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to the floor. Along with my fellow
Texan, Mr. GENE GREEN, I introduced
this bill in 2016 following that particu-
larly traumatic incident that struck so
close to home.

Texas is not unique in its need for
this expertise. Over the last few
months alone, our Nation has wit-
nessed a need for trauma care hospitals
across the country. One such incident
was the Amtrak derailment near Du-
pont, Washington, on December 18,
2017. That incident resulted in 3 pas-
senger fatalities and 70 injuries over a
busy freeway.

As we have seen, having access to ex-
perienced trauma care can become the
difference between life and death for a
critically injured patient. There is no
doubt that integrating military physi-
cians into the trauma and disaster sys-
tem is beneficial not only for American
patients, but also for American sol-
diers.

I am encouraged by the bipartisan ef-
fort to support both our servicemen
and our Nation’s trauma system, and I
thank the cosponsors from both sides
of the aisle for their support of this im-
portant legislation.

Quite simply, the MISSION ZERO
Act is common sense, and I urge Mem-
bers to join me in supporting this life-
saving legislation.

Mr. Speaker, I reserve the balance of
my time.
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Mr. GENE GREEN of Texas. Mr.
Speaker, I yield myself such time as I
may consume.

Mr. Speaker, I rise in strong support
of H.R. 880, the Military Injury Sur-
gical Systems Integrated Operationally
Nationwide to Achieve ZERO Prevent-
able Deaths Act, or MISSION ZERO
Act.

I am proud to have worked closely
with Energy and Commerce Sub-
committee on Health Chairman BUR-
GESS and my colleagues from Florida
and North Carolina, Representative
CASTOR and Representative HUDSON, on
this legislation.

The MISSION ZERO Act will help us
move towards a trauma system that
achieves the goal of zero preventable
traumatic deaths.

Whether in response to a gruesome
sports injury, a car accident on the
highway, or, unfortunately, a tragic
event like the recent school shooting
in Parkland, Florida, Americans of all
ages and backgrounds depend on our
trauma care system to respond with
skilled experts to provide the services
necessary to save lives and prevent dis-
ability.

The MISSION ZERO Act will help us
ensure access to quality trauma care
based on the best available evidence by
establishing a grant program to assist
civilian trauma centers to partner with
military trauma professionals. This
partnership will benefit our civilian
trauma centers by increasing the avail-
ability of trauma professionals to serve
in trauma centers across the United
States.
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This partnership will benefit our
military trauma system by allowing
trauma professionals to maintain their
trauma care capabilities during times
of peace and help ensure they are pre-
pared to meet the needs of our heroes
on the battlefield.

I urge my colleagues to support this
legislation and help ensure that Ameri-
cans in need of trauma services, wheth-
er civilian or in the Armed Forces, re-
ceive the highest quality of care pos-
sible.

Mr. Speaker, I yield such time as she
may consume to the gentlewoman from
Florida (Ms. CASTOR), the cosponsor of
the bill, and I thank the cosponsors of
this bill for serving on the Energy and
Commerce Committee.

Ms. CASTOR of Florida. Mr. Speaker,
I rise in strong support of the MISSION
ZERO Act, H.R. 880, and I would like to
thank Chairman BURGESS, Ranking
Member GENE GREEN from Texas, and
Mr. HUDSON from North Carolina for
sponsoring this legislation with me.

The MISSION ZERO Act will assist
the Department of Defense in assigning
trauma surgeons to our civilian trau-
ma centers. It will help fill the gap
that we currently have in care recently
examined by the National Academies
of Sciences, Engineering, and Medicine.

The MISSION ZERO Act will estab-
lish grant initiatives for eligible trau-
ma systems to incorporate full mili-
tary trauma teams or individual mili-
tary trauma providers into our hos-
pitals—the ones that have busy emer-
gency rooms.

This mutually beneficial partnership
will allow civilian doctors and nurses
and care providers the chance to learn
more about military best practices and
will give our military trauma care pro-
viders the opportunity to utilize their
cutting-edge expertise without leaving
the military.

