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I suggest the absence of a quorum.

The PRESIDING OFFICER. The
clerk will call the roll.

The bill clerk proceeded to call the
roll.

Mr. BARRASSO. Mr. President, I ask
unanimous consent that the order for
the quorum call be rescinded.

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

————

DUCHENNE MUSCULAR
DYSTROPHY

Mr. BARRASSO. Mr. President, I rise
today as a Senator and, as the Pre-
siding Officer is, a doctor. I want to
talk about a disease called Duchenne
muscular dystrophy. REarlier today
Senator RUBIO was on the floor talking
about the disease, and I know earlier
today Senator WICKER was on the floor
talking about the disease. It is a topic
that is, as an orthopedic surgeon, very
personal to me.

I was introduced to Duchenne more
than 30 years ago and, as an orthopedic
surgery resident, worked at a muscle
disease clinic with young people with
muscle disease. One of those muscle
diseases is called Duchenne. It is a dis-
ease that affects young boys. I met pa-
tients and I met their families in the
fight against this disease. The experi-
ence has left a lasting lifelong impres-
sion on me, and it is something I con-
tinue to work with today.

I think the reasons we have gone into
medicine are to help people and to
make a contribution. One of the rea-
sons I chose orthopedic surgery was
that I really enjoyed seeing the relief—
the care that I gave could help people,
causing relief of their symptoms, relief
of their pain, relief of problems they
were living with from day to day. It is
extremely rewarding to be able to work
with a patient and tell that patient the
surgery you performed was successful,
and they are going to get better. They
are going to get back to normal.

As a doctor, I was able to see pa-
tients go on to graduate from college,
get married, have children of their
own. When I was overseas visiting our
troops, I met a young man, a com-
mander—a pretty big guy—and he told
me I had taken care of his broken leg.
I looked at him and didn’t really recog-
nize him. I said: When was that? And
he said: I was only 8 at the time.

We take care of patients and, as we
do, we see people through their lives,
and it is encouraging to see them go on
and strive and get stronger and bigger
and more productive. But for patients
with Duchenne muscular dystrophy,
that kind of treatment doesn’t exist. It
doesn’t exist today with all the break-
throughs and research.

When I saw patients in the muscle
disease clinic who suffered from this
condition, I knew the day that I saw
them was going to be their best day
from there going forward. Many of
them had brothers. It is a disease that
affects young men. It is a disease that
may be coming in their family to chil-

CONGRESSIONAL RECORD — SENATE

dren who had not yet been born. In
some families there were several broth-
ers in the line who had the disease. As
one was diagnosed, then another
younger brother was diagnosed a cou-
ple of years later with the same disease
because this does tend to run in fami-
lies.

As a doctor, one wants to see some-
body get better and stronger every day.
Parents want to see their own child
going from crawling to walking to run-
ning, getting stronger and bigger every
day, but patients and families who live
with this disease every day know too
well the unrelenting force of Duchenne
muscular dystrophy. What it does is
cause degeneration of muscles and
weakness.

The vast majority of people with this
disease are boys, and they are usually
diagnosed between the ages of 3 and 5.
Typically, parents start to notice their
son isn’t meeting all of the develop-
mental milestones they might expect.
He might be a late walker, or he may
appear less coordinated than other
children his age. Most parents aren’t
worried; they are just cautious. They
may mention it to the pediatrician,
and the doctor may run a test or two.
Once the diagnosis of Duchenne mus-
cular dystrophy is made, patients pret-
ty quickly and parents, specifically,
very quickly find out that their son
doesn’t just have a developmental
delay; they learn their son is typically
going to lose the ability to walk by the
time he is a teenager, graduate to a
wheelchair, which then can make that
young man prone to conditions like
scoliosis, a curvature of the spine often
requiring surgery to correct it. As the
muscles continue to deteriorate—as
they always do with Duchenne—that
young man will lose lung function,
which puts him at a higher risk of in-
fection, pneumonia. Eventually, he will
have to use a machine to breathe, to
clear his lungs. The muscle deteriora-
tion doesn’t just occur to the skeletal
muscles—the muscles of the arms and
legs—but also can occur to the heart,
which is itself a muscle.

When a young man with Duchenne
muscular dystrophy catches a cold, it
can be life threatening. Even when the
patients get the best medical care—and
so many of them do get the best med-
ical care—they usually lose their fight
against Duchenne muscular dystrophy
by the time they are in their 20s. That
is the devastating reality of this dis-
ease, and we cannot allow it to con-
tinue.

Because of my experience with these
patients, I have been working for years
to actually help raise money for aware-
ness for muscle disease and treatment
for the disease. I served as a local host
in Wyoming for the Muscular Dys-
trophy Association’s annual Labor Day
telethon.

