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S. RES. T3

Whereas a rare disease or disorder is one
that affects a small number of patients and,
in the United States, typically fewer than
200,000 individuals annually are affected by a
rare disease or disorder;

Whereas, as of February 2017, nearly 7,000
rare diseases affect approximately 30,000,000
people in the United States and their fami-
lies;

Whereas children with rare genetic dis-
eases account for approximately %2 of the
population affected by rare diseases in the
United States;

Whereas many rare diseases are serious
and life-threatening and lack effective treat-
ments;

Whereas, as a result of Federal laws like
the Orphan Drug Act (Public Law 97-414; 96
Stat. 2049), there have been important ad-
vances made in research on, and treatment
for, rare diseases;

Whereas the Food and Drug Administra-
tion has made great strides in gathering pa-
tient perspectives to inform the drug review
process as part of the Patient-Focused Drug
Development program, an initiative that
originated under the Food and Drug Admin-
istration Safety and Innovation Act (Public
Law 112-144; 126 Stat. 993);

Whereas, although nearly 600 drugs and bi-
ological products for the treatment of rare
diseases have been approved by the Food and
Drug Administration, millions of people in
the United States have a rare disease for
which there is no approved treatment;

Whereas lack of access to effective treat-
ments and difficulty in obtaining reimburse-
ment for life-altering, and even life-saving,
treatments remain significant challenges for
people with rare diseases and their families;

Whereas rare diseases and conditions in-
clude Von Hippel-Lindau syndrome, fibrous
dysplasia, sickle cell anemia, spinal mus-
cular atrophy, Duchenne muscular dys-
trophy, dermatomyositis, cystic fibrosis,
Friedreich’s ataxia, many childhood cancers,
amyotrophic lateral sclerosis, epidermolysis
bullosa, frontotemporal dementia, and
metachromatic leukodystrophy;

Whereas people with rare diseases experi-
ence challenges that include—

(1) difficulty in obtaining accurate diag-
noses;

(2) limited treatment options; and

(3) difficulty finding physicians or treat-
ment centers with expertise in the rare dis-
eases;

Whereas the rare disease community
gained important new tools during the 114th
Congress with the passage of the 21st Cen-
tury Cures Act (Public Law 114-255), which—

(1) streamlines the review by the Commis-
sioner of Food and Drugs of genetically tar-
geted therapies;

(2) incentivizes the development of rare pe-
diatric disease therapies;

(3) strengthens pediatric medical research;
and

(4) adds billions of dollars of funding for
the National Institutes of Health;

Whereas both the Food and Drug Adminis-
tration and the National Institutes of Health
have established special offices to advocate
for rare disease research and treatments;

Whereas the National Organization for
Rare Disorders (referred to in this preamble
as “NORD”’), a nonprofit organization estab-
lished in 1983 to provide services to, and ad-
vocate on behalf of, patients with rare dis-
eases, remains a critical public voice for peo-
ple with rare diseases;

Whereas 2017 marks the 34th anniversary of
the enactment of the Orphan Drug Act (Pub-
lic Law 97-414; 96 Stat. 2049) and the estab-
lishment of NORD;

Whereas NORD sponsors Rare Disease Day
in the United States and partners with many
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other major rare disease organizations to in-
crease public awareness of rare diseases;

Whereas Rare Disease Day is observed each
year on the last day of February;

Whereas Rare Disease Day is a global
event, first observed in the United States on
February 28, 2009, and was observed in more
than 85 countries in 2016; and

Whereas Rare Disease Day is expected to
be observed globally for years to come, pro-
viding hope and information for rare disease
patients around the world: Now, therefore,
be it

Resolved, That the Senate—

(1) designates February 28, 2017, as ‘‘Rare
Disease Day’’;

(2) recognizes the importance of improving
awareness and encouraging accurate and
early diagnosis of rare diseases and dis-
orders; and

(3) supports a national and global commit-
ment to improving access to and developing
new treatments, diagnostics, and cures for
rare diseases and disorders.

————————

AUTHORITY FOR COMMITTEES TO
MEET

Ms. COLLINS. Mr. President, I have
five requests for committees to meet
during today’s session of the Senate.
They have the approval of the Majority
and Minority leaders.