I have seen this initiative in action
already back home in Tampa at Tampa
General Hospital, located just a few
miles down the road from MacDill Air
Force Base, which is home to U.S. Cen-
tral Command, U.S. Special Operations
Command, and the 6th Air Mobility
Wing, which is also home to the 6th Air
Medical Group.

Since about 2011, they have had an
ongoing partnership to do just what
this bill provides: create a lot of energy
and shared expertise in the civilian
trauma center at Tampa General Hos-
pital and bring in the military special-
ists so they can continue to hone their
caregiving and craft. They use nurses,
surgeons, and all sorts of specialists.

The initiative allows military and ci-
vilian medical teams to work in the
most intense trauma environments—
that is, our level one trauma center—
and take very good care of folks all
across central Florida. These partner-
ships are vital for continued training
for our community and our military.

I think Dr. BURGESS and Mr. GENE
GREEN from Texas are doing a great
service by replicating this in other
trauma centers across the TUnited
States.
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The MISSION ZERO Act is endorsed
by the American Congress of Neuro-
logical Surgeons, American College of
Emergency Physicians, American Col-
lege of Surgeons, and the Trauma Care
Association of America.

Again, I thank Dr. BURGESS, Ranking
Member GENE GREEN from Texas, Mr.
HUDSON, and all my Energy and Com-
merce colleagues, and I urge everyone
here in the House to support this im-
portant bill.

Mr. GENE GREEN of Texas. Mr.
Speaker, I yield back the balance of
my time.

Mr. BURGESS. Mr. Speaker, this is
an important bill. I urge my colleagues
to support it, and I yield back the bal-
ance of my time.

The SPEAKER pro tempore. The
question is on the motion offered by
the gentleman from Texas (Mr. BUR-
GESS) that the House suspend the rules
and pass the bill, H.R. 880, as amended.

The question was taken; and (two-
thirds being in the affirmative) the
rules were suspended and the bill, as
amended, was passed.

A motion to reconsider was laid on
the table.

————

CONGENITAL HEART FUTURES
REAUTHORIZATION ACT OF 2017

Mr. BURGESS. Mr. Speaker, I move
to suspend the rules and pass the bill
(H.R. 1222) to amend the Public Health
Service Act to coordinate Federal con-
genital heart disease research efforts
and to improve public education and
awareness of congenital heart disease,
and for other purposes, as amended.

The Clerk read the title of the bill.

The text of the bill is as follows:

H.R. 1222

Be it enacted by the Senate and House of Rep-
resentatives of the United States of America in
Congress assembled,

SECTION 1. SHORT TITLE.

This Act may be cited as the ‘‘Congenital
Heart Futures Reauthorization Act of 2017°.
SEC. 2. NATIONAL CONGENITAL HEART DISEASE

SURVEILLANCE SYSTEM.

Section 399V-2 of the Public Health Service
Act (42 U.S.C. 280g-13) is amended to read as
follows:

“SEC. 399V-2. NATIONAL CONGENITAL HEART DIS-
EASE RESEARCH, SURVEILLANCE,
AND AWARENESS.

‘““(a) IN GENERAL.—The Secretary shall—

‘““(1) enhance and expand research and Sur-
veillance infrastructure to study and track the
epidemiology of congenital heart disease (in this
section referred to as ‘CHD’); and

“(2) award grants to eligible entities to under-
take the activities described in this section.

‘““(b) NATIONAL CONGENITAL HEART DISEASE
STUDY.—

‘““(1) IN GENERAL.—The Secretary shall plan,
develop, implement, and submit one or more re-
ports to the Congress on a study to improve un-
derstanding of the epidemiology of CHD across
the lifespan, from birth to adulthood, with par-
ticular interest in the following:

‘““(A) Health care utilization of those affected
by CHD.

‘““(B) Demographic factors associated with
CHD, such as age, race, ethnicity, gender, and
family history of individuals who are diagnosed
with the disease.

“(C) Outcome measures, such that analysis of
the outcome measures will allow derivation of
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evidence-based best practices and guidelines for
CHD patients.

“2) PERMISSIBLE ~ CONSIDERATIONS.—The
study under this subsection may—

‘““(A) gather data on the health outcomes of a
diverse population of those affected by CHD;

“(B) consider health disparities among those
affected by CHD, which may include the consid-
eration of prenatal exposures; and

‘“(C) incorporate behavioral, emotional, and
educational outcomes of those affected by CHD.

