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DEPARTMENTS OF LABOR, HEALTH AND 
HUMAN SERVICES, EDUCATION, AND RE-
LATED AGENCIES APPROPRIATIONS FOR 
2014

OUTSIDE WITNESSES TESTIMONY 

WEDNESDAY, MARCH 13, 2013. 

TRIO PROGRAMS 

WITNESS

DR. CHERYL D. DOZIER, PRESIDENT, SAVANNAH STATE UNIVERSITY 

Mr. KINGSTON. I think my friend, the ranking member, probably 
got stuck in the hallway with a conversation because there are so 
many people out there. Oh, she made it. [Laughter.] 

Ms. DELAURO. Would I leave you in a lurch? 
Mr. KINGSTON. So she did get stuck in the hallway, but she fin-

ished the conversation. We are glad to have you here today. 
This is a great day. We always enjoy the special witnesses, and 

we wish there was time for all and that we could even get to more. 
We had over 150 groups ask to testify, and just because of time 
constraints, we narrowed it down to 24. But essentially all groups 
do have the opportunity to submit written testimony. But because 
it is a very tight clock, we are going to have to go with the 5- 
minute rule. So I know that everybody has lots to say and we have 
lots to learn and lots of questions. So it is going to be very frus-
trating for all of us, but this is the way we need to do that. 

So with that, I will yield to the ranking member, Rosa DeLauro. 
Ms. DELAURO. Thank you very much, Mr. Chairman, and thank 

you for the hearing this morning. 
I want to say a thank you to all of our speakers for the hard 

work that you all put in on behalf of America’s families. 
As the chairman mentioned, there are 24 witnesses. It is a wide 

array of important issues that come under the jurisdiction of this 
subcommittee. And again as the chair has pointed out, the sheer 
number of requests that we received today I think is a testament 
to how critically important the labor, health, and education pro-
grams under the purview of this subcommittee are to so many peo-
ple in the Nation. 

I think a quick fact is important here. If you do adjust for infla-
tion and population, the Labor, Health and Human Services, and 
Education budget has been cut by about $12,000,000,000 over the 
last decade. And we see that the Budget Control Act and those 
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spending caps will take another $9,000,000,000 from the account 
over the next 10 years. And despite those cuts, the sequestration 
that went into effect earlier this months threatens to slash another 
$7,000,000,000 from these programs in 2013. 

The cuts, in my view, will really have a serious impact on the 
lives of families across this Nation. We will see fewer children have 
access to vaccinations, special needs education, and Head Start, 
less money for biomedical research, for disease prevention and con-
trol, LIHEAP, Meals on Wheels. Low-income seniors suffer from 
these efforts. Families will lose out on child care, women on cancer 
screenings, workers on job training, and young people on the oppor-
tunities like Job Corps and Americorps. 

So my hope this morning is that our witnesses will share with 
us the real impact of the work that you are doing and the impact 
on the people who you serve to help to make their lives different 
and what, in fact, the backing off of resources will do. And we need 
you to help us to define where our priorities should be. So thank 
you all very, very much for being here today. 

Mr. Chairman. 
Mr. KINGSTON. Thank you very much, Ms. DeLauro. 
Does anybody else have an opening statement? 
Mr. FLEISCHMANN. I have got Little Debbies for everybody. 

[Laughter.]
Mr. KINGSTON. Very important. You know, we have a healthy— 

an unhealthy maybe—competition going on between Italian pas-
tries and now Tennessee Little Debbies. This is a very competitive 
program. I will take a granola bar and pass the bag. [Laughter.] 

Mr. KINGSTON. The first witness is a friend of mine, Dr. Cheryl 
Dozier from Savannah State University. I think the last time we 
saw each other, I was looking for my float in your homecoming pa-
rade. Among other duties that day, you were showing me where to 
go. But I have certainly enjoyed a great working relationship with 
you and I appreciate everything that Savannah State does. So wel-
come to the U.S. Congress and the floor is yours. 

Ms. DOZIER. Good morning and thank you, Chairman Kingston, 
and to the other subcommittee members for this opportunity to tes-
tify about the importance of TRIO programs throughout Savannah, 
Chatham County, Georgia, and the Nation. 

As the President of Savannah State University, the first institu-
tion of higher education in the City of Savannah and the oldest his-
torically black university in Georgia, I know firsthand of your per-
sonal commitment, Chairman Kingston, to quality education and to 
equal opportunity to all people of our great State and the United 
States.

Since 1966 Savannah State University has hosted TRIO pro-
grams, and the effectiveness of these programs is evident in the 
business leaders, entrepreneurs, educators, engineers, scientists, 
military officers that we interact with daily in Chatham County 
and throughout Georgia. 

Since TRIO started at Savannah State, we have seen over 20,000 
alumni of the program move on to amazing lives. Many of these 
alumni have stayed in Savannah and the region and have contrib-
uted to the advancement of the community. Georgia has a long his-
tory with TRIO, and this year alone, there are 59 TRIO programs 
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throughout Georgia serving nearly 20,000 students. The TRIO pro-
grams complement and leverage our Federal investment in finan-
cial aid programs. 

Nationally TRIO serves nearly 800,000 low-income students, 
many who aspire to be the first in their families to earn college de-
grees. TRIO students come from diverse backgrounds, including 33 
percent African American, 33 percent Caucasian, 21 percent His-
panic, 5 percent Asian and Pacific Islanders, and 3 percent are Na-
tive American. Thus, it can truly be said that TRIO cross cuts all 
sectors of our society as poverty does not discriminate. 

At Savannah State University, we are fortunate to host three 
TRIO programs: Upward Bound, Talent Search, and Student Sup-
port Services. Our pre-collegiate programs, Talent Search and Up-
ward Bound, work with over 1,000 neighboring middle and high 
school students providing intensive academic tutoring and coun-
seling, as well as with standardized test preparation and assistance 
with college admission and financial aid application. These tools 
make it clear to students that college is a real possibility for them. 
Indeed, it is a destination. 

Our work has been effective as in recent years both our Talent 
Search and Upward Bound programs have seen more than 80 per-
cent of graduating high school seniors enrolling directly in college. 
Ultimately these types of services are crucial for Georgia’s low-in-
come and first generation youth. 

As poverty often correlates with poor academic performance, the 
Talent Search and Upward Bound programs at Savannah State 
University are helping to transform local communities. 

Additionally, hundreds of undergraduates at Savannah State 
University benefit from TRIO’s Student Support Services program 
which provides intensive and intrusive academic counseling and 
coursework that ensures that students are prepared to engage suc-
cessfully in college-level work. As a result, our Student Support 
Services program can boast of a significantly higher graduation 
rate than that of other low-income students on campus. There is 
no doubt about it. TRIO is the fiscal insurance policy that helps en-
sure that our State and Nation’s students succeed. 

The TRIO program at Savannah State University represents just 
a portion of our students’ success, which includes programming 
that helps military veterans and out-of-work adult learners return 
to the classroom and earn post-secondary credentials. In turn, all 
of these programs fuel local economies by helping families transi-
tion out of poverty and creating an educated workforce. 

As the President of Savannah State University, I am keenly 
aware of the importance of supportive and sustainable services to 
make real the aspirations of so many young people and adults who 
are working hard to create better lives for themselves and their 
families. Georgia, as you well know, is undergoing significant 
change. We are growing quickly. In fact, our population grew 18 
percent over the last decade. We are also a younger State as more 
than one-quarter of our citizens are under the age of 18. TRIO pro-
grams are an important component of an opportunity infrastruc-
ture that allows all of our citizens to reach their full potential. 

I recognize that we are in an era of great austerity, particularly 
with the recent implementation of sequestration. Despite our ca-
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pacity to do more with less and reducing the average cost per stu-
dent over the last 8 years, TRIO programs cannot lose the ability 
to serve more than 120,000 students. Chairman Kingston, I know 
that you have a strong commitment to the education of all of Geor-
gia’s citizens and citizens of the Nation, and I very much hope that 
under your leadership that this subcommittee will increase support 
for TRIO in future years to come. 

Thank you. 
Mr. KINGSTON. Thank you very much, Dr. Dozier. 
We are tight on time. Do you want to ask some questions? 
Ms. DELAURO. I think you answered my question in your last 

comment, but I think it is important to note, Dr. Dozier—thank 
you—that TRIO programs work. They really do work. 

But it is important to note that between 2010 and 2012, we have 
lost $12,000,000 in TRIO programs. If you add what appears to be 
the direction we are going in—and that is to solidify this sequester 
effort—that is $40,000,000 more in a loss. That would bring you to 
the 2002 levels in terms of TRIO. If we are serious about allowing 
people to get an education that we need to move forward, to be able 
to become economically viable, to participate in a growing economy, 
we cannot afford, in my view—I am going to make a presumption 
that you share my view. 

Ms. DOZIER. I do. 
Ms. DELAURO. Am I accurate? 
Ms. DOZIER. You are accurate. If we are going to build the kind 

of a workforce economy here in America, we must have TRIO pro-
grams that prepare our young students for the college education 
that they need. 

Ms. DELAURO. Can you survive with this kind of a cut? 
Ms. DOZIER. We cannot survive with this kind of a cut. It is im-

perative that we not have future cuts in TRIO programs that are 
going to impact the young minds that are our future in America. 

Ms. DELAURO. Thank you very much. 
Mr. KINGSTON. Mr. Alexander. Mr. Fleischmann. 
Okay. Dr. Dozier, we will stay in touch with you on it. This com-

mittee, as I understand it, has not cut Trio. Some of this is dictated 
to us through Budget and other committees. But we will certainly 
work with you and be engaged with you on it. 

Ms. DOZIER. Thank you all. 
Mr. KINGSTON. Thank you. 
The next, Vicki Modell, co-founder and Vice President of the Jef-

frey Modell Foundation. Thank you very much for being here. 

WEDNESDAY, MARCH 13, 2013. 

JEFFREY MODELL FOUNDATION 

WITNESS

VICKI MODELL, CO-FOUNDER AND VICE PRESIDENT, JEFFREY 
MODELL FOUNDATION 

Ms. MODELL. Good morning, Mr. Chairman and members of the 
subcommittee, and thank you for this incredible honor and oppor-
tunity.
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I am Vicki Modell, co-founder of the Jeffrey Modell Foundation. 
My testimony will request $2,000,000 for the HRSA Genetic Serv-
ices Branch to save the lives of one in 30,000 babies who are born 
each year with SCID. I will explain. 

In 1987, my husband and I established the Jeffrey Modell Foun-
dation in memory of our son Jeffrey who died from complications 
of primary immune deficiency. Since its earliest phase, the founda-
tion has worked in close collaboration with NIH on research and 
CDC on a public awareness and physician education program. 

In recent years, we have increased our efforts and our resources 
to implement population-based newborn screening for severe com-
bined immune deficiency, or SCID as we call it, working with CDC, 
HRSA, the States, and private industry. This condition, often re-
ferred to as ‘‘boy in the bubble’’ disease, is fatal in the first year 
of life if not diagnosed and treated early. Babies born with SCID 
appear perfectly normal at birth which causes delayed diagnosis 
until the babies are repeatedly hospitalized with life-threatening 
infections, which is a nightmare for any family. 

But there is now screening technology called TREX which is 
more than 99 percent accurate and is relatively inexpensive. A 
bone marrow transplant has a better than 95 percent success rate 
to cure this fatal disease if identified in the first 3 and a half 
months of life. 

The Secretary’s advisory committee recently voted 26 to nothing 
to recommend that all infants in the U.S. be screened for this con-
dition. We contacted every State to implement the Secretary’s rec-
ommendation, but as you know, the States have significant budget 
problems. At the same time, we heard from too many grieving par-
ents whose infants died because their State does not screen for this 
fatal disease. Their stories are tragic. 

Fred and I knew we could not wait another day. With limited 
foundation resources, 1 year ago we offered start-up funds to all of 
the States for the assays, lab equipment and educational materials. 
Almost immediately many States, including Georgia I might say, 
responded that they would begin population screening for SCID if 
we would commit the start-up funding. 

The economic benefits are overwhelmingly persuasive. The cost 
of the test is $4 per baby. The cost of a transplant in the first few 
months of life is $100,000. If the baby is not screened and treated, 
the baby will develop overwhelming infections and hospitalizations 
in the pediatric intensive care unit, and the cost of care in the first 
year of life will be $2,000,000 to $4,000,000 if the baby survives. 
Three Federal agencies, EPA, FDA, and Transportation, estimate 
the value of a life saved to be $7,700,000. 

A newborn baby with SCID that is screened and treated within 
the first few months generates more than $64 in contributions to 
society for every $1 we invest. $64 to $1. That is the economics. 

And so here we are today. 2 years ago, there were two States 
screening for SCID. Today 20 States are screening or piloting, and 
23 States, including the State of Georgia, are prepared to begin as 
soon as we can help. Together, these States represent 93 percent 
of the 4,000,000 babies born annually in this country. We can fin-
ish the job. We can actually eradicate this disease now. And in this 
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rich and extraordinary country in which we live, why should it 
really matter what State a baby is born in to live or die? 

Our foundation is not strong enough to finish the job. We cannot 
do it without you. This is a small investment with an outcome that 
is priceless. I know because I have personally held these babies and 
I have laughed with these babies and I have also shared tears with 
others.

So I accept the reality that science and discovery did not come 
in time to save my Jeffrey, but we are dedicated and committed to 
working to save the lives of all the Jeffreys in the future. Let’s go 
forward together on this journey beginning now. This can be an 
historic moment, and together, we will look back to this day when 
we decided to eradicate this fatal disease that takes these beautiful 
babies from us and shatters their parents’ hopes and dreams. 

Mr. Chairman, thank you. Thank you for what you do every day 
in service to our Nation and especially what we can do together to 
save more precious lives. Thank you for this opportunity. 

Mr. KINGSTON. Thank you, Ms. Modell. 
Ms. DELAURO. Mr. Chairman, I just want to say that you hear 

in the voice of Vicki Modell the passion with which she is engaged 
in this effort. I would just tell you, having worked with Vicki and 
with Fred—I say this to my colleagues as well—they took great 
tragedy and adversity and they took their own personal resources 
to turn this effort around for newborns. And they have made a sub-
stantial commitment, and they do need our help. But they have 
truly been in the business of providing the gift of life to newborns. 
And it has been an honor and a pleasure to work with the Modells 
over these years. Thank you. 

Ms. MODELL. Thank you. We feel the same way. It has been an 
absolute privilege to work with this committee. You enable us to 
have done the work that we have done over the last 25 years, and 
we are extremely grateful. And if we just could get to the end of 
this tragic disease, life would be a lot better. So thank you so 
much.

Mr. KINGSTON. Well, you truly are honoring Jeffrey and all the 
other children of this tragedy. 

Ms. MODELL. Thank you so much. Thank you. 
Mr. KINGSTON. Next we have Calaneet Balas, Chief Executive 

Officer of the Ovarian Cancer National Alliance. You are already 
seated.

WEDNESDAY, MARCH 13, 2013. 

OVARIAN CANCER NATIONAL ALLIANCE 

WITNESS

CALANEET BALAS, CHIEF EXECUTIVE OFFICER, OVARIAN CANCER NA-
TIONAL ALLIANCE 

Ms. BALAS. Yes. Good morning. 
Mr. KINGSTON. The floor is yours. 
Ms. BALAS. Thank you. Thank you, Chairman Kingston, Ranking 

Member DeLauro, and of course, distinguished members for having 
us here today. 
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My name is Calaneet Balas, and I am the CEO of the Ovarian 
Cancer National Alliance. 

The Ovarian Cancer National Alliance is a powerful voice for ev-
eryone touched by ovarian cancer. We connect survivors, women at 
risk, caregivers, and health care providers with information and re-
sources that they need. We ensure that ovarian cancer is a priority 
for lawmakers and agencies in Washington, D.C. and throughout 
the country. We help our community raise their voices on behalf of 
every life that has been affected by this disease, and I am honored 
to be here to testify on their behalf today. 

Ovarian cancer is the deadliest gynecological cancer. Fewer than 
half the women survive 5 years, and after 10 years, only one-third 
are still alive. 

At this point, there is no reliable test that we can use to catch 
or screen for this disease early. The majority of women who have 
this disease have at least one reoccurrence, and for many of them, 
treatment eventually stops working. That is why research and pub-
lic health programs are so important for ovarian cancer. 

The National Cancer Institute and the CDC both do significant 
and valuable work around ovarian cancer. We are grateful for the 
committee’s continued support of these agencies and the programs 
that they undertake to lower the burden of ovarian cancer. The 
NCI is the single largest nonprofit funder of ovarian cancer re-
search domestically, funding approximately 75 percent of all ovar-
ian cancer research in the U.S. 

Recent highlights of this research include a large trial of a new 
ovarian cancer drug, Avastin, which has shown to improve the time 
that women’s cancers stay in remission. Studies showing that pro-
phylactic surgery for high-risk women, including the removal of 
just a woman’s fallopian tubes, significantly reduced the odds of de-
veloping ovarian cancer. And a study showing that screening of av-
erage-risk women with our current tools does not reduce mortality. 

