
A
PPLETON — Michael Evans
doesn’t use the C-word.

He doesn’t want to jinx his
luck.Technically, the37-year-
old still has multiple sclero-
sis.But after being symptom-

free for almost two years, the “miracle
drug” Evans received in a clinical trial is
as close to a c-u-r-e as he can imagine.

“This is how I felt be-
fore I was even diag-
nosed,” Evans tells Post-
Crescent Media. “Alem-
tuzumab isn’t just telling
my immune system to
knock things off, it’smak-
ing things better.”

On Wednesday, partic-
ipants in the clinical trial
will testify before a U.S.
Food and Drug Admini-
stration advisory com-
mitteeabouthowAlemtu-
zumab has changed their
lives. While a work con-
flict is preventing Evans
from testifying, he still
wants people to know
about the groundbreak-
ing medicine.

“MS is a thief. It stole
seven years of my life
that I can never get
back,” he says. “It took
away my career choice,

and it bankrupted me,
wipedme out. That’s why
I want to see this stuff on
the market.”

At ease on a cushy re-
cliner in his West Brown-
ing Street home in Apple-
ton, Evans does not seem
like a man who previous-
ly couldn’t walk up stairs.
Hedoesnot act like some-
one with an illness that
would trap him inside on
hot, summer days.

He is candid, easy-
going and certainly not
one to mince words.

“For six and a half

Michael Evans, 37, of Appleton, who was diagnosed with multiple sclerosis in 2004, praises the results of an experimental drug
called Alemtuzumab that he’s been on since February 2011. One year after receiving the treatment doctors say he went from 18
legions on his brain to none. DAN POWERS/POST-CRESCENT MEDIA

‘MIRACLE DRUG’

Appleton man wants to spread word of treatment
he says removed his multiple sclerosis symptoms

By Ariel Cheung | Post-Crescent Media

ABOUTMULTIPLE SCLEROSIS
Multiple sclerosis is a chronic disease that attacks the central nervous
system— the brain, spinal cord and optic nerves. It is a form of muscular
dystrophy, which is a group of disorders that cause muscle tissue to waste
away. While the majority of people with MS do not become severely
disabled, it can cause a wide range of symptoms, from fatigue, vertigo
and balance problems to hearing loss, tremors, seizures and speech
disorders.
The disease is believed to affect more than 2.3 million people worldwide
and more than 500,000 in the United States. More than 200 people are
diagnosed every week. Most people diagnosed are between 20 and 50
years old, although children and older adults can have it. It is at least
twice as common in women. While genetics can play a part in
determining who gets MS, it is not directly inherited.
There is no cure for MS, but there are a handful of drugs used to reduce
the disease activity and treat flare-ups.

ABOUT ALEMTUZUMAB
Originally developed under the name “campath” at the University of
Cambridge Department of Pathology, Alemtuzumab was initially li-
censed to treat leukemia. In the 1984, doctors who invented the technol-
ogy that made campath possible received the Nobel Prize for Physiology
or Medicine. In 1991, Cambridge doctors partnered with the drug compa-
ny Genzyme to research the use of Alemtuzumab as a treatment for MS.
Genzyme’s first study began in December 2002 to compare the drug with
Rebif for patients with early stages of MS. The drug resets the patient’s
immune system and balances out the number of stem cells the body
produces. The first dose is a five-day IV drip, and a second, three-day
dose is administered one year later. During the third year, about
5 percent of patients in the clinical trial have needed a subsequent dose.
Side effects have included minor kidney problems and an issue with
blood platelets, which are easily treated.
The Genzyme study included four trials with 1,500 participants
nationwide, some of whom have now been exposed to the drug for
10 years. In September, the European Medicines Agency approved
Alemtuzumab for the treatment of MS in the European Union. Following
the FDA hearing Wednesday, the U.S. department is expected to make a
decision on whether to approve the drug by the end of 2013.

Sources: http://www.nationalmssociety.org, Science Business, Dr. Daniel WynnSee DRUG, Page A4

VIDEO
See an interview with
Michael Evans on
postcrescent.com.

Appleton | Fox Cities, Wisconsin Tuesday, November 12, 2013
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MADISON — Labor attorneys
pushed thestateSupremeCourt
on Monday to strike down por-
tions of Republican Gov. Scott
Walker’s public union restric-
tions, arguing the prohibitions
aredesigned to forceschooldis-
trict and municipal workers to
abandon their unions.

The court’s decision could
bring to an end one of the last

unresolved legal
challenges to the
contentious re-
strictions that
stripped almost
all public workers
of nearly all their
union powers.
Union supporters
face an uphill

fight, though, because conser-
vative justices control the
court.