““(3) PUBLIC ACCESS.—Data generated from the
study under this subsection shall be made avail-
able—

““(A) for purposes of CHD research, subject to
appropriate protections of personal privacy, in-
cluding protections required by paragraph (4);
and

‘“‘(B) to the public, subject to paragraph (4)
and with appropriate exceptions for protection
of personal privacy.

‘““(4) PATIENT PRIVACY.—The Secretary shall
ensure that the study under this subsection is
carried out in a manner that complies with the
requirements applicable to a covered entity
under the regulations promulgated pursuant to
section 264(c) of the Health Insurance Port-
ability and Accountability Act of 1996.

““(c) ELIGIBILITY FOR GRANTS.—To be eligible
to receive a grant under subsection (a)(2), an
entity shall—

‘“(1) be a public or private nonprofit entity
with specialiced experience in CHD; and

““(2) submit to the Secretary an application at
such time, in such manner, and containing such
information as the Secretary may require.

““(d) AUTHORIZATION OF APPROPRIATIONS.—To0
carry out this section, there is authorized to be
appropriated $4,000,000 for each of fiscal years
2018 through 2022.”.

SEC. 3. CONGENITAL HEART DISEASE RESEARCH.

Section 425 of the Public Health Service Act
(42 U.S.C. 285b-8) is amended to read as follows:
“SEC. 425. CONGENITAL HEART DISEASE.

‘““(a) IN GENERAL.—The Director of the Insti-
tute may expand, intensify, and coordinate re-
search and related activities of the Institute
with respect to congenital heart disease, which
may include congenital heart disease research
with respect to—

““(1) causation of congenital heart disease, in-
cluding genetic causes;

“(2) long-term outcomes in individuals with
congenital heart disease, including infants, chil-
dren, teenagers, adults, and elderly individuals;

“(3) diagnosis, treatment, and prevention;

““(4) studies using longitudinal data and retro-
spective analysis to identify effective treatments
and outcomes for individuals with congenital
heart disease; and

““(5) identifying barriers to lifelong care for in-
dividuals with congenital heart disease.

“(b) COORDINATION OF RESEARCH ACTIVI-
TIES.—The Director of the Institute may coordi-
nate research efforts related to congenital heart
disease among multiple research institutions
and may develop research networks.

““(c) MINORITY AND MEDICALLY UNDERSERVED
COMMUNITIES.—In carrying out the activities
described in this section, the Director of the In-
stitute shall consider the application of such re-
search and other activities to minority and
medically underserved communities.

‘“(d) REPORT FROM NIH.—Not later than one
year after the date of the enactment of the Con-
genital Heart Futures Reauthorization Act of
2017, the Director of NIH, acting through the
Director of the Institute, shall provide a report
to Congress—

‘(1) outlining the ongoing research efforts of
the National Institutes of Health regarding con-
genital heart disease; and

“(2) identifying—

‘“(4) future plans for research regarding con-
genital heart disease; and

‘““(B) the areas of greatest need for such re-
search.”.
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The SPEAKER pro tempore. Pursu-
ant to the rule, the gentleman from
Texas (Mr. BURGESS) and the gen-
tleman from Texas (Mr. GENE GREEN)
each will control 20 minutes.

The Chair recognizes the gentleman
from Texas (Mr. BURGESS).

GENERAL LEAVE

Mr. BURGESS. Mr. Speaker, I ask
unanimous consent that all Members
may have 5 legislative days in which to
revise and extend their remarks and in-
sert extraneous material in the RECORD
on the bill.

The SPEAKER pro tempore. Is there
objection to the request of the gen-
tleman from Texas?

There was no objection.

Mr. BURGESS. Mr. Speaker, I yield
myself such time as I may consume.

Mr. Speaker, I rise today in support
of H.R. 1222, the Congenital Heart Fu-
tures Reauthorization Act, introduced
by my Energy and Commerce col-
league, Representative GUS BILIRAKIS
from Florida.

