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CHILDREN’S HEALTH: BUILDING TOWARD A
BETTER FUTURE

TUESDAY, OCTOBER 12, 1999

HOUSE OF REPRESENTATIVES,
COMMITTEE ON COMMERCE,
SUBCOMMITTEE ON HEALTH AND ENVIRONMENT,
Washington, DC.

The subcommittee met, pursuant to notice, at 3:40 p.m., in room
2123, Rayburn House Office Building, Hon. Michael Bilirakis
(chairman) presiding.

Members present: Representatives Bilirakis, Greenwood, Ganske,
Brown, Waxman, Stupak, Strickland, DeGette, and Towns.

Staff present: Jason Lee, majority counsel; Marc Wheat, majority
counsel; Kristi Gillis, legislative clerk; and John Ford, minority
counsel.

Mr. BILIRAKIS. I call to order this hearing on Children’s Health:
Building Toward a Better Future. Before I go into the chairman’s
opening statement, we just held a press conference out in the tri-
angle in front of the Capitol; and it was just gang busters. It was
just wonderful; led, of course, by Ms. Russo. There was a lot of
demonstrating there and everything for the cameras which is really
just wonderful. It is democracy in action. The only problem is the
House rules. The rules of the House prohibit the use of signs and
placards and whatnot on the floor as well in the hearing room.

So please we are all together on this. We all want to succeed as
well as we possibly can, but I would ask you in a very nice way
to try to keep down your enthusiasm. The applause and that sort
of thing from the audience, if you have ever been in the House
chambers up in the gallery, it is not allowed and not allowed here.
We sometimes will applaud the witnesses, but it is not a good idea
for the witnesses to applaud us. So in any case, I ask your coopera-
tion.

Mr. BROWN. Mr. Chairman, normally they don’t want to.

Mr. BILIRAKIS. I guess I don’t blame them. As a father and
grandfather, I know that our children are America’s future. It is
appropriate, therefore, that we place a great deal of emphasis on
their health and well being.

Today we will examine some of the difficult barriers that we face
in working to improve children’s health. I want to thank all of our
witnesses for taking the time to share their knowledge and per-
sonal experiences with us. Before we begin, we should consider how
far we have come as a Nation. A baby born in American today has
a life expectancy 30 years longer than a child born at the turn of
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the century. Public health initiatives are largely responsible for
this vast, vast improvement.

But we cannot, we must not rest on our laurels because much
more remains to be done. Today we will learn about some deeply
troubling trends in the rates of certain childhood afflictions. We
will also learn what Congress can do to help.

First, we will discuss the increasing prevalence of autism, which
is now the third most common developmental disorder affecting
America’s children. For many years, autism was tragically
misdiagnosed as an emotional disorder. Today, however, scientists
hope that new medical treatments and a cure can be identified.

We will also examine the nearly epidemic proportion of children,
almost 5 million nationwide, who suffer from childhood asthma. In
addition, we will focus on the debilitating effects of juvenile diabe-
tes which affects hundreds of thousands of American children in
every State. Sadly despite its name, this disease, as you know, is
never outgrown.

Today we will also discuss measures to promote adoption of chil-
dren with special health needs. Although the rate of infant deaths
due to birth defects has been cut in half since 1960, birth defects
remain the leading cause of infant mortality and a major cause of
disability in young children. I share the heartfelt desire of the full
committee chairman, Tom Bliley, and many of the members of this
subcommittee to encourage the adoption of these special children.

Finally, we will also focus on one of the most effective means cur-
rently available for reducing childhood deaths, namely poison pre-
vention and control. About 60 percent of poisonings each year in-
volve children less than 6 years old. I look forward to hearing
about how we can help prevent the millions of poisonings that
occur annually.

Childhood diseases afflict pain and disruption on countless Amer-
ican children and their families. Certainly their human toll cannot
be calculated. However, they also take a financial toll through bil-
lions of dollars in increased health care cost. From a financial per-
spective, therefore, every dollar spent by the Federal Government
on disease research and prevention is an extremely wise invest-
ment. For the patients’ families, caregivers, and friends whose lives
have been touched by childhood diseases, we should renew and
strengthen our commitment to finding the causes of and cures for
these terrible afflictions.

I want to again express my sincere gratitude to all of the wit-
nesses who will appear before us and in particular, of course, I
want to extend a special welcome to Ms. Russo, Ms. Rene Russo,
who has taken time from her very, very busy schedule to speak
about a topic that I know matters a great deal to her personally.

I would also like to acknowledge the efforts of several members
of this subcommittee who have worked to develop individual bills
addressing many of the topics before us today. I look forward to
working together with you and the ranking member, Mr. Brown, to
develop a comprehensive children’s health measure that can be en-
acted with bipartisan support. At this time I yield to my good
friend from Ohio, the ranking member of this subcommittee, Mr.
Brown.
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Mr. BROWN. Mr. Chairman, thank you. Welcome to Ms. Young
and Ms. Russo and our other distinguished witnesses. Thank you
for joining us. Today’s hearing calls attention to a wide range of
children’s issues, each of them critically important in its own right.

Our first panel will focus on autism, an alarmingly prevalent dis-
order about which far too little is known. The children of autism
relate to their world in a way that we don’t fully understand and
cannot fully penetrate. What we do know is that aspects of life that
depend upon for joy and comfort, motivation and personal fulfill-
ment, things like physical contact, sensory stimulus, social inter-
action, variation in our daily activities and interests can be terri-
fying for autistic children. During this hearing, we will focus on the
realties of autism and what we can do to make progress toward
prevention and treatment of this disorder.

Our second panel will cover a variety of topics, including adop-
tion of children with special needs, juvenile diabetes, pediatric
asthma, and poison control. I will reserve my comments on the
adoption issue for the moment and briefly note the importance of
other issues we will discuss.

Juvenile or type 1 diabetes is a chronic and degenerative illness
affecting virtually everybody’s system. Taking insulin doesn’t cure
diabetes, it merely helps to control it. The range of serious health
problems associated with type 1 diabetes is truly overwhelming,
blindness, kidney failure, heart disease, stroke, nerve damage; and
that is not the complete list. We know a great deal about diabetes,
but we still have no real cure. That is why our continued invest-
ment in research and development and research and treatment is
so critically important.

Pediatric asthma is a chronic and potentially life threatening
health condition that affects nearly 5 million children under the
age of 18. Asthma can be particularly devastating for children be-
cause it can severely restrict their ability to participate in normal
physical children’s activities. Asthma generates enormous public
and private and health care costs. Efforts to reduce the incidence,
the prevalence and the severity of asthma are clearly in the best
interests of children and the health system as a whole.

Another topic for our second panel is poison control. I was sur-
prised to learn that poisoning is the third most common form of un-
intentional death in the United States, but not surprised to learn
that children are disproportionately affected.

Finally, I would like to touch on adoption of special needs chil-
dren. Mr. Chairman, I understand that as is standard for these
hearings, the majority staff held a briefing last week and discussed
the topics on today’s agenda. During that briefing, Democratic staff
asked whether abortion issues would play any role in today’s dis-
cussion. They were assured that these issues would not be part of
today’s hearing.

Apparently, however, Mr. Pierce alludes to that very topic sev-
eral times in his written testimony that he himself, Mr. Pierce, pro-
vided. We are pleased, and we think it very important to discuss
the topic of adoption for special needs children as long as adoption
and adoption alone, not abortion, is, in fact, what the discussion
was about. This hearing is too important to get waylaid in those
kinds of ideological issues.
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Mr. Chairman, I hope we all share the same agenda today. The
topic we are discussing is far too important to be compromised by
any secondary motives. Thank you, Mr. Chairman.

