all
without the assistance of his aide. I attribute that to the kindness and
understanding of growing up around their three autistic brothers. Although
it is not easy for them some days having three brothers with autism, it has
made them such kind-hearted souls and we couldn’t be prouder of them.

Our daughter Elizabeth, who is non-verbal, has been
using her own style of picture exchange to communicate.
Her anxiety level has decreased greatly and she is the
friendliest, happiest child I know!

Thank you AGRE for all of
your research on our
family’s behalf. Although we
have learned to be happy
and accepting of our lives,
we never stop hoping
someday there will be a
cure for autism.

Polanin Family
Greenbelt, MD

Collins Family
Visalia, California

Austin, M
olly
Claire & D , Jack,
akota Co

The order of activity steps will vary depending on a family’s location and schedule.
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Continued from page 1

continue to work with Lipomics and other lipid researchers to determine
our next steps. AGRE is making headway in recruiting a normal control
sample in collaboration with the Southwest Autism Research and
Resource Center (SARRC) to help Lipomics interpret data.
• AGRE has been working with Cure Autism Now’s Science Director, Sophia
Colamarino, Ph.D., on a Neuroimaging Initiative that will set the
standards for imaging in the field and ultimately provide the
infrastructure to begin imaging studies with AGRE families. We have
supported Dr. Jennifer Levitt at UCLA with their recruitment efforts and
continue to recruit families living in Southern Calif. This data will be
made available to AGRE researchers at the end of the study. For more
information on family participation in Dr. Levitt’s imaging study see
page 13.
NETWORKING
AGRE participated in conferences, research network groups and Cure
Autism Now chapter events. AGRE was featured on both English- and
Spanish-language national radio shows and appeared in autism news and
media events. In November, AGRE was the topic of a presentation at the
Interagency Autism Coordinating Committee meeting at the NIMH, which
receives representation from all NIH agencies, as well as the CDC and
other autism research organizations. AGRE and CAN have been represented
in the International arena and continue to be of interest to international
research groups.
SETTING A STANDARD
AGRE has gained recognition worldwide for being the most comprehensive,
high quality and stable resource for autism research. International initiatives
in France, Venezuela, and Mexico are taking shape and are likely to begin
working with AGRE in the spring of 2006. Collaborating with scientific
workgroups such as the Neuroimaging Initiative and the Autism Treatment
Network will support our overall goal of making more data available to
researchers. ■

AGRE NEWS

Recruitment Team
Tiffany Torigoe,
Family Recruitment
Manager,
graduated from the
University of Hawaii at
Manoa with a Bachelor’s
degree in Psychology.
She moved from
Hawaii to California
in 2004 and joined
AGRE. She feels that AGRE is a perfect fit for her
because of her desire to work in the scientific
community and make a difference in children’s lives.
Dusan
Bosnjakovic,
Research
Associate,
graduated.from
U n i v e r s i t y. o f
California, San Diego
with a Bachelor’s
Degree in Psychology.
When Dusan was
twelve, his family moved from his native country of
Yugoslavia to the United States. He strongly believes
in the AGRE mission and is grateful to be apart of
its future.

Clinical Director
Clara Lajonchere, Ph.D., Program Director, attended Tufts
University in Boston, MA where she received a B.S. in Psychology
with a minor in the History of Medicine. She received her Ph.D. in
Experimental Psychology from Washington University in St. Louis
with concentrations in neuroscience and psychopathology. Clara
was introduced to genetic research in 1991 when she worked on
the Biological Program Project for Schizophrenia at McLean Hospital/
Harvard University. Clara joined AGRE in Feburary 2003 to promote
autism research and contribute to an organization that provides a
collaborative approach to science.

14
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Janet Miller, J.D.,
Ph.D., Clinical
Director,
joined AGRE in August,
2001. She received a
B.A. in Psychology from
the University of
California, Berkeley, and
a Ph.D. in Clinical
Psychology from the
Wright Institute in
Berkeley, California.
Winter 2006 I AGRE
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2005 RECRUITMENT
AGRE Family Participation in the U.S.

Clinical Team

Autism, the beta-2 adrenergic receptor and Terbutaline.

