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SPECIAL OLYMPICS

SUNDAY, JULY 2, 2006

U.S. SENATE,
SUBCOMMITTEE ON LABOR, HEALTH AND HUMAN
SERVICES, EDUCATION, AND RELATED AGENCIES,
COMMITTEE ON APPROPRIATIONS,
Ames, IA.

The subcommittee met at 1 p.m., in Benton Auditorium, Iowa
State University, Senator Tom Harkin presiding.
Present: Senator Harkin.

OPENING STATEMENT OF SENATOR TOM HARKIN

Senator HARKIN. Good afternoon. The Senate Appropriations
Subcommittee on Labor, Health and Human Services, Education,
and Related Agencies will come to order. I want to welcome every-
one to this hearing, an official hearing of the Senate Appropriations
Subcommittee. As I mentioned, that covers Labor, Health and
Human Services, Education, and Related Agencies.

The chair of this subcommittee is Senator Arlen Specter of Penn-
sylvania. I am the ranking member. The two of us have served to-
gether as either chair or ranking member of this subcommittee
going back now—I'm trying to think—18 years.

I might just add parenthetically that Senator Inouye, who is a
Senator from Hawaii, once described our committee structure thus-
ly. He said the Defense Appropriations Committee is the committee
that defends America. He said this Subcommittee on Health and
Human Services, Education, and Related Agencies is the committee
that defines America because of what we do in terms of everything
from early childhood to late in life.

It’s an exciting afternoon to be here in Ames, as we all look
ahead to the opening of the first-ever Special Olympics USA Na-
tional Games. These games represent in microcosm a kind of ideal
world for people with intellectual disabilities. The accent will not
be on the participants’ disabilities but on their abilities. The ath-
letes will have abundant opportunities to compete and achieve on
a level playing field. Their success will be determined by their own
hard work and talent and determination.

Unfortunately, the world outside of Special Olympics is not near-
ly so hospitable to the 7 to 8 million Americans with intellectual
disabilities. Too often they continue to stand alone as a silent and
neglected minority. It’s true that we’ve made significant progress
thanks largely to the Americans with Disabilities Act, which was
signed into law in 1990, 16 years ago. More and more adults with
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intellectual disabilities are receiving appropriate educational serv-
ices and opportunities, living independently and working.

But we have a long way to go. It is an appalling reality that
some 90 percent of adults with intellectual disabilities are not em-
ployed. They want jobs, but often employers are reluctant to hire
them. They want to be equal members of the community, but soci-
ety is not always ready to accommodate them.

This situation certainly will not be helped by the decision an-
nounced this week by the U.S. Supreme Court. The Court held that
parents who prevailed in special education cases brought under the
Individuals with Disabilities Education Act, IDEA, cannot get reim-
bursed for expert testimony and expert fees. The Court made this
ruling despite clear congressional intent to the contrary. So I would
just say perhaps Congress needs to spell it out even more clearly.

In March 2001, in conjunction with the 2001 Special Olympics
Winter Games in Anchorage, Alaska, my colleague, Senator Ted
Stevens, chaired a similar hearing like this on promoting the
health of individuals with intellectual disabilities. That was the
first hearing of its kind devoted exclusively to the needs of people
with intellectual disabilities.

So today’s hearing aims to bring us up to date on changes that
have taken place since that hearing 5 years ago. While Senator
Stevens’ hearing focused only on health issues, today’s testimony
will also focus on education and employment issues. I'm especially
concerned that a growing number of Americans with intellectual
disabilities do not have access to the most basic health care.

You’ll hear testimony from former Surgeon General Novello on
the higher prevalence of many illnesses affecting people with dis-
abilities. She has three challenges that she will line up for us. Our
director of the Centers for Disease Control and Prevention, Dr.
Gerberding, will testify about the chronic illnesses and the research
that’s been done into the neglect of this population and the need
for health promotion and prevention among people with intellectual
disabilities.

When the Senate returns after the July 4 break, based upon this
hearing and other information that we have obtained, I plan to in-
troduce, with others, legislation focusing on the health of people
with disabilities with a special emphasis on wellness and disease
prevention.

As we will see vividly displayed at the Special Olympics this
week, people with intellectual disabilities are in most ways just
like the rest of us. They too aspire to the American dream of inde-
pendence, self-determination, full participation as productive mem-
bers of our society. We have a powerful interest in helping them
to succeed because America is better and fairer and richer when we
make full use of the abilities of all of our citizens.