The results of a cancer genome atlas, another study funded by 
NCI, showed us how important personalized medicine really is for 
ovarian cancer. The atlas told us that each case of ovarian cancer 
is genetically unique. So we have our work cut out for us in identi-
fying targets and to develop and test drugs for this disease. 

The CDC has two programs directly related to ovarian cancer. 
The first raises awareness of the risks and symptoms of gyneco-
logical cancer through advertising and educational materials. As of 
December 2012, PSAs of gynecological cancer had generated 
2,600,000,000 impressions and paid media generated 187,000,000 
audience impressions. Studies conducted by the CDC have shown 
that both women and health providers are unaware of the symp-
toms of ovarian cancer and current recommendations against 
screening. This data shows the clear need for continued education. 

The CDC’s second program is focused on epidemiological re-
search. Current research includes evidence of birth control as an 
intervention for those at high risk of developing ovarian cancer, a 
study of barriers to determine why women do not seek specialists 
for surgery, as well as an analysis on disparities of other patterns 
of survival. 

While we clearly have a long way to go, we have made progress 
in understanding ovarian cancer. We have seen new treatments de-
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veloped over the past 20 years, and we have a better under-
standing of where ovarian cancer develops and who is at risk of 
this deadly disease. In addition, we have a larger, stronger network 
of survivors and family members who can actually support one an-
other.

I would like to thank you today on behalf of these women, the 
women that I serve, for continuing to support programs that help 
health providers and other women treat ovarian cancer. We know 
these programs have reduced suffering. We know those whose lives 
have been saved by knowing they are at high risk, and those who 
have gotten new treatments to keep their cancer at bay respectfully 
request that you submit and maintain support for all of these ac-
tivities.

Thank you. 
Mr. KINGSTON. Thank you very much. 
Any questions? 
Ms. DELAURO. I do have a question. 
Mr. KINGSTON. Dr. Harris. 
Mr. HARRIS. Thank you very much, Mr. Chair. 
If I can just ask a brief question because I think within the past 

week, there was actually a study that showed—or some news re-
lease that showed that women potentially could have about an 11- 
month longer survival if they had the state-of-the-art techniques. 
And there was another one that mentioned intraperitoneal versus 
intravenous chemotherapy. 

As the committee decides how to fund things, what would be the 
best strategy to deal with those newest findings that a lot of 
women could have better survival if they availed themselves of the 
best available techniques? 

Ms. BALAS. Thank you for that question. 
Yes, sir. There has been a lot in the news this last week. 
And what we know and what we have seen is that really two- 

thirds of women do not get appropriate referral after being diag-
nosed with ovarian cancer. So they are not referred on to an 
oncologist-gynecologist, and so therefore, they do not get the appro-
priate treatment. So the best way to go forward is really to con-
tinue funding of these awareness programs through the CDC that 
I had mentioned. People need to know. 

Ms. DELAURO. Mr. Chairman, I would just say as a 27-year sur-
vivor of ovarian cancer, I am grateful for biomedical research and 
the grace of God for being able to be here. 

I think what the alliance does is two things. One is the research 
and the other is the education. And as we saw in that New York 
Times piece, women and physicians need to know about making 
that referral to a gynecological oncologist so that you can get the 
best treatment. And that is one of the significant roles that the Al-
liance plays. 

And then I am sorry to say that even 27 years later, there still 
is no marker for ovarian cancer. It is not like a mammogram or 
other kinds of tests in which you can get some sense. There is lots 
of work being done and there is great promise, but again, 27 years 
later, there is still not a marker so there is a need for continued 
research because 15,000 women die every year from ovarian cancer. 
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And if you catch it in its early stages—and as I say, I was blessed. 
It was first stage ovarian cancer—you can survive. 

So thank you for great work. 
Ms. BALAS. Thank you. 
Mr. KINGSTON. Thank you, Ms. Balas. 
I also wanted to mention to you the Department of Defense has 

a lot of cancer research. 
Ms. BALAS. Yes. 
Mr. KINGSTON. Do you engage with them as well? 
Ms. BALAS. We do engage with them and we are absolutely 

blessed that they do happen to have some research dollars given 
towards ovarian cancer. 

Ms. DELAURO. It is important to note on that effort, Jack, that 
really the committee and Chairman Murtha and others have been 
very forthcoming, whether it is breast cancer or whether it is ovar-
ian cancer, or cervical cancer research at the Department of De-
fense. It is really great. 

Mr. KINGSTON. Thank you very much. 
Ms. BALAS. Thank you. 
Mr. KINGSTON. Susie Trotochaud with the Usher Syndrome. 

WEDNESDAY, MARCH 13, 2013. 

COALITION FOR USHER SYNDROME RESEARCH 

WITNESS

SUSIE TROTOCHAUD, COALITION FOR USHER SYNDROME RESEARCH 

Ms. TROTOCHAUD. Good morning, Chairman Kingston and mem-
bers of the committee. Thank you for the honor of appearing before 
you today. 

My name is Susie Trotochaud from the State of Georgia, and I 
am here on behalf of the Coalition for Usher Syndrome Research 
to respectfully request this committee encourage NIH funding of 
$20,000,000 for fiscal year 2014 to promote more research into 
Usher syndrome. 

Usher syndrome is the number one cause of deaf-blindness. 
Imagine sitting here in this room unable to hear my words and un-
able to see me. Silence and darkness. 

In the United States, it is estimated that about 45,000 people 
have this rare genetic disorder. Two of them are my children, 
Corey and Joni Dorfman. 

Corey and Joni were born early, and before they were released 
from the hospital, they were given a newborn hearing screening. At 
that time, we were told that they were both profoundly deaf. As we 
struggled to understand what this meant, I realized that they 
would never be able to hear me say ‘‘I love you,’’ and I would never 
hear those sweet words from their lips. The sounds of our life were 
suddenly silenced. 

But our heartache changed to hope when we found out about the 
cochlear implant. By the time they were 3 years old, we realized 
that they could be mainstreamed, go on through high school and 
even college just like their peers. Although they would always have 
to work a little harder, the sounds of opportunity returned to our 
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lives. And I remember my husband saying to me at that time, at 
least they are not blind. 

About a year ago, all of that changed. After Joni entered a dark-
ened hallway and asked me where the bathroom was when the 
door was literally 4 feet in front of her, we knew we had a problem. 
Testing confirmed what we by then already knew. Joni had type 
1 Usher syndrome. Reading the description of type 1 Usher was 
like reading her biography: born profoundly deaf, delayed develop-
ment, especially walking, balance issues, and loss of night vision 
beginning around 10. What would follow would be loss of periph-
eral vision, leading to tunnel vision, and eventually blindness. 

With no intervention, my 12-year-old daughter will be blind by 
20. And although my son currently has less vision issues, testing 
confirms he also has Usher. He may retain some of his vision into 
his 30s. 

Usher is a rollercoaster ride of loss, grief, adjustment, and loss 
again that never ends as one more setback always lies around the 
corner.

Like you, my hopes and dreams for my children have always 
been that they grow up happy, attend college, get meaningful jobs, 
and give back to their community. But the reality we are facing is 
that 8 out of 10 deaf-blind people are unemployed, not to mention 
the physical and emotional hardships, the stereotypes of being 
deaf-blind, the loss of productivity and ability to do a job, ultimate 
depression, and perhaps even suicide. Add to that the reality that 
our country spends an estimated $27,000,000,000 annually in care 
and support services for people with major visual disorders, not to 
mention the costs associated with hearing impairment. Those are 
statistics. People with Usher aren’t. 

The Coalition for Usher Syndrome Research has begun bringing 
Usher people together with brilliant researchers who are working 
on developing treatments every day, but we cannot find a cure for 
the tens of thousands who have Usher syndrome without Federal 
support. We believe that $20,000,000 this year and an increase of 
that amount over the next several years would lead to viable treat-
ments for those with Usher syndrome within a decade. We are ask-
ing you to supply this last critical resource to help us find a cure. 

When you review the report on categorical spending by NIH, 
Usher syndrome is not even listed. Rare diseases with similar inci-
dence rates average around $50,000,000 annually. These invest-
ments have resulted in significant discoveries for these diseases, 
and there is no reason to believe that we cannot see the same re-
sults or better for Usher. The researchers are there waiting to dis-
cover what we only dare dream of: an opportunity to allow deaf 
children and adults who are going blind a chance to see. 

I will leave you with the words of Helen Keller: it is a terrible 
thing to see but have no vision. I hope that this committee will 
have the vision to see the opportunities before them. Together, we 
can find a way to end deaf-blindness. 

I thank you on behalf of all those with Usher syndrome, their 
families, and most important to me, my children, Corey and Joni. 

I am happy to answer any questions you may have. 
Mr. KINGSTON. Thank you very much for this very stirring testi-

mony. We very much appreciate it. 
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Are your children here today? 
Ms. TROTOCHAUD. No, they are not. 
Mr. KINGSTON. With the cochlear implant, what percentage of 

hearing do they get? 
Ms. TROTOCHAUD. They still have what is considered a mild to 

moderate hearing loss. It is more difficult in some environments 
than others. But they are mainstreamed. They are on grade. They 
actually get pretty much all A’s in a normal school with no addi-
tional assistance. So the cochlear implant has pretty much mini-
mized any effects that their loss of hearing has. Loss of sight is a 
different issue. 

Mr. KINGSTON. My father lost his sight through macular degen-
eration, but in the early stages, there are certain exercises that you 
can do to prolong losing your sight. Are there similar exercises that 
your children can do? 

Ms. TROTOCHAUD. No, there are not. There are things you can try 
to do. There is some research that shows vitamin A in very high 
doses may allow vision to last a little bit longer. Those researchers 
have not proven that is true in Usher type 1 patients, but it has 
been successful with adult RP patients. So we are doing it and 
hopeful that that might make a difference. That may give them a 
few more years of sight, but that is it. 

Ms. DELAURO. I just would say thank you for your courage in 
being here and the courage of you and your children. My hope is 
that the research on the sight issue can move at a pace that allows 
some opportunity for your children to take advantage of it. 

Ms. TROTOCHAUD. Thank you. I appreciate that. 
Mr. KINGSTON. Anyone else? 
Thank you very much. 
Ms. TROTOCHAUD. Thank you. 
Mr. KINGSTON. Next is Kayla Brathwaite, a 10th grade student 

from greater New York. Now, is that in Manhattan or where is the 
Greater New York YMCA, YWCA? 

WEDNESDAY, MARCH 13, 2013. 

YMCA OF GREATER NEW YORK 

WITNESS

KAYLA BRATHWAITE, YMCA OF GREATER NEW YORK 

Ms. BRATHWAITE. They are spread all over New York City. 
Mr. KINGSTON. So where do you live? 
Ms. BRATHWAITE. In Queens. 
Mr. KINGSTON. That is great. Well, we welcome you here and the 

floor is yours. 
Ms. BRATHWAITE. Okay. Good morning. My name is Kayla Brath-

waite, and I am currently in 10th grade at Park East High School 
in New York City. I am honored to be here today representing 
1,000,000 young people who are involved in after-school and sum-
mer learning programs supported through the 21st Century Com-
munity Learning Center program at the U.S. Department of Edu-
cation.
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I am here to tell you about my experience in the program and 
to request that your committee provide a level of funding of 
$1,150,000,000 for the 21st CCLC program for the fiscal year of 
2014 appropriations process. 

Before I begin, I would like to say that I am here with my moth-
er who probably appreciates these funds and programs they pro-
vide even more than I do since the programs allow my mother to 
be at her job knowing that I am at a safe place at the YMCA. 
Thank you, Mother, for making the trip with me today. I promise 
you that this is just as educational as being in school. [Laughter.] 

Mr. KINGSTON. Why don’t you stand up, Mom? 
[Applause.]
Ms. BRATHWAITE. First, let me briefly tell you a little bit about 

my neighborhood and school. I live in Queens, New York, the most 
diverse county in the United States, a place where most families 
have two working parents when times are good and where after- 
school programs are not a luxury but a necessity. 

As I said, I go to Park East High School, a small public high 
school in Manhattan. Although I like my school and my neighbor-
hood, I know that I am one of the lucky ones, one of the lucky kids 
in New York City who has the support of people around them and 
an organization like the YMCA to help them succeed. 

Outside of the after-school program, there are really few positive 
opportunities for kids in my neighborhood. You are either in an 
after-school program or you are just hanging out. It really is not 
a surprise to me that between the hours of 3:00 and 6:00 p.m. are 
the peak hours of juvenile crime and experimentation of drugs, al-
cohol, and cigarettes. Also, during the summer months, first-time 
use of alcohol, tobacco, and drugs peaked among the kids 12 to 17. 

I have been participating in the YMCA programs funded by the 
21st CCLC funds since I was 8 years old. When I was in middle 
school, I was lucky enough to have access to enter a school program 
at MS210 in Queens. The program kept me safe and off the streets 
during the after-school hours, but more importantly, this program 
had a special focus on teaching me about advocacy, public policy, 
leadership skills, and the importance of civics education and being 
part of the solution to our society’s problems. As a matter of fact, 
this program gave me the skills and confidence to be here today. 
I learned that in the program my opinion is important and my 
voice is powerful. I am proud that I am able to put that lesson to 
work for you today. 

Now that I am in high school, I still participate in the YMCA 
program, Teens Take the City. The program teaches me about how 
government works and how I can make a difference. Last year, I 
was even elected Queens Borough President by my peers. I have 
run for election, drafted and proposed legislation to help debate 
some issues important to my work group. I feel like I have a taste 
for what all of you do, and I can decide later about whether to pur-
sue a career much like yours. 

It has been an incredible experience, all made possible through 
the funding for after-school programs like the 21st Century Com-
munity Learning Center funds. The program is a partnership be-
tween the YMCA and the school and provides hands-on activities 
for me and other participants. The best part of after-school pro-
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grams is that they help lessons that we have learned in school 
come alive. The programs complement but don’t replicate the learn-
ing that takes place during the school day. 

But enough about me. I am here today for all the youth that 
need these programs to succeed and for all the parents who need 
these programs to help keep their jobs and for the employers who 
employ those parents. We should not forget that these programs or 
the lack of these programs will have an effect on the economy. I 
believe that spending $1 on the 21st Century Community Learning 
Center gives you the benefit of spending $3, one on an academic 
enhancement program, one on a high-quality child care program, 
and one on an economic development program. No matter how you 
look at it, the program benefits us all. 

One point I think is really important is that the funding you pro-
vide generates a lot of funding from other sources. In New York, 
the YMCA has received over $10,000,000 in private donations to 
help support after-school programs and other services for kids and 
families, from donors like NY Life Foundation, Bloomberg, and 
Morgan Stanley Foundation. 

I know that funding is tight and now is not the time to be asking 
for increases in spending. However, it is important for you to know 
that the After-School Alliance reports there are 15,000,000 children 
who are left to take care of themselves after school every day. The 
21st CCLC program provides services for only 1,000,000 children. 
So there is obviously a huge need to someday expand the programs 
so that all young children have the same opportunities that I had. 

While I have heard it is a little challenging for Congress to agree 
on things, I am thankful that the 21st CCLC program has been 
supported by Republicans and Democrats in the past. I encourage 
you to continue with the support and provide a level funding of 
$1,150,000,000 for the 21st Century Community Learning Centers 
program. Of all the thousands of programs in the Federal Govern-
ment, this is the one that means the most to me. I would not be 
here without it. 

Thank you so much for giving me the opportunity speak to you 
this morning. 

Mr. KINGSTON. Well, thank you very much, Ms. Brathwaite. We 
appreciate your eloquence and you have done a very good job. 

Ms. DeLauro. 
Ms. DELAURO. You are really a wonderful advocate for the after- 

school program which is something that this committee has in the 
past in a bipartisan way been very supportive of for the very rea-
sons that you mentioned, for what it does for you but also what it 
does for parents as well. 

And I am happy to tell you—and, Mr. Chairman, I want you to 
know that I used to teach in the after-school program. I taught cal-
ligraphy and modern dance. Can you believe that, Mr. Chairman? 
[Laughter.]

Ms. DELAURO. So great, great work, and congratulations to you, 
Kayla. And I am glad that that provided you with the confidence 
to come and speak up today. 

Ms. BRATHWAITE. Thank you. 
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Mr. KINGSTON. I do want you to know that I was raised in the 
YMCA myself in somewhat of an after-school program my mom en-
gaged me in. It is a great institution. 

Ms. BRATHWAITE. It really is. Thank you. 
Mr. KINGSTON. Thank you. 
The next witness, a friend of mine, Dr. Will Hardin from Camden 

Schools. He is a superintendent of schools and has presided over 
a tremendous growth in the Camden County public education pro-
gram and is here to talk about Impact Aid. 

WEDNESDAY, MARCH 13, 2013. 

NATIONAL ASSOCIATION OF FEDERALLY IMPACTED 
SCHOOLS

WITNESS
WILL HARDIN, SUPERINTENDENT OF CAMDEN COUNTY SCHOOLS, 

GEORGIA, NATIONAL ASSOCIATION OF FEDERALLY IMPACTED 
SCHOOLS

Mr. HARDIN. Thank you and good morning, Chairman Kingston, 
Ranking Member DeLauro, as she leaves the room, and members 
of the subcommittee. My name is Will Hardin, as Chairman King-
ston said, and I am Superintendent of Camden County Schools in 
Kingston, Georgia. 