Lester Pines, an attorney for
a Madison teachers union,
pressedaheadduringoral argu-
ments Monday, telling the jus-
tices that Walker’s restrictions
penalize local public workers
who exercise their constitution-
al right to freely associate with
a union. Their organizations
can’t collectively bargain for
anything beyond base wage in-
creases based on inflation or
automatically withdraw dues
from members’ paychecks and
must hold annual elections to
see if theirmemberswant them
to continue representing them,
Pines said. The measures are
designed to be so onerous that
people simply quit their unions,
he said.

“This isn’t benign,” Pines
said. “These provisions are de-
signed tomake it impossible for
people to exercise their associa-

Lawyer:
Union
plan is
burden
State AG counters
to high court that
act is constitutional
By Todd Richmond
Associated Press

See COURT, Page A6
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stinking years, every
Monday, Wednesday and
Friday, I gave myself a
shot in the ass,” Evans
says, describing his drug
regiment before Alemtu-
zumab. “People used to
ask me, ‘What’s it like to
haveMS?’ And I said, ‘It’s
a pain in the ass, three
times a week.’”

Before the trial, Evans’
only source of reliefwas a
shot of Rebif, themost ef-
fective drug currently on
the market, his doctor
said. Rebif would de-
crease flare-ups by about
33 percent, but it came at
a cost—$1,300permonth,
to be precise.

“It bankrupted me,”
Evans says. “I remember
the day the nurse showed
up with that thing and
showed me how to do it. I
remember asking her,
‘OK, how long am I going
to have to do this?’ And
she said, ‘For the rest of
your life.’

“That was the bottom
right there. That took all
the wind out of the sails,”
he says.

It was hardly the life
Evans imagined a decade
ago. After graduating
from the University of
Wisconsin-Oshkosh in
May 2004, he was prepar-
ing to move to California
with his girlfriend to start
a career in film.

“I’mamovie nut—Ial-
wayshavebeen,” saysEv-
ans, who worked inmovie
theaters as a projectionist
for 10 years. “The plan
was to get my degree,
pack up the car and we
were going to move to Si-
mi Valley, California. And
if I didn’t have a job out
there, screw it. I’ll find
one when I get there.”

Days before the Au-
gust trip, Evans began ex-
periencing his first symp-
toms.

“I had double vision,
and my balance was kind
of crappy,” he says. “It
was kind of like being
drunk, is the only way I
can describe it. But from

themoment I would wake
up until I went to bed, it
was constantly like that.”

Doctors performed an
MRI, suspecting Evans
had a brain tumor. The
good news — he didn’t.
The bad news — he did
haveMS.

“Itwas just likeyousee
in the movies, where all
the audio dims down, and
you’re just kind of stuck
there — it actually hap-
pens,”Evans says. “I have
no ideahowlongIwasjust
sitting frozen inmy chair.
I had heard the namemul-
tiple sclerosis before, but
I didn’t know what it was.
No clue.”

Multiple sclerosis, a
chronic disease, attacks
the central nervous sys-
tem and damages nerve
fibers andmyelin, the fat-
ty substance that protects
nerve cells.

If enough cells lose
their myelin sheath, le-
sions form on the brain,
spinal cord or optic
nerves. Inflamed lesions,
triggered by anything
from heat to overexer-
tion, can cause a wide
range of symptoms, in-
cluding vision and bal-
ance problems, vertigo,
headaches, seizures,
tremors and bladder dys-
function. No two cases of
MS are the same— symp-
toms vary from person to
person, depending on the
location of the lesions.

When Evans was first
diagnosed in 2004, there
were eight lesions on his
brain, andall butonewere
in areas that didn’t affect
him physically. The
eighth was on his corpus
callosum, which connects
the right and left hemi-
spheres of the brain.

“If there’s a problem in
that highway between the
two hemispheres, that’s
why I’m seeing two of ev-
erything, that’s why my
balance is crap, because
that’s the inner ear that
controls your balance,”
Evans said. “If they’re not
talking, it’s not working.”

So Evans began taking
Rebif. His girlfriend left
for California without
him, and his savings for
his new life were wiped

out,becausehis insurance
company claimed his MS
was a pre-existing condi-
tion.

Years passed, and Ev-
ans did his best to adjust.

“Not being able to do
simplethingsbecamenor-
mal to me,” he says. “I al-
ways had to have three
contact points to steady
myself — my feet and a
wall or a table orachair. It
wasn’t so badwhere I was
going to fall down, but it
was bad enough where I
was going to bump into
things. And that really got
old really fast.”