So we are fortunate to have an exceptional panel of witnesses
this afternoon. We’ll have two panels, the first panel and the sec-
ond panel. Timothy Shriver has been chairman of the Special
Olympics for the last 9 years. In that capacity he serves nearly 2
million Special Olympics athletes and their families in more than
150 countries.

Dr. Gerberding, Julie Gerberding, is director of the Centers for
Disease Control and Prevention and a tremendous leader in the



3

field of wellness and disease prevention. Dr. Antonia Novello, the
former United States Surgeon General and now Commissioner of
the New York State Health Department. That will be our first
panel. I will introduce our second panel when they come up.

Although she is not testifying today in an official sense, she has
testified by being the first person who invited some kids with spe-
cial intellectual disabilities into her yard many, many years ago to
participate in some athletics, and out of that little beginning grew
the whole concept of Special Olympics. So she has testified in so
many ways by devoting her life to helping people with intellectual
disabilities, and she is the start of all of our Special Olympics. I'm
proud to introduce Eunice Kennedy Shriver.

To show you how good she is, if only I could have gotten my kids
to do certain things, but she got one of her kids to do something
very great and to take over for her leadership and to become the
CEO of our Special Olympics. It is an honor to have you here.

I just want to say to all of our witnesses, your statements will
be made a part of the record in their entirety, and you can testify
any way you wish. I would be pleased if you just sort of give us
your best thoughts and take 5 minutes, 7 minutes, whatever it
might take.

So we're privileged and proud to have you, Tim Shriver. Welcome
back. We were here together 3 years ago when we stood here in
this building and announced the first National Games to be held
here. Thank you, thank you, and thank you for all you've done. Tim
Shriver.

STATEMENT OF TIMOTHY SHRIVER, Ph.D., CHAIRMAN, SPECIAL OLYM-
PICS INTERNATIONAL

Mr. SHRIVER. Thank you, Senator Harkin, distinguished guests,
Dr. Gerberding, Dr. Novello, and the next panel, which includes
Kyler Prunty and Laurie Noll and Peggy Whitworth and Peter
Farrelly. I want to join together with everyone in this room for
thanking all of you, especially you, Senator. As we all know, cer-
tainly the people Iowa know and the people of the country as well,
there is no greater champion of disability rights than you.

I've had a chance to share that message with your staff on many
occasions as we've worked together. The country owes you and the
world really. We’ve had the great honor in Special Olympics of see-
ing the rights and capabilities of people with intellectual disabil-
ities begin to be understood around the world, and always they
come back to the United States, for example, to the ADA, to your
work and leadership.

There really is no finer representative of what we want to accom-
plish in public policy anywhere in the world than you are. It’s no
wonder that we are here in Iowa. The wonderful people of this
State, this University, welcoming this movement as they have,
have been extraordinary. We could not have asked for more. So
we're very grateful.

I also want to join in thanking my mother for getting me a job.
Thank you. There are other members of the Board of Directors here
as well. Loretta Claiborne is here. Bruce Pasternack, our new
president and CEO, is doing a terrific job. David Braddock is here,
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and other distinguished members of our movement from around
the world. So I want to thank all of them.

I want to just say briefly a few comments, Senator, if I could. We
last ran into each other in an airport. I was on my way to San Sal-
vador for the first ever Special Olympics Latin American Games
which were held there in the capitol under the stewardship of
President Saca there. We had athletes from all over the continents
of South America and Central America. We had about 1,000 ath-
letes in an extraordinary display of skill.

But when we met in that airport, I could have been going almost
anywhere. This year alone we will have European Games in Rome,
Middle East/North Africa Games in Dubai, Asia Pacific Games in
Mumbai, Chinese National Games in Harbin, and, of course, these
games here in Ames. Those are on top of some 25,000 national, pro-
vincial, county, local games that take place every day.

It has really become a reality that my mother wished for many,
many years ago that Special Olympics would not be an event but
a movement, not just something that happens once a year but
something that happens every day, not just an invitation to pity or
sympathy but an invitation to dignity and respect. We have learned
a great deal from our growth as a movement, 2.2 million athletes.
The most important thing we have learned is that this is not a
movement about them. This is a movement about all of us.