Pursuant to Rule XXVI, paragraph
5(a), of the Standing Rules of the Sen-
ate, the following committees are au-
thorized to meet during today’s session
of the Senate:

COMMITTEE ON FOREIGN RELATIONS

The Committee on Foreign Relations
is authorized to meet during the ses-
sion of the Senate on Tuesday, Feb-
ruary 28, 2017, at 10 a.m. to hold a hear-
ing entitled ‘‘Iraq after Mosul.”

COMMITTEE ON THE JUDICIARY

The Committee on the Judiciary is
authorized to meet during the session
of the Senate on February 28, 2017, at 10
a.m., in room SD-226 of the Dirksen
Senate Office Building, to conduct a
hearing entitled ‘“‘Improving Outcomes
for Youth in the Juvenile Justice Sys-
tem.”

COMMITTEE ON VETERANS’ AFFAIRS

The Committee on Veterans’ Affairs
is authorized to meet during the ses-
sion of the Senate on Tuesday, Feb-
ruary 28, 2017, at 2 p.m., in room SD-
G50 of the Dirksen Senate Office Build-
ing.

SELECT COMMITTEE ON INTELLIGENCE

The Senate Select Committee on In-
telligence is authorized to meet during
the session of the 115th Congress of the
U.S. Senate on Tuesday, February 28,
2017, from 2 p.m. to 3:30 p.m., in room
SD-106 of the Senate Dirksen Office
Building to hold an open hearing.

SELECT COMMITTEE ON INTELLIGENCE

The Senate Select Committee on In-
telligence is authorized to meet during
the session of the 115th Congress of the
U.S. Senate on Tuesday, February 28,
2017, from 3:30 p.m. to 5:30 p.m. in room
SH-219 of the Senate Hart Office Build-
ing to hold a closed hearing.

———

DISCHARGE AND REFERRAL—S. 90

Mr. McCONNELL. Mr. President, I
ask unanimous consent that S. 90, the
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Red River Gradient Boundary Survey
Act, be discharged from the Committee
on the Judiciary and referred to the
Committee on Energy and Natural Re-
sources.

The PRESIDING OFFICER. Without
objection, it is so ordered.

AUTHORIZING EXPENDITURES BY
COMMITTEES OF THE SENATE

Mr. McCONNELL. Mr. President, I
ask unanimous consent that the Sen-
ate proceed to the consideration of Cal-
endar No. 8, S. Res. 62.

The PRESIDING OFFICER. The
clerk will report the resolution by
title.

The legislative clerk read as follows:

A resolution (S. Res. 62) authorizing ex-
penditures by committees of the Senate for
the periods March 1, 2017 through September
30, 2017, October 1, 2017 through September
30, 2018, and October 1, 2018 through February
28, 2019.

There being no objection, the Senate
proceeded to consider the resolution.

Mr. McCONNELL. Mr. President, I
ask unanimous consent that the reso-
lution be agreed to and the motion to
reconsider be considered made and laid
upon the table.

The PRESIDING OFFICER. Without
objection, it is so ordered.

The resolution (S. Res. 62) was agreed
to.

(The resolution is printed in the
RECORD of February 16, 2017, under
“Submitted Resolutions’.)

EXPRESSING PROFOUND CONCERN
ABOUT THE ONGOING POLITICAL,
ECONOMIC, SOCIAL AND HUMANI-
TARIAN CRISIS IN VENEZUELA

Mr. McCONNELL. Mr. President, I
ask unanimous consent that the For-
eign Relations Committee be dis-
charged from further consideration of
and the Senate now proceed to the con-
sideration of S. Res. 35.

The PRESIDING OFFICER. Without
objection, it is so ordered.

The clerk will report the resolution
by title.

The legislative clerk read as follows:

A resolution (S. Res. 35) expressing pro-
found concern about the ongoing political,
economic, social and humanitarian crisis in
Venezuela, urging the release of political
prisoners, and calling for respect of constitu-
tional and democratic processes, including
free and fair elections.

There being no objection, the Senate
proceeded to consider the resolution.

Mr. McCCONNELL. Mr. President, I
ask unanimous consent that the reso-
lution be agreed to, the preamble be
agreed to, and the motions to recon-
sider be considered made and laid upon
the table.

The PRESIDING OFFICER. Without
objection, it is so ordered.

The resolution (S. Res. 35) was agreed
to.

The preamble was agreed to.

(The resolution, with its preamble, is
printed in the RECORD of February 1,
2017, under ‘“Submitted Resolutions.’’)
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