As I listened this morning, I realize the task that is laid before 
me as I hear the pleas of people who are scrapping over the scarce 
resources we have in our country right now. My job, however, pales 
in comparison to yours as you try to establish those priorities. And 
I want you to know I appreciate that fact. 

In Kingston, we are very pleased to serve the families, men and 
women, of Kings Bay Naval Submarine Base. I have enjoyed a 30- 
year career as a superintendent, first as a teacher, principal, dis-
trict administrator, and then finally the role that I have now as the 
superintendent of schools. 

While I acknowledge this extraordinary difficult time in our Na-
tion’s history, I ask this morning that Impact Aid be made a con-
gressional priority by maintaining 2012 funding levels. This year 
alone the Impact Aid program lost over $60,000,000 through se-
questration.

Impact Aid was first signed into law by President Truman in 
1950. This program provides payments in lieu of taxes to 1,400 
school districts serving 11,000,000 students across our Nation. 
Non-federally impacted schools are funded locally by taxes on pri-
vately held residential and commercial property, but since Federal 
property and activity are exempt from taxes, a portion of a feder-
ally connected school district’s tax digest is forfeited by the local 
community. Now, while there may be partial compensation for lost 
taxes to commercial interests from a halo effect, the economic activ-
ity around a base, there is still that loss for the unique funding 
mechanism that schools enjoy. 

Kings Bay is larger than many small towns. We have a work-
force of 9,000 employees, which includes over 5,000 active duty 
military men and women. We have 543 homes for families on the 
base and 1,500 beds for bachelors. Similarly, the Navy exchange 
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and commissary have annual sales of $32,000,000. All the land, im-
provements, commercial activity and homes are exempt from taxes. 
Kings Bay and other Government property accounts for 69 percent 
of the value of our tax digest and are exempt from taxes that sup-
port education. 

Our schools serve 9,100 students and 4,046 of those are federally 
connected. Local support for students in our district is funded by 
just 31 percent of our digest which is not exempt. In a perfect 
world, Impact Aid would provide Camden County an amount equal 
to 69 percent of the digest reflecting that non-taxable property that 
it occupies. 

The Impact Aid level nationwide has slipped from 62 percent to 
53 percent in the past decade. Reductions are inescapable and even 
essential in times of crisis such as these. But federally connected 
schools like Camden, like Groton in Connecticut, and the Blackfoot 
School District in Idaho need you to understand that when the 
Federal Government is unable to pay its fair share, the local com-
munities have to make up that difference. In return for the free-
doms, the services, and the protections that we all enjoy as citi-
zens, we dutifully pay our fair share to the Federal Government, 
and we contend that the Federal Government’s obligation is no less 
imperative.

Schools in my State and all of yours have experienced unprece-
dented losses in revenue over the last several years. In Camden 
County, we saw a 30 percent decline in State revenue between 
2007 and 2012, or $1,569 per student. This all came while fuel, 
health care, and other inescapable costs like providing a free and 
appropriate education for the 12 percent of our students who are 
special needs populations remains regardless of appropriations. 

Over the last 4 years in Camden County, we have eliminated art 
and music from elementary schools. We have decreased advance 
placement offerings at the high school, eliminated 272 of the 1,486 
positions, increased class sizes by five students in every grade, re-
duced our instructional calendar from 180 days to 166 lengthened 
days, and furloughed teachers 6 days, administrators, 8 for the last 
3 years. Consequently, furloughs and a reduction in force removed 
$5,300,000 in annual salary from the local economy. 

And these reductions left their mark. On March 25th, 2009, I 
met with 28 teachers to tell them that they would not have jobs 
in the succeeding year. In those two succeeding years, I had the 
same conversation with nurses, music teachers, technology instruc-
tors, and ordinary classroom teachers to explain that though they 
were faithful to their students and loyal to the community and de-
voted to their profession, that they would be losing their jobs. 

As leaders, we accept an obligation to make difficult decisions 
when necessary. Our communities need you to know that a minus 
sign on a budget spreadsheet here in Washington often represents 
a real person or a program in our schools. Your appropriation for 
Impact Aid is inseparably linked to our budgets and our budgets 
are inseparably linked to people. 

Ms. Jennifer Mathis is one of the teachers that I met with on 
March 25th of 2009. While I do not know all of the 700 teachers 
in our district, I did know Ms. Mathis, and the reason I knew her 
is that just a few months earlier, before I met with her to tell her 
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that she did not have a job, I visited her home and her two sons 
when her husband was killed in an accident. Regardless of that 
fact, my responsibility was to protect the school system and ensure 
that we could live to fight another day. So she was a casualty of 
those cuts. 

I hope you agree that as leaders, when we fail to recognize the 
human costs of our decisions, we fail to serve those that we lead. 

Property owners in Camden County already bear a significant fi-
nancial obligation to support schools. Raising taxes in federally 
connected communities because the Federal Government cannot 
pay its tax bill is indefensible. The Federal Government must meet 
its obligation for military dependents and to fulfill the trust respon-
sibility for Native American students. I respectfully ask you to lead 
others in recognizing these communities deserve to be a priority 
through adequate Impact Aid funding. 

And finally, I thank you for this opportunity. 
Mr. KINGSTON. Thank you very much, Dr. Hardin. 
Questions?
You also get some money out of the DOD. Do you know what the 

balance is between the Department of Education and the Depart-
ment of Defense? 

Mr. HARDIN. The Department of Defense for us provides 
$200,000–$250,000. It is an appropriation each year just like Im-
pact Aid is. In comparison, Impact Aid funding for our district is 
between $4,000,000 and $5,000,000, again depending on appropria-
tions. So quite an imbalance. 

Mr. KINGSTON. Well, thank you very much. 
Mr. HARDIN. Thank you. 
Mr. KINGSTON. And on the subject of the Department of Defense, 

I also wanted the witnesses to know that on cancer research, the 
Department of Defense spends $120,000,000 on breast cancer, 
$16,000,000 on ovarian, $80,000,000 on prostate, and $12,800,000 
on other type cancers, for a total of $228,000,000. So just for the 
record.

Well, thanks a lot. 
Dr. Peter McPherson. 

WEDNESDAY, MARCH 13, 2013. 

ASSOCIATION OF PUBLIC AND LAND-GRANT 
UNIVERSITIES (APLU) 

WITNESS
PETER McPHERSON, PRESIDENT, ASSOCIATION OF PUBLIC AND 

LAND-GRANT UNIVERSITIES (APLU) 

Mr. MCPHERSON. Yes, sir. 
Mr. KINGSTON. Association of Public and Land-grant Universities 

and a Michigan State Spartan. 
Mr. MCPHERSON. Yes, sir. 
Good to be here today. My association is the association of large 

public and land-grant universities in the country. You mentioned 
the University of Tennessee, Idaho, Idaho State, of course, Georgia. 
I was President of Michigan State for 11 years, and our chair spent 
a little time at Michigan State. He told me just before the hearing. 
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Good to be here. We have schools in every State in the country. 
They are the large publics that you know so well. 

Let me be brief because I see all those people behind me. So I 
will be brief. 

The sequester I know we all feel has been a blunt instrument, 
an indiscriminate instrument. It is important that, as I know you 
are all so well aware, that you put together a balanced budget that 
in my view needs entitlement reform, tax reform, and some re-
sources. I appreciate the hard work that you are doing here in this 
and it is so important. 

A few comments about NIH funding. We have heard today—and 
they are really quite compelling stories—about the importance 
about NIH health funding, research. In 2011, where we have clear 
figures of the outcome, $31,000,000,000 produced a $62,000,000,000 
economic impact, over 400,000 jobs. That is the immediate eco-
nomic impact. 

But I think what is especially important to also look at is that 
over the last few decades, we have had an era of information tech-
nology that has spawned so much of our economic growth, and the 
information technology now feeds into what we are seeing as bio-
technology at large. This is going to be so much part of our econ-
omy in the decades ahead. And I know you all feel it is really not 
smart to cut back on some of the foundation, the basic research 
that that will fuel. Other countries in the world are increasing 
their research. It is a competitive disadvantage for us not to con-
tinue to keep this lead. In my view, it is an investment issue. That 
is true in terms of economics, but the lives saved. We know about 
cancer, AIDS, Alzheimer’s and so forth. 

It is interesting that a small bit of this has an impact upon inter-
national health and humanitarian work. The University of Georgia, 
for example, has a little project, Mr. Chairman, that looks at how 
to better treat malaria, very important work, and is really pressing 
work.

A few comments about student aid. We appreciate the leadership 
of this committee to continue this. Some 10,000,000 students re-
ceive Pell Grants in this country. I will tell you a figure. If there 
is anything I have said today I would love to have you take away— 
we have got a real problem here. Of the top income quartile in this 
country, 85 percent of those students, those young people, get a de-
gree. Of the bottom quartile, the bottom 25 percent, only 8 percent 
of those young people get degrees. What a dramatic change. We 
know that is not all intelligence or initiative or something. 85 to 
8 percent. That is something. 

Now, universities clearly have a role. And the big publics have 
a huge role. But key also is the student aid. Having been running 
this campus with 40,000-plus students for 11 years, I have just 
talked to hundreds of students. A few hundred dollars often is the 
question of whether you stay in school or not. It is just really true. 
Coming from a family with no money, just a little money makes the 
difference.

Now, the big publics have made a commitment. We went through 
this process last year. Almost 500 public universities in the coun-
try, which is pretty much everybody, have made a commitment to 
increase—we got a number, driving toward increasing the number 
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of our graduates so that by 2025 we will make up our share of the 
population so that 60 percent in this country have a degree. We 
need a high number because there is no way you can get there 
without this dramatic shift of this 8 to 85. 

I would make one last comment, Mr. Chairman and committee, 
that there appears to be a surplus Pell this year. Be sure to use 
it for 2014 and don’t let anybody else take it. 

Those are my comments, folks. It is an important job you have 
and we appreciate what you do. 

Mr. KINGSTON. Well, thank you. 
I had one question. If kids went to school 4 years, we could save 

a lot of money. Do you know what the statistics are on more than 
4 years now in college preparedness coming out of our high 
schools?

Mr. MCPHERSON. The 4-year figures are less than 50 percent. 
The 6-year figures are 65 percent or so. The figures that you typi-
cally see, the Department of Education figures, are much lower be-
cause they only look at full-time entering freshman class, what 
happens to that group. They do not count the transfer-ins and outs. 

Now, having said that, I mean, when most of you went to school, 
I suspect if you did not graduate in 4 years, it was sort of a dis-
grace. Certainly when I went to school, it was a disgrace not to do 
that. And Vietnam and Watergate really shifted that in many 
ways. That is when you began to take less than 15 credits. 

There are many schools in this country that now have on the 
table an incentive plan to graduate in 4 years. The University of 
Florida, for example, has now decided that they are going to admit 
students in the summer or in the winter so they have the institu-
tion used full-time. 

My belief is that there is real progress being made on getting 
more graduates, but we have got a lot more to do. This is a topic 
for another day, but I think that student financial aid needs to be 
moved from just an access program, how it is structured, to access 
plus completion. A long topic, and I am into it up to my neck every 
day, and except for the 15 people behind me, I would love to tell 
you all about it. 

Mr. KINGSTON. We could save a lot of money if we had more peo-
ple graduating—— 

Mr. MCPHERSON. Absolutely. Students have to take more credits. 
If we can facilitate going in the summer—remember, every semes-
ter a student cuts off, they begin to earn money sooner. They do 
not bear the cost of the expenses, of the living expenses. 

I would love to come up and talk to you individually or otherwise 
about what is happening. I do not believe enough is happening yet, 
but I think that I can point to dozens of examples where some im-
portant things are happening. One of the reasons we put together 
this commitment to increase the number of graduates is because 
that pulls along everything else. 

Mr. KINGSTON. It really is different. It is interesting, the cultural 
change. When I transferred from Michigan State to the University 
of Georgia, I lost one class, a credit that did not transfer. So I still 
finished in 4 years, but I took a class by correspondence to grad-
uate, but I went to work. That class, by the way, was political 
science 101. [Laughter.] 
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Mr. MCPHERSON. Congratulations, Mr. Chairman. 
Mr. KINGSTON. Well, thank you very much. 
Our next witness is Dr. Dan Salinas with Children’s Healthcare, 

children’s hospital, of Atlanta. And he is going to be testifying on 
behalf of the Children’s Hospital Association. 

WEDNESDAY, MARCH 13, 2013. 

CHILDREN’S HEALTHCARE OF ATLANTA 

WITNESS

DAN SALINAS, M.D., CHILDREN’S HEALTHCARE OF ATLANTA 

Dr. SALINAS. Chairman Kingston and distinguished members of 
the committee, thank you very much for this opportunity to testify 
in support of Children’s Hospitals Graduate Medical Aid Education 
program, or CHGME. 

Basically what I am here to ask for today is that we continue 
and increase the investment in providing a pediatric workforce in 
America and providing access and care for America’s children. 

I am Dan Salinas. I am the chief medical officer for Children’s 
Healthcare of Atlanta. On behalf of Children’s and the Children’s 
Hospital Association, I would like to thank the chairman and the 
committee for the ongoing support that you have provided to the 
CHGME program. 

CHGME supports children’s health by providing independent 
children’s hospitals with support for graduate medical education 
similar to the funding that adult teaching hospitals receive through 
Medicare. Since the program’s beginning, the CHGME program has 
enjoyed strong bipartisan support in Congress, and the children’s 
hospitals are extremely grateful to Congress and the members of 
this committee for their outstanding history of supporting CHGME. 

This funding has had a tremendous impact since its inception in 
1999, enabling children’s hospitals to increase their overall training 
by more than 45 percent since the program began. 

In addition, the CHGME program has accounted for more than 
75 percent growth in the number of new pediatric subspecialists 
being trained in this country. Today, the 55 hospitals that receive 
CHGME, representing less than 1 percent of all hospitals in this 
country, train over 6,000 pediatric residents and fellows annually. 
This equates to the training of 49 percent of all the pediatric resi-
dents in this country, including 45 percent of the general pediatri-
cians and 51 percent of the pediatric specialists. So half of the pedi-
atric workforce in America is the result of this funding that Con-
gress makes in the Children’s Hospitals Graduate Medical Edu-
cation fund. 

The children’s hospitals around the country continue to experi-
ence significant shortages in many of the pediatric subspecialties. 
Some of the causes for this include a limited supply of specialists, 
rising debt burden because a lot of people who train in medicine 
do not go into pediatrics because the salaries are noncompetitive, 
changing lifestyles, and then an overall decline in physicians seek-
ing specialty training. 



20

The pediatric specialty shortages in this country affect children 
and their families in a significant way, specifically the ability to re-
ceive timely, appropriate care in pediatrics. An average wait in a 
children’s hospital for a visit is about 2 weeks. In some of our sub-
specialties today in America in pediatrics, the wait time can be 
anywhere from 3 to 6 months. If this program were to be elimi-
nated, this would serve to severely hamper patient access to care 
and exacerbate the shortage of pediatric doctors in this country. 

While final decisions on fiscal year 2013 funding are pending, 
Congress will soon turn to consideration for fiscal year 2014 fund-
ing. Funding in the amount of $317,500,000 for CHGME is critical 
based on the continued growth in children’s demographic in this 
country and the continuing workforce needs. 

On behalf of CHA and Children’s Healthcare of Atlanta, I re-
spectfully request that the subcommittee provide $317,500,000 for 
the CHGME program in fiscal year 2014. This request is based on 
the continued growth of the children’s demographic in this country 
and the continuing needs in the pediatric workforce especially in 
respect to subspecialty shortage. 

We recognize greatly that the fiscal climate is extraordinarily 
challenging and that Congress has a significant responsibility to 
carefully consider the Nation’s spending priorities. However, the 
CHGME program is critical to protecting gains in pediatric health 
and ensuring access to care for children nationwide. Remember, an 
investment of this type to keep our children healthy and to make 
our children healthy today leads to a healthier adult in America to-
morrow.

On behalf of Children’s Healthcare of Atlanta and the Children’s 
Hospital Association and the children and families that we serve, 
thank you for your past support for this critical program, your 
leadership in protecting children’s health. I strongly urge you to 
continue to support the CHGME program in fiscal year 2014 so 
that we can continue to train the next generation of general and 
specialized pediatricians. Remember, this an investment in Amer-
ica’s children. 

Again, I thank you for this opportunity to testify before you 
today and I welcome any questions. 

Mr. KINGSTON. Thank you, Dr. Salinas. 
One thing that I would just recommend to you is to make sure 

that your hospital associations and your hospital members have in-
vited Members of Congress to look at particularly the emergency 
room for small children and do a visit because it is very edu-
cational.

Ms. Roybal-Allard, any questions? 
Ms. ROYBAL-ALLARD. Some people have argued that Medicaid 

GME should be able to pay for pediatric residents. Can you talk 
about why that will not work for, say, States like California? 

Dr. SALINAS. I do not know enough about the program to answer 
that question, but I will get an answer for you. 