Mr. BILIRAKIS. I thank the gentleman. Mr. Greenwood for an
opening statement.

Mr. GREENWOOD. Thank you, Mr. Chairman. We will hear statis-
tics about autism from our witnesses, and we have already heard
them—previous speakers cite those statistics. Suffice it to say, it is
a very prevalent and probably increasingly prevalent disease in our
society affecting 400,000 Americans, one out of every 500 children,
and the funding and the research that is devoted to this disorder
is far less than should be. The reason that I got involved in this
really goes back to the fact that I was—used to be a caseworker
and worked—I was as a house parent, at one time, and I worked
with special needs children.

I watched parents see their children go through what normal
children do. The joy of a parent is to watch a child open up like
a flower and begin to explore its world and communicate with its
parents and the world. For the parent of an autistic child, the par-
ent sees that child open up and then start to close. It is a heart-
breaking, heartwrenching experience; and these parents who love
these children very much are sort of watching them recede from
their touch, are desperate, desperate to fight this disorder, des-
perate to find a cure, even treatment that will ameliorate the con-
dition.

The reason that Rene Russo is here is because she and I have
a mutual friend. His name is Jon Shestack, the gentleman seated
to her left. Jon and his wife, Portia, have a little boy named Dov.
Dov has gone through this experience and Jon has shared with me
his experience, his feelings in very honest terms. What we intend
to do 1s create five centers of excellence where the best scienctists,
the best doctors, the best researchers in the world will come to
these centers and they will engage in basic research on what
causes autism, how to treat autism, how to cure autism, and how
to prevent autism. That will mean that parents of children equally
concerned and desperate all over this country will be able to find
access near their home, the region in which they live to take their
children and make sure that their children have every opportunity
known to science at the time to do what is best for their child, to
bring their child back to that opening flower. I know that Rene
Russo was—this is not her usual gig coming to Congress. She said
that it was sort of like asking a ballerina to pitch the World Series
or something, not what she is known for. But I know that she is
here because of her love for a little boy named Dov. We are just
delighted to have you engaged in this fight. We are going to win
this fight, and we think we have a new lethal weapon in Rene
Russo and thank you so much for being here. I yield back.

Mr. BILIRAKIS. I thank the gentleman. Ms. DeGette for an open-
ing statement.

Ms. DEGETTE. Thank you, Mr. Chairman. As someone who cares
a lot about children’s health, I want to congratulate you for having
this hearing today. From a personal perspective as well as a policy-
maker perspective, I don’t think there is anything more important
than our children’s health and well being. We don’t even put a frac-
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tion of the funds into it that we should in this country. I want to
talk about a couple of the myriad issues that we are going to talk
about this afternoon. First of all, as the cochair of the congressional
diabetes caucus, I am particularly pleased that portions of this
hearing will address juvenile diabetes, type 1 diabetes. This affects
thousands of children nationwide. It starts with these children
when they are very young and stays with them the rest of their
lives. Diabetes currently affects an estimated 16 million Americans.
It is the sixth leading cause of death due to disease in the United
States, and it is the third leading cause in some minority groups.

I believe that in this country, we are at a critical point in diabe-
tes research. Congress, as it has so often with other diseases, needs
to step up to the plate and do the most that it can now that a cure
is within reach. Last spring, I visited the Joslin Diabetes Center
at Harvard University which is a world leader in diabetes research,
and visited with many of our leading scientists who are in the cusp
of major breakthroughs in cell research and diabetes management
and so many other areas. I believe that this disease could be cured
within 10 years if Congress fully funds the diabetes research out-
lined in the congressionally mandated diabetes research working
group. The DRWG recommended $827 million for diabetes re-
search, yet regrettably under the current budget outlined for the
NIH Centers for Disease Control Prevention and other agencies,
the way that we calculate it, diabetes will be lucky to get $500 mil-
lion.

This is certainly a step in the right direction, but we are too close
to a cure to fail to make a full commitment. Children with diatetes
or children with other lifelong diseases need a special focus. They
are not simply small adults. My own child, for example, like all
children with diabetes, must have two injections of insulin each
day and a minimum of four blood tests per day. Think about doing
that for 60 or 70 years of your life if you live that long, and it be-
gins to let you know simply what living like this is. That is even
if you don’t get complications.

I believe that Congress has to expand clinical trials to children
who are often left out of promising new approaches to treatments
and that the clinical trials need to be properly designed for children
so that they are not subjected to undue risk. This is true not just
with diabetes but for all diseases in which we use children in clin-
ical trials.

Let me talk about the other issues some of them that we are
talking about today as well. The panel discussion on autism, I am
looking very much forward to and also the discussion on poison
control centers. I have cosponsored legislation introduced by Rep-
resentative Greenwood on pediatric autism research and by Rep-
resentative Upton on poison control centers. Both of these pieces of
legislation should be passed this year without any delay. I hope
this hearing lays the groundwork for committee action.

Briefly, I would like to make the committee aware of today’s
presence of an expert in the field of development and behavioral
pediatrics, Dr. Randi Hagerman who is from Children’s Hospital in
Denver. She is a leading expert in the fragile X syndrome which
is currently the leading identifiable cause of autism. According to
Dr. Hagerman, 90 percent of fragile X patients have autism fea-
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tures, 50 percent of preschool fragile X children meet autism diag-
nostic criteria, and 6 percent turn out to have fragile X. I think
when you look at this research, the link between autism and fragile
X syndrome is undeniable.

Dr. Hagerman is sitting in the back row of the room today. I
would have liked to have had her testify at the hearing, but I un-
derstand time constraints, Mr. Chairman. So instead I would like
to ask the chairman for unanimous consent to offer her written
statement in the record, if I may.

Mr. BILIRAKIS. Without objection.

[The prepared statement follows:]

STATEMENT OF RANDI J. HAGERMAN, M.D., PROFESSOR OF PEDIATRICS AND SECTION
HEAD OF DEVELOPMENTAL AND BEHAVIORAL PEDIATRICS, UNIVERSITY OF COLO-
RADO SCHOOL OF MEDICINE, CHILD DEVELOPMENT UNIT, THE CHILDREN’S HOS-
PITAL

I am Dr. Randi J. Hagerman, a developmental pediatrician at the Children’s Hos-
pital of Denver, Professor of Pediatrics and Head of the Section of Developmental
and Behavioral Pediatrics at the University of Colorado School of Medicine. I have
been involved in Fragile X research for the past twenty years, and have written
more than one hundred scientific papers and three books on the subject. I am a
member of the Advisory Board of FRAXA Research Foundation and the Board of Di-
rectors of the National Fragile X Foundation. I have personally evaluated over five
hundred families with Fragile X syndrome. Thus, I bring a broad clinical and re-
search experience to this discussion.

I am here on behalf of about 100,000 Americans affected with Fragile X—and
their families, which include approximately 1 million carriers—to ask for your help
and support for H.R. 1445, which would establish centers for research and treat-
ment of the Fragile X.

There are three main reasons you should support H.R. 1445:

e It is the most common cause of inherited mental retardation and causes a broad
range of other problems.

» It is a “research portal” for other brain disorders, especially autism.

» It is the leading-edge candidate for a breakthrough in understanding many other
diseases, including autism.