His condition wors-
ened — in 2010, he had 18
lesions. Heat triggered
his symptoms, which
meant going outdoors in
the summer was impossi-
ble.

“One day we were go-
ing to Wisconsin Dells,
and I seriously had to sit
down on the ground, be-
cause otherwise, Iwas go-
ing to fall over,” he says.

“It was deflating.
That’s the best word I can
come up with for it. Com-
pletely deflating,” he
adds.

It wasn’t until Evans
was running the bar for-
merlyknownasKokomo’s
Corner that he heard of
the clinical trial that
would change everything.

A customer said hismoth-
er wanted to participate
but was past the trial’s
cutoff age.

Evans, then 33, went
home with his girlfriend
that night to email the
drug company.

“I was having a flare-
up at that point, and I re-
member sitting on the
couch and dictating the
letter to Tasha,” he says.
“I didn’t figure I’d ever
hear anything from them.
A week or two went by,
and suddenly, they gave
me a call.”

Hewasaperfectcandi-
date, but instead of re-
ceiving Alemtuzumab,
Evans was placed in the
control group, which
mean he was given the
same Rebif he’d been tak-
ing for years. Andwhile it
was a relief to have the
company pay for the ex-
pensive drug treatment,
Evans was disappointed.

After two years, he as-
sumedthetrialwouldend.
Instead, it was extended,
and Evans was enlisted to
receive the new drug. His
first dose, a five-day IV
drip, was on Valentine’s
Day 2011.

Sixmonths later, he no-
ticed a big difference.

“It was like the sun
cameout— like thatBeat-
les song, ‘Here Comes the

Sun,’” Evans says. “And
they weren’t mild, little
improvements. They
were drastic. Every day,
I’d wake up and be able to
dosomething Icouldn’t do
the day before.”

While drying his hair
standing up and walking
down the hallway without
a hand on the wall for bal-
ance might seem like
small steps, they made a
world of difference to Ev-
ans. So did the phone call
hereceivedoneyearafter
his firstdoseofAlemtuzu-
mab.

“On Feb. 15, 2012, I got
this phone call from Dr.
(Daniel) Wynn saying,
‘We got your MRI in, and
you have this many le-
sions,’” Evans says, form-
ing a circle with his hand.
“Zero. They just weren’t
there anymore. To this
day, they just aren’t
there.”

Over the past decade,
about 1,500 people have
participated in the inter-
national trial, said Wynn,
Evans’ neurologist.

Wynn oversaw about
20 participants in the trial
at his Northbrook, Ill.,
practice, Consultants in
Neurology. The results,
he said, were remarkable.

“Frankly — and I’m a
very cynical person — I
was stunned,” Wynn told

Post-Crescent Media.
“I’ve been involved in
more than 70 multiple
sclerosis trials over the
years, andno onehas ever
seen a response that’s
been this dramatic. Ever.”

Wynn said the drug,
whichwill likely be called
Lemtradaon themarket if
the FDA approves it, has
decreased the frequency
of flare-ups and worsen-
ing symptoms by more
than70percent compared
to Rebif, while also dra-
matically decreasing the
number and size of lesion
scars on the brain.

“This drug is not only
more effective, inmy opi-
nion, thanprevious drugs,
but it has many advan-
tagesboth in termsofhow
well it works and how
easy it is for people who
get themedication to lead
independent lives,” Wynn
said.

WhileWynnalso is hes-
itant to use the C-word,
the breakthrough could
be a big step toward find-
ing a cure.

“Wedon’thaveawayof
knowing if people are
cured of MS,” he said.
“People are left with
marks on their brain from
the disease, but there are
many people who are
complete free of disease
activity from the use of
this drug.Are theycured?
We can’t say, but it might
be that with early treat-
ment, that could happen.”

One word Evans isn’t
afraid to usewhen talking
about Alemtuzumab? The
M-word.

“This is a miracle
drug,” he says. “They
should not walk, they
should run to approve this
stuff. After experiencing
what this stuff can do, I
would recommend it to
anybody.”

He smiles again, and
there’s something to the
gesture reminiscent of
that old Beatles song. He
laughs unabashedly.

“And I don’tmiss those
shots at all.”

— Ariel Cheung: 920-993-1000,
ext. 430, or acheung@
postcrescent.com;
on Twitter @arielfab
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Michael Evans of Appleton has been symptom-free of multiple sclerosis for almost two
years, after beginning treatment with an experimental drug called Alemtuzumab. The
U.S. Food and Drug Administration advisory committee will hear testifying this week on
putting the drug on the market. DAN POWERS/POST-CRESCENT MEDIA