Ms. ROYBAL-ALLARD. Okay, thank you. 
Mr. KINGSTON. I do want to say that the President’s request last 

year was $88,000,000 and this committee funded it at 275. But we 
don’t get the budget directly ourselves. So at this point, sometimes 
we don’t set that number. 



21

Dr. SALINAS. Thank you. 
Mr. KINGSTON. Next is Mary Reese speaking for the people with 

intellectual and developmental disabilities, a VOR board member. 
Welcome to the committee. 

WEDNESDAY, MARCH 13, 2013. 

VOR

WITNESS

MARY REESE, BOARD MEMBER, VOR 

Ms. REESE. Good morning. Chairman Kingston and members of 
the committee, thank you for this opportunity to meet with you 
today on behalf of VOR. 

My name is Mary Reese and I am a resident of Maryland and 
a VOR board member. VOR is a national organization advocating 
for high-quality care and human rights for people with intellectual 
and developmental disabilities, also known as IDD. 

VOR respectfully requests the subcommittee’s support for lan-
guage to prohibit the use of Health and Human Services appropria-
tions in support of de-institutionalization activities which evict vul-
nerable individuals with IDD from HHS-licensed Medicaid facili-
ties. Upon review of VOR’s written testimony and after listening to 
my comments today, I hope you will agree that HHS-funded closure 
activities which target HHS-funded and licensed homes are an ab-
surd and cruel use of Federal funding. These closures have often 
led to human tragedy and violate Federal law. 

Like the vast majority of VOR members, my family member, Gin-
ger—and here is her picture—is my motivation. Ginger has pro-
found intellectual disabilities, many medical issues, and counts on 
me to be her voice. She has no language skills, but her eyes speak 
volumes. Ginger recently moved to Holly Center, a State Medicaid 
intermediate care facility. It took 8 long years to secure the serv-
ices she requires for her health and happiness. While we fought for 
admission, Ginger endured many health emergencies, inconsistent 
nursing care, and often neglect and injuries at the hands of poorly 
trained staff in her community setting. 

Ginger is not alone in her past suffering. Headlines across the 
country tell widespread tragedies in small settings serving people 
with IDD. There are reports of 1,200 unnatural and unknown 
deaths in New York State, 100-plus deaths in Connecticut, 53 
deaths in Illinois, and many more reports of abuse, neglect, and 
death in a majority of the States, and they are alarming. 

It is a fact that the very health and human service agencies that 
Congress has entrusted to protect people with IDD rarely concern 
themselves with community-based tragedies and routinely dis-
mantle the HHS-licensed and funded homes that provide highly 
specialized care in favor of non-federally regulated group homes in 
the community. 

Both the Administration on Intellectual and Developmental Dis-
abilities, AIDD, and the National Council on Disabilities, NCD, are 
HHS-funded and pursue the closure of HHS-funded facilities with-
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out regard to Federal laws which require individual choice and in-
dividual and family decision-making. 

AIDD oversees the federally funded Developmental Disabilities 
Act programs located in each State. It has been 13 years since Con-
gress last reauthorized the DD Act. Authorizations for the DD Act 
appropriations expired in 2007. However, Congress continues to 
fund these programs with virtually no independent oversight. 

AIDD and DD Act programs achieve de-institutionalization 
through class action suits, advocacy, and other tactics routinely dis-
regarding outcomes, individual choice, and the legal right to appro-
priate services. The DD Act expressly recognizes that individuals 
with developmental disabilities and their families are primary deci-
sion-makers with regard to residential care, supports, and policies. 

HHS-funded The National Council on Disabilities has also shown 
callous disregard for rights and outcomes. In October, NCD pub-
lished ‘‘De-institutionalization: Unfinished Business,’’ a 300-page 
paper calling on advocates to engage in advocacy and file lawsuits 
to close all homes with four or more people. Affected individuals 
and their families and legal guardians were not consulted. Instead, 
NCD unconscionably accuses caring families and guardians, par-
ents like me, of violating our family members’ civil rights simply 
because we choose a care setting of four or more people. Neither 
Medicaid law, which expressly requires residential choice, nor 
Olmstead, the Supreme Court decision so frequently cited in sup-
port of de-institutionalization, mandates of even allows these ac-
tions. The Olmstead’s Court’s own words are: we emphasize that 
nothing in ADA or its implementing regulations condones termi-
nation of institutional settings for persons unable to handle or ben-
efit from community settings. Nor is there any Federal regulation 
that community-based treatment be imposed on patients who do 
not desire it. 

VOR implores the subcommittee to take action. HHS agencies 
should not be filing lawsuits or pursuing advocacy against HHS 
programs. Please support language to prohibit the use of HHS ap-
propriations in support of de-institutionalization activities which 
evict vulnerable individuals with IDD from HHS-licensed Medicaid 
facilities. No Federal agency should define choice so narrowly and 
illegally as to disenfranchise the most vulnerable segment of our 
disabled population. Such actions are a cruel and absurd use of 
Federal funding that is exacting great harm on our Nation’s most 
vulnerable citizens. 

Thank you so much for this opportunity and for your consider-
ation.

Mr. KINGSTON. Thank you very much, Mrs. Reese. 
Questions?
And she is your daughter? 
Ms. REESE. Actually she is the daughter of the gentleman I was 

engaged to and he passed away at 97. His last years, he asked me 
to co-guardian her, and one of the first things I did after he took 
his last breath was march myself to the circuit court in Mont-
gomery County and apply for full guardianship. 

I saw her last weekend because she has only lived at Holly Cen-
ter for a couple of months now. And she saw me coming towards 
her in the hall. She has no language skills. She is in a wheelchair. 
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She is profoundly mentally retarded. And she threw her arm over 
my shoulder and hugged me. And I said, oh, you are doing great 
and you are happy to see me again. That is wonderful. 

Mr. KINGSTON. Well, God bless you. 
Ms. REESE. Thank you. 
Mr. KINGSTON. Thank you. 
Next, Dr. Walter Curran, Executive Director of Winship Cancer 

Institute of Emory University. Dr. Curran. 

WEDNESDAY, MARCH 13, 2013. 

ASSOCIATION OF AMERICAN CANCER INSTITUTES 

WITNESS
WALTER J. CURRAN, JR., M.D., FACR, EXECUTIVE DIRECTOR, WINSHIP 

CANCER INSTITUTE OF EMORY UNIVERSITY 

Dr. CURRAN. Chairman Kingston, Ranking Member DeLauro, 
and members of the subcommittee, thank you for the opportunity 
to testify before you on the relationship with the National Insti-
tutes of Health and our Nation’s cancer centers. 

My name is Dr. Wally Curran of Winship Cancer Institute of 
Emory University. As Winship’s Executive Director, a cancer re-
searcher, and a practicing radiation oncologist, I am happy to be 
here on behalf of the American Association of Cancer Institutes to 
discuss the critical importance of NIH support to our Nation’s can-
cer centers. 

Chairman Kingston, thank you for your ongoing support of can-
cer research and your understanding of how research improves our 
care of cancer patients. I would also like to thank you for your visit 
to Winship last year. I believe our Nation’s leaders should visit 
cancer centers in order to witness the vital role our institutions 
play in the health of our constituents as they face a battle with 
cancer.

Chairman Kingston, your support of Winship’s application for an 
NCI funding level, as well as your backing of our recent application 
to become a lead academic participating site for NCI, is also appre-
ciated. I hope your colleagues take the time to visit our cancer cen-
ters in and near their own districts and see the outstanding work 
my colleagues do at this institutions. 

As you are well aware, the NCI is one of the NIH’s institutes. 
NCI awards its designation to cancer centers who demonstrate ex-
pertise in research through successful completion for a cancer cen-
ter support grant. Winship received NCI designation in 2009, join-
ing a prestigious group of then 64 NCI-designated cancer centers. 
Winship just successfully renewed its designation and CCSG 
through a competitive renewal process, receiving a rating of out-
standing by a panel of our peers. We are the first and only NCI- 
designated cancer center in Georgia, which is now the eighth most 
populous State in the Nation and home to 3.2 percent of the entire 
country.

While Congress continues to debate the remainder of the fiscal 
year 2013 budget, NIH and NCI have prepared for cuts through fis-
cal year 2021. It is estimated that NIH will experience a cut of 
$1,600,000,000 of which NCI will lose approximately $250,000,000. 
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These cuts will have a real impact on progress against cancer at 
Winship and other cancer centers across the country. Continued 
progress in cancer research is dependent on the sustained efforts 
of highly skilled research teams working at cancer centers across 
the country and supported by the NCI. A budget cut to NIH and 
ultimately NCI will decrease funding to cancer research and impact 
many of the research teams working on new treatments and new 
cures. Rebuilding these teams could take years. 

As an example, Winship has an outstanding research team mak-
ing real progress in understanding how mutations causing lung 
cancer, the type of cancer causing the most deaths in our country. 
We are observing an increase in the number of lung cancer pa-
tients who have little or no tobacco use history, and we are just be-
ginning to understand the genetic and genomic risk factors of such 
individuals for developing lung cancer. A break in funding of this 
and other projects could delay finding new and effective therapies 
for thousands of patients by a matter of years. 

Our Nation’s cancer patients deserve greater research attention 
to this deadly disease. Cancer is the leading cause of death in 
Georgia and more than 1,600,000 Americans were diagnosed with 
cancer in 2012, with over half a million dying from this disease. 
With 25 percent of all deaths in the United States caused by can-
cer, the disease is the Nation’s second leading cause of death. The 
NCI estimates 41 percent of us will receive a cancer diagnosis at 
some point in our lifetime. 

At Emory’s Winship Cancer Institute, we are excited about the 
new proton beam therapy facility now under construction in At-
lanta, as well as the increasing number of our patients being en-
rolled on cancer clinical trials. We see the impact of budget cuts 
through fiscal year 2021 has already begun to affect our progress 
in research. Immediate effects will be felt in our research labs with 
promising research slowed or even shut down pending projects 
wiped off the books, and bright, young researchers unable to learn 
cancer research at the side of experts. 

At Winship, we enrolled over 700 cancer patients on trials test-
ing new treatments in 2012 from all across the State of Georgia 
and beyond, each of whom has his or her amazing cancer journey 
to tell. We aspire to increase the number of cancer patients that 
we can offer such hope, but we need sustained support to achieve 
this. The reduction in funding to the cancer centers will directly af-
fect our ability to provide the critical infrastructure necessary for 
a robust research program. 

We are particularly excited about Winship’s and other cancer 
centers’ ability to offer new and promising therapies to our patients 
in what we refer to as our phase I unit. This is our specialized cen-
ter, which allows us to carefully study all the beneficial and any 
harmful effects of these therapies. We have offered such 
groundbreaking phase I treatments to nearly 200 patients per year 
at Winship. 

In addition to cancer centers, NCI supports cancer research in all 
of your communities through the National Clinical Trials Network 
and its newly reorganized five cancer cooperative groups. I have 
the great honor of co-leading one of these five research groups, and 
we have dedicated volunteer physicians and staff in every State 
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and every congressional district in the Nation offering hope to our 
cancer patients through our menu of over 200 cancer clinical trials. 
20,000 to 25,000 patients choose to participate in these network 
trials each year, and this research has defined many of the best 
treatments for today and tomorrow’s cancer victims among us. 

This research is well coordinated with our cancer centers and is 
necessary for outreach beyond our research universities into com-
munity medical practices and for finding answers to some of the 
toughest cancer research questions as quickly as possible. It is 
through this network that patients in such locations as south-
eastern Georgia are able to enroll in these cancer clinical trials 
with their community oncologists. 

Unfortunately, NCI support for these cancer cooperative groups 
has remained flat for over a decade. Sustaining this support is crit-
ical in providing your constituents the best access to outstanding 
cancer care available through their participation in federally sup-
ported clinical trials. 

NIH plays a vital role in our cancer research but also impacts 
our Nation’s economy. An analysis released last month projected 
that the Nation’s life science sector, which includes cancer re-
search, would lose more than 20,000 jobs and $3,000,000,000 in 
economic impact due to cuts to NIH. These serious consequences 
for our biomedical jobs and local economies would mean funding 
cuts could undermine U.S. competitiveness at a time other nations 
are aggressively boosting their investments in research and devel-
opment.

At Winship, this threat is real and we cannot afford to experi-
ence such loss. Such declines in funding could prevent us from 
quickly moving to a broader platform of personalized cancer care 
and research. This personalized approach requires a time- and re-
source-intensive approach to every patients’ cancer to best under-
stand what is the very best approach to each patient’s care. This 
effort is well underway at Winship and other centers and will re-
quire a sustained and significant level of support. 

So in conclusion, NIH’s full support of NCI-designated cancer 
centers and their programs remains a top priority for our Nation’s 
cancer centers. We are on a clear path to dramatic breakthroughs 
both at Winship and other centers. We have come too far in cancer 
research progress to lose Congress’ full support of NIH and NCI. 
And your constituents deserve the very best we have to offer in 
providing lifesaving treatment. 

Thank you. 
Mr. KINGSTON. Thank you, Dr. Curran. And it was a very good 

visit to your operation. And also we had a great hearing last week 
with Dr. Collins. And I met many times with you guys. 

Any questions? 
Thank you very much. 
Dr. CURRAN. Thank you. 
Mr. KINGSTON. And next we have Dr. John Maupin, President of 

Morehouse School of Medicine. Dr. Maupin. 
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WEDNESDAY, MARCH 13, 2013. 

MOREHOUSE SCHOOL OF MEDICINE 

WITNESS
JOHN E. MAUPIN, D.D.S., MOREHOUSE SCHOOL OF MEDICINE 

Dr. MAUPIN. Good morning. Chairman Kingston, Ranking Mem-
ber DeLauro, and members of the subcommittee, I thank you for 
giving me this opportunity to present my concerns and rec-
ommendations to you today. It is a distinct honor and privilege. 

My testimony highlights the key sources of funding which allow 
Morehouse School of Medicine, the other three historically black 
medical schools, Howard University College of Medicine, Meharry 
Medical College, and Charles Drew University School of Medicine 
and Science, and other community-focused medical schools who 
share our mission, to continue their training, research, and service 
emphasis on expanding the number of primary care physicians 
working in underserved communities, increasing racial and ethnic 
diversity in the health professions, eliminating racial and ethnic 
health disparities, and reducing preventable deaths and promoting 
healthier lifestyles for all Americans, placing emphasis on vulner-
able populations. 

Specifically, the related agencies and programs, which I discuss 
in greater detail in my written testimony, include the Health Re-
sources Service Administration of HHS and its Title VII health pro-
fessions training programs including Minority Centers of Excel-
lence, Health Careers Opportunities Program, and the Area Health 
Education Centers, National Institutes of Health, National Insti-
tute of Minority Health and Health Disparities, the Office of Assist-
ant Secretary in the Department of Health and Human Services’ 
Office of Minority Health, the Office of post-Secondary Education 
at the Department of Education and its Strengthening Historically 
Black Graduate Institutions Program. 

Now, ensuring that the supply of physicians and other health 
professions keeps pace with the disease-specific needs of the coun-
try’s growing and aging population is the single most critical re-
source issue facing the U.S. health care system with far-reaching 
implications on access, cost, and quality of care. And I am sure this 
committee is well aware of this challenge. Many national studies 
project the critical shortage of the health workforce, including esti-
mates of a projected shortage of 90,000 physicians by 2020, with 
half of this shortage in the primary care specialty fields of medi-
cine. Moreover, this looming crisis is exacerbated by a lack of work-
force diversity and inadequate distribution by geography. Quite 
frankly, there is little left to discover or dispute with respect to the 
benefits of achieving greater racial and ethnic diversity of the Na-
tion’s health professions. The attention once again must shift to 
identifying the most effective and sustainable methods to do so. 

Morehouse School of Medicine, along with the other historically 
black medical schools and similarly focused institutions, occupy a 
unique niche among the Nation’s array of academic health centers. 
They are a vital component of the American health care system 
supporting the national resolve to create a healthier America, par-
ticularly for medically underserved and under-represented popu-
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lation segments. Importantly, the core mission and goals of these 
institutions is perfectly aligned with national health and health 
care priorities. 

Specifically, Morehouse School of Medicine commands national 
respect for its distinctive primary care-anchored mission. Most re-
cently in the first-ever study published in the June 15, 2012 issue 
of the Annals of Internal Medicine entitled ‘‘The Social Mission of 
Medical Education’’ ranking the schools, Morehouse School of Medi-
cine ranked first among U.S. medical schools for its contribution to 
the social mission of medical education as measured by the produc-
tion of primary care physicians, under-represented minority grad-
uates, and graduates practicing in medically underserved areas. 

Ironically, it is this distinctive mission focus that places More-
house School of Medicine and its sister institutions in a uniquely 
disadvantaged position from an economic perspective as compared 
to the majority of the Nation’s academic medical centers. Unlike 
subspecialty-oriented, research-intensive institutions with higher 
margin clinical services and integrated hospital system, substantial 
research enterprises—technology is great until you push the wrong 
button. [Laughter.] 

Dr. MAUPIN. Unlike these integrated hospital systems, substan-
tial research enterprises, sizeable endowments and a critical mass 
of wealthy donors, these institutions are faced with an unprece-
dented set of adverse factors that challenge the financial viability, 
again directly related to mission. Consequently, they are dispropor-
tionately dependent upon the various Federal programs I have 
highlighted to support their core public purpose. 

