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Under One Roof

ATIN centralizes freatment and research
information to aid parents and doctors

By Kimberly Acevedo

v Woodsmall can't remember how many hours or
E wecks she has spent visiting doctors with her son

Andrew, Andrew was dingnosed with autism when
he was 2 veans old and the r-:llhm'illj.: yar and o hall was
filled with doctors appointments, At a minimum, his mom
recallad, they visited one doctor cach week. While
Andrew ended up seeing several doctors in one month, it
didn’t mean that he was geiting the best care and the most
undersianding,

“1 think that there 15 definitely a cose that pediain-
CLANS Are Tbl 1.':|;||i|:l|n'-:| wilh the knlm‘hh:[y_r* and ||;,|r1r|||ng
of autism and [ think we see that across the board in gen-
eral,” says Woodsmall, who lives in Loz Angeles. A lot of

10 S SPECTRUM

il bivrs hinvie says o me that 1!|1':..' mevier shdiecd motizm in
medical school. 1'% really rather remarkable thai there is
no standard of care, *

Wood=mnll realized she was facing a8 problem after
shi= visiled |.'_v|'||:'r.|| |:|-|'r|i:|Ir||'i.'|n:: amdd was allen referred 1o
a neurobogist, While Andrew, now 5 vears old, doean't
have any major health issues, Woosdsmall says, any parent
wotild want 1o make sure their child is healthy and pain
free. But finding progeer health care from a doctor who
understamds autizm iz difliculi.

“It’s a huge sireas on him and the family,” she savs,
“When vou have a child with autism waiting in the office

for two to thres hoars 11 r|-\.|1||.:,' ] I4|:|.i||j; o [lunil:.'.




Autistic children are ina world that is really unprepaned
for thiem,”

Woodsmall i=n't the only one who has recognized that
there i= a need for greater medical attention within the
autism community, Dr, Margoret Bouman, who is a pedi-
atric: neurelogist ol leaming specialisi at Massachusetts
General Hoapital, had one west coast parent called saving
her child was exerting 133 aggressions everydoy and auf-
L-:iug from sl:‘-l'pln'n-m's::. Bauman believe the ;l;:gl’rhr-:illlh
were a sign that something was terribly wrong. She imme-
distely recommended that the child be taken to o gistroan-
termalogist. After o zeries of lests, the child was diagnosed
gnd treated lor esophagiiins. Mow, the child's aggressions
have been reduced 1o one aggression for every three days,
Dr. Bauman, along with health care practitioners from six
:|'||~|:|i|:-||| cenlers eross thi United Sates, saw a 1!!':1]:41:'-.1[!'
need it improve the quality and effectiveness of the med-
ical treatment that the autistic population had been receiv-
ing. The Autizm Treatment Metwork (ATN), a national non-
profit organization, became the long deserved answer o o
problem that has been long ignored,

“These kids are non-verhal pd they don’t have any-
Wy [ T}] lr-|| (15 Ih.jl 1l|1':|.' llltrl..“ Dr. Bauman CHI R ! |'|;J.1
they do i set out or they have behavioral issues in various
forms, I you identify, within the health care system, what
the problem is and you treat that then guess what? Their
behavior improves or goes away.”

While there is no cure for autism, the ATN hoz been
established to evalueate medical conditions associated with
aufism., diugm:r-w the lhﬂllil:'lll wiwld then delermine III!' sl
effeetive method, through research, for the treatment of
young peaple. The ATN intends to formuolate w national
autism database that would give |I|'|:n-":-i1'il|.|l.--. prarenls,
researchers and others who treal aulism access o guide-
lines an the most elfective method of treatment for medical
iasues faced within the auti=m community, The ATN will
E“‘“"'"*" researeh {nr |n|!mn"t|1|.: the treatment of anlis.
The six medical centers that are involved with the ATN
are the Massachusetts General Hospital, University of
Washington Autizm Center, Baylor College of Medicine,
The Cleveland Clinie, Oregon Health and Science
University and the Columbia University Medical Center,

Several medical centers have expressed interest in joining
the ATN, ban, for now ot lenst, the praspec] off sdding any
other centers seems bleak. Since the ATN is exclusively
fundled by private donations, the financial constrain
wouldn't allow for the pdditional medical centers b join.