I think as we come together for these games the message which
I think is most important and which the people of Iowa have cer-
tainly come to understand is that there are no spectators in Special
Olympics. Typically the lines of the field define the players. In this
movement the lines do not demarcate player from nonplayer. Each
of us is challenged to change. Each of us is challenged to get better
when we come. Each of us is challenged to rethink expectations.

That is the demand of our athletes. They do not win on the play-
ing field simply for the joy of sport, although that is the primary
motive. But they win in a larger sense with the demand, the de-
mand that we recognize the barriers and limitations that continue
to thwart their full inclusion into society and that we change.

When we looked at what people with intellectual disabilities say
is the greatest barrier to their happiness in life, they don’t cite dis-
ability; they don’t cite genetics; they don’t cite cognitive delay; they
don’t cite function; they don’t cite seizures. Over 80 percent cite at-
titudes, attitudes of discrimination, attitudes of misunderstanding,
attitudes of fear. The biggest obstacle they face is what I think of
as attitudes of mass destruction. For this population it is no minor
issue.

Recently international organizations have released reports on
conditions in institutions in places like Turkey and Romania docu-
menting malnutrition, starvation, surgery without anesthesia, ne-
glect as a routine course of life. In the city of Washington, DC., we
have chronicled for over 7 years horrific conditions in the group
homes under the leadership of the city. After 7 years the mayor an-
nounced just a few months ago that, sadly, progress had not been
made, that despite over 50 deaths being accounted for there due to
neglect or abuse largely on the part of the caretakers of the people
in those group homes.
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We are tired of hearing the stories that doctors say that they
don’t want a person with intellectual disabilities in their waiting
room. We're tired of hearing children say they have no friends in
middle school. We're tired of hearing the parents say there is no
one to come to their child’s birthday party. This is a population
that despite the advances in law remains overlooked and under-
served.

Attitudes play a major role in the issues that will be discussed
today, health, education, employment, recreation, and it goes be-
yond those fields, but there are experts here much, much more gift-
ed than I in discussing them. I’ll look forward to hearing their tes-
timony.

But we in our own way in Special Olympics have tried to be re-
sponsive. People sometimes ask, “Why? Aren’t you a recreation, a
sports organization?” Of course we are, but we think in this day
and age that change has a new tune. It cannot be led simply by
governmental, business, or community-based organizations, but
there is a vast interlocking network that affects our population. It
includes policy involved. It includes caregivers. It includes organi-
zations. It includes public awareness. It includes the ways in which
people with intellectual disabilities themselves build confidence.

There is no change we have found for our population just with
policy. There is no change just with the joy of sport. It is the link-
age between the confidence created in a movement like Special
Olympics, the thought from people like Dr. Gerberding and Dr.
Novello that goes into changing the way care is administered, the
policy leadership that you have exemplified. We have to work to-
gether. So we have tried in our own way to do that.

Together with the CDC we launched Healthy Athletes a few
years ago. 350,000 screenings have been performed for people with
intellectual disabilities around the world, over 40,000 health care
practitioners trained and exposed to the joys of giving care to a
population they may have feared and at a minimum that they did
not understand.

Together with educators around the world, we have created a
curriculum that challenges young people themselves to become am-
bassadors of acceptance. We can no longer accept inclusion,
mainstreaming, and equality to be simply the responsibility of the
person with the disability. Young people need to be challenged to
do this. We’ve created a curriculum together with many education
organizations. It’s in over 15 languages. It’s reached a million chil-
dren around the world, many of them in China. The challenge is
to say to a young person, “You can become the messenger of accept-
ance in your school.” That kind of partnership we believe has enor-
mous potential.

We've done the same with our family leaders who are challenging
governments in places as distinct as China and Ireland to pass new
legislation. We’ve done it in attitude to help with public awareness.
Who would have thought a few years ago that we would join with
the Farrelly Brothers, with Peter and his brother, to create a film,
a comedy marshaling the enormous creative energy of Hollywood,
the genius of Peter, the acting presence of Eddie Barbanell to chal-
lenge people with joy and laughter to think differently?
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We need new kinds of partnerships. Special Olympics is a plat-
form for that. We are committed to continuing to try and play that
role. We will continue, Senator, to try to build the platforms, to ask
the questions, to celebrate what I like to think of as the plus side.
But we have enormous needs. Now, we cannot do it alone. Thanks
to your help, we have been able to expand our health work.