Agre’s clinical team administers the Autism Diagnostic InterviewRevised (ADI-R) to parents, and conducts the Autism Diagnostic
Observation Schedule (ADOS) with children in their homes.

Connors SL, Crowell DE, Eberhart CG, Copeland J, Newschaffer CJ, Spence SJ, Zimmerman AW.
beta2-Adrenergic Receptor Activation and Genetic Polymorphisms in Autism: Data from Dizygotic Twins.

Brianne E. Cohen, Senior Clinical
Research Associate, graduated from
University of Miami with a double major
in Music Therapy and Music Education.
Brianne has volunteered with the AGRE
program since April 2002 and started
working as a full time Clinical Research
Associate in March 2003.

Dr. Susan Connors and her colleagues recently published a paper
in which they reported on their testing for a possible cause for
autism with subjects from the Autism Genetic Resource Exchange
(AGRE), Kennedy Krieger and UCLA. Previously, they found that
some mothers of children with autism had been treated with
Terbutaline in order to stop or slow premature labor during the
second or third trimester of pregnancy.

Angie Fedele, Clinical Operations
Manager, graduated from Wesley College
with a Bachelor’s degree in Psychology.
Angie joined AGRE in October 2000.

Terbutaline binds to the beta-2 adrenergic receptor (ADRB2) and
causes it to be over-stimulated. While ADRB2 is essential for proper
brain development, continuous stimulation of this receptor results
in a decreased number of receptors. Our bodies can sense when
we have too much of a good thing – the number of receptors will
be reduced when there is an excess of chemical signal.

Family Enrollment in AGRE

Families Recruited: 232
Family Visits and Data Collection
Clinical Visits: 178
Phlebotomy Visits: 279
Medical Visits: 24
*Targeted Recruitment Effort - As a continual
commitment to recruit families, we are now targeting
specific regions of the U.S. that have minimal awareness
and participation in AGRE. If you know of families in
these locations AGRE, please let us know. See inserted
postcard.

Rachel Shefelbine, Clinical Research
Associate, graduated from University of
California, San Diego with a Bachelors
degree in Psychology. After working at the
MIND Institute in Sacramento, Rachel
joined the AGRE team in 2004.

Our dedicated part-time staff; Megan Carolan, Philadelphia, PA;
Phil Eisenberg, Ph.D., Long Island, NY; and Angela Hunt,
Los Angeles, CA; live and work in areas where they administer
clinical assessments and standardized tests to AGRE families.

4
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Using twins where prematurity is more common, Connors and
colleagues first looked at fraternal twins and compared twin pairs
who both had autism (concordance) to pairs where only one
twin sibling had autism (discordance). They posed the question,

“Is Terbutaline exposure more common in concordant twins with
autism versus in discordant twins?” Connors and colleagues found
that the use of Terbutaline for two weeks or longer was associated
with a concordance for autism.
Certain genetic forms of ADRB2 are overstimulated. Connors and
colleagues next tested individuals with autism and compared the
overstimulated forms of ADRB2 to see if these were more common
in autistic individuals as compared to several general populations.
They found that there were significant differences in the ADRB2
of the subjects they tested with autism.
More families with exposure to Terbutaline would need to be
examined to replicate this study and validate these findings.
Also, a comparison of gene forms would best be made with autistic
subjects and matched controls.
Despite these criticisms, this is a novel idea with merit for
continuing studies.

UCLA Magnetic Resonance Imaging (MRI) Study
UCLA Magnetic Resonance Imaging (MRI) Study
AGRE is working with Dr. Jennifer Levitt from the Neuropsychiatric Institute at UCLA to enroll families in an MRI study. This study
provides a great opportunity for individuals with autism to receive a MRI scan, a radiologist report, cognitive testing and financial
compensation for your time.
Dr. Levitt is enrolling AGRE families from California, Nevada or Arizona that have two children affected with autism to participate in the
study. Traveling expenses may be paid for by the study. Children and young adults ages 4-22 will be able to watch one of their favorite
movies through state-of-the art vision goggles, while the MRI machine takes pictures of their brain.
For more information on participating in this MRI study, contact Diana Huizar at 310-206-9585.