This important initiative will en-
hance current Federal efforts address-
ing congenital heart disease, which is
the most common birth defect and
leading cause of mortality in infants.
This bipartisan legislation enhances re-
search and surveillance at the Centers
for Disease Control and Prevention,
awards grants to further study con-
genital heart disease, and directs the
National Institutes of Health to report
on their current research efforts in this

space.
Mr. Speaker, I reserve the balance of
my time.
Mr. GENE GREEN of Texas. Mr.

Speaker, I yield myself such time as I
may consume.

Mr. Speaker, I rise in support of H.R.
1222, the Congenital Heart Futures Re-
authorization Act, led by Congressman
BILIRAKIS and Congressman SCHIFF
from California.

This legislation reauthorizes the
Congenital Heart Futures Act, which
was enacted in 2010, as part of the Af-
fordable Care Act.

The Congenital Heart Futures Reau-
thorization Act builds on the success of
current efforts by the Centers for Dis-
ease Control and Prevention to im-
prove and expand research, monitoring,
and public outreach and educational
programs relating to congenital heart
disease.

This bill requires the National Insti-
tutes of Health to issue a report out-
lining current and future research
plans with respect to congenital heart
disease.

Each year, more than 40,000 babies
are born in the United States with a
congenital heart defect. One million
children and 1.4 million adults are cur-
rently living with congenital heart dis-
orders. Individuals living with a con-
genital heart disease often require spe-
cialized care and remain at risk of dis-
ability or premature death throughout
their life.

More research and surveillance is
needed to improve our Kknowledge of
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why congenital heart defects develop
and how they can be effectively treat-
ed. This legislation will help expand
our understanding of congenital heart
disease across the lifespan and has the
potential to improve the lives of the
millions of children and adults living
with congenital heart disease in Amer-
ica.

Mr. Speaker, I urge my colleagues to
support this measure, and I reserve the
balance of my time.

Mr. BURGESS. Mr. Speaker, I yield 5
minutes to the gentleman from Florida
(Mr. BILIRAKIS), the principal author of
this bill.

Mr. BILIRAKIS. Mr. Speaker, I rise
today in support of H.R. 1222, the Con-
genital Heart Futures Reauthorization
Act, which will reauthorize and ensure
continued investment in surveillance
research to assess the lifelong needs of
individuals with congenital heart de-
fects, or CHDs.

These surveillance efforts will help
improve our understanding of CHD
across the lifespan, from birth to adult-
hood. This research will help us learn
more about demographic factors such
as age, race, gender, or ethnicity.

In addition, the legislation empha-
sizes the need for continued biomedical
research at the National Institutes of
Health on the diagnosis, treatment,
and prevention of CHD.

NIH will further research into the
causes of congenital heart defects, in-
cluding genetic causes, and study long-
term outcomes in individuals with CHD
of all ages. Also, NIH may study data
to identify effective treatments and
outcomes and identify barriers to life-
long care for individuals with con-
genital heart defects.

CHD is the most common birth defect
and the leading cause of birth defect-
related infant mortality. For the Down
syndrome community, about half of
the children born with Down syndrome
have CHD. It is a true public health
issue and, as late-night show host
Jimmy Kimmel noted, it does not dis-
criminate by race, gender, or socio-
economic status.

The road ahead may be scary and un-
certain for any parent with a newborn
who has CHD, but this bill helps give
hope to those coping with the diag-
nosis. Nearly 1 in 100 babies are born
with CHD, and more than 5 percent will
not live to see their first birthday, un-
fortunately. We have to change that.

Even for those who receive successful
intervention, it is not a cure. We have
to change that.

Children and adults born with CHD
require ongoing, costly, specialized
cardiac care and face a lifelong risk of
permanent disability and premature
death. We must change that.

As a result, healthcare utilization
among the CHD population is signifi-
cantly higher than the general popu-
lation. It is estimated that, compared
to their peers, the medical costs for in-
dividuals with congenital heart defects
are 10 to 20 times greater.

Hospitalization costs for pediatric
patients alone total more than $5.6 bil-
lion each year, which is 15 percent of
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all hospitalization costs for patients 20
years of age and younger.

Despite its prevalence and signifi-
cance, there are still gaps in research
and standards of care for CHD patients.
But for the sake of the estimated 40,000
babies, Mr. Speaker, who will be born
in the next year with CHD, there is
more work to be done.