While the financial position of most of the country’s 130 medical 
schools is challenged by declining funding streams, from patient 
care revenues, and growing cost structures associated with tech-
nology advancement and regulatory requirements, many have been 
able to make course corrections primarily through leveraging the 
resources of their hospital systems. 

However, community-based medical schools like Morehouse 
School of Medicine with our primary care focus and orientation to-
wards general medical education and extraordinary commitment to 
serving socio-economically disadvantaged and underserved rural 
and urban populations have limited ability to respond to these 
challenges. Therefore, State government support and funding from 
Federal programs highlighted in this presentation are even more 
essential today than ever before for our viability. 

In 1987, the U.S. Congress acknowledged their appreciation in 
the value of the role historically black medical schools play in en-
hancing the diversity of America’s health profession workforce. 
Congress also demonstrated its understanding of the unique eco-
nomic circumstances associated with their mission by amending 
part F of Title VII of the Public Health Services Act, through pas-
sage of Public Law 100–97, the Excellence in Minority Education 
and Care Act, creating HRSA’s Center for Excellence programs. 
Congress later went on to authorize the establishment of additional 
categories.

Respectfully, I submit in closing—— 
Mr. KINGSTON. Okay. I was going to cut you off, but you sound 

like you are finishing. 
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Dr. MAUPIN. Respectfully, I submit that now is the time for tar-
geted investments not reductions in the very programs that help to 
ensure a steady pipeline of minority health care professionals and 
bioscience professionals and support research that will ultimately 
lead to the elimination of health disparities and health inequities. 
To that end, my written testimony provides very specific rec-
ommendations for each of these programs to continue to support 
the vital missions of these important schools. 

I will take your questions, sir. 
Mr. KINGSTON. Thank you very much, Dr. Maupin. 
Questions?
How is Dr. Sullivan doing? 
Dr. MAUPIN. Dr. Sullivan is doing wonderful. I speak to him on 

a monthly basis so that I can give him an assignment before he 
gives me one. [Laughter.] 

Dr. MAUPIN. And he continues to, with his Sullivan Alliance, sup-
port the very same mission focus that we have and continue our 
programs. So he has been a great asset to me as a follow-on presi-
dent to his leadership. 

Mr. KINGSTON. Please give him my best. He is a great American. 
Dr. MAUPIN. Well, my written statement provides some addi-

tional context of this, and we continue to thank you for your sup-
port of these special programs. 

Mr. KINGSTON. Thank you, Dr. Maupin. Good to see you. 
Dr. MAUPIN. Good to see you again, sir. 
Mr. KINGSTON. Next, Mr. Joseph McNulty, Executive Director of 

Helen Keller National Center. 

WEDNESDAY, MARCH 13, 2013. 

HELEN KELLER NATIONAL CENTER 

WITNESS
JOSEPH J. McNULTY, EXECUTIVE DIRECTOR, HELEN KELLER NA-

TIONAL CENTER 

Mr. MCNULTY. Thank you, Mr. Chairman. 
I am the Executive Director of the Helen Keller National Center. 

We are headquartered up in New York. We have a network of re-
gional offices across the country that serve deaf-blind people in all 
50 States. 

We are also a line item in the Federal budget, one of the real 
small line items in the Federal budget. And in fiscal year 2012, we 
received $9,100,000. With the impact of the sequestration this year, 
we expect to be closer to $8,600,000. And so we are asking for an 
additional $2,000,000 in fiscal year 2014. For all intents and pur-
poses, we have been level-funded for the past 15 years, and if we 
had received a simple COLA over that period of time, our funding 
would be in excess of $12,000,000, which is 40 percent below what 
we are currently funded at. So we think that the $2,000,000 is jus-
tified.

In June of 2011, the Westat Corporation issued a report on a 2- 
year evaluation of the center that was commissioned by the U.S. 
Department of Education. And among the findings they had were 
that the center is, indeed, meeting its congressional mandate and 
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in their words in the opinion of the stakeholders, the National Cen-
ter is the gold standard in the provision of services to people who 
are deaf-blind. So, obviously, we are very pleased with the report 
and we do take a great deal of pride in the work we have done for 
the past 45 years. 

But in order for us to continue to meet that congressional man-
date, we are facing a couple of challenges that we are going to need 
that $2,000,000 for: specifically the increased number of individuals 
who are eligible for our services and then the shortage of trained 
personnel around the country to meet the needs of people who are 
deaf-blind.

In the HKNC Act that authorized the center, Congress had 
charged us with training individuals who are deaf-blind, each per-
son who is deaf-blind in the United States, and training those pro-
fessionals to provide the services at the State and local level. When 
the center was opened in 1969, they estimated there would be 
50,000 to 70,000 deaf-blind people in the country. A study was con-
ducted by the Research and Training Center on Blindness and Low 
Vision at Mississippi State University, and they estimate that the 
number of people with combined vision and hearing loss in the 
country is now at 1,200,000. Now, these are not Helen Kellers. 
Most of them, 90 percent of them, are over 55 years of age experi-
encing age-related vision and hearing impairments. But by defini-
tion, they are deaf-blind and they are eligible for services from the 
National Center. 

Tied into this ballooning number is the growing shortage of 
trained personnel. If you talk to individuals who are deaf-blind 
around the country and their families, they will tell you the num-
ber one barrier to them reaching their full potential is there simply 
are not people qualified to work with them in all aspects of their 
life. This includes the DD system, the aging system, vocational re-
habilitation, independent living. 

So we are asking for this money for a wide range of people. 
1,200,000 does not seem like a lot in the overall population in the 
United States, but whether it is those 12-year-old twins from Geor-
gia that their mom spoke about this morning who, God willing, in 
10 to 12 years are going to have a college degree and be looking 
for their first job and a place to live in the community or a 75-year- 
old grandmother who is experiencing vision and hearing loss as a 
result of aging and is in danger of losing her place that she has 
had for 55 years in her community because of her independent liv-
ing skill needs, they both require trained professionals. 

At the risk of bragging a little bit, we think we at the center 
have acquired a body of knowledge and a skill set that we can be 
of help to both ranges, both ends of the population. We just need 
the resources to do so. 

And as everybody has said before me and will say after, you are 
facing a very, very difficult task. I think we would all agree that 
everybody presenting here is doing God’s work and how you reach 
the decision in terms of how you are going to spend those limited 
dollars is a tremendous challenge. I do not envy you, but I would 
ask that you would consider the needs of a very needy population, 
small in number, comprehensive needs as you do your delibera-
tions.
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Thank you. 
Mr. KINGSTON. Thank you very much. 
Do you do much with Usher syndrome? 
Mr. MCNULTY. We do. Usher syndrome was a major focus when 

the center was opened in 1969. Because of the graying of America, 
they have become a relatively small percentage of the overall deaf- 
blind population. But for individuals who are seeking employment 
who come to the center’s headquarters in New York for training to 
find a job and have the skills to go back and live in their commu-
nity, they often make up between 35 and 50 percent of the student 
population at the center at one time. 

And through genetic studies, the identification of folks with 
Usher syndrome is improving, and 20-25 years ago, they would es-
timate that 2.5 to 4 percent of the deaf population in this country 
had Usher syndrome, and now they are revising those to almost 
double that. So there is a lot of work that is being done with genet-
ics, and I would support everything that was said earlier from the 
group that is behind Usher syndrome research. 

Mr. KINGSTON. Well, thank you very much. 
Ms. Roybal-Allard, any questions? 
Mr. KINGSTON. Thank you, Mr. McNulty. 
Next, Dr. Paul Jarris, who is the Executive Director of the Asso-

ciation of State and Territorial Health Officials. 

WEDNESDAY, MARCH 13, 2013. 

THE ASSOCIATION OF STATE AND TERRITORIAL 
HEALTH OFFICIALS (ASTHO) 

WITNESS

PAUL JARRIS, M.D., M.P.H., EXECUTIVE DIRECTOR, THE ASSOCIATION 
OF STATE AND TERRITORIAL HEALTH OFFICIALS (ASTHO) 

Dr. JARRIS. Thank you, Chairman Kingston and Ranking Mem-
ber DeLauro and members of the subcommittee. 

My name is Dr. Paul Jarris and I serve as the Executive Director 
of the Association of State and Territorial Health Officials, or 
ASTHO. ASTHO is a national nonprofit organization representing 
public health agencies in the United States, the U.S. territories, 
and the District of Columbia, and over 100,000 public health pro-
fessionals who serve the public. I appreciate the opportunity to ap-
pear before you today to discuss the value and role of public health 
and the impact Federal funding in programs have on protecting 
health in the U.S., our States, and territories, and in our commu-
nities.

The best way to explain what public health is and what public 
health does every day to protect everyone in this room, your con-
stituents, and everyone across the Nation is to tell you a story. 
While this is one story about one recent disease outbreak, it is rep-
resentative of thousands of other examples of public health in ac-
tion, whether an infectious disease such as the recent whooping 
cough outbreak or West Nile virus outbreak, a natural disaster 
such as Superstorm Sandy, or a manmade disaster such as Deep 
Water Horizon. 
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This is a story of a recent fungal meningitis outbreak and how, 
with direct action by the public health system at the State, Fed-
eral, and local levels, and made possible though the Federal invest-
ment of this subcommittee, public health agencies reduced the 
death rate from nearly one in two infected patients down to zero, 
saving countless lives. 

On September 18th, 2012, Dr. Marion Kainer of the Tennessee 
Department of Health received an email from a physician at Van-
derbilt University Medical Center. A young, otherwise healthy pa-
tient had meningitis caused by a fungus, something rarely seen. 
Dr. Kainer immediately began her investigation. She learned that 
the patient recently had an epidural back injection at a pain clinic. 
Dr. Kainer alerted the clinic at once. Dr. Kainer contacted the CDC 
but did not stop there. 

Due to her extensive training and knowledge as a public health 
disease detective, she recognized the significant public health 
threat. She inspected the pain clinic to examine their sterile proce-
dures and identified the injectable steroid as a likely source of in-
fection, and she and Tennessee Health Commissioner, Dr. John 
Dreyzhner, sent a health alert warning all Tennessee physicians. 

Dr. Kainer determined that injections were coming from New 
England Compounding Center, NECC, and contacted the Massa-
chusetts Department of Health. NECC voluntarily recalled the im-
plicated medicine. Public health convened experts to advise pa-
tients and doctors how to identify, diagnosis, and treat this rare 
fungal meningitis. Public health tracked down patients as far away 
as Yosemite National Park who had received the tainted steroid 
and directed them to their doctors. Without public health profes-
sionals partnering with doctors, many more Americans would have 
died.

I will repeat. With public health activation the death rate fell 
from nearly one in two down to zero. Had Dr. Kainer been on fur-
lough day when the call had come in, if the public health lab had 
been short-staffed, had the alert networks not been deployed to no-
tify and advise clinicians, had preparedness and response plans not 
been exercised, more Americans would have died. Time is of the es-
sence in an infectious outbreak. 

This outbreak represents a significant tragedy for the 14,000 po-
tentially exposed individuals across 23 States, the 720 families 
sickened, and the 48 families who lost loved ones. Each one of the 
Federal public health programs listed in the table at the beginning 
of my written testimony plus others contributed to the fungal men-
ingitis response. 

I encourage you to look favorably on our funding recommenda-
tions for these programs in fiscal year 2013 and 2014. 

As a family physician and former State health commissioner, I 
know that not every health care decision is made in a single doc-
tor’s office for a single patient. Most of the health promotion, pro-
tection, and disease prevention decisions take place in our commu-
nities. Public health approaches to sanitation, vaccination, out-
break control, and other health threats have added 30 years to life 
expectancy in this country since 1900, far more than medical care. 
We can continue our progress based on evidence-based science and 
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approaches, but we rely upon the basic financial support from Fed-
eral, State, and local government. 

State health agencies rely on a mix of Federal grants funds, 
State general funds, fees, and other sources. The largest portion, 45 
percent, is discretionary Federal funds followed by State general 
funds at 23 percent. The Federal Government’s role is significant. 
Diseases and public health emergencies such as natural disasters 
do not recognize State borders. Since 2008, 91 percent of State 
health agencies have cut budgets. More than 46,000 jobs have been 
lost at State and local public health departments combined, which 
is nearly 21 percent of the total workforce. 

But the real story cannot be told in numbers alone. The real 
story is told by narratives that accompany these numbers, the new-
born baby who gets whooping cough because her mom and dad 
were not vaccinated, the young adult who does not get screened for 
HIV due to cuts in testing at our health department, the furloughs 
that keep a laboratorian or disease detective from discovering a 
disease outbreak and arresting it. These are the very real everyday 
occurrences that keep all of us in public health awake at night. 

In conclusion, public health is at a breaking point. Unless we 
start supporting our public health system in a more sustained way, 
our capacity will continue to erode and our ability to respond quick-
ly will completely evaporate. Put simply, additional cuts in discre-
tionary public health programs will put the health, safety, and se-
curity of all Americans at risk. 

Mr. KINGSTON. Thank you very much, Dr. Jarris. 
Dr. JARRIS. Thank you. 
Mr. KINGSTON. Thank you very much. 
Mr. Lacy, Rotary International’s Polio Eradication. 

WEDNESDAY, MARCH 13, 2013. 

ROTARY INTERNATIONAL’S POLIO ERADICATION 
ADVOCACY TASK FORCE FOR THE UNITED STATES 

WITNESS
JAMES LACY, CHAIR, ROTARY INTERNATIONAL’S POLIO ERADICATION 

ADVOCACY TASK FORCE FOR THE UNITED STATES 

Mr. LACY. Thank you, sir. Chairman Kingston, members of the 
subcommittee, Rotary International really appreciates this oppor-
tunity to submit testimony in support of the polio eradication ac-
tivities of the U.S. Centers for Disease Control and Prevention. 

Chairman Kingston, 2 weeks ago you remarked on the modern 
miracle of polio eradication, which we in the United States take for 
granted. You noted the outstanding leadership of the Centers for 
Disease Control and Prevention, Rotary International, and other 
partners in this achievement. Thank you for recognizing the effec-
tive public-private partnership. 

The Global Polio Eradication Initiative, GPEI, is a model of co-
operation among national governments, civil society, and UN agen-
cies working together to reach the most vulnerable children 
through the safe, cost-effective public health intervention of polio 
immunization, one in which is increasingly being combined with 
opportunistic, complementary intervention. We celebrate our 
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progress toward a polio free world and appeal to this subcommittee 
for continued leadership to ensure we seize the opportunity to con-
quer polio once and for all. 

Rotary International strongly supports the President’s 2013 re-
quest of $126.4 for the polio eradication activities of the CDC. 
While we have not seen the President’s 2014 request, we would 
support at least a minimum of that level of funding in 2014. We 
have made tremendous progress toward a polio free world thanks 
to this committee’s leadership in appropriating funds for the polio 
eradication activities of CDC. 

In 2012, India was removed from the list of endemic countries. 
India has not had a case of polio for more than 2 years. 

Overall, polio cases have decreased by 99 percent since the 
launch of GPEI in 1988. And in 2012, there were fewer cases in 
fewer places than at any point in recorded history with only 223 
cases of polio. All but 6 of these cases were in the 3 remaining polio 
endemic countries of Afghanistan, Pakistan, and Nigeria. Only 9 
cases of polio have been reported in 2013. 

Rotary International contributed thousands of hours of volunteer 
service, plus more than $1.2 billion toward this polio free world. 
This represents the largest contribution by an international service 
organization to a public health initiative ever. 

Rotary greatly appreciates this subcommittee’s support of CDC’s 
polio eradication activities. Congressional support has enabled CDC 
to develop dashboard monitoring system to collect and analyze key 
indicators of campaign performance in real time to identify and ad-
dress issues in advance to ensure high quality campaigns in Nige-
ria. CDC also implemented a nomad strategy in Nigeria, which 
identified and reached more than a half a million children under 
the age of 5 with polio vaccine. 

Continued funding will allow CDC to provide direct support and 
build capacity to continue intense supplementary immunization ac-
tivities in the remaining polio-affected countries, and will also help 
maintain essential certification standards surveillance. 

Since 1988, over 10 million people who would otherwise have 
been paralyzed are walking because they have been immunized 
against polio. Tens of thousands of public health workers have been 
trained to manage massive immunization programs and investigate 
cases of acute flaccid paralysis. Coal chain transport and commu-
nication systems for immunization have been strengthened. The 
global network of 145 laboratories and trained personnel estab-
lished by the GPEI also tracks measles, rubella, yellow fever, men-
ingitis, and other deadly infectious diseases, and will do so long 
after polio is eradicated. 

A study published in the November 2010 issue of the Journal of 
Vaccine estimated that GPEI could provide net benefits of at least 
$40 to $50 billion, U.S., if transmission of the polio virus is stopped 
within the next 5 years. 

Polio eradication is a cost-effective public health investment with 
permanent benefits. More than 10 million children will be para-
lyzed in the next 40 years if the world fails to capitalize on the 
more than $10 billion already invested in eradication. Success will 
ensure the significant investment made by the U.S., Rotary Inter-
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national, Bill and Melinda Gates Foundation, and many other 
countries and entities are protected in perpetuity. 