But it strikes me we got an authorization 2 years ago, and the
one thing that drives me crazy sometimes in this movement is
when people say it’s nice. Not that I don’t want to be nice and not
that our athletes don’t project an image of niceness sometimes and
not that our volunteers aren’t nice people. But we want more than
nice. So we got a wonderful authorization $15 million. Very nice,
very nice. But it’s not important if there’s no money to support it.

So we will do whatever we can. We will marshal the energy of
2 million athletes, a million volunteers, people of goodwill all over
the world. Most people want to join this work, but we don’t want
just nice. We want the important attention of the U.S. Senate and
the U.S. House of Representatives and the President of the United
States to fulfill the dream that my mother has challenged us to do
and so many parents and so many people have challenged us to do,
to shift out of disability into ability, to shift out of pity into dignity
to fulfill what we’re going to celebrate here in a few days on the
4th of July, which is a dream of equality, not based on the idea
that everyone is the same but based on the idea that despite dif-
ference communities of inclusion and welcome are the best commu-
nities our country could hope to create.

PREPARED STATEMENT

So I thank you again, Senator, for your extraordinary leadership,
for your help in making these games possible, and for your con-
vening of this hearing. We promise all that we can do to fulfill the
dream of equality for every athlete with intellectual disability and
every person around the world. Thank you.

[The statement follows:]

PREPARED STATEMENT OF TIMOTHY SHRIVER

Senator Harkin, my fellow panelists Dr. Gerberding and Dr. Novello, upcoming
witnesses Kyler Prunty, Laurie Noll, Peggy Whitworth and Peter Farrelly, the many
Special Olympics athletes and family members who are here today—thank you for
t}];el opportunity to discuss the status and well-being of people with intellectual dis-
abilities.

Senator Harkin, let me take this opportunity to thank you on behalf of the world-
wide Special Olympics movement for convening this important Hearing, and for
your unparalleled leadership in the United States Senate on behalf of ALL people
with disabilities, including those with intellectual disabilities. You are a true cham-
pion—for Iowa, for America and indeed for people with disabilities around the
world. Your lifelong, effective advocacy to break down barriers inspires us all.

Today’s Field Hearing is, to my knowledge, just the second Senate Hearing in his-
tory to focus exclusively on the well-being of people with intellectual disabilities—
a population that we know all too well has been—and continues to be—overlooked,
marginalized and discriminated against. Five years ago, a similar Senate Hearing
was convened by Senator Ted Stevens, another great friend of the Special Olympics
movement. At that Hearing in Anchorage, Alaska, we heard about the barriers to
full inclusion for people with intellectual disabilities—barriers to quality health
care, appropriate and inclusive education, and employment.

Five years after the 2001 Hearing, I can gladly report that the Special Olympics
movement has grown in size and quality around the world. Founded in 1968 by my
mother, Eunice Kennedy Shriver, Special Olympics provides people with intellectual
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disabilities continuing opportunities to realize their potential, develop physical fit-
ness, demonstrate courage and experience joy and friendship. Special Olympics
unleashes the power of sport to promote health, acceptance, volunteerism, and em-
powerment.

Since the 2001 Hearing in Anchorage, we have more than doubled the number
of athletes in our movement. Today, more than 2.25 million people with intellectual
disabilities from more than 150 countries are Special Olympics athletes. Our growth
has helped bring millions of people with intellectual disabilities out of the shadows
and into society—proudly and courageously. As we come together today, Special
Olympics is the world’s largest and most inspiring movement promoting the simple
ideals of human dignity and acceptance.

While we at Special Olympics are proud of our global growth, we fully understand
that much work remains to be done. More than 6 million Americans and over 170
million people worldwide with intellectual disabilities, including the athletes of Spe-
cial Olympics, still face barriers to full inclusion and they still face outright dis-
crimination. The fight for justice goes on, and that is why today’s hearing is so im-
portant.

The title of today’s hearing—A Better Future for People with Intellectual Disabil-
ities—is both sobering and aspirational. It is sobering because the relatively weak
research data we have on people with intellectual disabilities paints a picture that
remains, on the whole, bleak. Far too many people with intellectual disabilities lack
access to basic health care, education and employment opportunities. Too many peo-
ple with intellectual disabilities remain institutionalized, marginalized and in some
cases essentially sealed off from society. A stubborn but mostly silent crisis of ne-
glect and discrimination persists around the United States and around the world.
And the evidence is unmistakable.

