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Life is a gifand every single day needs to be special.
| know there will be ups and downisut for every day | get with my love | am so grateful.
-Hope Dezember
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Hope was working as a mental health therapist when she started dating Steve
Dezemberan engineerrecruiter, after connectingthrough mutual friends Thetwo
datedfor just sixmonthsbefore Steve,only 28, wasdiagnosedwith ALSa terminal
and progressive neurodegenerative disease (also known as Lou DS K NJ
Disease) ALSaffects the nerve cells in the brain and spinal cord and has no
treatments or cure. ALSprogressivelyrobs those affected by causing muscle
weakness paralysisand, ultimately, respiratoryfailure. The averagelifespanafter
diagnosigstwo to five years,accordingo ALShet.

Two daysafter receivingthis devastatingblow, Steveproposedto Hope He told
her, | know this is goingto be hard and you don t haveto stay. Butif youdo, |
want you to be my wife. Without hesitation Hope acceptedand the two were
marriedtwo monthslater.

Wastingno time, Steveand Hopehoneymoonedwent on a crosscountry road trip
andcrossedther thingsoff of their bucketlist. Inthe midstof everythinggoingon,
they wantedto sharetheir experiencesn hopesthat Steve sjourneycouldpossibly
changethe courseof the future of the disease

What wasoriginallygoingto be a 15-minute informative film about ALScatapulted
to a full-blown documentarycalled Hopefor Steve, asthe whole town of John s
Creek,GAwantedto help. Thankgo supportof the town, the film wascompletely
funded through Kickstarter,which raised $35,000 in 15 days Everyonefrom the
DaveMatthews Band(who hasgrantedrights for his musicto be usedin the film
and invited the couple on stageat a recent concert)to Michael Franti (who has
becomea closefamilyfriend) wantedto getinvolved

The documentaryfollows Hope and Stevefrom 1/2012to 4/2014, and showsthe
highs and lows, from Stevedancingat his weddingto shortly after, when he is
mobilizedin a wheelchair Asidefrom the couple s missionto raiseawarenessand
help find a cure or treatment, the documentaryshowsthis couple s love for each
otherandhow it quicklyovershadowedhe disease
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Good Housekeeping

http://www.goodhousekeeping.com/life/relationships/a33876/hognd-stevedezemberals/
AUG 12, 2015 @ 4:53 PM | Married My Husband Knowing I'd Have to Take Care of Him
"ALS is a weird gift we've been given."

The very next dake called me. On our first date, | walked
into the house where we now live together. There were Tiki
torches, candles, and flowers, Frank Sinatra was playing, at
he cooked me dinner. He cared enough about me to work
hard and woo me. Don't we all want that?

But even that night, he had difficulty opening his crab legs.
He'd had symptoms for about two years and kept getting
misdiagnosed. Years playing hockey gave him broken bone
and nerve damage. So when it started in his wrist, doctors
said it was leftover pain from an old break. Then when it
moved to his elbow, he had prior nerve damage so they sai
it was that.Foot dropstarted, which is a huge thing with ALS.
But doctors assumed it was a reaction to having a metal pla
in his foot. Everything was so conveniently explaimedntil

he started falling. That's when they started doing serious

Four years agd;lope Dezembés nowhusband Steve was diagnosed withS testing.

(amyotrophic lateral sclerosis), also known as Lou Gehrig's Disease, a progressive We dated for four months before he was diagnosed. | went
neurodegenerative disease that affects nerve cells in the brain and the spinal cord, with him to that last appointment on August 9, 2011, almost
causing them to waste away. Steve, just 28 at the time, proposed two days later. Sheexactly four years ago. We didn't believe it at first.

shares how the Georglaased couple has faced the disease side by side. The next day, he told me, "You don't have to stay with me.

We met about four years before we started dating, funny enough, because Steve hadYOU hegrd the doctor it's going to be ha-rc.j' I'm go"ing to
gotten a DUI, and he was assigned to my class. | was a drug and alcohol therapist. Start1osing control. If you want to leave, it's okay.” | was like

Obviously, we didn't date then. But one night four years later, | was going outwith | M not going anywhere.” That was the first time we ever
friends and he happened to be out with them, too. It was a really awkward moment discussed marriage at all.
when | walked in. On August 12, he asked me to go on a valthis place by

But he was so charming, kind, and sweet. He's still so charming. He sat and listened $8€ Chattahoochee River we always went. When we got to
me for an hour just complaining about an ex that night. He didn't judge me or make ©Ur Spot, we stopped. He said, "I know you said you're alwa

fun of me, like all of our friends were. An awkward night turned out to be a wonderful 9°ing to stay with me. If you are, will you marry me?" And |
beginning. said "yes." | didn't even expect a ring, but he went all out for

It.
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| had never wanted to get married. But surprisingly, | didn't have angut we also continued living our livé&¥hen he got in the wheelchair, we started
hesitation. Most of my friends and family thought | was crazthat it travelingt for a year and a half. We went on a crassintry road trip to

was too soonBut when | told them | was certain, they didn't questiofalifornia and back, spending New Years Eve in New York City. We really triec
it. This was real. We could face anything. pack inas much as possible.