THE MOST COMMON CAUSE—AND MORE

Even though it is relatively unknown by the public, as yet, Fragile X is the most
common inherited (i.e, “runs in families”) cause of mental retardation. More than
that, it also causes a broad range of emotional and learning problems even in those
carriers who are affected but not mentally retarded. Fragile X is the leading form
of autism of known cause: 90% of Fragile X patients have autistic features, 50% of
preschool Fragile X children meet autism diagnostic criteria, and 6% of all autistic
individuals turn out to have fragile X. Fragile X also gives rise to anxiety disorders,
attention deficit hyperactivity disorder, psychosis, obsessive-compulsive disorder,
and many other problems. One in every 250 women in the general population is a
carrier for Fragile X and has a 50% chance with each pregnancy of having a child
affected by Fragile X.

A RESEARCH PORTAL

Individuals with Fragile X are missing a protein that is critical for normal brain
growth and development. Specifically, the Fragile X protein is involved with forming
the proper nerve cell connections that occur during learning. When an environ-
mental stimulation occurs, the Fragile X protein is the first protein that a brain cell
produces to enhance the connections between brain cells, thus permitting normal de-
velopment. In the absence of this protein, these changes cannot occur in a normal
fashion. Thus, Fragile X holds the key to understanding both normal and abnormal
brain development.

The Fragile X gene was identified and sequenced in 1991. Since that time, it has
become clear that the type of mutation found in the fragile X gene (FMRI) is similar
to that found with more than a dozen other neurological disorders, including Hun-
tington’s disease, and myotonic dystrophy, which is the leading cause of muscular
dystrophy in adults. Dr. James D. Watson, who received the Nobel Prize for the dis-
covery of the DNA Double Helix recently said, “. . . with the first big public payoff
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from the Human Genome Project being the 1991 cloning of FMRI, I want to see this
great breakthrough appropriately used . . .”

In other words, Fragile X represents a portal through which we hope to view and
treat a wide variety of other disorders of brain development and function. All chil-
dren with autism and mental retardation of unknown cause should be test-
ed for Fragile X.

A LEADING-EDGE BREAKTHROUGH CANDIDATE

Fragile X research is on the leading edge in our understanding of gene-brain-be-
havior relationships; it serves as a model for many other neurodevelopmental dis-
orders. Moreover, there is real cause for optimism in finding an effective treatment.
With Fragile X, the coding portion of the gene is normal, it is just turned off, so
no protein is produced from the gene. Thus, we do not need to introduce a new gene;
we just need to find out how to turn on the silent gene that is already present. This
breakthrough would lead to a cure.

Funded treatment and research centers will help to achieve this goal because they
allow a variety of professionals to work together toward the common goal of under-
standing and treating this disorder. Physicians, psychologists, and therapists must
work together with molecular experts to advance our understanding of clinical-mo-
lecular correlations, and to develop comprehensive treatment programs. The un-
usual patients detected by clinicians, those who have the gene partially active, hold
the key for the reactivation of the gene. Treatment trials will also require input
from both clinicians and basic scientists. Collaborative efforts thrive in centers that
are specifically designed and funded for such interactions.

Thus far, individual research grants in the field of Fragile X have not led to treat-
ment research. In 1988, we published the only controlled trial of medication-based
treatment for Fragile X, and I believed that this trial would be followed by a rush
of additional research focused on treatment. This has not occurred; no subsequent
controlled treatment studies have been published. The proposed centers would spe-
cifically foster the interactions that would lead to such trials.

IN SUMMARY . ..

Fragile X is an important disorder, because it is the most common heritable form
of mental retardation, and the most common known cause of autism. It is a window
to a greater understanding of many other diseases involving abnormal brain devel-
opment and function. It is the leading candidate for a breakthrough in treatment.

Your help in establishing funded centers for Fragile X treatment and research will
allow and encourage scientists and clinicians to combine the medical treatments of
today with the genetic therapies of tomorrow.

Ms. DEGETTE. Thank you, Mr. Chairman. Finally at a time of
relative prosperity in this country, there are some disturbing
trends in children’s health that I hope the committee will address
in the near future. First and foremost, despite—Mr. Chairman,
may I have unanimous consent for another minute?

Mr. BiLIRAKIS. Without objection.

Ms. DEGETTE. Thank you. Despite children’s health insurance as
part of the balanced budget act of 1997, the number of uninsured
children continues to increase and reached 11.1 million in 1998, ac-
cording to the U.S. Census Bureau. If we were adequately the
CHIP program and the Medicaid program in this country, Mr.
Chairman, we could have had nine of these 11 million children en-
rolled in health insurance today. To address these and other con-
cerns regarding children’s health coverage, I introduced H.R. 827,
the Improved Maternal and Children’s Health Coverage Act. This
legislation has 112 bipartisan cosponsors and although today’s
hearing is not about health insurance coverage, all of these chil-
dren who have these other issues would be well served by being in
health insurance. So I urge the chairman to hold a hearing on
health coverage soon, and I would love to see my bill passed.
Thank you again for holding this hearing, and I yield back.

Mr. BILIRAKIS. I thank the gentlelady. Mr. Stupak.
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Mr. STuPAK. Thank you, Mr. Chairman. I will be brief. I just got
off of the airplane from Michigan. There are a couple of bills on the
floor so I will be bouncing in and out. But I look forward to this
hearing. I hope we can hear the witnesses before I have to go down
on the floor and look forward to working with you on this legisla-
tion.

Mr. BiLiraKIS. I thank the gentleman. Mr. Ganske for an open-
ing statement.

Mr. GANSKE. Thank you, Mr. Chairman. I am interested in hear-
ing the testimony. I yield back.

Mr. BiLIRAKIS. I appreciate that. Mr. Waxman, now, you are real-
ly in a spot.

Mr. WAXMAN. Thank you, Mr. Chairman. I am pleased you are
holding this hearing. I am anxious to hear the testimony as well.
I have to apologize to the witnesses because I also have to be in
another hearing at the same time, but the record that you will
make I hope will allow us to move forward on important issues
dealing with autism, and juvenile diabetes, asthma, and other
childhood diseases.

I yield back the balance of my time and look forward to hearing
the witnesses’s testimony.

Mr. BILIRAKIS. I thank you. I think that we have heard from all
members of the subcommittee. Mr. Upton informs us that he wants
to be here to particularly talk about his poison control center legis-
lation, but the date-rape bill is on the floor at the same time. He
is involved in that. Without objection, his opening statement will
be made a part of the record.

And, of course, the opening statement of all members of the sub-
committee will be made a part of the record without objection.

[Additional statements submitted for the record follows:]

PREPARED STATEMENT OF HON. FRED UPTON, A REPRESENTATIVE IN CONGRESS FROM
THE STATE OF MICHIGAN

Mr. Chairman, thank you for convening today’s hearing on children’s health
issues. Each of these issues is important to me, but two are especially close to my
heart: preventing and treating accidental children’s poisoning and reversing the spi-
raling increase we are seeing in childhood asthma, particularly in our inner cities.

Poisoning is the third most common form of unintentional death in the United
States. In any given year, there will be between two and four million poisonings.
Poisoning accounts for 285,000 hospitalizations, and 13,000 fatalities yearly. The
total direct costs associated with poisoning total $3 billion annually. That is more
than we spend on gunshot wounds, burns, or drowning yearly.

Children are disproportionately affected—sixty percent of poisonings involve chil-
dren less than six. Poison control centers are one of our nation’s most effective
means of reducing this serious child health problem, offering both parents and
health professionals immediate and accurate access to diagnosis and treatment that
often leads to a reduction in the severity of the poisoning. Almost 75 percent of calls
to the centers can be handled in the home, thereby reducing needless emergency
and hospital costs. Every dollar spent on poison control centers saves seven dollars
in potential medical costs (per the American Academy of Pediatrics).