Allow me to cite just a few examples.

The President’s Committee for People with Intellectual Disabilities, in its 2004
Report to President Bush, A Charge to Keep, cited Special Olympics’ 2003 Multi-
national Study of Attitudes toward Individuals with Intellectual Disabilities when
making the important point that “attitudes of the American public have not changed
appreciably in the past 50 years.” The Report to the President goes on to note that
“The general public underestimates the capabilities of people with intellectual dis-
abilities,” perceiving them as less competent than they in fact are to handle activi-
ties of daily living.

Particularly alarming to me as an educator is that our study showed that more
than two-thirds of the public believe that children with intellectual disabilities
should be educated either in special schools or special classrooms within regular
schools. More than half of the public expect that if children with disabilities were
included in regular classes, they would disrupt the classroom and make it harder
for other students to learn.

We find this ignorance particularly strong in the medical field. In a survey com-
missioned by Special Olympics in 2004 of over 2,500 U.S. medical and dental schools
deans, residency directors, and students, 81 percent of medical students indicated
they are not getting any clinical experience in school in treating people with intellec-
tual disabilities. More disturbing was that half of medical and dental school deans
surveyed said that their graduates were “not competent” to treat patients with intel-
lectual disabilities.

When we learned of these stark statistics, we decided to create an online system
to match willing and able health care providers with patients who have intellectual
disabilities. Special Olympics reached out to more than 30 health care associations,
including the American Medical Association and the various medical specialty asso-
ciations, to urge them to enroll their members in this initiative. Unfortunately,
without a financially compelling reason to serve this population, fewer than 800 pro-
viders have enrolled in this free service—that is less than one half of one percent
of the health care providers in America.

One might wonder if these attitudes make any difference in policy or practice and
the answer is sadly “yes.” In our nation’s capital, Washington, D.C., the treatment
of people with intellectual disabilities has been horrific. Despite newspaper reports
exposing a litany of abuse and neglect in the District’s group homes, little has been
done. One report suggested that over 53 people died from preventable causes in the
care of the government, some from causes such as being given the wrong medication
and others from being locked in parked cars. For some reason, officials have been
unable to improve these conditions for over 5 years. It is a scandal but believe it
or not, it is a common one in places around the world.

If we were to ask the 3,000 plus athletes gathered now in Iowa, we would hear
literally thousands of stories describing the personal experiences of suffering: people
turned away from doctors’ offices; people subjected to humiliation in schools; people
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exposed to vicious taunts, name-calling, and bullying. Senator, like so many others
and like you, I am tired of these chronicles of despair and tired of the indifference
to which they point. Our athletes and their families have done nothing to deserve
3rd class status in this country. They are being punished without guilt—victims of
attitudes of mass destruction. With them, I appeal to you and your colleagues Sen-
ator: End the injustice! Please end the injustice now!

The theme of this hearing—which emphasizes progress towards a Better Future—
is ultimately hopeful. The good news is that policy leaders, including you, are rising
to the challenge to address the needs of this population. Last year, Surgeon General
Anthony Carmona, who joined us at our Research Symposium yesterday, issued a
Call to Action to Improve the Health and Wellness of Persons with Disabilities. The
goals of this laudable Call to Action are ones which we at Special Olympics readily
endorse, and in fact are working to achieve. They are as follows.

Goal 1: Educating the American public that people with disabilities can lead long,
healthy, productive lives—our athletes illustrate this so well.

Goal 2: Giving health care providers the knowledge and tools to screen, diagnose
and treat the whole person with a disability, with dignity—Our Healthy Athletes
program helps to make this happen—but as good as it is, it reaches just a fraction
of people with intellectual disabilities and the health practitioners who treat them.
We need to advance this goal on a much broader scale by changing Medical and
Nursing School curricula to improve training for all health care practitioners so that
they are better able to treat people with intellectual disabilities.

Goal 3: Persons with disabilities can promote their own good health by developing
and maintaining healthy lifestyles. Special Olympics, through our core mission of
sports training and competitions, does just that.

Goal 4: Accessible health care and support services to promote independence for
persons with disabilities. We of course strongly support this goal and I look forward
to hearing from my distinguished colleagues on this panel about how we as a society
can achieve it.

