

















Patient Care

Another piece of the autism puzzle is beginning to come together,
as its genetic underpinnings are coming to light. In December,

an international team led by scientists at Mass General, Johns
Hopkins University and the Massachusetts Institute of Technology
announced its discovery of a set of mutations on a particular gene
active in the nerve cells of autistic patients. The finding followed
an earlier discovery by the same team of abnormalities on
chromosome 16 that were associated with autism. Mark . Daly,
PhD, a member of the Center for Human Genetic Research at
MGH, was the senior author of these groundbreaking studies.

Meanwhile, with increasingly advanced imaging, researchers are
focusing in on the architecture, brain waves and chemistry of the
autistic brain. Scientists from the MGH-TRANSCEND Research
Laboratory, which conducts research at the Lexington site, have
made a series of discoveries in this area. The group found that
the brain’s “white matter” is enlarged in children both with and
without autism who have language problems. Now, the team,
led by Martha R. Herbert, MD, PhD, a pediatric neurologist and
TRANSCEND's director, is investigating how this starts early

in life.

Such studies are shedding light not only on why autistic
individuals have trouble communicating, but also on what is
malfunctioning in their bodies and brains. “Ultimately, I expect
we will learn broadly about the biological basis for human
communication and also how the brain and the body affect

The Lurie Family Autism Center: What's Happening Next

The $29 million gift from the Nancy

= Recruitment of physicians with expertise In

each other,” says Dr. Herbert. “That’s a tremendous ‘side benefit*
to these studies and I expect that they may be helpful in expand-
ing our understanding of other diseases like Alzheimer’s,
dementia and other neuro-degenerative disorders.”

Despite the advances, patients and their families today face
tremendous challenges in staying healthy and overcoming the
many roadblocks related to the disorder. One is the paucity of
clinicians with expertise in autism and the challenge schools
face in coping with the growing number of autistic children; the
Lurie grant includes a mandate to address those needs.

“The wonderful thing about the Lurie gift is that it will enable
us to augment the care we have offered at LADDERS, which |
has a unique capability to support medical problems in children
with autism,” says Dr. Neumeyer. While many other pmgrm
evaluate children and send them back to their pediatrician for
care, “we have the ability to offer life-long care surrounding their
disability, which also provides us with an opportunity to leam'
more about autism and care for autistic adults.”m

» Establishment and augmentation of behav

neurology, gastroenterology, psychiatry and
psychopharmacology, and experts in audiology,
nutrition and adult internal medicine

Lurie Marks Family Foundation for the
formation of the Lurie Family Autism
Center will go towards recruiting a
director, hiring new staff and expand-
ing clinical research and educational
initiatives. Some of the specific
near-term goals include:

» Formation of audiology and phlebotomy labs and
potentially an electoencephalography (EEG lab),
and labs for specialized testing

autistic children, adolescents and adults with
regard to their needs for assisted technology and
alternative means of communication

- A fellowship program for young investigators and
physicians-in-training

- In conrdination with MassGeneral Hospital for
Children's Child and Adalescent Health Policy
Program, headed by James M. Perrin, MO, a
wide-sweeping advocacy and education program
that will educate caregivers at Mass General and
beyond about autism and how best to recognize
signs of autism and treat patients with autism

» Expansion of research infrastructure and
» The development of a program designed to assess

programs for psychiatric inpatient care at MeLeg
Hospital's inpatient autism program

« Recruitment of a neuropsychologist and neurop

sychology fellow to the Lurie Center LADDE
program in collaboration with McLean Hospital

development of new studies on the origins, cous
and treatment of autism

« Estahblishment of a family support center that

offers resources and referrals to schools,
vocational counseling and social service ageng



Ryan Shordone in a therapy session at
the Lurie Center LADDERS program.
Counter-clockwise from top: Ryan in

a swing, an important — and fun —
element of sensory integration therapy;
drawing on a white board with his
therapist, Amy Fiengold, looking on; with
his mother, Tracy; and finishing off the
session with cranial-sacral therapy.