Thank you so very much, Mr. Chairman, for this consideration. 
Mr. KINGSTON. Thank you very much, Mr. Lacy. 
Any questions? 
Thank you, and keep up the good work. 
Our next witness is Dr. Hendrik Scholl of the National Alliance 

of Eye & Vision. 

WEDNESDAY, MARCH 13, 2013. 

NATIONAL ALLIANCE OF EYE & VISION 

WITNESS

HENDRIK SCHOLL, M.D., NATIONAL ALLIANCE OF EYE & VISION 

Dr. SCHOLL. Jim Kingston, Ranking Member DeLauro, members 
of the subcommittee, thank you for the opportunity to appear today 
in support of appropriations for the National Institutes of Health, 
NIH, and the National Eye Institute, NEI. 

I am Dr. Hendrik Scholl, and I serve as the Dr. Frieda Derdeyn 
Bambas professor of opthamology at the Wilmer Institute at Johns 
Hopkins School of Medicine in Baltimore, Maryland. I am rep-
resenting the National Alliance of Eye and Vision Research, 
NAEVR, an alliance of 55 member organizations representing pro-
fessional societies in opthamology and optometry, patient and con-
sumer groups, and industry. 

NAEVR serves as the Friends of the National Eye Institute and 
advocates for adequate funding of NEI’s mission of saving and re-
storing vision. 

I am here today to urge your support for a Fiscal Year 2014 NIH 
funding increase to a level of at $32 million U.S., as well as an in-
crease of NEI funding to a level of $730 million U.S. This rec-
ommendation reflects the minimum investment necessary to make 
up for the 20 percent loss in purchasing power over the last decade 
due to flat funding and biomedical inflation, as well as the impact 
of the sequester, which cuts 5.1 percent of the $1.6 billion from the 
NIH budget. 

I received my medical degree in Germany and did a fellowship 
in London, so I bring an international perspective to the need for 
adequately funding medical research. The NIH has long held a 
unique role in the world as a driver of biomedical research and a 
leader in the competitive innovation-based global marketplace. 
Without continued adequate investment, the United States will not 
only lose its leadership position, it will also fail to build upon the 
past investment in research to understand the basis of disease and 
to develop treatments that save and improve lives. 

Vision research at the NEI has also been affected by the seques-
ter, cutting $36 million from its $703 million budget. This could po-
tentially result in about 90 new grants not getting funded, any one 
of which could halt the promise for saving and restoring vision. 

This funding cut could not come at a worse time. During the dec-
ade 2010 to 2020, the majority of the 78 million baby boomers will 
turn age 65 and be at greatest risk of aging IDCs, such as age-re-
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lated makuladegeneration or AMD, glaucoma, diabetic retinopathy, 
or cataracts. 

I am a clinician scientist who focuses on diseases of the retina, 
especially AMD, which is the leading cause of blindness in the in-
dustrialized world due to aging of the population. Each year, 
200,000 Americans developed advanced AMD, resulting in the loss 
of central vision and inability to read, drive, and conduct activities 
of daily living. 

The NEI has been a leader in determining the genetic basis of 
IDCs. NEI’s AMD Gene Consortium, a network of international in-
vestigators, has just discovered 7 new regions of the human ge-
nome called loci that are associated with an increased risk of AMD. 
These loci implicate a variety of biological functions, such as the 
regulation of the immune system. By understanding the genetic 
basis of the disease and the underlying disease mechanism, NEI 
can develop appropriate diagnostic and therapeutic applications. 

The NEI is also supporting research that restores vision. In Feb-
ruary this year, just a month ago, the FDA approved an implanted 
retinol prosthesis to treat completely blind patients with advanced 
retinitis pigmentosa. The bionic eye may have been a fantasy just 
a few years ago, but the NEI has always envisioned the future. 

In closing, I would like to note that in public opinion polls over 
the past 40 years, Americans have consistently identified fear of vi-
sion loss as second only to fear of cancer. In summary, NAEVR re-
quests Fiscal Year 2014 NEI funding at $730 million since our Na-
tion’s investment in vision health is an investment in overall 
health.

NEI’s breakthrough research is a cost-effective investment since 
it is leading to treatments and therapies that can ultimately delay, 
save and prevent health expenditures. It can also increase produc-
tivity, help individuals to maintain their independence, and gen-
erally improve the quality of life. 

Thank you very much. 
Mr. KINGSTON. Thank you very much, Doctor. 
Questions?
Ms. DELAURO. I want to say, thank you very, very much, Doctor. 

I think you make a very serious point here on the effect of seques-
tration for this year. And it would appear that we have moved for-
ward on it. It is going to be locked in as to the NIH of about $1.6 
billion.

I want to make note of the work that you are doing, and I refer 
to the chair and what he at his remarks talked about the disease 
that his dad had. 

Dr. SCHOLL. Yes, AMD. 
Ms. DELAURO. Right, and I have family members with that same 

problem. I also looked to one of our earlier witnesses, Susie 
Trotochaud, and her 2 children with Usher Syndrome. 

What we are potentially looking at here, it is easy to talk about 
the numbers and to say, well, that is, you know, the way it has to 
be. But the numbers have a very profound effect on the lives of real 
people, and what will be there and what will not be there to ad-
dress serious disease prevention and treatment. 

We need to—and I say not about you—we need to take a very, 
very hard look at where or responsibilities are and where our prior-



36

ities are in terms of addressing the needs of the American people 
and their health concerns. 

Thank you, Mr. Chair. 
Dr. SCHOLL. I am very happy about your comment. Thank you. 
Mr. KINGSTON. Thank you very much, Doctor. 
The next witness is Dr. Christopher Kus, associate medical direc-

tor of the Division of Family Health within the New York State De-
partment of Health. And you are speaking on behalf of the Associa-
tion of Maternal and Child Health Programs. 

Dr. KUS. Yes. 
Mr. KINGSTON. Welcome. 

WEDNESDAY, MARCH 13, 2013. 

ASSOCIATION OF MATERNAL AND CHILD HEALTH 
PROGRAMS

WITNESS

CHRISTOPHER KUS, M.D., ASSOCIATE MEDICAL DIRECTOR OF THE DI-
VISION OF FAMILY HEALTH, NEW YORK STATE DEPARTMENT OF 
HEALTH, ASSOCIATION OF MATERNAL AND CHILD HEALTH PRO-
GRAMS

Dr. KUS. Thank you. 
Chairman Kingston, Ranking Member DeLauro, and members of 

the subcommittee, it is an honor to testify before you today on be-
half of the Association of Maternal and Child Health Programs. My 
name is Chris Kus. I am a pediatrician who works in the Maternal 
and Child Health Program within the New York State Department 
of Health, and I represent the Association of Maternal and Child 
Health Programs, which represents maternal and child programs 
in States and territories throughout the United States. 

My message today is simple. No more budget cuts. Non-discre-
tionary programs cannot continue to bear the brunt of efforts to re-
duce our nation’s deficit. Sequestration cuts will undermine our ef-
forts to promote and protect the health of women, children, and 
families. Together, public health systems and WIC, the Women and 
Children Nutrition Program, will be absorbing $1.2 billion in cuts 
over the next 7 months. These cuts will cause pain and reduce our 
capacity to prevent suffering. 

The Title 5 maternal and child health services block grant, in 
particular, has been reduced by $124 million since Fiscal Year 
2003. Let me repeat that. A program dedicated to improve the 
health and well-being of women, children, children with special 
health care needs, and their families, has been reduced by 17 per-
cent and sinking to its lowest level of funding since 1991. 

My bottom line is we have done our part to reduce the deficit, 
which is why I am asking you for sustained funding of $640 million 
for the Title 5 block grant for Fiscal Year 2013, 2014, and beyond. 

The Title 5 block grant is the core pillar of public health pro-
grams dedicated to these vulnerable populations. It is the founda-
tion upon which State maternal and child health programs are 
built. Without Title 5, States would lack the critical means for co-
ordinating and managing our efforts to assist these populations. 
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No one would be looking at the system of care for children with 
special health care needs, and no one else would bring together 
academics, non-profits, and administrators to tackle the complex 
issues surrounding infant mortality, maternal mortality and mor-
bidity, and childhood obesity. Without Title 5, States would lose the 
ability to address the most pressing state needs. 

Let me highlight some of the identified needs in your States, Mr. 
Chairman: reduce motor vehicle crash mortality among children 15 
to 17 years of age, reduce repeat adolescent pregnancy, increase de-
velopmental screening for children in need, improve childhood nu-
trition, decrease obesity among children and adolescents, and in-
crease the percent of qualified medical providers who accept Med-
icaid and who serve children with special health care needs. 

Title 5 can be used to address these identified needs, but without 
adequate resources we will fall short, and our population will suf-
fer. In my State of New York, I am going to highlight 3 things that 
cuts in funds will hinder our efforts. 

We are working on reducing infant mortality, which is higher 
than it should be in the United States and in our State. We are 
also reducing maternal mortality and morbidity. We have a pro-
gram where we work with hospitals to reduce the rate of elective 
C-sections and inductions that do not have medical indications. 
This means mothers can be healthier and babies can be healthier. 
And it will also limit our ability to help children with special 
health care needs and their families. These are families that are 
going to have a hard time navigating the changing health care de-
livery system. 

Despite these cuts, we still have made progress over the past 
decade. Oftentimes the State public health employees whose liveli-
hood these cuts will jeopardize just work harder, longer, and smart-
er. Because they care so deeply about their mission, all States are 
moving to screening for a core panel of treatable metabolic condi-
tions. As we heard before, the SCID condition. 

Many States are working toward reducing infant mortality rates 
and, again, elective C-sections and inductions that are not medi-
cally indicated. We continue to partner with Medicaid to improve 
and explore ways in which we can reduce costs to the health care 
system.

These advances in public health do not happen without dedica-
tion, resources, and true Federal-State partnership. Sustained 
funding is needed, necessary, and critical to ensure the health and 
well-being of our mothers, our children, our families, and our coun-
try.

Thank you. 
Mr. KINGSTON. Thank you very much, Dr. Kus. 
Any questions? 
Okay. Well, thank you. Stay in touch. 
Next, Dr. Alice Thornton, medical director of the Bluegrass Care 

Center, Ryan White Medical Providers Coalition. 
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WEDNESDAY, MARCH 13, 2013. 

RYAN WHITE MEDICAL PROVIDERS COALITION 

WITNESS
ALICE THORNTON, M.D., MEDICAL DIRECTOR, BLUEGRASS CARE 

CLINIC, RYAN WHITE MEDICAL PROVIDERS COALITION 

Dr. THORNTON. Good morning or afternoon now maybe. Chair-
man Kingston and other members of the subcommittee, thank you 
for this opportunity to be here today. Just an aside, listening to ev-
eryone else reminds me of why I went into medicine and why I am 
happy to be an American. And we are doing, I think someone said, 
God’s work, and I am happy to be part of that. I am happy that 
you are listening to us. It is very important. 

As I said, I am Alice Thornton, and as you pointed out, I am 
from the University of Kentucky at the Bluegrass Care Clinic. And 
I am here today to submit my testimony on behalf of the Bluegrass 
Care Clinic and all the patients that I have served for the last 15 
years. I am here to submit my testimony on behalf of the Ryan 
White Medical Providers Coalition, which I co-chair, and the HIV 
Medical Association of which I am a member. 

Thank you for the opportunity to describe the lifesaving HIV/ 
AIDS care and treatment provided by Ryan White Part C funded 
programs, including my own. 

The Bluegrass Care Clinic, as I have mentioned, is part of the 
University of Kentucky, and it has provided HIV primary care in 
63 counties—in Kentucky we like to have a lot of counties—63 
counties of central and eastern Kentucky for the past 23 years. 
Over half of the counties that I serve are economically distressed, 
and the BCC cares for 74 percent of the people living with HIV in 
that region. There is no one else to take care of them. 

Over the past 10 years, our numbers of patients have increased 
by 136 percent. In 2001, someone approached me that we should 
apply for Ryan White Part C funding. At that time, we had 400 pa-
tients. This year we just turned in our Federal report, and we have 
1,110 patients, and we are not advertising. 

The annual outpatient medical appointments have increased by 
almost 400 percent. We continue to get anywhere from 4 to 7 new 
patient calls a week with folks asking to come in and establish 
with us. The university incurs an annual deficit of approximately 
$1.2 million a year to just let us exist there. 

In addition to the Ryan White Part C funding that provides di-
rect Federal grants for comprehensive medical clinics like the BCC, 
most Part C clinics, including us, also receive support from other 
parts of the Ryan White program that help provide access to medi-
cations, additional medical care, such as dental services, and key 
support services, such as case management and transportation. 
The transportation, I was thinking of you, Mr. Kingston, in Geor-
gia. I visited some of the sites there and in Kentucky. That is so 
important. And then our cities. So all this comes together to pro-
vide that wonderful care that we provide. 

These are essential components of the highly-effective Ryan 
White HIV care model. The Ryan White program is critical to pro-
viding both effective and efficient HIV care. 
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I thank the subcommittee for its support of the Ryan White Part 
C program in Federal Year ’12 and this first part of Federal Year 
’13. And while I am grateful for this support and know that times 
are tough, I request a $21.5 million increase for Ryan White Part 
C programs in Fiscal Year ’14. 

While this is a lot of funding, it is well below the estimated need, 
and Ryan White providers would spend those dollars effectively 
and efficiently in caring for these patients. 

And my favorite thing to say is, I have never thought of myself 
as being a huge government person, but I am a huge supporter of 
these types of programs and this program. I can tell you that these 
dollars are spent very effectively. And HRSA has done a great job 
of trying to get folks to be very transparent in how we are spending 
our dollars. 

I would like to share with you a quick story of a patient that I 
cared for. I am calling her Mary. She was a patient of mine. She 
was only 28 years old. She was employed and had a very sup-
portive family, like a lot of folks you may know. Sadly, Mary had 
suffered a sexual assault years before and had been exposed to her 
HIV. When Mary became sick, she did not get tested and treated 
for HIV despite several medical appointments with a range of clini-
cians.

By the time I started taking care of Mary, she had full-blown 
AIDS and had Kaposi’s sarcoma in her lungs. She spent a long 
time, 2 to 3 months, fighting for her life. One of her comments that 
will haunt me is her looking at me and saying, Dr. Thornton, 
please help me live. Please, I do not want to die. 

In the hospital, Mary received top line care that was very expen-
sive because we got her at the end. This intensive care with 
intubation that she required cost $4,000 a day. Had she been de-
tected early and been in our clinic, it would have cost maybe, not 
counting the medications, but just the care, $3,000 a year. So you 
can see that is a huge difference. 

After a long stay in the hospital, I am sorry to say that Mary 
did not live. She did die of her AIDS. 

Ryan White Part C funds comprehensive expert and effective 
HIV care and treatment, services that are responsible for the dra-
matic decrease in AIDS-related mortality and morbidity over the 
last decades. 

In a sample of 8 Ryan White funded Part C programs from the 
rural South to the Bronx, retention and care ranged from 87 to 97 
percent, well above the CDC estimates that only 37 percent of all 
people with HIV nationally are in regular care. 

Mr. KINGSTON. Dr. Thornton, I hate to—— 
Dr. THORNTON. Yeah, that will be fine. 
Mr. KINGSTON [continuing]. But we have your written testimony. 
Dr. THORNTON. Yes. 
Mr. KINGSTON. But you are obviously very passionate about your 

work, and it is really good that people like you are willing to do 
what you do. You are doing the Lord’s work. 

Dr. THORNTON. Thank you. 
Mr. KINGSTON. Lucille, Do you have any questions? 
Dr. THORNTON. Thank you so much. 
Mr. KINGSTON. Well, thank you. 
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Next, Mr. Carl Schmid, deputy executive director of The AIDS 
Institute.

WEDNESDAY, MARCH 13, 2013. 

THE AIDS INSTITUTE 

WITNESS

CARL SCHMID, II, DEPUTY EXECUTIVE DIRECTOR, THE AIDS INSTI-
TUTE

Mr. SCHMID. Good afternoon. The AIDS Institute is pleased to 
offer comments in support of critical domestic HIV programs. We 
thank you for your support over the years, and hope you will do 
your best to adequately fund them in the future. 

HIV remains one of the world’s worst health pandemics. In our 
own country, we have had over 600,000 people who have already 
died. There are 50,000 new infections every year and a record num-
ber of 1.1 million people living with HIV. Persons of minority races, 
and ethnicities, and the poor are disproportionately affected. 

The U.S. government has played a leading role in fighting AIDS. 
The vast majority of the discretionary programs supporting domes-
tic AIDS programs are funded through this subcommittee. We are 
keenly aware of the budget constraints and competing interests, 
but programs that prevent and treat HIV are inherently in the 
Federal interest as they protect the public health against a very 
highly infectious virus. If left unaddressed, it will certainly lead to 
increased infections, more deaths, and higher costs. 