I know our time is limited today, so I'd like to briefly conclude with some Special
Olympics “Calls to Action:”

1. First, I urge you and your colleagues on the Senate Appropriations Committee
to continue to support Special Olympics. The federal funding which you, Senator,
have been so instrumental in securing for our Healthy Athletes program allows us
to reach more athletes and more health practitioners in Iowa and beyond. In fact,
since the last Field Hearing on intellectual disability, we have provided over
350,000 health screenings free-of-charge to our athletes in the United States and
abroad, utilizing the volunteer services of over 30,000 health care practitioners. Fed-
eral dollars that support Healthy Athletes are fully leveraged-in short, these public
funds are well spent.

2. T urge you and the Appropriations Committee to support Special Olympics’
Education authorization, including support for our new “Young Athletes” program
that is showing great promise. This imitative reaches children in the formative
years of ages 2—7, and helps them to develop physically, cognitively and emotionally.
As you know, investments in our youngest children are especially cost effective.

3. I urge you and the Appropriations Committee to heed the call of the President’s
Committee on Intellectual Disability for a National Campaign specifically targeted
to school-age children and employers to change negative attitudes toward people
with intellectual disability. The President’s Committee goes on in its Report to cite
its intention to partner with Special Olympics in this important work. It is not
enough for the law to allow people with intellectual disability to attend school; we
must create opportunities for children to lean about human exceptionality, to over-
come their fear of difference, to practice the skills and values of citizenship and ac-
ceptance. “Special Olympics SO Get Into It” is a national effort to do just that but
it needs support. In an age of high standards for academic achievement, we must
remember that children learn best when they feel engaged, safe, valued, and chal-
lenged. The call to meaningful acceptance must include a challenge to non disabled
young people, otherwise we condemn children with intellectual disabilities to being
strangers in their own schools-present in body but left out in spirit.

Senator, we at Special Olympics hope to greatly expand our public education and
youth outreach efforts, but it will require resources. I hope you and your colleagues
will support these outreach efforts through the Appropriations process. Even modest
federal support will create a ripple effect of more engaged youth of greater character
who give back to their communities through increased volunteerism.

In closing, let me thank you again Senator Harkin for holding this Hearing and
for inviting me to testify at it. When thousands of Special Olympics athletes from
all 50 States and the District of Columbia march in to the Coliseum this evening,
they will be showing Iowa and the world that they are people with abilities—capa-
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ble of competing in sports, getting educated at school, making friends, holding jobs
and being valued members of the community. But even more, they march in a long
tradition of Americans who, generation after generation, march to challenge the na-
tion to fulfill its highest ideals.

In just a few days, we will celebrate the birthday of our nation all across the
land—a nation conceived in liberty and equality. But in a larger sense, we do not
celebrate an event, but rather an idea—and not just an idea but a quest. The ath-
letes here in Iowa, Senator, are on a quest of their own—to challenge the nation
anew to the dream of human equality. Their challenge is unique in the history of
our country: they claim equality not based on sameness but on differences; not
based on disability but on the different abilities of every human being; not based
on some arbitrary standard of achievement but on the universal standard of the
human spirit.

In 2006, the athletes of Special Olympics are appealing to the nation not as a
cause, but as a constituency, prepared to demand of their government a redress of
grievances and protection from bias and discrimination. As they compete for excel-
lence in sports, they are also competing for acceptance in this great nation. Our
movement and its athlete leaders want respect on the playing field and off it too.

Senator Harkin, the athletes of Special Olympics are not here for pity and they
are not here with a plea. They are here for dignity and they are here with a de-
mand: give them a chance, a real chance, an American chance. Give them a chance
worthy of the Declaration of Independence itself. They will not disappoint you or
our country. On the contrary, as my mother said years ago, “as we hope for the best
in them, hope will be reborn in us.” And hope cannot come soon enough.

Thank you.

Senator HARKIN. When I come back on questioning you, Tim, you
had in your written testimony a couple, three or four things that
you're urging us to do. I want you to kind of spell those out for the
record when we come back to that. I just got a note from the direc-
tor—well, she’s the staff director that runs our committee. You
know really staff runs everything.

Mr. SHRIVER. Yes. Ellen is the boss. We know that.

Senator HARKIN. Ellen Murray just handed me a note that says,
“The House did not fund the authorization in the fiscal year 2007
bill. We will.”

Mr. SHRIVER. Thank you.

