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EXCELSIOR-EDEN PRAIRIE-MINNETONKA SUN SAILOR

Local man gets devastating diagnosis, then a second chance at life

‘I'm using my
second chance to
be an advocate

in any way | can,
Steve Johnson said

NATALIE TRIMBLE
natalie.trimble@apgecm.com

It was just before the start
of the Minnetonka High
School boys hockey season
in September 2024 when
assistant coach Steve John-
son fellill, leading to a diag-
nosis that would change his
life forever.

Prior to his diagnosis,
Johnson had come down
with common cold symp-
toms — fever, chills, fatigue,
lack of appetite — and orig-
inally mistook it for Covid-
19. After a couple weeks had
passed and his symptoms
persisted, he sought profes-
sional medical care at the
Mayo Clinic in Rochester.

After running several
tests, doctors determined
that Johnson had primary
sclerosing cholangitis (PSC),
arare disease of the liver
affecting up to 1 in 10,000
people, according to the

(SUBMITTED PHOTO)
Steve Johnson and his fiancée Melanie Fox pose for a photo
while he undergoes treatment for the autoimmune disease

primary sclerosing cholangitis (PSC).

Mayo Clinic. The autoim-
mune disorder is caused by
inflammation of tubes in the
liver, known as bile ducts,
that scar and narrow, lead-
ing to the liver being unable
to filter blood and support
digestion.

“I was extremely jaun-
diced, very yellow every-
where.I was skinny. I was
fatigued. ... I could barely

eat.I was very tired, [had]
headaches, thingslike that,”
Johnson said. “But I'm still
pretty young, so I was still
doing my best with trying to
work out, trying to eatalot
of protein [and] do my best
thatIcould”

PSCincreases the risk
ofliver failure and cancers
of the bile ducts, colon and
gallbladder. It requires close

monitoring of liver health
and patient symptoms.
While patients can undergo
procedures to temporarily
unblock affected bile ducts,
the only cure is aliver trans-
plant in advanced stages of
the disease.

“So then [doctors] were
like, ‘listen, there’s noth-
ing that we can do. There’s
no pills. Theres no regimen
that we can do to stop this
or to figure this out. This is
aprogressive disease. This
could happen really quick,
it can happen over time, but
we need to get you on a liver
transplant list because this
is the only cure for this dis-
ease.It’s the only thing that
will allow you to live,” John-
son said.

He recalls the day of his
diagnosis being one of
mixed emotions for both
him and hisloved ones.
Shock, devastation and frus-
tration kept him from falling
asleep that night.

After taking the night to
process his diagnosis, John-
son awoke with a renewed
sense of determination. He
was placed on the transplant
waiting list for aliver and
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did what he could to ensure
he was in good health for his
future procedure. He cred-
its his “athlete mentality” for
helping him overcome the
difficult challenges brought
on by the disease.

Prior to his coaching
days at Minnetonka High
School, Johnson played for
the school’s team from 2010-
12. He then received a full-
ride athletic scholarship
to the University of Min-
nesota — Twin Cities, and
played four seasons with the
Gophers from 2014-2018.
He was drafted by the Los
Angeles Kings in the 2014
NHL Entry Draft and played
abroad professionally for
three years.

While managing his
chronicillness, Johnson
continued coaching the
local hockey team and went
about his regular routine to
the best of his abilities.

OnJan. 3,2025, Johnson
received a call from his med-
ical team informing him
that a liver was available for
transplant.

“When I got the phone
call, it was just an absolute
rush of emotion. I was so
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incredibly excited,” John-
son says. “T knew that my
life [would] be changed
forever.I knew thatitd be
awhole different life. It's
gonna be a whole new jour-
ney.It's gonna be alife jour-
ney. Nothing will ever be
the same and so I totally just
embraced it”

For nearly two months
following the surgery, John-
son and his girlfriend tem-
porarily resided in Roches-
ter to complete the neces-
sary post-operational care,
receiving close monitoring
to ensure a successful recov-
ery.

Aside from an anti-rejec-
tion medication that must
be taken twice daily, the now
31-year-old has returned to
life as “normal” He contin-
ues to serve as an assistant
coach for the boys hockey
team, has a career in avia-
tion asa commercial pilot
for Sun Country Airlines,
and even proposed to his
then-girlfriend, Melanie
Fox, in August 2025.

“My fiancée has just been
arock the whole time,”
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