With the advent of anti-retroviral medicines, HIV has turned 
from a certain death sentence to a treatable chronic disease if peo-
ple have access to health care and medications. Through preven-
tion, care and treatment, and research, we now have the ability to 
actually end AIDS. HIV treatment not only saves lives, but it also 
reduces transmission. But people have to be diagnosed through 
testing, linked to and retained in care. 

We also have a national AIDS strategy that sets clear goals and 
priorities and brings all Federal agencies together to ensure re-
sources are well coordinated. With all of these positive develop-
ments, it would be a shame to go backwards, but that is what could 
happen given the continuing the resolution, sequestration, and 
budget cuts now on the table. 

The Ryan White program provides care, medications, and sup-
port services to over a half a million people. With people living 
longer, new diagnoses, and the demands on the program continue 
to grow, and there are many unmet needs. According to the CDC, 
only 33 percent of the people with HIV in our country have been 
prescribed anti-retroviral treatment. As you can see, we have a 
long way to go to realize an AIDS-free generation. 

The AIDS Assistance Program, ADAP, provides medications to 
over 200,000 people. As testing increased and people lost their jobs 
and health insurance, demand on the program far outpaced the 
budget, which led to wait lists of over 9,000 people, the longest 
being in the State of Georgia. We are thankful that Federal fund-
ing was increased and the wait list now is less than 100. 
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But with the continuing resolution and sequestration, this could 
all change. Sequestration could force States to stop paying for 
medications to over 7,000 people currently taking drugs. This is 
very dangerous as once treatment begins, the drugs must be taken 
every day without interruption. 

We urge you to prevent this and fund ADAP and the rest of the 
Ryan White program to keep up with the growing demand. Just 
last year, ADAP enrollment increased by over 13,000 people, or 8 
percent.

In terms of prevention, we only allocate 3 percent of AIDS spend-
ing towards prevention at the CDC. All the care and treatment 
costs that I just talked about would be saved if we did not have 
infections in the first place. 

With more people living with HIV than ever before in our coun-
try, there are greater chances of transmission. The CDC is doing 
its best with limited resources to keep the number of infections sta-
ble, but that is not good enough. It is focusing its resources on 
those populations and communities most impacted and investing in 
those programs that prevent the most infections. 

With over 200,000 people living with HIV who are unaware of 
their infection, the CDC is also focused on increased testing. We 
have made great strides in the area of AIDS, but there is still a 
long way to go. Continued research at the NIH is necessary to 
learn more about the disease and to develop new treatments and 
prevention tools. Work continues on vaccine research, and we look 
forward to an eventual cure. 

Again, thank you for your continued support. We have made 
great progress, but we are still far from achieving our goals of an 
AIDS-free generation. We now have the tools, but we need contin-
ued leadership and the necessary resources to realize our goal. 

Thank you. 
Mr. KINGSTON. Thank you, Mr. Schmid. And I have visited a 

number of PEPFAR facilities, and I know a lot of the great results 
have come because of the major commitment to fighting AIDS in 
Africa. And I know you are sharing lots of that information, and 
we will both benefit from it. 

Mr. SCHMID. Thank you. 
Mr. KINGSTON. Thank you very much. 
Next, Dr. Jeff Levi. 
Dr. LEVI. Levi, you got it right. 
Mr. KINGSTON. Okay, I want to make sure. Executive director of 

the Trust for America’s Health. 

WEDNESDAY, MARCH 13, 2013. 

TRUST FOR AMERICA’S HEALTH 

WITNESS
JEFF LEVI, M.D., EXECUTIVE DIRECTOR, TRUST FOR AMERICA’S 

HEALTH

Dr. LEVI. Good afternoon, Chairman Kingston, Congresswoman 
Roybal-Allard. I am Jeff Levi. I am executive director of Trust for 
America’s Health, a non-profit, non-partisan organization dedicated 
to making disease prevention a national priority. 
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As you craft legislation for the HHS appropriations for Fiscal 
2014, I want to urge you to include adequate funding for preven-
tion and preparedness programs at the Centers for Disease Control 
and Prevention and other public health agencies. 

Cuts to the CDC, our Nation’s lead public health agency, have 
already been stark. Compared to Fiscal 2010, when you include se-
questration, the CDC will have seen its budget authority cut by 18 
percent over 3 years. 

Cuts in CDC funding, combined with the recession, mean that 
State and local public health capacity, our front line in protecting 
us from communicable diseases via terrorist threats and natural 
disasters, have also been greatly diminished. Indeed, we have seen 
a 20 percent loss in the State and local health department work-
force. Overall, scarce resources means CDC will be forced to make 
extremely tough, sometimes life and death, choices. 

My written testimony submitted for the record includes a num-
ber of specific recommendations concerning funding for chronic dis-
ease prevention, preparedness, environmental health, and other 
budget lines for CDC. I would like to focus my oral comments today 
on outlining the crucial public health investments that will be re-
quired to help solve our health and fiscal crises. 

As a Nation, we face daunting economic and fiscal challenges. To 
a large degree, these are driven by high health care costs. Indeed, 
we spend roughly 75 percent of our Nation’s $2.5 trillion in health 
care spending on preventable chronic diseases. 

Despite this expenditure of scarce resources, we are managing 
sickness, not preventing it, and are faced with the grim prospect 
that if we remain on our current trajectory, our children may be 
the first in U.S. history to live less healthy lives than their parents. 

Fortunately, the vast majority of our chronic disease burden is 
preventable through proven approaches that focus primarily on in-
creased physical activity, improved nutrition, and reduced tobacco 
use. A recent Trust for America report estimates that if the aver-
age mass index were reduced by 5 percent, which is a very small 
change, in just 5 years the United States would save $30 billion in 
health care costs and prevent millions of cases of diabetes, heart 
disease, stroke, arthritis, and cancer. 

The Prevention and Public Health Fund is a first of its kind 
mandatory investment towards improving health. To date, the fund 
has invested $2.25 billion since Fiscal 2010 to support State and 
local public health efforts to transform and revitalize communities, 
build epidemiology and laboratory capacity to track and respond to 
disease outbreaks, train the Nation’s public health and health 
workforce, prevent the spread of HIV/AIDS, expand access to vac-
cines, reduce tobacco use, and help control the obesity epidemic. 

Continuing the investments in the Prevention and Public Health 
Fund is vital to bending the health care costs curve, and assuring 
that Americans across the Nation have the health promotion they 
rightly expect. 

The Community Transformation Grants Program, administered 
by the CDC, is one of our best prevention opportunities. CTG 
grants empower States and localities to address the drivers of 
chronic disease as determined by local leadership. This is a locally- 
driven program. Most importantly, it requires communities to cre-
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ate partnerships to achieve sustainable solutions to help make the 
healthy choice the easy choice. 

Strategies of the Community Transformation Grants deploy must 
be by law evidence-based, and all grantees have rigorous health 
outcomes improvement goals that must be met. I want to empha-
size this point. CTG grantees, unlike many of our other health pro-
grams have health outcome standards that they are held account-
able for. It is also important to note that as required by law, at 
least 20 percent of the CTG funds must be targeted to reach rural 
or frontier communities. 

However, with current levels of funding, only 4 in 10 Americans 
are reached by the CTG Program. Therefore, we recommend that 
the committee allocate $300 million from the Prevention Fund for 
the CTG Program in Fiscal 2014, which will allow the program to 
reach millions more Americans. 

Investing in disease prevention is the most effective, common 
sense way to improve health and help address our long-term def-
icit. Hundreds of billions of dollars are spent each year via Med-
icaid, Medicare, and other Federal health care programs to pay for 
health care services once patients develop an acute or chronic ill-
ness or injury, and they present for treatment in our health care 
system.

A sustained and sufficient level of investment in public health 
and prevention efforts is essential to reduce these high rates of dis-
ease and these high costs, and improve the health of Americans. 

Thank you. 
Mr. KINGSTON. Thank you very much, Dr. Levi. And I am going 

to move on, Rosa, yes, if that is okay. 
Ms. DELAURO. I just want to say thank you. We have to stop say-

ing that the Prevention Fund—I am sorry, Mr. Chairman—that the 
Prevention Fund is the way to fund CDC and let us do in the Pre-
vention Fund while we cut the appropriations for CDC, which has 
been a pattern of this committee. We have got to turn it around. 
Thank you for what you are doing. 

Dr. LEVI. Thank you. 
Mr. KINGSTON. Okay. Caitlin Connolly, project manager of 

Eldercare.

WEDNESDAY, MARCH 13, 2013. 
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CAITLIN W. CONNOLLY, PROJECT MANAGER, ELDERCARE WORK-
FORCE ALLIANCE 

Ms. CONNOLLY. Thank you. Mr. Chairman, Ranking Member 
DeLauro, and members of the committee, good afternoon, and 
thank you very much for the opportunity to speak before you. 

My name is Caitlin Connolly, and I am here on behalf of the 
Eldercare Workforce Alliance, a coalition of 28 national organiza-
tions representing health care professionals, including direct care 
workers, as well as consumers, providers, and family care givers. 
We joined together to form this coalition, united in our mission to 
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address the immediate and future workforce crisis in caring for an 
aging America. 

Roughly 10,000 Americans turn 65 every day, and they will do 
so every day for the next 16 years. And an unprecedented number 
of adults, 19 million, will be over 85 by 2050 as compared to 5.5 
million today. Yet our workforce is ill prepared to meet the needs 
of this unique group who require unique care. 

As the subcommittee begins consideration of funding for Fiscal 
Year 2014, the Alliance urges you to provide adequate funding for 
programs designed to increase the number of health care profes-
sionals prepared to care for the growing senior population, as well 
as train the entire workforce, and support family care givers and 
the essential role that they play in this regard. 

Today’s health care workforce is inadequate to meet the special 
needs of older Americans, many of whom have multiple chronic, 
physical, and mental health conditions, as well as cognitive impair-
ments. It is estimated that an additional 3.5 million trained health 
care workers will be needed just to maintain the current levels of 
access.

Unless we expand training and educational opportunities, the 
workforce will be even more constrained in its ability to care for 
the growth of the elderly population as the baby boomer generation 
ages. Reflecting this urgency, the Health Resources and Services 
Administration, HRSA, has identified enhancing geriatric eldercare 
training and expertise as one of its top 5 priorities. 

The Geriatrics Health Profession Training Programs adminis-
tered through HRSA and authorized under Title 7 and Title 8 of 
the Public Health Service Act, are integral to ensuring that Amer-
ica’s health care workforce is prepared to care for the Nation’s rap-
idly-expanding population of older adults. 

The Title 7 Geriatrics Health Professions Programs are the only 
Federal programs that seek to increase the number of faculty with 
geriatrics expertise in a variety of disciplines. These training pro-
grams, the geriatric academic career awards, geriatric education 
centers, and geriatric training programs for physicians, dentists, 
behavioral and mental health professions, as well as the Title 8 
nursing program, the Comprehensive Geriatric Education Program, 
offer critically important training for a health career workforce 
overall to improve the quality of care for older adults. 

In total, these programs provided training to more than 120,000 
people in the 2010–2010 academic year alone. Of equal importance 
is supporting the legions of family caregivers who provide billions 
of hours of unpaid, uncompensated care that allow for older adults 
to remain in their homes and in their communities. 

Family caregivers can face physical, emotional, mental, and fi-
nancial challenges in their unique role. The Family Caregiver Sup-
port Program, authorized through Title 3 of the Older Americans 
Act, as well as the Alzheimer’s Disease Demonstration grants to 
States and the Lifespan Respite Care Programs, administered 
through the Administration for Community Living, offer crucial 
supports to older adults and their family caregivers. 

The estimated economic value of family caregivers’ unpaid care 
was approximately $450 billion in 2009. Without these Federal pro-
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grams, family caregivers helped by them may be unable to confront 
the challenges of their role. 

To just maintain the level of training and support, we ask for 
$42.1 million in support of Title 7 and Title 8 health professions 
programs, and $173 million for programs supporting family care-
givers.

On behalf of the members of the Eldercare Workforce Alliance, 
we commend you on your past support, for geriatric workforce 
training programs, as well as family caregiver support programs, 
and ask that you join us in ensuring that these programs continue 
to meet the needs of older adults, for all Americans deserve quality 
care, now and in the future. 

Mr. KINGSTON. Thank you very much, Ms. Connolly. Those are 
some astounding statistics, and a really great attention grabber. 

Next we have Kristen Sands, who is a school counselor, Jackson-
ville Heights Elementary School, on behalf of the American School 
Counselor Association. Welcome. 
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KRISTEN SANDS, M.ED., SCHOOL COUNSELOR, AMERICAN SCHOOL 
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Ms. SANDS. Yes, thank you. Good afternoon. My name is Kristen 
Sands, and I have been an elementary school counselor in Duval 
County Public Schools located in Jacksonville, Florida, for the past 
3 years, and I am an active member of the American School Coun-
seling Association. 

I am here to speak to you today about the Elementary and Sec-
ondary School Counseling Program grants that are funded by the 
U.S. Department of Education. We are respectfully requesting 
funding of $75 million for Fiscal Year 2014. 

In 2010, Duval County received the Elementary and Secondary 
School Counseling Program Grant to improve the ratio of school 
counselors, school psychologists, and school social workers to stu-
dents. Our focus has been on reducing the number of discipline re-
ferrals and increasing direct counseling services at 4 identified 
schools. One of those is Jacksonville Heights Elementary, where I 
work in a position funded by the grant. 

Jacksonville Heights has 2 full-time school counselors as well as 
a half-time school psychologist and a social worker serving as our 
counseling team. This type of staffing also has been put in place 
at 3 other schools in Duval County, improving the average ratio of 
school counselors, school psychologists, and school social workers to 
students from 602 to 1 to 264 to 1. 

The grant has had a tremendous impact on our students and 
helped improve student achievement at our school, which serves 
779 students in grades kindergarten through 5. A Title 1 school, 
Jacksonville Heights is located in an area greatly affected by high 
poverty and high crime. Our students have parents who are incar-
cerated. Many are being raised predominantly by single mothers or 
grandparents. They are victims or witnesses to violence, receive in-
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adequate supervision, and have few, if any, positive role models. 
Their caregivers often are in crisis mode and unable to participate 
in their child’s education. 

We have a very diverse student body: 76 percent of our students 
are minorities, 80 percent qualify for free or reduced price lunch, 
and 18 percent have disabilities. My school has 3 self-contained 
classrooms for students with severe emotional and behavior disabil-
ities, and is home to 2 classrooms designed for students who have 
been retained 2 or more years. 

In 2008–09 school year, on average, 1 discipline referral was 
written for every 2 students at our school for reasons ranging from 
disruption to violent behavior towards staff. It is crucial that chil-
dren develop the skills they need during the elementary grades so 
that they can become successful learners and grow to become pro-
ductive members of our society, especially in schools with high 
needs.

Nationally, 1 in 3 black males and 1 in 6 Latino boys born in 
2001 are at risk of imprisonment during their lifetime according to 
the Children’s Defense Fund. A significant number of girls are also 
in the juvenile justice system. The rate of incarceration is endan-
gering children at younger and younger ages. This is America’s 
pipeline to prison, a path that leads to marginalized lives and often 
premature death. 

Although the majority of our Nation’s fourth grades cannot read 
at grade level, States spend about 3 times as much money per pris-
oner as per public school pupil. 

It is imperative to continue for the grants like the one I am 
working on so that we can increase academic achievement and pre-
vent future incarcerations. This grant has allowed us to put early 
preventative supports and intervention programs in place that did 
not exist before. 

Every Jacksonville Heights student now receives classroom in-
struction using research-based programs from a counseling team on 
a variety of topics, such as how to manage anger, make good deci-
sions, and resolve conflicts. Before we received this grant, only 40 
percent of our 3rd through 5th grade students reported having 
knowledge about goal setting, career college information, study 
skills, self-calming coping strategies. Today, 93 percent of these 
students report having knowledge of these skills. 

We have also developed partnerships with neighboring high 
school students, the U.S. Navy and Big Brother/Big Sister to pro-
vide students with mentors. Mentors check in weekly to encourage 
our students and monitor their progress academically and behav-
iorally.

Just last month, a fifth grade student in the program wrote a let-
ter to school staff about how she wants to turn her life around, stop 
being a follower and become a leader. The student has a history 
of discipline issues and was indeed headed down the wrong path. 
Her behavior and attitude has improved drastically, and she will 
be joining us on a trip to the University of Florida in May to ex-
plore college and career options. She has decided that she wants 
to become a doctor one day. 

On a typical day at Jacksonville Heights, you will find students 
using our calm down bean bag chairs to practice self-calming cop-
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ing strategies or even our peace corner and peer mediation pro-
gram to work out conflicts with friends. Our students are acquiring 
the skills necessary to be more proactive and in control of their 
own behavior and future instead of being reactive to situations and 
conflicts. These are skills that they will need for the rest of their 
lives, and it is powerful to witness these students making decisions 
to use these on their own. 

The expanded counseling team has a full schedule of individual 
and small group counseling sessions, classroom observations, and 
behavior intervention plans, and problem-solving team meetings to 
address student needs. We have even developed a student check in/ 
check out system that allows us to counsel with a greater number 
of students. Students who are at risk check in with a member of 
the counseling team at the beginning and the end of the week to 
make sure that they stay on track. Students look forward to it and 
enjoy the positive attention. Additionally, our grant funded social 
worker conducts home visits for these students to further address 
issues that are interfering with learning. 