As you are very well aware, Mr. Chairman, many poison centers—the front lines
in the treatment and prevention of accidental childhood poisons—are endangered.
I again and especially want to thank you, my original cosponsor Ed Towns, and the
other members of the Subcommittee and full Committee who have cosponsored the
legislation I introduced to provide these centers with a stable funding base and to
create a national poison hot line.

Chronic asthma is a serious and growing health problem confronting our nation,
and particularly our nation’s children. The Centers for Disease Control and Preven-
tion reports that 6.4 percent of our population report having asthma—a dramatic
75 percent increase over the last two decades. Childhood asthma has increased even
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more dramatically—over 160 percent since 1980—and is the most common childhood
chronic disease. It is particularly prevalent among the urban poor, in all likelihood
because of lack of access to health care and the high number of allergens in the en-
vironment. Asthma deaths have tripled over the past two decades, despite improve-
ments in clinical treatment. In my own state, 5.7 percent of the population, or
542 300 Michiganders suffer from asthma.

I wanted to take this opportunity to briefly describe legislation Henry Waxman
and I have introduced to help us marshal and coordinate our resources to much
more effectively wage war against this significant threat to our nation’s health. H.R.
2840, the Children’s Asthma Relief Act of 1999 creates a $50 million program within
the Maternal and Child Health Block Grant program to assist communities in areas
with a high prevalence of childhood asthma and a lack of access to medical care to
establish treatment centers. In addition to providing medical care on site and in var-
ious areas of the community through “breath mobiles,” the centers will also provide
education to parents, children, health providers and others on recognizing the signs
and symptoms of asthma, provide medications, and provide training in the use of
these medications. The centers will also provide other services, such as smoking ces-
sation programs and home modifications to reduce exposure to allergens.

In closing, I want to welcome all of our witnesses and to note that I especially
appreciate Dr. Richard Weisman’s willingness to discuss childhood poisonings and
the vital role that our nation’s poison control centers play in addressing this serious
problem.

PREPARED STATEMENT OF HON. ToMm BLILEY, CHAIRMAN, COMMITTEE ON COMMERCE

Mr. Chairman, thank you for calling this hearing today. This topic—Children’s
Health: Building a Better Future—is an important one that calls out for closer scru-
tiny and examination. This subcommittee is considering a range of issues—each are
deserving of our attention. First, today we will examine a heart breaking condi-
tion—autism. Autism is a serious disease. Autism is not rare: it affects 1 in every
500 children born today and is more prevalent than Down syndrome, childhood can-
cer or cystic fibrosis. It hits children during the first two years of life and causes
severe impairment in language, cognition and communication.

The next matter before us today is adoption. During my time in Congress, I have
always focused on adoption policy and I see great potential for progress in this im-
portant area. I especially believe that there is more that we can do to encourage
adoption of children with special needs. If children born with birth defects are
adopted early, they stand a far better chance in life than if they go through the fos-
ter care system.

Juvenile diabetes and pediatric asthma are maladies that cost individuals, fami-
lies, and society at large dearly. It is important that the Members of this sub-
committee listen to this testimony and discuss possibilities for building for a better
future by reducing the incidence of these diseases among children. We know we can
lessen the incidence of child mortality through the use of successful poison control
methods. We are told that every dollar spent on poison control centers saves seven
dollars in potential medical costs. Let us examine how we can help make these cen-
ters even more effective.

Once again, I applaud this subcommittee for conducting a hearing on children’s
health. We have before us two panels of distinguished guests who bring a wide
breadth of perspective. I look forward to their testimony.

Mr. BILIRAKIS. The first panel consists of Ms. Rene Russo, board
member of the Cure Autism Now group from Los Angeles, Cali-
fornia, and Ms. Francine Young, registered nurse, from Tona-
wanda, New York.

Ladies, thank you so very much for taking time away from your
families and your work to be here. I don’t know whether Ms. Young
furnished us with her testimony, but in any case, the point is all
of your written testimony is a part of the record if we received it.
And I will turn the clock on for 5 minutes, and hopefully you can
get your story across. Obviously if you need more time, I will give
it to you. Ms. Russo, please proceed.
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STATEMENTS OF RENE RUSSO, BOARD MEMBER, CURE AU-
TISM NOW, ACCOMPANIED BY JONATHON SHESTACK, PRESI-
DENT, CURE AUTISM NOW; AND FRANCINE YOUNG

Ms. Russo. Mr. Chairman, I am terrified. I am so excited.

Mr. BILIRAKIS. Please pull the mike closer.

Ms. Russo. I am terrified. I am excited to be here. I feel so glad.
There are so many emotions coursing through by body, it will be
a miracle if I get through it. If I stop to cry, that is who I am. I
can’t help it. I really do care about kids. Usually I am on the other
side of the panel, the one being asked or sometimes guilted into my
time and resources. So I know how difficult it is for you to make
decisions between schools and foreign aid and roads and who gets
it and who doesn’t. I said to a few of you, I am thankful that it
is your job because I couldn’t do it. I really couldn’t.

It was very difficult for me to focus on a couple of different char-
ities because they are all worthy. They all need money. I adopted
a little boy this year with CF, that I saw die before my eyes. So—
oh, boy, here we go. How many minutes do I have here? Here we
go. I am going to race through it. I will collect myself.

Having said that, there were a few reasons that I really chose
autism. I met Jon and Portia Iverson. They started Cure Autism
Now, CAN, several years ago at a lunch and it was at that lunch
that I learned that their son, Dov, had just been diagnosed with
autism and they had just started CAN. I knew very little about au-
tism but what was amazing to me at that lunch were the statistics.
I was very curious about them. I just wanted to run a couple of
them to make it very clear for you. Really I am making it simple
for myself, but I learned that one in every 500 children have this
disease or diagnosed every year. That is 400,000 people in the
United States. It is more common than multiple sclerosis, Downs
syndrome or cystic fibrosis.

I remember sitting and thinking, I wonder why I haven’t gotten
a letter in the mail to head up a fund raiser if it is so prevalent.
I hadn’t heard of it yet there were so many kids that had it. We
are not sure if it is a real epidemic or better reporting, but we do
know that in California, where I am from, the Department of De-
velopmental Services reports a 263 percent increase in autism in
the last 10 years.

We found out this week that in Florida there has been a 500 per-
cent increase. That is terrifying to me. It is terrifying for the kids
that are here and the ones that aren’t. I also learned at that lunch-
eon that as of 3 years ago, the funding was $5 million. That is less
than $12 a person, even though autism is estimated to cost the
country some $13 billion a year. I remember sitting there and
thinking, wait a minute, if this disease is more common than the
three big childhood diseases, then why is it so underfunded? And
Portia and Jon explained a little bit of the history of autism. It has
been ignored to so long because in the 1950’s the medical commu-
nity thought that it was bad parenting, trauma, neglectful mothers.
So obviously the parents were stigmatized and never moved for-
ward to organize and the scientists did no research. So a genera-
tion of children were lost. Gradually they realized autism was a
medical problem, but they thought it was incurable. So scientific
knowledge grew all around the disease, but it was never applied to
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autism. When Jon and Portia’s son was diagnosed with autism, it
took 6 months and five different specialists to be told there is noth-
ing to be done.

Damn. Sorry.

But to hold onto each other and cry and then to move on with
their lives.

God. This is by far the hardest thing I have ever done. Okay. A
mother handed me a note that she wanted me to read to you. She
said, when our son was diagnosed 3 years ago, we were told he had
a chronic incurable condition. There was no protocol for the treat-
ment, no specialists at all. The doctors said all we could do is start
educating ourselves, start searching. And even today, a parent is
being told the awful news; and there is nowhere for them to go. So
they were told to start educating themselves, but there is not a
whole lot of information out there.