Phlebotomy Team
Linda Clark, Phlebotomist,
completed Phlebotomy and EKG
training at Illinois Medical Training
Center, Chicago, IL in 1982 and
became a California Certified
Phlebotomist in May, 2002. Linda
joined AGRE in March, 2004 and has
visited over 50 AGRE families.

J Child Neurol. 2005 Nov;20(11):876-84.

“Your staff couldn’t have been kinder or more helpful! My kids were made to feel
safe and comfortable during the testing and got tremendous praise for finishing
the tests. My younger child in particular was nervous going into it but felt like a
real hero at the end!
We were guided each step of the way. What a gift people like you have given
parents – a better understanding of our kids, how to help them and hope for our
children’s future. Being part of this is an honor—and the least we could do!”

Dani Ocampo, Phlebotomist,
Graduated from Western Career College
with a Medical Assistant certificate. She
is enrolled in Redlands Adult School,
working towards a Licensed Vocational
Nurse certificate.

Dr. Levitt

Tracy Armstrong
Pleasanton, CA
A family who participated in the UCLA MRI study

Winter 2006 I AGRE
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Researchers to Watch
Discover Magazine Ranks CAN/UCLA Research
Project among Top Science Stories of 2005
Results of a CAN/UCLA research project was
named among the top 100 science stories of
the year in the January 2006 edition of
Discover magazine.
The research was by Dr. Rita Cantor, adjunct
professor of human genetics at UCLA, and
her colleagues at the David Geffen School of
Medicine at UCLA who identified the likely
region of an autism gene on chromosome
17, providing the first genetic link to autism
that did not involve another chromosomal
disorder.
Read the complete story at
www.cureautismnow.org
Cure Autism Now Genius Award Recipient Dr.
Huda Zoghbi, Discovers a New Role for the
Gene Involved in Rett’s Syndrome
What we may learn about autism by studying
disorders that share autism as a feature.
The Cure Autism Now science program
reports several new publications that have
emerged from the laboratory of Dr. Huda
Zoghbi, and reports how ultimately these
studies may be shedding new light on some
of the cellular features of autism. These
publications highlight that common disease
mechanisms may be uncovered more quickly
by studying disorders that share autism as a
feature. Most importantly, Dr. Zoghbi’s work
and now that of others in labs worldwide is
addressing what goes wrong in autism on the
cellular level, so we can begin to devise
intelligent cures.
Read the complete story at
www.cureautismnow.org
12
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Mark Your 2006 Calendars!
Stop by and visit the CAN/AGRE booth
at these upcoming autism conferences.
February, 24-25th:
ASA Los Angeles, Los Angeles, CA
March 2-4th:
ASA Washington, Vancouver, WA
March 11-12th:
Casa Colina’s Fifth Annual Autism Conference, Pomona, CA
March 17th:
The Penn Autism Network, University of Pennsylvania, PA
April7-10th:
Defeat Autism Now (DAN), Washington, DC
May 24-28th:
Autism ONE, Chicago, IL
Jul 12-15th:
ASA National, Providence, RI

New Books on Autism!
Could It Be Autism?
A Parent’s Guide to the First
Signs and Next Steps
Nancy Wiseman, the founder and president
of First Signs, is the author of a new book
designed to help parents detect early signs
of autism and take the next steps in early
intervention. ”Could It Be Autism? A Parent’s
Guide to the First Signs and Next Steps,” is
published by Broadway Books and is
available now. ($22.95 or less via
Amazon.com). The book includes a checklist
for developmental milestones from age four
months to three years, early detection and intervention strategies for
developmental delays, and personal stories of identifying and treating
autism. For more information about First Signs and “Could It Be Autism?”,
visit: www.firstsigns.org

Understanding Autism Spectrum Disorders
The American Academy of Pediatrics (AAP) has published a 44-page booklet
on autism, “Understanding Autism Spectrum Disorders (ASDs).” The
booklet covers topics from prevalance to treatment strategies to financial
planning. It is intended as an introductory guide for families to be distributed
by pediatricians and child health advocates. Packets of 10 can be ordered
from AAP for $34.95. For more information visit: www.aap.org