Students, teachers, and parents now seek our counseling services 
and are lined up outside our office doors at any given time of the 
day. Just last week, a student came to me and said, Ms. Sands, I 
heard that you teach anger management groups, and I need to be 
in one. 

Mr. KINGSTON. Ms. Sands, that is rolling over here. Thank you 
very much. 

Mr. KINGSTON. Any questions? 
Ms. DELAURO. I just want to say if we are serious in this body 

about addressing the issue of prevention of violence, sometimes it 
leads to gun violence, but the prevention of violence, then we would 
heed your words about counseling, and professional counselors in 
our schools to help youngsters deal with anger management and 
help them with conflict resolution. 

Thank you. 
Ms. SANDS. Thank you. 
Mr. KINGSTON. Overall, do you rate Duval County Schools good, 

bad, medium? 
Ms. SANDS. Good. 
Mr. KINGSTON. Put you on the spot here. 
Ms. SANDS. We have a new—I know. We have a new super-

intendent this year, so a lot of changes, but good things on the ho-
rizon.

Mr. KINGSTON. Well, thank you very much for your testimony. 
Ms. SANDS. Yes, thank you. 
Mr. KINGSTON. Our next witness is Dr. Richard Furie of the 

Lupus Research Institute. 
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Dr. FURIE. Chairman Kingston, Raking Member DeLauro, Rep-
resentative Roybal-Allard, and members of the committee, I am a 
rheumatologist in New York, but today I am speaking on behalf of 
the Lupus Research Institute, the Nation’s only non-profit organi-
zation solely dedicated to novel, pioneering, and high risk research 
in lupus. 

We believe that innovative research is the key to finding safer 
and more effective treatments, and eventually a cure for lupus. 
Now, sounding a little bit like a broken record, but this is a vital 
issue.

Our primary request for your consideration as you prepare the 
Fiscal 2014 appropriations bill is to strengthen support for bio-
medical research at the National Institutes of Health by providing 
at least $30 billion. 

Imagine a disease that is a leading cause of heart attacks, stroke, 
and kidney disease among young women. Imagine a disease that 
randomly strikes the innocent without warning. It attacks the 
brain the heart, lungs, or blood, virtually any organ. Imagine a dis-
ease with no known cause or cure. And finally, imagine a disease 
that waited over 50 years before receiving its first new drug for 
treatment. That disease is lupus. 

Although there are over 100 autoimmune diseases, lupus is the 
prototypic autoimmune disease. And I can assure you, based on my 
30 years of personal experience in clinical practice and also in re-
search, this is a dangerous, debilitating, and heartbreaking dis-
order. It affects over 1.5 million persons in the U.S. Ninety percent 
of patients are women, and the disease disproportionately affects 
American Americans, Hispanics, Asians, and Native Americans. 
Lupus is 3 times more common in American Americans than in 
Caucasians.

And lupus has no respect for age. It affects young children, ado-
lescents, and adults, but approximately 80 percent of new cases of 
lupus develop among young women, women in their childbearing 
years.

During the course of my career, approximately 100 of my lupus 
patients have died, and countless have had strokes or have gone 
on to kidney failure. I could fill the entire day with heartbreaking 
stories. Our goal is to cure this disease so there are no more sto-
ries.

The Lupus Research Institute was founded 12 years ago. Its mis-
sion has been to invest in pioneering, innovative research searching 
for the cause and the cure. The LRI’s investment has provided aca-
demic-based investigators with the ability to initiate studies, make 
breakthroughs, and become successful in obtaining highly-competi-
tive NIH funding to continue their research. 

We and similar private research organizations all depend on a 
strong and vibrant biomedical research enterprise fueled and led by 
the NIH. We could never be successful without it. However, the fis-
cal climate of the past few years has threatened the stability of the 
biomedical research enterprise. 

The first phase of sequestration now underway will cap 3 years 
of flat funding for the NIH. As $1.6 billion in cuts are applied over 
the next 7 months, vital research will be delayed, halted, or per-
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haps even abandoned. The effects on the private sector researchers 
and institutions across the country will be absolutely devastating. 

Over the past 10 years, the NIH budget has effectively fallen by 
nearly 20 percent after inflation. Stagnant investment will have a 
huge and damaging effect, and this will be long lasting, on our al-
ready dwindling pipeline of young investigators. And austere re-
search spending program will no doubt jeopardize the position of 
the United States as a global leaders in biomedical research. But 
the ultimate fallout is a negative impact on the Nation’s health. 

The $30 billion level that we seek for 2014 represents a modest 
2.7 percent increase. We request that you provide at least that 
amount. I think someone asked for $32 billion. We will up that 
even more. 

We support efforts to permanently replace sequestration. We re-
spectfully urge Congress and the Administration to work together 
on a solution that addresses the Nation’s fiscal needs while pre-
serving the national investment in biomedical research and the 
health of the American people. 

As you develop the Fiscal 2014 appropriations bill, the Lupus Re-
search Institute, on behalf of patients, on behalf of scientists, and 
lupus health care providers, urges your committee to support the 
NIH, our critically important national research agency. 

I thank you. 
Mr. KINGSTON. Thank you very much. 
Rosa.
Ms. DELAURO. Amen. 
Dr. FURIE. Yeah. [Laughter.] 
Mr. KINGSTON. Thank you, Dr. Furie. 
Next, Harry Johns, the president and CEO of Alzheimer’s Asso-

ciation.
Mr. Johns. 
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Mr. JOHNS. Good afternoon. Mr. Chairman, Ranking Member 
DeLauro, members of the subcommittee, thank you so much for al-
lowing us to speak before you today. I am Harry Johns, president 
and CEO of the Alzheimer’s Association, the leading voluntary 
health organization in Alzheimer’s research care and support. 

I also have the privilege to serve on the Advisory Council on Alz-
heimer’s Research Care and Services, which was created by Con-
gress through the National Alzheimer’s Project Act. 

Ladies and gentlemen, no other condition has such devastating 
human effects on so many, kills so many, drives so much cost to 
both Medicare and Medicaid, and as of yet there is no way to stop 
it, yet is so underfunded to change its course. 

Alzheimer’s is not just a little memory loss. It is progressive, it 
is degenerative, and it is fatal. It will likely take—it will ultimately 
take every memory and every bodily function from someone that 
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has it. It also has the potential to be devastating to our Federal 
budget.

The numbers related to Alzheimer’s are just staggering. Today 
there are 5 million Americans living Alzheimer’s, 15 million others 
are their unpaid caregivers. It is not normal aging, but age is the 
biggest risk factor. So with baby boomers, like me, I am not turn-
ing 65 yet, but with baby boomers turning 65 at a rate of 10,000 
each and every day, within just 37 years, the number of people who 
will have the disease will likely be near 14 million or even higher. 

Right now it is the 6th leading cause of death, and while thank-
fully deaths from other major diseases, including heart disease, 
stroke, breast cancer, prostate cancer, HIV, have significantly de-
clined, regrettably those from Alzheimer’s have increased 68 per-
cent between 2000 and 2010. In fact, it is the only one of the top 
10 leading causes of death that has no way to stop it, no way to 
prevent it, or no way to even slow its progress. 

In 2012, America spent an estimated $200 billion on direct costs 
for care for Alzheimer’s and other dementias alone, and $140 bil-
lion of that amount went to Medicare and Medicaid costs. Unless 
something is done, those costs are projected to soar to $1.1 trillion 
in Fiscal Year 2050, in that year alone. And that is not inflated. 
That is in today’s dollars. That is more than the total discretionary 
spending cap for 2013 established by the Budget Control Act of 
2011.

So taken over time, caring for people with Alzheimer’s and other 
dementias will cost $20 trillion over the next 40 years. That is 
enough to pay the current national debt and also still send a check 
for $10,000 to every man, woman, and child in America. As your 
subcommittee seeks solutions to our Nation’s fiscal challenges, you 
will be hard pressed to find something that has better long-term 
opportunity than Alzheimer’s. 

The average per person Medicare costs for those with Alzheimer’s 
and other dementias are 3 times higher for someone else in the 
program who does not have dementia. Three times higher. For 
Medicaid, it is 19 times higher. A treatment that would even just 
delay onset or progression of Alzheimer’s by 5 years would save 
more in Medicare alone in 1 year than all the money the Federal 
government has committed to Alzheimer’s research funding to this 
point in all of history. 

So any discussion of entitlement reform really must include ad-
dressing Alzheimer’s in order to have the kind of significant impact 
in controlling future Medicare and Medicare spending. Until re-
cently at the Federal government level, there was no strategy to 
address this crisis, but in 2010, thanks to bipartisan support from 
Congress, the National Alzheimer’s Project Act, or NAPA, passed 
unanimously. It requires an annually updated strategic national 
Alzheimer’s plan to help those facing the disease today, and to 
change the course of the disease for the future. But unless the re-
sources are available to implement this plan, we cannot hope to 
succeed.

Congress must provide the resources that scientists need to find 
the answers, and we need to do it soon. Consistent with the con-
gressional direction in NAPA, the President’s Fiscal Year 2013 
budget request included $80 million for Alzheimer’s research, and 
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$20 for education, and outreach, and support. These funds are a 
down payment on the essential research and services that Ameri-
cans so badly need. 

It is vital that we commit the resources that were laid out in that 
budget, and for Fiscal 2014 the Alzheimer’s Association urges Con-
gress to fully fund the priority activities of the National Alz-
heimer’s Plan. 

So in closing, the Alzheimer’s Association certainly appreciates 
your steadfast support at the subcommittee level and the priority 
setting activities that you pursue. And we also look forward to 
working with Congress to adequately address the Alzheimer’s crisis 
because, ladies and gentlemen, if we do not act soon, it could be 
too late to save the baby boomer generation and all the associated 
costs of care that future generations will have to pay. 

Thank you. 
Mr. KINGSTON. Thank you, Mr. Johns. It is a scary situation. 
Any questions? 
If not, we have one more witness. 
Mr. JOHNS. Thank you. 
Mr. KINGSTON. Thank you very much. Well done. 
Next, Lorrie Kaplan, chief executive officer of the American Col-

lege of Nurse-Midwives. Welcome. 
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Ms. KAPLAN. Thank you so much. My husband says I like to have 
the last word. 

Mr. KINGSTON. You got it today. You earned it. 
Ms. KAPLAN. All right, thank you very much. 
Chairman Kingston, Ranking Member DeLauro, Representative 

Roybal-Allard, members of the subcommittee, thanks so much for 
the opportunity to appear before you today. 

My name is Lorrie Kline Kaplan. I am the chief executive officer 
of the American College of Nurse-Midwives. We represent more 
than 12,000 certified nurse-midwives and certified midwives in the 
United States. So I appreciate the opportunity to discuss who we 
are and why midwives are more relevant than ever in these times 
of primary and maternity care provider shortages, sobering health 
care disparities, and runaway costs. I will also discuss the vital im-
portance of Federal funding for midwifery programs and Title 8 of 
the Public Health Service Act, the National Health Service Corps, 
and the National Institute for Nursing Research. 

First, our story briefly. With roots dating to 1929, ACNM sets 
the standards for excellence in midwifery education and practice in 
the United States. We are the organization that has led and is 
leading midwifery care in the U.S. into the 21st century. In nearly 
all other developed countries, midwives are the primary providers 
of care for women in pregnancy and birth. But here, as you know, 
it is not the case. 
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But if we want to one day afford and achieve the first rate, high 
value maternity care our daughters and granddaughters deserve, 
no matter where they live, regardless of race, or ethnicity, or eco-
nomic status, we need a larger, highly-skilled midwifery workforce. 
And this model would also be highly cost-effective. 

Our members have a well-documented track record of excellence, 
achieving excellent birth outcomes, but with low cesarean and med-
ical intervention rates, which reduces costs. We often serve women 
with limited access to health services through Medicaid, or in the 
Indian health service, or in federally qualified health centers. 

In 2009, our midwives attended more than 320,000 births in the 
United States, and about 96 percent of those were in hospitals. 
This represents an all-time high of 8.1 percent of all births, and 
over the past decade, the percentage of vaginal births attended by 
midwives is up nearly 21 percent. 

Our members are highly educated. They complete a graduate 
education from one of 39 accredited programs, including Emory, 
Yale, and Cal-State Fullerton, based largely in schools of nursing. 
We are well represented in this room I have to say, but also in 
schools of health sciences, public health, or medicine. CNMs are li-
censed to write prescriptions in all 50 States and U.S. territories. 
Certified midwives also earn a master’s degree and sit for the same 
certification exam as CNMs, and are authorized to practice in Dela-
ware, Missouri, New Jersey, New York, and Rhode Island. 

While we are best known as maternity care providers, midwives 
are also recognized federally as primary care providers for women 
throughout the life span, from adolescence through menopause. 

Medicaid reimbursement for CNMs is mandatory, and Medicare 
pays the same fee for certified nurse-midwives as it does to OB/ 
GYNs or other physicians for the exact same service. 

Now, I will transition to the policy implications. Title 8 of the 
Public Health Service Act provides vital support for training all 
levels of nurses from associate degree through post-graduate. Mid-
wifery education is supported through the Advanced Nursing Edu-
cation Program and the Advanced Education Nursing Traineeship 
administered by the Health Resources and Services Administra-
tion. These programs help expand existing programs, open new 
ones, and provide tuition support for students, and they are essen-
tial for meeting our health care workforce needs. 

ACNM asks the committee to urge HRSA to identify maternity 
care shortage areas as it does now for primary care, mental health, 
and dental care. The American College of Obstetricians and Gyne-
cologists published a new report in May 2011 that documented that 
50 percent of our counties currently have no OB provider. And they 
projected these shortages are only going to get worse. 

So identifying a maternal care short area will allow us to directly 
address these critical shortages, including developing new mid-
wifery programs and services in urban and rural maternity care 
shortage areas. 

We urge the committee to continue to strengthen the National 
Health Service Corps. Midwives are placed as primary care pro-
viders through the NHSC currently. With the maternity care short-
age designation, the NHSC could also place maternity providers in 
areas of greatest need. 
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Lastly, ACNM urges the committee to enhance Fiscal Year 2014 
funding for the National Institute of Nursing Research with a par-
ticular focus on maternity care. There are more than 4 million 
births annually, and this accounts for $100 billion in health ex-
penditures in the United States. And over 40 percent of that cost 
is paid by our Medicaid programs, our taxpayers. More than 30 
percent of these babies are delivered by cesarean section at twice 
the cost of a normal delivery, and experts agree that one-half to 
two-thirds of these surgeries are unnecessary. We can and we must 
do much better. A recent report estimates that cutting the cesarean 
rate to 15 percent would save $5 billion a year or $451 million in 
California alone each year. 

Let us focus more research now on how best to promote normal, 
healthy births in all families in all communities. 

Thank you so much for your patience and for this opportunity to 
bring these issues to your attention. We look forward to working 
with you and welcome your questions. Thank you. 

Mr. KINGSTON. Well, thank you and Mr. Johns for the patience, 
among others. 

Lucille, do you have any questions? 
Ms. ROYBAL-ALLARD. Yes, I do. Actually I have several, but in 

the interest of time, I will just ask the one question. But before I 
do, I do want to thank you, Mr. Chairman, for having this public 
witness hearing, which I believe is one of the most important hear-
ings that this subcommittee can have. 

I also want to thank you for having the American College of 
Nurse-Midwives represented here today. I believe this is the first 
time you have been able to testify before this subcommittee. 

Ms. KAPLAN. Indeed, thank you. 
Ms. ROYBAL-ALLARD. So I thank you for your testimony. 
And just can you briefly talk to us a bit about what makes mid-

wifery care different, how evidence-based care works in the context 
of midwifery care, and why this is important to lowering our ma-
ternity care costs, which are among the highest in the developed 
world.

Ms. KAPLAN. Thank you so much, Representative Roybal-Allard, 
and thank you so much for your leadership in the area of maternity 
care. You are a true champion. Thank you. 

Midwifery care is uniquely designed to meet the needs of low-risk 
women, and the vast majority of women in pregnancy are low risk. 
It is very highly individualized, high touch, and it is evidence- 
based.

The evidence supports that facilitating normal, healthy physio-
logic birth is what is best for most women. So midwives are the 
most highly-trained in how to support normal physiologic birth and 
labor, and promoting wellness and care throughout a woman’s life-
time as well. So very family focused, patient centered care. 

And as I said, it is the standard of care in many other countries, 
and we believe there are great opportunities to both improve 
health, improve value, and reduce costs if we can increase our mid-
wifery workforce. 

Ms. ROYBAL-ALLARD. Okay, thank you. 
Ms. KAPLAN. Thank you. 
Ms. ROYBAL-ALLARD. Thank you, Mr. Chairman. 
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Mr. KINGSTON. Ms. Kaplan, thank you very much. 
Ms. KAPLAN. Thank you. Thank you, Chairman. 
Mr. KINGSTON. We certainly appreciate it. 
And this brings the hearing to a close. 
Ms. DELAURO. Thank you, Mr. Chairman. 
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