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Justin’s Story

On Friday, October 28, 2016, | went to a Halloween party. The next day, | was very hungover, but by Monday,
| was still feeling very tired and sick. Nearly a week after the party, | told my brother how horrible | was still
feeling, and that a headache had begun as well. | had to go to the doctor.

My regular doctor listened to my symptoms, ordered a blood test, and a CT scan. He brought me into his
office the very next day to review all of my results. | don’t remember what my hemoglobin level was, but |
remember clearly when he said my CT scan was “glowing from head to toe.” He then told me | was full of
cancer. Much later, | learned that “glowing lymph nodes” can be due to many different factors.

At first, | was in total shock and afraid, thinking it was “game over”. But, after | processed the whole thing, |
felt a sense of calmness and believe it or not, my anxiety was low. At this point, | just wanted to get out and
do everything! Now, | feel like maybe | was being very selfish. | was only thinking about everything | wanted
to do versus thinking about how my family was probably feeling. | should have taken that time to spend with
my family and my extended family. But, instead, | took off with a friend, lol! We went to a lot of music events,
especially in Nashville, spending $200+ a night. | was living like it was my last hurrah!

Eventually, | had a consultation with my hematologist. He reviewed the results of my blood work and said he
didn’t believe | had cancer! They tried to figure out what was going on, testing for everything from Lupus to
Lyme disease, but | still wasn’t feeling good. The doctors were taking my blood like crazy. Then they would
say, yes, it is cancer, then no, it’s not cancer, cancer, not cancer, cancer, not cancer. This went on for over 8
months.

Not able to work at this time. | finally thought about asking them for a referral to Mayo. It took nearly 7
months to get the referral, but then | couldn’t get an appointment scheduled. | was calling every day. | finally
called them and instead of pushing 2 for a NEW PATIENT, | pushed 1 for DOCTOR ( haha!), and it worked! |
was finally able to talk to someone. | pleaded my case and had an appointment the following Monday.

But by the time | had the appointment at Mayo, my blood levels were improving. After two days of tests at
Mayo, they mentioned wAIHA, but they couldn't diagnose me because their tests were not consistent with all
my previous tests. They told me that if | had problems in the future, | should come straight back to Mayo.

Two years later, in March 2018, at my stepdaughter's birthday party, | had to show the kids how to do a flip
off a big block at the trampoline park. | definitely showed them what NOT to do as | broke my leg and nearly
ripped my ankle off! Not funny then, but funny now! But, soon after, as | was recovering, and would move
from lying down to walking a short hallway to the bathroom, | would be out of breath, dizzy, and it felt like
my heart was beating out of the back of my head. On a Saturday night, my wife said we should go to the
hospital. | said no, that | was just out of shape. But when | woke up Sunday morning, | realized she had stayed
up all night, worrying. She insisted we go to the ER. When I still refused, she told me she was afraid | could
have a blood clot in my lungs. | jumped up and said, “Let’s go!” Even with the broken leg, | was in a hurry.



After blood tests and X-rays, the ER nurse said, “You don't have a blood clot because you don't have enough
blood!” They admitted me right away as my hemoglobin was at 5.8. They ordered a blood transfusion, but
my body was rejecting it, so they had to do some kind of science to find a blood type my body would accept.
It took until late Monday before | got the transfusion that my body didn’t reject. Unfortunately, my
hemoglobin only crept to 6. | was very tired, weak, pale, and very scared. | would wake up to make sure my
wife was still there. She never left my side.

After a couple of days and a few more transfusions, my hemoglobin got up to an 8. | was able to go home for
a day or two before going back to Mayo. The ER and my hematologist then put me on a very high dose of
Prednisone. | hated the prednisone. | set an alarm for each dose. When my alarm would go off, my girls and |
would all be like UGHHHHH! We all knew that for about the next 3 hours, | would have uncontrollable
outbreaks of anger and rage. It was seriously like | turned into a different person. No matter how hard | tried
to keep my head straight, | would still lose my mind for a bit. | don’t remember how long | was on
Prednisone, but it felt like forever.

Back to Mayo, they finally diagnosed me with wAIHA. Still on high doses of Prednisone, but preparing for
Rituximab. But just before starting Rituximab, my hemoglobin got better and better. We decided to wait on
the Rituximab and continued the Prednisone. Slowly, | got back to normal.

Thankfully, I have been in remission since 2019. | still have a lot of weird medical things that happen, though,
like having chills and shivering so badly | can’t get warm even with sweatshirts on and wrapped in blankets. |
have had a couple of episodes where | completely panic and think I’'m losing my mind. Sometimes my heart
races, | lose my balance, and feel like I'll pass out. Once in the ER, they thought | was having a heart attack, so
they did a Cardiac Enzyme Test and found increased enzymes, which can be a sign of a heart attack or heart
damage. They did a heart catheterization, only to find no blockage.

I'm no doctor, but from what | know about Post-traumatic Stress Disorder (PTSD) and hypochondria, | have
similar symptoms. If | see someone on TV get sick, | automatically think I'm sick, and if someone in my
household gets a cold, | treat them like they have the plague (haha!).

COVID in 2020 was a nightmare. | was afraid of what it could do with wAIHA. | was afraid of the vaccine at
first until the Warriors helped me understand that it wouldn't destroy my immune system. | got the vaccine,
but only the first two or three shots.

| still have issues being in large crowds, but | push myself through it because some of the best parts of my life
are live music, big events, and being around people.

Meet Justin:

Born in lowa and raised across the Midwest, Justin's journey has taken him from Wisconsin to Missouri,
Nebraska, Colorado, and now lllinois, each place shaping a chapter of his story. He’s a proud husband to
Candace and a devoted dad to his two daughters, Kaelyn and Kallie, his favorite oldest and favorite youngest,
as he likes to say.
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When he’s not cheering from the sidelines or helping coach his daughters’ travel and high school softball
teams, you might find him revisiting his favorite movie The Karate Kid, catching episodes of Breaking Bad, or
reminiscing about childhood classics like The Adventures of Tom Sawyer and Huckleberry Finn.

A lifelong darts enthusiast, Justin has played competitively across the U.S. and still hangs out with a few dart
pros. He was even set to compete in Spain, until a last-minute injury sent his mom in his place (she had a
blast!).

Justin’s heart belongs to his family, his three lovable dogs, Toby the tiny chihuahua, Breezy the energetic
husky, and their gentle giant, Dove, a Great Pyrenees, and the whirlwind of everyday life filled with love,
laughter, softball games, and lots of flying fur. He's also a proud LGBTQ+ ally, always striving to support and
uplift those around him.

Oh, and his favorite place to visit? Maine, hands down. Or maybe California. It’s hard to choose when you’ve
made memories coast to coast.
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