Jon and Portia went to the NIH at that point, and that is when
they found how little money was being spent on autism and how
little information there was on the disease. So what they decided
to do was go to the neuroscientists themselves—God bless par-
ents—and they all said the same thing, that there was an unbeliev-
able potential for progress even with the limited information and
with the best minds and latest technology early detection, preven-
tion, better treatment and even a cure was possible.

So they were hopeful. They organized thousands of families. They
went back to NIH, and unfortunately what they found was because
of turf battles and scientific competition nobody wanted to share
what they had. They were back to square one. So the families orga-
nizing went back into the community and started their own brain
banks and gene banks so that more people could get into the field.
That brings us to the present.

How am I doing, pretty good? I think I have a minute left here.

We are not asking you to tell the NIH how to do science or to
fund and what not to fund and, but we are asking you to create
a policy that would take advantage of what is known now, to help
the scientists work together and help these kids. That is the idea
behind the Centers for Excellence, the five Centers for Excellence,
a place where families can go and get a diagnosis, some hope, clin-
ical care. Where the very best scientists can get together and ac-
cess those families to finding a cure.

The purpose behind Congressman Greenwood’s bill is to create a
structure that encourages scientists to collaboratively share infor-
mation and treatments because early diagnosis for these kids is
very important to their future. It is the difference between a word
and a functioning human being. This was the same model that was
used to make incredible breakthroughs in childhood leukemia and
Alzheimers.

In childhood leukemia, for instance, it went from a 20 percent to
80 percent survival rate. So we are basically stealing that model.
Recently the autism community has mobilized, and they do feel po-
tential for a breakthrough, but we need the money. We need your
help. Because these kids, half of these kids will never learn to talk
or go to school; and they will never live independently. Many of
them will end up in institutions and group homes.
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I can’t tell you how many parents don’t have the time or energy
or resources to help these kids. We think that the parents are tak-
ing care, but they don’t know where to go. I know every parent’s
pain is deep and that every disease has its own suffering, but in
autism the neglect has been so severe and the potential for
progress so great that it would be tragic to do nothing.

Two years ago, we did a fundraiser that raised $250,000. That
was a big deal for us. At that time and at the present, that is the
most money that we have ever raised at one event. This is a dis-
ease that affects over 400,000 people. I don’t need to sit here and
tell you how painful it is for parents because we are all parents,
and we can imagine that. But I remember one parent saying to me
that it was like someone crept into her son’s second birthday into
her house and took her baby’s mind and personality and left his
bewildered body behind.

I love you.

I think if one in 500 kids were actually being abducted in the
United States, it would be a national emergency; and I think this
should be. So thank you so much for your time. God bless you all
and thank you so much for having me.

[The prepared statement of Rene Russo follows:]

PREPARED STATEMENT OF RENE RuUsso, BOARD MEMBER, CURE AUTISM NOow

Mr. Chairman and Committee Members, I feel blessed to be here today. Thank
you for this opportunity. I'm usually the one on the other side of the panel, the one
being asked, sometimes guilted, into giving my time and resources to yet another
worthy cause. As you know, it’s a real challenge because they’re all heartbreaking
and they all need money. I don’t know how you decide day after day between
schools, foreign aid, roads—who gets it and who doesn’t. God bless you all. I'm glad
it’s your job. I'd end up in the loony bin.

Having said that, it was a real challenge for me to make a decision what to sup-
port given limited time and resources.

I met Jon and Portia several years ago at a luncheon with some mutual friends.
At that lunch I learned their son had recently been diagnosed with autism, and they
told me how they had just started Cure Autism Now. To be honest, I knew very
little about autism. What was amazing to me were the statistics, the numbers about
the disease.

Here’s what I learned:

—Every year autism affects 1 in 500 children.

—That’s 400,000 people in the United States.

—And it’s more prevalent than multiple sclerosis or downs syndrome or cystic fi-
brosis.

I remember sitting there thinking gee, I wonder why I haven’t gotten a letter in
the mail asking me to head a fundraiser for autism given it’s so prevalent.

We're not sure if there’s a real epidemic or it’s better reporting but we do know
that in California, where I'm from, the Department of Developmental Services re-
ports a 263 percent increase in autism in the last ten years.

What was also amazing to me about that luncheon was that the funding for au-
tism, as of two years ago, was $5,000,000. That’s less than 12 dollars a person even
though autism is estimated to cost this country some 13 billion a year.

So I'm sitting there thinking wait a minute. If this disease is more common than
the three big childhood diseases, then why is it so underfunded?

The reason that has been ignored for so long is that in the 1950s, when scientists
first started describing autism, they blamed it on bad parenting, trauma or neglect-
ful mothers.

Parents were stigmatized so they never organized and serious scientists did no
research. A generation of children was lost. Gradually they realized autism was a
medical problem, but they thought it was incurable. Scientific knowledge grew all
around the disease, but were never applied to autism.

When Jon and Portia’s son was diagnosed with autism, it took six months and
five different specialists to be told there’s nothing to be done but hold each other
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and cry and then move on with your lives. That was it. No hope. No advice, just
ignorance.

They didn’t accept that answer. They explored every therapy, every theory—ev-
erything you would do for your child. When those didn’t work, they said there must
be something new. But it simply didn’t exist.

Jon and Portia went to the NIH and that’s when they found out how little was
being spent on autism and how little information there was on the disease.

What they decided to do was go to the neuroscientists themselves. They all said
the same thing. There was an unbelievable potential for progress. With the best
minds and latest technology—early detection, prevention, better treatment and even
a cure was possible.

After organizing thousands of families themselves, Jon and Portia went back to
the NIH and what they found was that because of turf battles and scientific com-
petition, nobody wanted to share what they had. They were back to square one.

Can went out into the community and started their own brain banks and gene
banks so more people could get into the field.

Which brings us to the present. We're not asking you to tell the NIH how to do
science, what to fund and what not. We're asking you to create a policy that takes
advantage of what is known and use it.

That is the idea behind centers for excellence—a place that families can go to get
a diagnosis and clinical care and the very best scientists can get access to those fam-
ilies. The purpose behind this bill is to create a structure that encourages scientists
to work collaboratively, sharing information and treatments.

This was the same model that was used to make incredible breakthroughs in
childhood leukemia and Alzheimers. In childhood leukemia the survival rate went
from 20 to 80 percent.

Recently, the autism community has mobilized. They feel the potential to make
a major breakthrough is here.

But they need your help.

Because half of these kids will never learn to talk or go to school. They will never
live independently. And many will end up in institutions or group homes.

I know that every parent’s pain is deep and that every disease has its own suf-
fering, but in autism the neglect has been so severe and the potential for progress
so great, that it would be tragic to do nothing.

Two years ago we did a fundraiser that raised $250,000, and that is, at present,
the most money ever raised at one event for autism—a disease that affects over
400,000 people.

Look, I don’t need to sit here and tell you how painful it is for parents because
we’re all parents and we can imagine that, but I remember one parent saying that
it was like sometime before her son’s second birthday someone crept into her house
and took her baby’s mind and personality and left his body behind.

If one in 500 kids were actually being abducted in the United States it would be
a national emergency, and so should this be.

Please pass Representatives Chris Smith and Jim Greenwood’s bill out of this
committee and send it on to the house floor this year. Please allow these families
to have hopes and dreams for their children again.

The potential is there. With your help, it will happen.

Thank you.

Mr. BiLiRAKIS. Thank you, Ms. Russo.
Ms. Young, please proceed.