Two months later, in Octobewe got married Our friends chipped in Another precious memory was at Wanee Music Festival in Florida in April 2012
and got us a honeymoon on a private island in Belize, which was Was our first "dance party.” Back then he could move his wheelchair more, so \
amazing. We really tried to get out as much as we could while we started to dance around. Then later, | picked him up onstage and we got to dar
could.At the time, Steve was still walking, though | needed to help fi@gether, me holding him. Dancing has always been our thing. If we're having
a lot. We were both naive and somewhat in denial. We didn't reallyweird day or a bad day, weance it out Costumes are usually involved. It's a goo
think the diseasevas going to progress that quickly. release. And it makes him smile.

2% €5 L) Al R
But then he lost his ability to speak. When we were in Pennsylvania in April 20
he suddenly got really sick with pneumonia. We rushed home to our hospital ir
Georgia, where he underwent an emergency tracheotomy. He hasn't been abl
to use his voice since. (These days, Steve "speaks" with the reelpsofl
communicatiordevice)

AR

Steve and Hope Dezember at their wedding, August 2011
Raymond Ademms Photogrog

The day after our wedding, he started a twwnth, blind clinical . . .
trial. We didn't know whether he was getting the medication. But From there, it becama splra_l. We'd be home for a day or tWo gnd then end up :
i ' having to take him back. This went on for months. He died twice, but the hospi

when he got really sick, we were hopeful that meant he was gettin . ;
help.He also started falling a lot more. He didn't want to face that r?gtaff saved him. Steve slowly started to lose a lot of weigldown to 67

would have to be in a wheelchair. That was really our hardest thingpoundsi He devel_oped gastroparesis, where you can't empty your stomach.
o . . YEverything | fed him, he would throw up.

to accept. Within 5 months of our wedding, he was in a wheelchair _ ) _

full-time. | battled insurance companies because they wouldn't cover alternative food un

NewlywedAdventures he got below 70 pounds, which is insane. Finally, he got on IV food, which he's

still on, and on a ventilator in January 2014.

In those early days, we would fight about pain medicine. He would
have excruciating pain and want to take extra doses. | had to be the
tough caregiver and enforce the doctor's order. Or | had to tell him,
"You need to get out of bed today because your lungs haven't moved
in awhile." They weren't typical newlywed fights over stupid things
fA1S CroSo221e Li sta AyiaSyaSo
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Livingwith ALS eyest he has a&ommunication devicthat he uses with his eye. I'm a sap
This is our life right nowA typical day for us starts at 8 a.m. | get up, do about Facebook, so he'll dopost to mea couple times a week, just to make
some yoga, and get myself grounded. Steve wakes at 9. We have aboutihhappy. He has a cute nickname he always calls me: "boopy poopy ice
hour routine of medicine, antibiotics, bathing, that stuff. Then Steve worleéeam scoopy.”

the stock market all day. Every day, he thanks me, too. It gets hard sometimes, to be here and not
| stopped working fultime in early 2012, when he started falling a lot andable to leave the hous&Ve have nurses twice a week. But for the most part
was having trouble eating because people weren't comfortable feeding it's just us keeping each other entertained. Somehow, | never get sick of
him. And | don't miss it. | actually wouldn't want that job again if | could. seeing him all the time.

Steve made me realize | wasn't really living the kind of life that | wanted And, honestly, we appreciate life more. Our days traveling used to start
it's one of the little blessings that ALS has given us, opening my eyes toasking, "What's happening next? Where are we going?" Now, we say,
how I'm supposed to be. We find a lot of blessings in the bad. | was just"whatever we have today is a blessing because we're here together." It's e

going through the motions. With a master's degree, | felt like | was weird gift that we've been given. | don't know if either of us would have
supposed to work in my field and | was a really good therapist. But|  gotten to this point without AL\nd| have no regrets. Each argument or
wasn't really fully connected to the job. hiccup or mistake taught us something huge. Without them, | don't think we

We've been very blessed and have made it so far. Steve paints with hiswould have survived.

wheelchair, so we sell those to make monesell paintingst-shirts, and  When Steve got his diagnosis, the doctor told him the average lifespan is 2
jewelry. We've made. documentary called "Hope for Stevitat we're 5 years but he also said there is hope, because associations liké fhe
waiting to be distributed wide. Therapy Development Institu@re doing a lot of research. There are many
Steve now weighs 150 pounds and is doing amazing. We still get out eveliical trials, especially after last year when ALS took over the headlines w
so often. It's obviously getting harder because it's painful for himhBigt the Ice Bucket Challenge. We cling to that.

very stable right now. We have to consistently battle infections, but this iSometimes people ask us how we still feel hopeful. But how can you have
the best I've seen him. without hope?