Nicky, Mitchell & Kyle Taylor
We have 3 boys, Nicky -16, Mitchell 17, and Kyle -14. Nicky and Kyle were
diagnosed with autism around age 3. At
ages 4 and 6 we began an intensive inhome behavioral program allowing Kyle
to recover and Nicky to make incredible
progress.
Mitchell is a senior driving his black
Thunderbird SC to school now! He is
doing great in school and has his first
job working in a nursery. Kyle placed
3rd in the 7th grade science fair last year
(out of 175 7th graders!) and is working
hard on his 8th grade project now. This
has been one of Nicky’s best years ever.
He is in the leadership program at
school, volunteers for community
service, and helps plan school dances
and spirit events. One of his favorite
things to do is take pictures at school
events with his digital camera. He prints
them out and takes them to post on the
bulletin boards at school. He is on the
principal’s honor roll with a 3.82 GPA
and loves his friends and school. Special
thanks to his aide Lisa House. Without
her this would not be possible.
Taylor Family
Brentwood, California

Charles, Ross & William Harris
We have three boys, Charles, age 9, William, age 7,
and Ross, age 5. Charles and Ross are on the autism
spectrum. Charles was diagnosed at 3 1/2 and
started the early intervention program in our local
school. Our school district has an outstanding
reputation in special education. Charles was fully
main-streamed by first grade, and continues to be
main-streamed in a 4th grade classroom. Ross was
diagnosed at 3, and is following much the same
pattern as his older brother. In fact, he has the
very same teachers his brother had.
Our middle child, William, loves his brothers and
is great at helping them with communication and
social skills. William’s love is football, and he
actually got to play tackle football this fall, complete
with cheerleaders! This is Texas; after all...we start
them young around here!
Our experience in AGRE was outstanding. Everyone
was wonderful to work with, and we hope that our
information will be useful in the on-going scientific
research on autism.
The Harris Family
Cedar Park, Texas
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www.walknow.org

CAN NEWS

WALK NOW 2006
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Introducing Athletes
Against Autism

William Linney
Saratoga, CA

Brianne Coh
en
with Benjam
in and
Brandon M
adrigal
Coon Rapid
s, MN

Brianne Cohen
with Travis, Sidney
and Daniel Faulkner
Farmington, MN

Katlin, Byron, Justin, and Mackenzie Lundy
Norwalk, CA

Events will be held in sixteen cities this year. Join us in
walking toward a common goal - to find the causes,
effective treatments and a cure for autism.

An initiative of Cure Autism Now, Athletes Against Autism
was founded by a group of athletes, touched by autism, who
are harnessing their efforts into one voice in order to raise
awareness and funds for autism research, treatment and
family support programs.

WALK NOW is Cure Autism Now’s grassroots fundraising
and awareness initiative uniting thousands of parents,
children and families in a fun, friendly environment. The
walk is a 5K (just over 3 miles) with lots of water, food
and fun along the route. Each WALK NOW event features
an Autism Community Resource Fair, where parents can
meet a variety of autism service providers while kids enjoy
arts & crafts, moon bounces and other fun activities.

The founding members of Athletes Against Autism are NHL
hockey players Olaf Kolzig, Byron DaFoe and Scott Mellanby.
As fathers of children with autism, they realized the
importance of using their status and influence to make an
impact on the over 1.5 million people in the United States
alone affected by autism, and their families.

Los Angeles • April 22, 2006
Atlanta • May 6,2006
Las Vegas • May 13, 2006
Chicago • May 21, 2006
Dallas • June 3, 2006
Honolulu • June 17, 2006
New England • June 17, 2006
San Francisco • June 2006
Seattle • September 2006
New York • September 2006
San Diego • September 2006
Philadelphia • September 30, 2006
Baltimore/Washington D.C. • October 2006
Houston • October 2006
Orange County • November 2006
Orlando • November 2006