STATEMENT OF FRANCINE YOUNG

Ms. YOUNG. Thank you, Mr. Chairman and Mr. Brown and all
other members of the subcommittee for giving me this opportunity
to talk about autism. Mr. Chairman, I would also like to publicly
thank my Congressman, Mr. LaFalce, for helping me to arrange my
appearance here today. Congressman LaFalce received a letter
from the Autism Society of America last Friday supporting my tes-
timony and thanking him for his interest in autism. The letter also
enclosed from other parents across the country to support the in-
creased funding for autism research. I hope the letter can be in-
cluded in the hearing record.

Mr. BILIRAKIS. Without objection, it will be.
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Ms. YOUNG. I am here

Mr. BILIRAKIS. Please move your mike closer. Do the best you
can. I know it is tough for you.

Ms. YouNG. Thank you. I am here to speak for the children be-
cause they cannot speak for themselves. I am a registered nurse of
18 years, and my son, Douglass Young, Jr., is our pride and our
joy. As with any parent, your love for your child surpasses life
itself. My son was born a healthy baby boy December 11, 1996. In
May of this year, he was diagnosed with autism. Being from the
medical profession, I insisted on a battery of tests to rule out other
possiblities before accepting that diagnosis.

As you can imagine, the news was devastating. It was as if some-
one just ripped my heart out of my chest because presently there
is no cure. At the time of the diagnosis I felt helpless and very
alone in my sorrow. Like any other mother I would give my life
gladly in exchange for my child’s health. I would climb any moun-
tain and go anywhere to save my baby. As a registered nurse, I
know that at this time autism is a lifelong disability where the
prognosis is unknown. Small strides have been made against au-
tism, but there has been no new treatment in the last 25 years de-
veloped by the medical profession. This is a travesty for parents,
families and children. Only if you are the parent of an autistic
child can you understand the pain. I talked to other mothers and
fathers with autistic children and our common saying is we are
walking in these shoes, but they hurt too much. I would love to
take them off. Just because our children cannot talk, doesn’t mean
they have nothing to say. If they could, they would be crying,
please help me.

Imagine for a moment your baby not calling you mom or daddy.
Imagine for another moment your child needing you, but unable to
call out for help. It is as if they had a stroke. They know every-
thing going on around them and can’t make their feelings known.
They can’t tell us if they are hungry or have a sore throat. They
can’t express their wants through verbal communications. When
you call them it is as if they are deaf, retreating to a world of their
own. They cry sometimes for hours on end and they cannot be con-
soled because they are in physical pain brought on by chronic gas-
trointestinal problems and other problems. When you are out in
public it is hard to explain their peculiar behavior because phys-
ically they look absolutely normal.

How many other families and children must feel the pain? My
5-year-old daughter always asks me, why doesn’t Dougie talk; why
doesn’t he play with me? How do you answer those kinds of ques-
tions? I am scared for my son’s future. How will he be treated. Will
he ever get married or have a family. Those answers lie with you
because if these bills are passed, we may find the cause and help
our babies. So that maybe this disorder can be a disorder of the
past. If this is an outbreak of small pox, we will be all over it. But
because these children have no physical handicaps, we tend to for-
get them. I love my son, and so do all of the parents of autistic chil-
dren. Please, I beg you, help us by passing bills H.R. 274 and H.R.
997.

Excuse me.
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The Los Angeles Times August 16, 1999, headlines, State Re-
ports Epidemic of Autistic Children. Dr. Bernard Rimland of the
Autism Research Institute in San Diego says we are in the middle
of an autism epidemic.

It has already been stated that one in 500 children are autistic
according to the National Institutes of Health. Recent reports in
New Jersey are telling of autistic clusters affecting 1 in 150 chil-
dren in California. One child is being diagnosed as autistic every
4 hours or 6 children a day. I have more, but you can read that
later. On October 7, 1999, the Miami Herald reported the Florida
Department of Education has documented a 563 percent increase
in autism in the last 10 years. The U.S. Department of Education
has reported an increase of autism in every State. There is no such
thing as a genetic epidemic. We are losing a generation of children.
We cannot allow this to continue in our great Nation. We need to
find a cure. We have to know the causes and determine which
types of autism can be prevented. We have to have the guidance
of qualified physicians when your child is diagnosed with autism.
They say sorry, Mrs. Young, but there is no cure, and we really
don’t know how to treat him. You are pretty much on your own to
see which stone age treatment will work best.

These children need to have proper medical care as early as pos-
sible. We need to accelerate our biological and immunological re-
search. These children have been ignored for so long. Parents are
going bankrupt refinancing their homes and trying every treatment
under the sun for the small chance their child might be helped. For
every child diagnosed with autism, estimates are showing that it
will cost $2 million for a lifetime of care.

In closing, I want you to look at my son. Here is a picture, my
love of my life. This could be your child or your grandchild. No one
in this room is immune to autism, no one in this room. It knows
no color, no race, no color and no creed. If we continue to ignore
this disorder, we will all be mourning our children and one day be
saying to ourselves, why didn’t we listen. Why didn’t we care.

Don’t let this happen to your child or grandchild for the pain is
too unbearable. Let’s attack it before it grabs another baby’s life.
You are in a position and the only ones that can help them. For
the children, pass these bills. Please look at my baby one more
time and don’t say no to my son or anyone’s autistic child. Thank
you. Thank you.

[The prepared statement of Francine Young follows:]

PREPARED STATEMENT OF FRANCINE YOUNG

Thank you Mr. Chairman and Mr. Brown and other members of the subcommittee
for giving me this opportunity to talk about autism. I am here to speak for the chil-
dren because they cannot speak for themselves.

I am a registered nurse of 18 years and my son Douglas Young Jr. is our pride
and our joy. As with any parent: your love for your child surpasses life itself.

My son was born a healthy baby boy Dec. 11, 1996. In May of this year he was
diagnosed with autism. Being from the medical profession I insisted on a battery
of tests to rule out all other possibilities before accepting that diagnosis.

As you can imagine: the news was devastating. It was as if my heart was just
ripped out of my chest. Because presently there is no cure. At the time of the diag-
nosis I felt helpless and very alone in my sorrow. And like any other mother I would
give my life gladly, in exchange for my baby’s health. I would climb any mountain
or go anywhere to save my baby.
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As a registered nurse I know that at this time, autism is a lifelong disability,
where the prognosis is unknown. Small strides have been made against autism.
There has been no new treatment in the last 25 years, developed by the medical
profession.

This is a travesty!! For parents, families, and the children. Only if you are the
parent of an autistic child can you understand the pain. I talked to other mothers
and fathers with autistic children: and our common saying is: “We are walking in
these shoes...but they hurt too much. I'd love to take them off.”

Just because our children cannot talk, doesn’t mean they have nothing to say.
And if they could: they would all be crying: “please help me”!!

Imagine for a moment your baby not calling you momma or daddy. Imagine for
another moment, your child needing you, but unable to call out for help. It’s as if
they had a stroke!! But they know everything that’s going on around them, and
can’t make their feelings known.

They can’t tell us if they’re hungry, or if they have a sore throat. They can’t ex-
press their wants through verbal communication. When you call them, it’s as if
they’re deaf. Retreating to a world of their own. They cry sometimes, for hours on
end, and they cannot be consoled. Because they are in physical pain, brought on in
part by chronic gastro-intestinal problems.

When you're out in public it’s hard to explain their peculiar behavior, because
physically they look absolutely normal.