“The only thing that is limiting us al this lime is
funding, and we would lope that in the future that this i= o
network that evervone wants to be a part of and everyone
wanls io contribute to and tha Bterlly every person wlo
hox autizm in the United States is able o receive good
quality care from someone who understands how to trest
autism, =ays Cure Autism Now (CAN) CEQ Peter Bell,
who hos o child dingnosed with atism.

Currently, a center can only join the ATN if it could
financially support itself, which Bowmon believes, s very
unlikely, Bouman operates a multi-disciplinary clinic in
Boston and while they do the best that can be done, each
year the clinic faces a $250,000 deficit, It's almost inpos-
sible to close the deficit, she says, And even with the
deficit, a Y w:l.il:illg list armd an under |h1'li|'|! stalf, Bauman
zavs she would never consider closing the clinie doors
because receiving medical core by staff who unsderstand
narliEmms s |"'|:|:!'¢'I:II!'|:.' inl]!-!ll‘l:ll'll.

“We have about 4,000 patient visils a year in this
clinie,” she says. “1t would be very hand 1o tum our backs
on these kids mnd mmilies, | eouldn’t dooit. Whene ane
they going 1o go?™

Within the nest two or three years and with ample
funding. Richard Fade, one of the co-founders of the ATN,
RANE he would like 1o see the ATN expand their network 1o
about 3 centers inlo what he called the “NFL cities™
across the country, referming to the population centers in
which the National Football League licenses leams.
Dring the researching phase, the AT is operating on
private donations. However, eventually the ATN will seck
financial support from owtside sources.

“We havent gone 1o the federal government 1o ask for
maney direcily, although the government is very aware of
whal'’s going on,” says Bauman, who zits on the ATN
board. =1 think part of the plan is that we would apply for

] y;nllll 1] ::|.||r|:-||r'l gome of Uwe sessarch.”

While the financial constraint puts a temporary hold
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on the expansion of the ATN, that doesn’t stop it from
searching for prospective centers. The ATN is looking at
centers thal use a mulii-disciplinary approach when treat-
ing autistic patients, That means, if an sutistic patient is
suspected of having a gastric abnommality or an irmitation,
that patient can either be immediately examined or
referred 1o an expert who can evaluate the patient. The
center should concentrate on the whole child rather than
just treating the autism, Bauman says,

Running the ATN is going to cost an estimated $10
million for the first three vears, Fade says. That figure is
only for the “core network™ of 6 (o 8 participating cenlers,
Also, the ATM will hold an annual consensus conference
that will share its findings with physicians in Seplember in
Chicago.

“It is our goal that physicians and institutions which
participate anmi :i1.u||:|l this information should be able to
track a great deal of the work we are doing within the
ATN,” Fade says.

It's no secret that autism is on the mse with every 1 in
166 children being diagnosed and the ATN saw the need
te create guidelines that would ensure effective medical
treatment. Before the ATN, guidelines to treat autism were
unheand of and rarely thought of. Misperceptions about the
disease were running rampant.

“The medical establishment has long subscribed to
the notion thet autism is no trestable and thet just isn't
true,” Bell BAYE. “We know that there wre a lot of medical
treaiments that are available today that can significantly
improve the quality of life for these kids. The reality is if
you cateh it early and particulardy if you look of childremn,
T P!’I.IFIIE '“']'HF I'Iﬂ'i'ﬂ H.l.l.!;ﬂtl'l'l ﬂl'll.'l SO lJ" u'ﬂ"' umh"]:.'iﬂﬁ
medical conditions that they have, if you treat those you
can really produce some significant outcomes. and
improvEmens,”

ﬂ'ri.ﬁ;ina”}', the medical 1:|:|m|1'|ur.|il:|l bealieved that Jpiar-
ents were the cause of autism. 5o the belief began that if
you fixed the parents, you fixed the problem. Doctors
eventually began considening the possibility that sutism
was a neurological or developmental problem. Therapies
and interventions were used 1o treal autism.

With inconsistent trestment methods for autism and
the lack of accessible information proved that guidelines
desperately needed to be developed. While one doctor's
method of treatment in aotistic patients may be better than
snother, patients and doctors would never know. Without
guidelines, patients would have to rely on the doctor's
experience with autism or lack thersof.

