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Cutting-edge multiple sclerosis treatment
at Northwestern restores local college student’s
vision, balance and energy

By Nara Schoenberg
Chicago Tribune

Ivy Marcucci can stand on one
lgg, with the other raised to the
side and bent tightly in a yoga
“tree” pose.

She can hike for hours with-
out worrying that she will lose
her balance and topple down a
mountain.

She can ski down steep slopes,
and even do a few small jumps.

None of this would have been
possible, the college student
from Riverside said, without the
cutting-edge multiple sclerosis
treatment she received at North-

western Memorial Hospital in
summer 2019. Before a hema-
topoietic stem cell transplant
(HSCT) for MS, Marcucci, 22,

had double vision so bad she
needed an eye patch, as well as
balance problems and exhaus-
tion, all due to her malfunction-
ing immune system’s attacks on
nerve coatings in her brain and
spinal cord.

But two years later, Marcucci is
back at school at Brigham Young
University, her sight clear, her
balance restored.

“I am a new person,” said
Marcucci. “I had MS symptoms
in high school, so I guess I didn’t
fully know what it was like to be
a healthy young person. Now, oh
my gosh, I feel so good.”

In HSCT for MS, a proce-
dure pioneered in the U.S. by
Northwestern University’s Dr.
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After a ploneering treatment for multiple sclerosis at Northwestern, lvy

- Marcucci, 22, of suburban Riverside, has returned to college in Utah. She

can now hold a one-legged yoga pose. LEYNA VARNEY



\\

Tr
Fomptment

Ricly
di\'is?;?l Bury, chief of the

of i
DY, the { f immunother.

o it wi
0pe At it will reset to
B
attarmc 1 ction and stop

ghealthy tisse.
€ treatment is called

hematopoietic stem cell

Patient’s own bog are

to speed recovergt, bu:Ls [ﬁg

lmlflun&suripressing medi-
~canions are the key element,

according to Burt.

Once a controversial
alternative to medications
that are Jess risky but also
less effective, HSCT for
MS got a big boast in 2019,
wheg a team led by Burt
published a study in the
Journal of the American
Medical Association. The
islxdy_of 110 patients with

Apsing-remitting multiple
sclerosis, the most comml::n
‘lilfng cg MS, fom}xjnd that 799,

atients who received
HSCT showed no evidenece
of disease activity after five
years, compared with just
3% of patients who took
St:tl} : medications,
was so much better
than the drugtherapy” Burt
tqld the Tribune in 2019, “Tt
kind of blew it out of the
park”

. HS_CT carries serious
risks, including death, with
abgut two in 1,000 patients
dying from treatment-re-
lated causes in recent years,
according to a 2017 study.
But MS itself also poses a
serious threatin some cases.
A 2013 study in the journal
Neurology found that 10
years after diagnosis, 9%
of MS patients needed a
wheelchair or had been left
bedridden.

The actress Selma Blair
also received HSCT for MS
at Northwestern in summer
2019, and in October of 2020,
the influential Multiple
Sclerosis Society published
a position statement saying
that “studies on (HSCT)
have repeatedly demon-
strated high efficacy and a
durable outcome in people
withrelapsing multiple scle-
rosis” and HSCT “may be a
useful treatment option” for
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Ivy Marcuccl, who has multiple sclerosis and recelved a stem cell transplant at Northwestern, at her home Aug. 5,2019. In Riverside. BRIAN CASSELLA/TRIBUNE

certain kinds of MS.

Marcucci’s neurologist,
Dr. Roumen Balabanov,
said that his patient has
experienced “remarkable
Improvement” and he would
expect her brain scans and
bloodwork — scheduled for
this summer — to be consis-
tent with that.

“Self-report of symp-
toms is very telling (with
MS),” said Balabanov, an
associate professor of
neurology at Northwestern
Medicine who has moni-
tored Marcucci’s progress
by phone while she is in
college in Utah.

“It’s very unlikely some-
one who is feeling well,
very active, able to ski and
hike and do well in college,
would have hidden disease
progression.”

Marcucci, who was part of
the last wave of patients to
get HSCT for MS at North-
western before Burt took a
break from treating patients
to publish and promote his
HSCT findings, considers
herself extremely lucky.

The treatment, never widely
available, was slowed by
COVID-19, but a major study
based at the Cleveland Clinic
with 20 locations across the
U.S. has started accepting
patients.

In addition to enjoying
her good health, Marcucci
is talking about her HSCT
experience on social media,
along with Blair and other
Burt patients.

“It’s been amazing to be
kind of like a pioneer of jt”
she said.

HSCT uses medications
similar to those used in
chemotherapy for cancer,
and patients lose their hajr.
During the period when
the immune system is most
suppressed, they are very
vulnerable to infection.
They often feel weak and
tired, and in some cases
intensely nauseated,

A former high school
soccer team captain, prom
queen and honor society
president, Marcucci put up
a brave front when she was
interviewed by the Tribunea

week after she was released
from the hospital, but look-
ing back, she confided that
she vomited shortly before
the interview.

“I felt like I was on my
deathbed,” she said.

MS patjents’ symptoms
vary greatly, with some of
the more common signs
including weakness, fatigue,
chronic pain and difficulties
with movement and speech.

Like many HSCT patients,
Marcucci continued to have
some of her old symptoms
in the first year after HSCT,
including numbness in her
hands. And even thoughshe
knew that was normal, she
worried. :

“In the back of my mind,
it’s a reminder of this very
threatening disease, and
what the future could have
been, or what it still could
be, because we don’t know,”
she said.

Although HSCT is very
effective overall, there’s
no way to know for sure
whether it will work for a
specific patient.

Her balance and energy
improved gradually, but by
summer 2020, she was feel-
ing much better. A market-
ing major, she landed asales
internship at Adobe, where
she spoke to 200 interns
about her treatment and
raised money for stem cell
transplants.

Today, she said, she some-
times gets really tired, and
she definitely needs eight
to 10 hours of sleep. If she
gets stressed out, sick or
exhausted, she can get mild
versions of her old symp-
toms, such as numbness or
tingling in her fingers.

But while once she
couldn’t hold a basic
one-legged yoga pose for
five seconds, today she can
last for over a minute. She
can stay in a handstand for
almost as long.

“Last summer I hiked
all the time and had a great
time, and I was not afraid of
falling to the bottom of the
mountain,” she said, laugh-
ing, as she recalled writ-
ing off her earlier balance

problems as clumsiness.
For years, she said, she just
accepted that, despite all
the time she spent practic-
ing, simple yoga poses were
beyond her. .
She has learned to Sl'(l
since her treatment, and this
winter she tackled some of
the harder trails at Utah’s
Park City Mountain.
Marcucci hears fromalot
of other HSCT patients on
social media and has been

. able to get tips and offer

support.

Blair followed her on
Instagram, which was
a thrill, and Marcucci is
excited about growing
support for HSCT among
medical experts, as well as
MS research focusing on
mRNA, the genetic material
used in two breakthrough
vaccines for COVID-19.

“I'mso hopeful” she said.
“Every day is getting a little
better for the MS commu-
nity”

nschoenberg@chicago
tribune.com
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