Senator HARKIN. If Ellen Murray says so, that’s it.

Mr. SHRIVER. She’s taught us that lesson. Believe me.

Senator HARKIN. Now we turn to Dr. Julie Gerberding, the direc-
tor of the Centers for Disease Control and Prevention. I welcome
you back to Iowa. Again, just my heartfelt thanks for everything
you're doing from aid and including everything else in making us
a more healthy society. Dr. Gerberding, welcome, and please pro-
ceed.

STATEMENT OF DR. JULIE LOUISE GERBERDING, DIRECTOR, CEN-
TERS FOR DISEASE CONTROL AND PREVENTION, DEPARTMENT
OF HEALTH AND HUMAN SERVICES

Dr. GERBERDING. Thank you. It’s always a privilege to be in a
leadership position, but I can’t really think of any more privileged
vantage point than to be here and part of the Special Olympics and
to have a chance to testify on this really important subject. So
thank you for your leadership and hosting us.

You and Senator Specter are responsible for the committee that
defines America, we at the CDC thank you for your support of the
agency that’s responsible for protecting America’s health. Many of
you may not know that Senator Harkin is the person who put the
“Prevention” in the title of CDC. We are the Centers for Disease
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Control and Prevention because of your championing for our agen-
cy.
You know, we're here celebrating the Special Olympics, and I
can’t wait for the games to begin. I've already met so many won-
derful athletes, and my heart is just open to the excitement and
the energy. We are seeing athletes capable of extreme athleticism.
We have extreme ability. They have extreme passion. They have
extreme courage, and they have extreme commitment to doing
their very best.

I'm sorry to say we're also learning about extreme health dispari-
ties in this context. This morning we visited the Healthy Athletes
Program, and I had the chance to review some of the statistics
about the health status of our Special Olympics athletes that were
obtained from previous encounters. It’s embarrassing. It’s tragic.

Among athletes, 30 percent fail hearing tests, 45 percent have
periodontal disease and need better dentistry, 20 percent have vi-
sion test failures, and 70 percent of those with glasses need a dif-
ferent prescription because their prescription is out of date. Our
athletes suffer disproportionately from osteoporosis. They suffer
from obesity, from lack of physical fitness, from poor nutrition, and
many, many other health conditions that are going unrecognized or
untreated for a variety of reasons. But we need to get to the bottom
of them.

Among those reasons are lack of access to health care and atti-
tude that you've already discussed. When access does occur, the
quality of the access is all too often lacking. I have been trying to
do my homework and understand how could this be? How could
this wonderful population of people who we’ve made such progress
in terms of improving survival still suffer disproportionately from
such poor quality of health?

People with disabilities in our country have a 40 percent increase
in chronic diseases like diabetes, cardiovascular disease, and all of
the other complications that people without intellectual disabilities
or development disabilities have and these are continuing to chal-
lenge our health system. For these people the problem is even
greater. They often are neglected, rejected, or left out of the oppor-
tunities that so many of us have access to.

I think we recognize that access and quality are part of the prob-
lem. There are many places to start to address it. But I just want-
ed you to be aware of two facts that I found astonishing. One fact
is that 80 percent of medical students in this country do not have
any clinical experience in taking care of people with disabilities.
Fifty percent of the dental students in our country have never
taken care of a patient with an intellectual disability.

We are not training our clinicians to even know how to go about
doing this let alone providing the sorts of health care insurance
and access that we would need to encourage them to provide serv-
ices even if they knew how to do it. So our work is cut out for us.

I think we do have some opportunities to make extraordinary im-
provements very fast. It does take a network. You've described the
whole coalition of people who need to engage. But I think there are
three things that we need to specifically concentrate on. One is to
make this problem visible. This hearing is a part of that. Everyone
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here in the room can be a part of making this very tragic, extreme
health disparity as conspicuous as possible.

We also do need to work on our health system. We can have a
conversation about specifically what can be done right now today
to change the way our clinicians are educated and their ability to
provide care. They want to do it, but they don’t have the training
and the experience to be able to do it right or to be able to do it
with confidence. So we do need to deal with it.

I'd like to congratulate the Family Practice Association, because
they have stepped up to the plate and are making information
available to their constituents, publishing providers in the commu-
nity who will provide the kind of follow-up services that many of
our athletes need and going out of their way to provide leadership
for other physicians.