Questions?
Call us at (888) 8-AUTISM
or email walknow@cureautismnow.org

While the 2005 year ended successfully, 2006 promises to
be a banner year for Athletes Against Autism. The program
will spread its wings with Autism Awareness Nights around
the country, each offering the opportunity for our supporters
to come out and help raise awareness and raise funds for
research into treatments and a cure.
Athletes Against Autism will kick start its summer fundraising
initiative in support of the research of Cure Autism Now
through our Inaugural Celebrity Athlete Golf Tournament
at Bacara Resort and Spa in Santa Barbara, CA in June. This
event will bring together athletes and supporters from
around the country to raise awareness and significant funds
for autism research through a benefit dinner and silent
auction, and golf tournament the follow day.
For information on participation and sponsorship
opportunities, please contact
Sam Levitt, Special Events Manager
(888) 8-AUTISM, ext. 747.
www.athletesagainstautism.org
Winter 2006 I AGRE
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www.cureautismnow.org/chapters

Serving the Research Community

Cure Autism Now Chapters: We Want You!
Cure Autism Now chapters are volunteer
groups made up of family members and
friends that are passionate about finding
effective treatments for autism. Chapters
are entirely volunteer-run and are usually
comprised of 10-15 leaders working in a
committee structure. They play a crucial
role in helping Cure Autism Now:
■ Raise funds to increase the pace
and progress of autism research.
■ Activate local community to
advocate for increased legislative
funding and support of autism
research.
■ Give back to the local community
by serving as a portal of autism
information.

There are currently
18 chapters throughout the country:
Boston (now forming!)
Chicago
Dallas (now forming!)
Honolulu
Houston
Las Vegas (now forming!)
Los Angeles
Michigan
Mid-Atlantic
New Jersey
New York City
Orange County, CA
Orlando
Philadelphia, Pennsylvania
& Southern New Jersey
San Diego (now forming!)
San Francisco Bay Area
Seattle

To stay up-to-date on chapter events,
subscribe to our free bi-weekly enewsletter, Connections. Go to
www.cureautismnow.org, click on “Get
eNewsletter” and sign up. Or, to view a
full calendar of events, go to
www.cureautismnow.org and click on
“Calendar.”
If you are interested in joining a chapter
or starting one in your city, please
contact Lisa Hill, Chapter Development
Coordinator, at (888) 8-AUTISM, ext.
738 or lhill@cureautismnow.org

AGRE’s 2005 research activities:
• Researchers can access information form over 700
families for use in their investigations.
• There are 138 AGRE-approved researchers who have
access to study families in the AGRE collection.
• AGRE samples were sited in 21 publications in major
medical and science journals and in 61 publications
since the first publication in 2001.

Getting Involved in Autism Research
How You Can Move Autism Research Forward
Participating in clinical research is a partnership in
which both families and researchers play a vital role.

Lisa Hill
and
Deborah
Busdiecker

For Families Participating in research studies puts you in touch with
scientists on the cutting edge of autism research. Many
families have found it to be a positive experience and
have gained valuable clinical information by
participating in a study.
If you are interested in learning more, please visit:
www.cureautismnow.org and click on researchers
seeking participants.
Here, you may review study descriptions, and contact
the research organization directly to ask questions
and learn how you can participate.
For more information, please
email:mt@cureautismnow.org

10
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Data Projects Team
J o c e l y n . F u r r,
Clinical.Data
C o o r d i n a t o r,
received.her
Bachelor’s degree in
Biology from Boston
University. She is
responsible.for
managing the data that
is collected by the
clinical research associates, as well as maintaining
the quality of the internal and web-based databases
and family files. She is excited to devote her talents
to help maintain the quality of data available to
AGRE researchers.
Nancy Hart, Data
Projects Manager,
has been involved
with CAN for the last
eight years. She began
working directly for
AGRE in 2001, and
currently manages
the AGRE Data
Projects team. Nancy
has an eleven year old son with autism and is
committed to the missions of both CAN and AGRE.
Email her at nhart@agre.org
Vlad Kustanovich,
Ph.D., Researcher
Liaison, was born in
Minsk, Belarus. He
received a Bachelor
of Arts in Molecular,
C e l l u l a r. a n d
Developmental Biology
and a Bachelor of Arts
in Psychology from the
University of California, Santa Cruz in 1996. Vlad
has completed Doctoral studies in the field of
Human Genetics and has received his Ph.D. from
UCLA’s new department of Human Genetics.
Winter 2006 I AGRE
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Collaborations
AGRE COLLABOARATIONS,
AGRE is the largest private and
first collaborative resource for
the study of autism. AGRE
seeks to facilitate collaborative
research addressing the
causes of autism and the
underlying biology, which lead
to the development of effective
treatments, and a cure for
autism.