Every year, I was amazed at the dedi-
cation and the generosity of people
around the country who would call in
pledges to pledge centers at the 200 so-
called ‘‘love networks’ in Casper, WY.
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People would call in. We would always
raise over $100,000. People were very
committed to finding a cure for muscle
disease and to sending young people
with the disease to summer camp,
where they found a level of freedom
and friendship that they did not often
find throughout the rest of the year. It
was a great time for the young people
with the disease. It gave their parents
a rest as well.

I think many of us in this body re-
member Jerry Lewis hosting the Jerry
Lewis Labor Day Telethon, as it was
called, for more than 40 years. He
would always end the telethon by sign-
ing a song. The song was ‘“You’ll Never
Walk Alone.” So I come to the floor
today to make sure that these patients
and these families know that today
they are not alone. Congress is listen-
ing. We heard from Senator RUBIO ear-
lier today and we heard from Senator
WICKER. Those families and those pa-
tients know how critically important
it is, and we know how critically im-
portant it is that we find a cure for this
rare disease known as Duchenne mus-
cular dystrophy.

In 2012, Congress passed the Food and
Drug Administration Safety and Inno-
vation Act. One of the key parts of this
law gives the FDA more flexibility to
approve treatments that have the po-
tential to help people with rare dis-
eases. It also allows the FDA to do fol-
lowup studies to confirm the clinical
benefits of the treatment.

Well, we want to give people real
hope. It is not good to give people false
hope. We are interested in giving pa-
tients and giving families a fighting
chance. I believe the FDA needs to use
the tools that Congress has given them
so patients can come across and get ac-
cess to potentially lifesaving drugs. So
a couple of weeks ago I signed a letter
that was written by Senators Wicker
and Klobuchar—a bipartisan letter. It
called on the FDA to take full advan-
tage of this accelerated approval au-
thority.

So we also asked the FDA to ensure
that the prospective of patients is fully
considered in this review process, when
it comes down to the regulations. More
than 20 Senators signed this letter be-
cause we know how important this
issue is to patients as well as to their
families.

Last Friday the Wall Street Journal
ran an editorial entitled: ‘““The FDA vs.
Austin Leclaire.”” This article talked
about a young man named Austin
Leclaire, 17, who has Duchenne mus-
cular dystrophy, and so does his young-
er brother Max. As we talked, I men-
tioned that this runs in families. Some-
times, there is the diagnosis of a son in
a family in which there is a younger
son who has not yet been diagnosed but
likely will have the disease.

Well, back in 2011, Max was able to
get an experimental drug to treat his
disease. Now, Austin was not eligible
to get the same drug. Remember, Aus-
tin is the older brother. So today Max
is 14 and he is still able to walk. He can
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still play sports, and he can still dress
himself.

For most of us who have had healthy
children, these are the things that peo-
ple take for granted. So for a family
where one of their sons has Duchenne,
this kind of small victory can seem
like a miracle. I can’t even imagine
how hard it must be when a mother has
two or three children—two or three
sons—with this disease, and especially
when one of her children can get access
to an experimental drug and the other
cannot.

The family looks at it. One son is
being helped, and the other is not being
helped. They can see the difference in
their sons. So how would any of us here
in the Senate react if we were in that
same situation? How much heartbreak
should one family have to bear? Those
are the challenges for families who live
with muscle disease every day.

Well, the FDA, I believe, needs to
work with patients like Austin and
Max. We all know that this agency
needs to make sure that treatments
are safe and effective. That is not a
question. We also know that people at
the FDA are caring and careful profes-
sionals. The practice of medicine relies
on hard science and on following data
to understand and to treat illnesses.

As a doctor, I know that the practice
of medicine requires an equal measure
of compassion. I think the FDA needs
to take into account the unique needs
of this patient population. We talk
about double-blind studies, where you
give one patient the real treatment and
one patient something else, a sugar
pill, something else that is not really
the real treatment, the real medica-
tion.

To really evaluate the impact of
these medications, sometimes it in-
volves doing muscle biopsies and put-
ting people though painful tests. I
think it is hard for a family living with
a child with muscle disease to say:
Well, we are going to participate in the
experiment. We don’t know. It is a 50—
50 chance if our child is even going to
get the real thing. But we still put
them through all of these tests that
can be painful, as they take muscle bi-
opsies.

I think it is unrealistic to ask a fam-
ily to make that decision. I think we
need to make sure that the FDA—and
the FDA needs to make sure, in their
compassion—doesn’t lose sight of these
kids. These young people really don’t
have a moment to lose in terms of po-
tential treatments. I think the FDA
needs to hear the calls of patients and
to give these young peobple, living with
a devastating disease, a chance to beat
Duchenne muscular dystrophy.

I yield the floor.

The PRESIDING OFFICER. The Sen-
ator from Oregon.