The last thing I would like to say needs to be done is to empower
individual people, particularly the athletes and their families them-
selves. This morning I saw a wonderful tool. I am so excited about
it I can hardly stay off my BlackBerry. I saw in the context of the
health screenings, that are going on in this very building as we're
sitting here, an electronic health record, a personalized health
record for our athletes.

That health record as we are sitting here is inputting specific in-
formation about the health status of the athletes into a format
that’s standardized around the world. That’s why we have the kind
of information we have. In fact, I have here a report from last
week’s Olympics that is already assembled, and I know the health
status of the people who were participating in Special Olympics
last week because it’s already been compiled and published.

But that’s not enough. We saw an example of how an individual
athlete in the future would be able to have their health information
on a Smart Card or on the Internet so that wherever they go when
they leave this room, they will be able to access that information
or their physician will be able to access it or the people who are
responsible for their comprehensive care.

PREPARED STATEMENT

That is technically possible to do today. But I think we have
some exciting opportunities to look at how we can scale that
project, perhaps speed that project up, and let the Special Olympic
athletes be the leaders of our transition to electronic health records
in our country. Thank you very much for your interest and your
support of this, Senator.

[The statement follows:]

PREPARED STATEMENT OF JULIE LOUISE GERBERDING

Thank you for the opportunity to appear on behalf of the Centers for Disease Con-
trol and Prevention (CDC) to discuss the promotion of health and wellness for peo-
ple with intellectual disabilities. Thank you also for your support of CDC’s health
protection goals. CDC’s work on intellectual disabilities is consistent with our com-
mitment to improve people’s health through all stages of life and in all places.
Today, our nation is focused on urgent health threats such as pandemic influenza,
yet we must also continue to pay attention to urgent realities such as injury, obe-
sity, and cardiovascular disease. In particular, we must ensure that our efforts in
reducing the impact of urgent realities reach the most vulnerable members of our
communities, including those living with intellectual disabilities.
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Over the past several years, we have seen many improvements in the health and
well-being of people who have intellectual disabilities. Thanks to advances in clin-
ical medicine, more people with such disabilities are living into older adulthood.
People with intellectual disabilities have more choices about how they are educated,
where they live, and how they conduct their lives. Today, fewer people with intellec-
tual disabilities are entering institutions, and the majority of those who do enter
institutions eventually leave to live with their families or reside elsewhere in the
community.

We are learning, however, that as more people with intellectual disabilities live
longer, they like everyone else experience the natural challenges to health and
wellness that accompany the aging process. Individuals with intellectual disabilities
and their families have reported that they feel excluded from efforts to promote
healthy living, and evidence suggests that we must do more to ensure that our ef-
forts are inclusive of this community. When compared with other populations, indi-
viduals with intellectual disabilities experience poorer health across their life span
and experience greater difficulty in finding, accessing, and affording appropriate
healthcare. Moreover, the specific disorders associated with intellectual disabilities
are found in higher rates among low-income communities that often have more lim-
ited access to health services.

In order to meet the health challenges facing the intellectual disability population,
individuals, family members, and healthcare workers need better access to evidence-
based, culturally relevant, and understandable information. Like every other Amer-
ican, people with intellectual disabilities need high quality, readily available, com-
munity-based health services to support healthy living. As a part of CDC’s goal of
having healthy people who start strong, grow safe, and live healthy and productive
lives, CDC is committed to further advancing the health and wellness of this popu-
lation. However, the support of a wide range of institutions and agencies is needed
to effectively improve the well-being of people with intellectual disabilities.

HEALTH OF THE POPULATION

People with disabilities represent about 17 percent of the overall population, but
account for as much as 47 percent of all medical spending. An estimated two to four
million people in the United States experience some form of intellectual or develop-
mental disability. Direct lifetime costs associated with mental retardation are esti-
mated to exceed $12 billion. In comparison, direct costs associated with asthma, a
chronic illness with a prevalence approximately six times that of mental retarda-
tion, have been estimated at $9 billions.

Although the life expectancy of individuals with moderate to severe mental retar-
dation is nearly 20 years longer that it was in 1970, it is still, on average, 10 to
20 years shorter than that of the general population. Additionally, many individuals
with intellectual disabilities also have other health problems, particularly when the
disability is associated with an underlying condition or disease. For example, people
with Down syndrome commonly have heart problems that can result in premature
death or impaired health if not corrected. When such 