Marin.A..Lutz,
Collaborations Manager,
received her undergraduate
degree at UC Berkeley and
returned to academics to
pursue a second degree in
Molecular Biology and
Genetics. After working for
several years in the Molecular
Genetics Department at
Specialty Laboratories, she
transferred to UCLA to pursue
her research interests.

Report on the Social Responsiveness
Scale (SRS) Data collected from over
400 AGRE families.
In March, 2005 the SRS (parent
reporting on children) was added
to AGRE’s data collection.
AGRE is collaborating with John
C o n s t a n t i n o , M . D . , Wa s h i n g t o n
University in St. Louis and other
researchers at Washington University
to study the distribution of autistic
traits within families in the AGRE
collection. This study will help
researchers characterize the
phenotype (observable traits) for
unaffected siblings of children with
Autism Spectrum Disorders (ASD).
The SRS can measure such traits not
only in individuals with autism but
also in their parents and siblings
who are not affected with the
disorder. When combined with DNA
samples from those family members,
those traits can help the researchers
identify genes that can contribute to
autism.
In recent paper published in the
journal Biological Psychiatry, Drs.
Constantino and Todd found that
when both parents had elevated
levels of such traits as measured by
the SRS, their children were 10 times
more likely to have levels of social
impairment in the clinical range for
an autistic syndrome. While
unaffected parents and siblings
would not be diagnosed as autistic,
they may have some very subtle
manifestations of traits related to
autism itself.
Data gathered for this study included
105 sibling pairs from the AGRE

AGRE IN YOUR
COMMUNITY

Outreach
You can be our eyes and ears,
help us recruit new AGRE families!

We are making great strides in autism
research but cannot do it without you!
✓

YES,

I would like to help support AGRE’s
recruitment. Please contact me.

✓ Update my family’s contact information.
_____________________________________
NAME

In 2006 AGRE will continue recruitment efforts in all major US
cities. We will also expand our efforts into new geographic areas.
Here’s How You Can Help!

resource. Nine different loci on
chromosomes 4, 5, 6, 11, 12, 14, 17,
18 and 21 were identified as being
linked to the social behavior traits
identified on the SRS. Data from this
study overlap with previous genome
scans that were completed using the
diagnosis of autism according to the
Autism Diagnostic InterviewRevised. These results indicate how
powerful the SRS can be to detect
autism-related loci, by using
measurable social behavioral
information that may more closely
relate to underlying genetic factors.

(PLEASE PRINT)

_____________________________________
ADDRESS/APT

_____________________________________
CITY / STATE / ZIP

(
)
_____________________________________
PHONE

_____________________________________
EMAIL

www.familyagre.org

■ Introduce us to other families, who have more than one
child with autism, from anywhere in the US
■ Let us know if there is a local autism conference in your
community. Forward the details to us, we will provide
AGRE recruitment materials.
■ Identify other autism organizations in your community
that want to learn more about CAN and AGRE.
Attached is a postcard for your convenience. If you would like
to speak with Tiffany Torigoe, Family Recruitment Manager,
contact her at 866-612-2473 or email her at:
ttorigue@cureautismnow.org
Reminder: If you changed your address, added a new email, or
a cell phone number, please check %¡√ update my family’s
contact information box.

To date, over 400 families have
participated in this valuable study. ■
Marianne Toedtman, RN,
MN, Resource Manager,
joined Cure Autism Now
in 1998. A graduate of
Emory University, she
received her master’s
degree in Community
Mental Health Nursing.
Since then she has
worked as a clinical
nurse specialist in†a
variety of health settings.
Marianne is married and has 2 children, Sean and Hunter.
Her son Hunter is affected with autism.
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