VOTE-BY-MAIL

Mr. WYDEN. Mr. President, I rise
today to warn of a gathering threat to
American’s most fundamental con-
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stitutional right; that is, the right to
vote. Fifty-one years ago, President
Johnson urged the Congress to pass the
Voting Rights Act. In the face of im-
placable opposition from Southern
States, President Johnson laid out the
stakes. He said:

Every American must have an equal right
to vote. There is no excuse which can excuse
the denial of that right. There is no duty
which weighs more heavily on us than the
duty we have to ensure that right.

Sadly, half a century after that law
began to remove the most offensive ob-
stacles to voting, Americans now face
new barriers to exercising their funda-
mental right to vote. Across our land,
there are stories of long lines, inex-
plicable purges of voter rolls, and new
requirements that make it still harder
for our people to vote. There is abso-
lutely no excuse for accepting this
sorry state of affairs.

There is no excuse for citizens in Ari-
zona to wait b hours to cast their bal-
lot. There is no excuse for citizens in
Rhode Island to find two out of every
three polling places have closed. There
is no excuse whatsoever for poor com-
munities and minority communities
across America to see their polling
places shuttered.

Seniors and disabled Americans
should not have to wait in long lines or
struggle to reach polling places in
America. Working parents should not
have to choose between going to work
and going to vote. Voting should not be
a test of endurance. It should not be a
Kafkaesque experience in defeating bu-
reaucracy and wading through redtape.
Increasingly, too many voters show up
at the polls on election day, only to
find that their name—somehow, magi-
cally—has gone missing from the voter
rolls or their ID does not meet some
new, even more burdensome, even more
restrictive requirement.

There is no excuse for our govern-
ment to turn away citizens and to say
their vote does not count because of a
clerical error or an unjust technicality.
These grossly unfair obstacles have
sprouted like weeds across our country
ever since the Supreme Court over-
turned large portions of the Voting
Rights Act in 2013. According to the
Brennan Center for Justice, just this
year, 17 States have passed new laws or
rules to make it harder for their citi-
zens to vote.

Let me repeat that. Seventeen States
in America, just this year, have passed
new laws, new rules, and new hurdles
for our people who want to vote.
Thankfully, there is a solution. My
home State of Oregon has led the coun-
try in making voting more accessible.
In Oregon, every voter receives a ballot
2 or 3 weeks before election day. Bal-
lots should be arriving in mailboxes
across the State over the next few
days. Every Oregonian has ample time
to research candidates and issues.

Rather than waiting in long lines,
Oregonians can mail their ballot back
or drop it off at ballot collection sites,
many of which are open 24/7. Nobody
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has to take time off from work just to
exercise his or her constitutional right.

So let me repeat. In our State, we
have made this work. Every voter gets
a ballot 2 or 3 weeks before an election
date. Now, vote-by-mail is not going to
stop every State legislature in America
from devising new ways to suppress
voter turnout. Certainly, some State
officials in our country have worked
very hard to dream up new ways to
limit the franchise.

But here is why the Oregon antidote
is so important. If there is a problem,
our State gives voters more time to
fight back. When Americans have 2 or
3 weeks to vote, they will have more
time to challenge registration prob-
lems. There is more time for citizens to
defend their rights.

Oregon has been voting by mail since
I was first elected to the Senate in 1996,
and we went to all vote-by-mail in 2000.
Since then, we have had consistently
higher voter turnout rates than other
parts of the country. We have consist-
ently had voter turnout rates that are
among the highest in the Nation.

Oregon voting rates are especially
high among young people and in mid-
term elections. As an added benefit—
this should appeal to all Senators—
studies have shown that it saves
money, to boot. So you have a system
that voters like, gives them more time
to reflect, is more efficient, and saves
money, to boot. That is a pretty ap-
pealing trifecta, it seems to me, for de-
mocracy. So my proposition today is
that the rest of the country ought to
follow Oregon’s lead, and all Ameri-
cans, from one end of the country to
another, ought to have the chance to
vote by mail.

To me, this just is common sense. In
fact, over the years, there were ques-
tions about who benefited from vote-
by-mail? In fact, Oregonians put it on
the ballot, because they said that ev-
erybody benefits from it. There was
support all across the political spec-
trum. So today, I rolled out a new pro-
posal for a national vote-by-mail. It is
built on the Oregon system. The plan is
simple. Every voter in a Federal elec-
tion will receive a ballot in the mail.

The Federal Government, through
the Postal Service, would assist States
with the cost of mailing ballots to reg-
istered voters. States can keep their
current polling practices if they wish.
But those States that choose a full
vote-by-mail system are going to see
their election costs drop and drop sig-
nificantly. My hope is that this pro-
posal ignites a new campaign across
the country to make it easier, not
harder, for Americans to vote.

Vote-by-mail is a first step in fight-
ing back against those who would dis-
enfranchise their fellow citizens to
gain a political edge.

For instance, in my view it also
ought to be easier for Americans to
register to vote. Again, my home State
leads the way. Since January, every el-
igible voter is automatically registered
to vote, eliminating extra trips to the
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