Hope For Steve

He's Still Steve

Inside, Steve is the same man. He's sharp as aAackhe just lets his spirit
shine, despite losing his body completely. He goes out of his way to make
people smile, especially me. My 30th birthday is next week, and | just found
out that he scheduled a photo shoot with clothes, hair, and makeup, in our
friend's farm with her horses. He planned that whole surprise using only his



http://www.hopeforsteve.com/
https://www.facebook.com/hope4steve
http://www.tobii.com/en/assistive-technology/global/products/hardware/tobii-i-series/
https://www.facebook.com/hope4steve
http://www.alstdi.org/
http://www.alstdi.org/

PRESS HIGHLIGHTS

HLN

Trapped inside his body,
but he's still fighting ALS

People are still dumping buckets of
water over their heads as the "ALS Ice
Bucket Challenge® continues to bring in
huge donations. To date, the viral
campaign has raised more than $94
million! The challenge is fun and for a
good cause, but at its core, it's about
courage and love. The story of Steve
and Hope Dezember is a shining

‘Hope for Steve': example.

[.)y.l ng you ng’ DUt Steve was diagnosed with ALS in
IlVlng tO the fullest August of 2011. Two days after

receiving the news that would change
his life forever, he had another, much
happier, life-changing moment when he proposed to his girlfriend of six months,
Hope. The two got married a few months later. Now together, they are fighting a
disease that has robbed Steve of his ability to speak, eat and even move

Read more: Now this Ice Bucket Challenge warms our hearts

Steve still paints in his spare time, with the assistance of Hope and artist Jeremy
Brown, as part of “The DRIVE Project " It's a way for him to create and share one-of-
a-kind pieces of art. Proceeds from the artwork are donated to ALS research, as well
as to Steve and Hope to help cover medical expenses. For more on the couple and
how you can help, please visit their website, "Hope for Steve "

Read more: The ALS Ice Bucket Challenge, celeb style
The amazing couple spoke with HLN correspondent Yasmin Vossoughian about

what it's like to live with ALS and how they are helping to spread awareness and
hope about the debilitating disease
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Why #lceBucketChallenge Is All

Over Your Social Networks

For those who work to ratse awareness of ALS, the ice bucket challenge has
been a windfall

The ALS Association's national president, Barbara Newhouse, said donations to
the national office surged during the 10 day period that ended Thursday, to
about $160,000, from $14,480 during the same period a year ago. That's not
counting donations to chapter offices around the country, Newhouse said.

*It's just been wonderful visibility for the ALS community,” Newhouse said_ "It
is absolutely awesome. It's crazy, but it’s awesome, and it's working.”

Dave Matthews and Michael Franti are also drawing awareness to ALS, by

becoming involved with the documentary, Hope for Steve. The film tells the
story of a man who was diagnosed with ALS and proposed to his girlfriend of
just six months, Hope, two days after his diagnosis. Hope accepted, and the

two were married two months later,

The documentary (funded through Kickstarter — $30,000 in 15 days) follows
the two through their heartbreaking journey. Aside from the couple’s mizsion
to raise awareness for ALS, the documentary showcases their love for each
other and how it overshadows the disease’s impact on their lives.
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Love.Avnd The Power vof Now

Despite a devastating medical diagnosis, a

L\*VE M ATTERS voung couple is determined to fill their lives

e e ohowon liohwwon with joy, love and beautiful memories. And

by sharing their story in a new
documentary film, they also hope to inspire others.

Steve Dezember was only 28 when he learned he had amvotrophic lateral sclerosis
(ALS), a fatal progressive neurodegenerative disease often called "Lou Gehrig's
disease.” Told he might have just months to live, the engineering recruiter from Johns
Creek, Georgia vowed to make the most of whatever time he had left.

Two days after the June, 2011 diagnosis, Steve took his girlfriend, Hope Cross, to their
favorite spot by the river, dropped to one knee and proposed. At their wedding in
October of that year, he vowed to Hope "to fight and do all I can to stay here on earth
with you as long as God will allow me,” telling her that, "your passion, strength and
charisma inspire me every day.”

At the wedding, Steve was still well enough to walk down the aisle and even dance.
Although his health rapidly deteriorated afterwards, his spirit remained strong. He
and Hope launched a Kickstarter campaign to fund a documentary about their lives,
Hope for Steve, aimed at raising awareness of ALS, which currently has no cure.

Striving to Make Every Day an Adventure

The couple spent 18 months traveling around the United States, striving to make
every day an adventure. "Look at the simple things that God has given you, such as the
ability to type, breathe, talk [and] kiss your wife," Steve wrote in his blog in 2012, "and
be happy about them for they can be taken away in an instant.

“Live your life to the fullest and never take a day for granted,” adds Steve, who is no
longer able to speak, move or even breathe on his own. Yet the Dezembers refuse to
give in to despair or self-pity. Every day, friends visit and fill their home with music,
laughter and love. The couple wants to end each day with new, happy memories of
their time together, however short it may be.
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ALS Patient Lives Long Enough to See
His Journey on Film
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