Mr. Speaker, I began this journey al-
most 10 years ago, when then-Congress-
man Zack Space and I first introduced
the Congenital Heart Futures Act. Last
Congress, Congressman SCHIFF and I
reintroduced the reauthorization of the
original bill. During that time, I met a
lot of patients with congenital heart
defects along the way, and I have been
touched by their stories.

There are people like Trey and Nicole
Flynn, a young Floridian couple who
lost their son, Holden, while waiting
for a heart transplant. He was only 2
years old.

This bill supports the essential re-
search necessary to make sure another
family doesn’t have to leave the hos-
pital without their child in their arms.

There is also Lucas Iguina, a young
man born with a complex congenital
heart disease that essentially left him
with half a heart.
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Despite having three open-heart sur-
geries, Mr. Speaker, and countless doc-
tor visits and medical procedures,
Lucas has hopes and dreams like every
other child. This bill ensures that the
medical research will keep pace with
his generation as they grow to be
adults.

The SPEAKER pro tempore.
time of the gentleman has expired.

Mr. BURGESS. Mr. Speaker, 1 yield
an additional 1 minute to the gen-
tleman from Florida.

Mr. BILIRAKIS. Jackson Radandt,
born with half a heart, has hypoplastic
left heart syndrome, which means the
left side of his heart was under-
developed. He depended on lifesaving
research to help his failing heart sur-
vive until his heart transplant at age
11. He is a teenager now and will live
his life with a heightened sensitivity
for his new heart.

Nicholas Basken was born with com-
plex heart disease and wasn’'t getting
blood to the lower half of his body, re-
quiring heart surgery when he was just
2 days old. He is now at the top of his
class, and this bill will ensure that his
future remains bright as he navigates
this chronic illness throughout his
adulthood.

Abigail Adams is a young Florida ad-
vocate, whom I will meet again tomor-
row, with Down syndrome. Roughly
half of the babies born with Down syn-
drome, Mr. Speaker, have a congenital
heart defect. Abigail continues to advo-
cate for individuals with Down syn-
drome.

The SPEAKER pro tempore. The
time of the gentleman has again ex-
pired.

Mr. BURGESS. Mr. Speaker, I yield
an additional 30 seconds to the gen-
tleman from Florida.

The

CONGRESSIONAL RECORD —HOUSE

Mr. BILIRAKIS. My friend, David
Peluso, was born with pulmonary ste-
nosis, a condition where the pulmonary
valve will not open properly. He had
surgery, again, emergency open-heart
surgery, at 2 days old, another correc-
tive surgery at age 10, and many hos-
pital visits and procedures in the
meantime.

Today, again, we are giving these
children hope. Today, he is a husband
and a father to two kids, trying to live
a normal life with atrial flutter that
requires additional surgeries. This bill
will continue the surveillance program
so we can collect data on children and
adults with congenital heart problems.

I can go on and on, Mr. Speaker.
Thank you so very much, and let’s pass
this great bill for our children and give
them hope.

Mr. GENE GREEN of Texas.
Speaker, I have no other speakers.

I want to thank, also, the cosponsors
of the bill, both Congressman SCHIFF
and a member of our committee, Con-
gressman BILIRAKIS, for introducing
this reauthorization bill, and I yield
back the balance of my time.

Mr. BURGESS. Mr. Speaker, I yield 1
minute to the gentleman from Georgia
(Mr. CARTER).

Mr. CARTER of Georgia. Mr. Speak-
er, I thank the gentleman for yielding.

Mr. Speaker, I rise today in support
of the Congenital Heart Futures Reau-
thorization Act. This legislation was
introduced by the gentleman from
Florida (Mr. BILIRAKIS), a colleague
and good friend, to address a very seri-
ous issue.

Congenital heart disease is the lead-
ing cause of infant mortality and is the
most common birth defect found in
young children. These children grow up
facing a wealth of health issues that
will have a tremendous impact on them
for the rest of their lives. They often
require specialized care, including car-
diac care, and are subjected to a life-
time of risk for disability or premature
death.