The accessibility of “appropriatle measurement 1ools
to determine whether or not an individual with sutism does
improve with a cefmin treatment or therapy hos been leck-
ing,” Bell says. “There are a lot of other disorders like

12 S SPECTRUM

“These kids are non-verbal and they
don’t have anyway to tell us that they
hurt. What they do is act out or they
have behavioral issues in various forms.
If vou identify, within the health care
systern, what the problem is and you
treat that then guess what? Their

behavior improves or goes away.”

- D, Margaret Bauman, Pedioiric Neurclogist,
Massachusetts General Hospifal.

ADHD or Aleheimers or schizophrenia that have faidy
crude measurement tools that are currently available.”
Since there are several common medical issues an
autistic patient faces, the six medical centers will begin
their research focusing on three problems that they feel
largely affect the autism population. Among those are gas-
trointestingl problems and metabolic and sleep disorders.
“We tried 1o take the things we thought were most sig-
nificant for Use families and kids directly,” Bauman adeds.
“There are certainly a myriad of multiple of issues that
need to be addressed but you can't do it all at the begin-

L

J'll:l'lﬁ.

(Gastrointestinal issues were anmwmng the first areas cho-
sen bo study along with several based on the belief that
familics would benefit from validating existing practices,
megative and positive, Fude says,

The ATN's research will be conducied throughot the
vear. But, Bell noted, not every child who is brought into
the center will participate in the study, Patients must mee
specific criteria to be a part of the study. The ATNS
research will focus on leaming and understanding how to
treat antistic children.

Each mesdical cemter will recrunt 100 patients with
ages from (- L |2v'1lr|.-.ﬂ.r--|,|-!r|.~|.. The |'|-:|1.'ir.|.'|l.'i| wonald Gl out a
lengthy questionnaire including questions about gastroin-
testinal sympioms, behaviors and sleep disorders. The first
100 patients-regnrdlezs of race=will be subjected to o mm-
ber of tests that correlate with their symploms for a diag-
nosis. From this, doctors can document what percentage of
patients are inflicted with what problems including




esophagitius, gastritis, ulcers or colitis, Doctors then can
determine how they were treated and which method was the
minsl effective.

Bell announced the initial developing plans for the
ATN during a leadership conference, The ATN was mad-
eled after the Cystic Fibrosis and childhood leukemia net-
works, both of which have had great suceess in developing
ireaiment puidelines and research. Both networks have well
over 100 centers across the nation, The response for the
plan was overshelmingly positive.

“A lot of people asked ‘where can I go? Where can |
make an appointment? * says Bell, who is also an ATN
board member. “Our ultimate goal is to have good quality
effective care within driving distance of everyone.”

CAN and the ATN have parinered to accelerate ATN's
research. Doing so, allows the ATN to utilize CAN'S
research for the past ten years. CAN is one of the leading
fundraisers for autism research within the United States,

“Cure Autism Mow has made significant contributions
in our clinical practice,
tlatnbasze and nn!;nins rhﬂln]:mnrll. elforis and we look for-
warnd to working
together with CAN to be our principle vehicle for cutreach
and fundraizing,” Fade says, “We believe the ATN is ane of
the best ways you can pul a dollar to work for your family in
thee Gield of autism.™

While the treatment centers ane slready in operation,
the ATN will release practice guidelines 1o treat conditions
related to autism as research develops.

“We have already issued an initial memo on the nature
of the multidisciplinary proctice we are requinng 1o be cre-
med al each participating center,” he saya. “We anticipate
further detail on the common practice guidelines to be pub-
lished this summer.”

Bauman believes the ATN will shed some light on an area
that really hasn't been addressed 1o it's full potential.
Bauman says “We've had a lot of assumptions here that
probably, in many cases, were wrong and my hope iz that
the ATN will draw attention to some of these medical issues
and 1 think it already has.”

For Woodsmall, who is expecting a daughter, the inatial
beginning of the ATN gives her hope, While she’s unsure if
the ATN will play a role in early diagnosis, Woodsmall says
she will be contacting the ATN shonly after her daughter is
born 1o be on the cautionary side, In the meantime, keeping
her zon Andrew pain free amd healthy is prionty one.

“1 think that it will give us the oppartunity for our son to get
the proper cane and doing it under one roof is 20 much bet-
ter,” she zays, “It's amazing and it's really a great opporiu-
nity. There is =0 much more that we haven't covered [with
Andrew] and il anything comes up, then they will be able to
treat it accordingly.”

For more information
on the ATN visit
www.autismireatmentnetwork.org
To make a donation visit
www.cureautismnow.org.
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