How many more families and children must feel the pain?? My 5 year old daugh-
ter always asks me: “momma: why doesn’t Dougie talk?? Why doesn’t he play with
me??” How do you answer those kinds of questions?? I am scared for my son’s fu-
ture. How will he be treated?? Will he ever get married and have a family?? Those
answers lie with you. Because if these bills are passed, we may find the cause and
help our babies, so that maybe this can be a disorder of the past.

If this was an outbreak of smallpox we would be all over it. But because these
children have no physical handicaps and look so normal, we tend to ignore it. I love
my son and so do all parents of autistic children. Please, I beg you, help us by pass-
ing these bills.

The Los Angeles Times on August 16, 1999 (headlines): State reports epidemic of
autistic children. Dr. Bernard Rimlind of the Autism Research Institute in San
Diego says we are in the middle of an autism epidemic. 1 in 500 children are autis-
tic according to the National Institute of Health. Recent reports in New Jersey are
telling of autistic clusters, affecting 1 in 150 children. In California: one child is
being diagnosed as autistic every 4 hours, or 6 children a day.

In Virginia, a 27 percent increase of autism over the past few years has been doc-
umented. The Inland Regional Center in California reports that 2 counties: San
Bernardino and Riverside, are reporting 150 children, diagnosed with DSM4: which
is full blown autism every month. The Miami Herald on October 7, 1999 reported
that the Florida Department of Education has documented a 563 percent increase
in autism in the last 10 years. The U.S. Department of Education has reported an
ilncrease of autism in every state. There is no such thing as a genetic disease epi-

emic.

We are loosing a generation of children.

We cannot allow this to continue in our great nation. We need to find a cure, have
to know the causes, and determine which types of autism can be prevented. We
have to have the guidance of qualified physicians. When your child is diagnosed
with autism, they say sorry Mrs. Young, but there is no cure. And we really don’t
know how to treat him. They have no clue.

You're pretty much on your own, to see which stone-age treatment will work the
best. These children need to have proper medical treatment as early as possible. We
need to accelerate our commitment to biological and immunological research.

These children have been ignored for so long, parents are going bankrupt, refi-
nancing their homes, trying every treatment under the sun. For that small chance
their child might be helped. For every child diagnosed with autism, estimates are
showing that it will cost 2 million dollars, for a lifetime of care.

In closing: here is a picture of my baby son. My love...my life. This could be your
child, or your grandchild. No one is this room is immune to autism. It knows no
race, no color, no creed. And if we continue to ignore this disorder, we will all be
mourning our children. And one day be saying to ourselves: “why didn’t we listen??
Why didn’t we care??”

Don’t let this happen to your child or grandchild. For the pain is too unbearable.
Let’s attack it...before it robs another baby’s life. You are in the position, and the
only ones, that can help them. For the children: pass these bills. Please look at my
baby, look long and hard, and don’t say no to my son. Or anyone else’s autistic child.

Thank you.
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Mr. BILIRAKIS. Thank you, Ms. Young and Ms. Russo. Obviously,
the testimony from both of you is very moving. Our hearts certainly
go out to you, Francine, and our gratitude to you, Rene, for caring
and for putting your energy and your time behind your caring, not
just the money but the energy and the time which is sometimes
even much more important.

Ms. Russo, can you describe, if you know—if you don’t know, I
would like—CAN, the organization to describe to us the effort that
they have taken to start their own gene and brain banks and how
do such banks work and how are they helpful to the advancement
of clinical understanding and improvement of autism.

Ms. Russo. I do know a little bit about it but I think it would
be wonderful for Jon, because he is really great——

Mr. GREENWOOD. Mr. Chairman, can I ask unanimous consent
that Mr. Shestack help her with that question?

Mr. BiLIRAKIS. I guess I have no problem with that. It is out of
the ordinary, but please do that. Again, you are not going to have
enough time to go into it with any detail, but I would like to ask
that you submit that information to us. It can be very helpful.

Mr. SHESTACK. Thank you, Representative Bilirakis, for the op-
portunity. Because autism research was so behind for so long, sci-
entists didn’t have the basic tools they needed to make progress
which was tissue from people, often brains which is the real tough
subject and also DNA which is blood from multi-plex families.
There wasn’t enough to go around and when people had it, they
didn’t share it. So what has happened recently the families from
the various groups, from NAR, with the brain bank and from CAN
with the gene bank, have taken these matters into their own hands
and created these resources with their own money that they have
raised from families and made this available to scientists all
around the world. For instance, with the gene bank in 1 year the
families from CAN contacted 500 families who had two kids with
autism or more. They got to these families and took their blood and
put it in a repository so now everybody can have it. No one has to
go through that cost or expense to get it. We hope that this will
move science much faster. What we have been trying to do is prime
the pump and get it as ready as possible for to you take it over
and to help us. So that is why we have been funding pilot studies
and research and doing everything we can to bring scientists in to
create these resources. And the Internet and modern technology
has made this possible in ways never before.

Mr. BiLiraKiS. How do the brain banks work?

Mr. SHESTACK. People from NAAR know more about it, but what
happens is alerts are sent out to families and to physicians and to
hospitals all around the Nation. In the event of a tragic death of
somebody with autism, if the family consents and they need know
about it in advance, they make sure that brain becomes available.
For instance, I love my 7-year-old son more than anyone could love
anyone in the world, but the truth is, if he were to die tomorrow,
we have worked all these years to help him and we would want to
make sure that in the horror of his death there would be some good
that would come of it. So we would do everything that we could to
make sure that that brain would get into the hands of as many sci-
entists as possible immediately as possible.
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What we do is we let families all around the Nation know about
this and know how very important it is. What the scientists tell us
is what they need is money and time and the raw materials to do
the work. That often means DNA and tissue. Without it, they can’t
do it. The same—the DNA is much easier to get. They just come
to the home and get a blood sample. But right now, people can do
whole genome scans in 6 months. People every day pick up your
paper and they see another gene discovered. Fragile X, a very im-
portant finding in red syndrome, was made the other day, and this
is because large collections of DNA were made available to many
scientists. This is the way that it is going to be done in the future.
No group is going to be able to hold it back anymore. They are
going to have to share it with the public and with the world. It is
the only way to move things fast.

Mr. BILIRAKIS. Does CAN have or does any other organization
have a list, a roster, whatever, if you will, of families with, unfortu-
nately, with this problem?

Mr. SHESTACK. Sure. All of us have our mailing lists. The Autism
Society of America, for instance, has a registry. It is working on
thousands of families that want to participate in research. We have
a list, it is confidential and anynomyzed of 500 plus families with
more than one child, sometimes two or three with autism. So what
we are all doing is going out into our own communities and saying
now there is a real opportunity. Ten years ago maybe there wasn’t,
but now we can solve this. And we are trying to organize ourselves
and put us in a position to best take advantage of these centers of
excellence. We are cooperating among ourselves and trying to sug-
gest tﬁat you help set up a system at the NIH for scientists to help
as well.

Mr. BILIRAKIS. Thank you. Mr. Brown is recognized.

Mr. BROWN. Thank you, Mr. Chairman. I don’t know specifically,
this is not addressed to any one of you in particular, but any of you
that can can answer it. Is there any evidence that any racial group
or demographic group or any demographic group on poverty, gen-
der, anything that you can tell us? Certainly there are geographic
issues involved, but can you comment on any of that?

Ms. Russo. There may be geographic issues, but, no. That is
what we don’t know. That is why we need the science. It just hits
across the board.

Mr. SHESTACK. That is correct. Autism strikes all racial groups,
all economic groups, all religions, all creeds, all nationalities. The
only thing you can say economically is taking care of—if you
weren’t poor to begin with, you will be poor.

Ms. YOUNG. You will become poor.