This legislation enhances research
and surveillance at the CDC to ensure
that our medical community and the
research to support their efforts are
the best available for treatment. It
also establishes grants to further study
congenital heart disease so that we can
better combat this disease and the
harm it causes in so many people’s
lives.

Mr. Speaker, this is a terrible disease
that leaves people never knowing when
it could strike. Like other diseases, we
need to better understand how it devel-
ops and impacts people so that we have
a better chance of fighting it and sav-
ing lives.

I thank my colleagues on both sides
of the aisle for getting this legislation
passed through the Energy and Com-
merce Committee, and I support its
passage.

Mr. BURGESS. Mr. Speaker, having
no further speakers, I yield back the
balance of my time.

The SPEAKER pro tempore. The
question is on the motion offered by

Mr.
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the gentleman from Texas (Mr. BUR-
GESS) that the House suspend the rules
and pass the bill, H.R. 1222, as amend-
ed.

The question was taken.

The SPEAKER pro tempore. In the
opinion of the Chair, two-thirds being
in the affirmative, the ayes have it.

Mr. BURGESS. Mr. Speaker, on that
I demand the yeas and nays.

The yeas and nays were ordered.

The SPEAKER pro tempore. Pursu-
ant to clause 8 of rule XX, further pro-
ceedings on this motion will be post-
poned.

———

SICKLE CELL DISEASE RESEARCH,
SURVEILLANCE, PREVENTION,
AND TREATMENT ACT OF 2017

Mr. BURGESS. Mr. Speaker, I move
to suspend the rules and pass the bill
(H.R. 2410) to amend the Public Health
Service Act to reauthorize a sickle cell
disease prevention and treatment dem-
onstration program and to provide for
sickle cell disease research, surveil-
lance, prevention, and treatment.

The Clerk read the title of the bill.

The text of the bill is as follows:

H.R. 2410

Be it enacted by the Senate and House of Rep-
resentatives of the United States of America in
Congress assembled,

SECTION 1. SHORT TITLE; TABLE OF CONTENTS.

(a) SHORT TITLE.—This Act may be cited as
the ‘“‘Sickle Cell Disease Research, Surveil-
lance, Prevention, and Treatment Act of
2017,

(b) TABLE OF CONTENTS.—The table of con-
tents of this Act is as follows:

Sec. 1. Short title; table of contents.

Sec. 2. Sickle cell disease research.

Sec. 3. Sickle cell disease surveillance.

Sec. 4. Sickle cell disease prevention and
treatment.

Sec. 5. Collaboration with community-based
entities.

SEC. 2. SICKLE CELL DISEASE RESEARCH.

Part P of title IIT of the Public Health
Service Act is amended by inserting after
section 399V-6 (42 U.S.C. 280g-17) the fol-
lowing:

“SEC. 399V-7. NATIONAL SICKLE CELL DISEASE
RESEARCH, SURVEILLANCE, PRE-
VENTION, AND TREATMENT PRO-
GRAM.

‘‘(a) RESEARCH.—The Secretary may con-
duct or support research to expand the un-
derstanding of the cause of, and to find a
cure for, sickle cell disease.”.

SEC. 3. SICKLE CELL DISEASE SURVEILLANCE.

Section 399V-T of the Public Health Service
Act, as added by section 2, is amended by
adding at the end the following:

*“(b) SURVEILLANCE.—

‘(1) GRANTS.—The Secretary may, for each
fiscal year for which appropriations are
available to carry out this subsection, make
grants to not more than 20 States—

“(A) to conduct surveillance and maintain
data on the prevalence and distribution of
sickle cell disease and its associated health
outcomes, complications, and treatments;

‘“(B) to conduct public health initiatives
with respect to sickle cell disease, includ-
ing—

‘(i) increasing efforts to improve access to,
and receipt of, high-quality sickle cell dis-
ease-related health care, including the use of
treatments approved under section 505 of the
Federal Food, Drug, and Cosmetic Act or li-
censed under section 351 of this Act;



		Superintendent of Documents
	2022-10-08T10:51:48-0400
	Government Publishing Office, Washington, DC 20401
	Government Publishing Office
	Government Publishing Office attests that this document has not been altered since it was disseminated by Government Publishing Office