Mr. BROWN. In the geographic disparities, Ms. Snyder from
Philadelphia mentioned to me talking before our conference outside
that in I believe Montgomery County, Pennsylvania, or at least in
her community inside Montgomery County it was 1 in 200. Ms.
Young, I think that you said the increase was in 500 percent in
California

Ms. YOUNG. And it does affect more boys than girls.

Mr. BROWN. We do know that for sure, but we don’t really know,
whether it is chemical plants, pesticides or lawns or agricultural,
we really don’t have any information at all?
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Ms. YOUNG. In New dJersey, it is mostly industrial. They also
found a cluster in Granite, California, which is a totally opposite
environment. So if you are looking for pollutants, I don’t know if
you can make a connection because they are totally opposite.

Ms. Russo. I think that is the important part of this bill. That
is the research that we need.

Mr. BROWN. What age is it? At what age is it most commonly di-
agnosed?

Ms. Russo. Two, around 2V2.

Mr. SHESTACK. Actually, if I could, autism comes on sometimes
between 18 months and 2 years old. But often a family doesn’t get
diagnosed, particularly if you go to a boy, because you go to the
doctor and the doctor says boys speak slowly. Don’t worry about it,
he will grow out of it. But they don’t

Mr. BROWN. More likely to have it diagnosed later, I assume. Are
the symptoms always there prior to the age of 3 or 4?

Ms. YOUNG. Mine did not have infantile autism. I had a develop-
mental pediatrician look at his tapes prior to up until about 13
months and there was no signs. He was saying mommy, he was
saying daddy, he was saying go, up, car. Then everything stopped.

Mr. BROWN. Then the development is arrested or reversed?

Ms. YoUuNG. Right. They regress.

Mr. BROWN. Are the major drug companies in this country doing
any appreciable research or leaving it up to the government?

Mr. SHESTACK. The drug companies in this country are not doing
any appreciable research. Until the last several years, what the
drug companies have done recently is support groups like CAN and
the national alliance for autism research to help them do pilot
studies. In that way they have been generous the last couple of
years, but that is $30,000 or $60,000 a study. None of them that
I know of have any emphasis on autism yet. As you know, the drug
companies are not encouraged to do any work in pediatric illnesses.
We all think that kids get good care because sick kids are so sad
and so pathetic. But, in fact, the opposite is true. The children get
the worst care from physicians, from the Federal Government, and
from the pharmaceutical companies because they aren’t there

Mr. BROWN. This society doesn’t put many resources into their
children. We don’t pay people well that take care of children, we
don’t seem to have in this society the kind of interest that we
should in the young. Have you asked the drug companies particu-
larly someone, Ms. Russo, with your stature and name, to ask the
drug companies about—I mean, sending a letter to all of the major
drug companies asking them to do research?

Ms. Russo. We had that meeting, that discussion last night so
we are on that front. There are so many things. I am doing some-
thing right now that I am helping in the way that I can, but we
had that discussion last night about just that thing, that idea.

Mr. BROWN. Thank you. That is all, Mr. Chairman. Thank you.

Mr. BiLIRAKIS. I thank the gentleman. Mr. Greenwood.

Mr. GREENWOOD. Thank you, Mr. Chairman. Thank you very
much. That was very hard for each of the witnesses I know, and
we honor you for being here and doing that. I requested to double
the funding from $30 million to $60 million. Money is all relative
and numbers are relative, but I just wanted to note for the record
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last year we spent $148 million researching obesity. We spent $116
million researching sleep disorders. I don’t want to hear from those
groups because I am not suggesting that we decrease either of
those lines, but I think in just reflecting on the pain that was ex-
pressed by the witnesses, by Mr. Shestack, and—you can’t see be-
hind you, ladies, is that everybody else is crying at the same time.

Just to honor that and to put things in the proper perspective,
going from $30 million to $60 million is not asking a heck of a lot
in a budget that is $1.7 trillion a year. I also would just like to note
a couple of guys in the audience. One of them is David Greigo. Is
David still here? Stand up and wave. How are you doing, buddy?
And also—good for you. Also John Harding. Are you still here?
Stand up and wave, John. These are friends of mine from my dis-
trict. David Greigo is the son of Amby Warden and Jerry Greigo,
people that I met when we all worked in the same case work office.
I married the lady next door to my office and so did Jerry. And
Mrs. Harding is from our district.

I am convinced that we could do this. I am convinced that the
funding is available. We have a huge surplus. We can afford to do
this. We are going to do this and the thing that is exciting to me
is the notion that we are going to have a place, five places at least
in this country for starters, where every parent can take their chil-
dren and make sure that no stone is left unturned. And that is our
commitment. I am delighted that we are joining this effort with the
other measures because I think we are going to build some synergy
here. I think all of the groups who are interested in their piece of
this bill will become one vast army across the country and see this
thing through. I thank you for joining us, and I don’t need to ask
you any more questions. Thank you so much for being here.

Mr. BILIRAKIS. Ms. DeGette, to inquire.

Ms. DEGETTE. Thank you, Mr. Chairman. I want to echo what
Mr. Greenwood said. Let me put this into a little bit of perspective.
I just found out earlier this afternoon that the defense appropria-
tions bill that we are talking about, the newest proposal is about
$9 billion over the President’s request including a whole bunch of
experimental fighter planes.

I am not against defense, we need a strong defense in this coun-
try. But it seems to me that when you are talking about kids who
are the future of our country and they are your kids, my kids, all
of these kids. It is not—I mean, autism—I have friends who have
autistic kids. As a parent you know what it is like. I have friends
who have kids who have all kinds of other terrible conditions as
well. We are going to put $9 billion into defense it seems to me
when we are all fiscally responsible and trying to have a balanced
budget and trying not to raid Social Security, we have to make
choices in this country. You can’t have everything. It seems to me
the thing that we want is a healthy generation of kids.

The other thing that I will say having worked on diabetes issues,
we are so close in so much of this research. Doctor, I know that
you can confirm some of this. A lot of the research goes across dif-
ferent diseases, it goes across different disciplines. So if we can
have basic research, basic cell research, a lot of times this will
help. Also we need as my colleague, Mr. Brown just said, we need
to beef up environmental research with CDC because we don’t
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know if this is completely genetic, environmental factor, whatever.
Thirty million dollars or $247 million or whatever, it is not even
one fighter plane. This is my view. Ms. Russo, the one thing you
said that I want to stress that we really need to do is we need to
collaborate and work together across disciplines and across NIH
and all other research agencies. That is how we are going to solve
these problems. Thanks for coming. It is not easy what you are
doing, but you have a lot allies in this fight on both sides of the
aisle. Both Republicans and Democrats care a lot of about kids’
health. These guys know that if they don’t pay attention to it, they
have got me to deal with. I am a mom. So thanks for coming. I
yield back, Mr. Chairman.

Mr. GANSKE. Thank you, Mr. Chairman, and thanks to the panel.
It has been a tough day of testimony for you, I am sure.

I just would ask a general question, since we are looking at
money for research, do you have any suggestions for avenues that
ought to be explored or ways in which we ought to be looking at
funding additional programs?

Mr. SHESTACK. The answer is no actually. We would like the sci-
entists at NIH to make those most specific suggestions. That is not
what we are here for today. We are suggesting perhaps that they
look at it harder and create a policy that is more geared toward
success. But we would not suggest which avenues would be the
most promising, because the people at NIH are actually very quali-
fied to do that. We need you to give them the tools and the push
to do it more.

Mr. GANSKE. Sometimes parents of a child with an illness be-
come quite expert in reading everything they can abo