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In 2006, the Great Lakes Regional Stroke Network published their first “Burden of Stroke in the
Great Lakes States.” During that process, several stroke survivors from the Great Lakes Region
agreed to share their story for that document, giving a real face to the data and statistics
presented. In 2008, the GLRSN updated this document and found even more survivors as well as

caregivers willing to share their personal story.

Survivor Stories from the Great Lafkes region 18 the first attempt to tell the stories of stroke survivors.
The experiences of stroke survivors from each Great Lake state are shared throughout and reveal
the true impact of stroke; these are not just numbers and statistics. These are real peaple. A Very
special thank you to the willingness of these survivors to share their experience. There stories are

an inspiration to all of us.

Left; Holly Nickless, Ocupational Therapist,
works with a stroke patient on a cooking ac-
tivity at Bay Regional Medical Center.
Below: Annmarie Sitkewicz, CTRS, Recrea-
tional Therapist at the Center for Rehabilita-
tion, works with stroke patients during an
outside activity. Photos courtesy of Bay Re-
gional Medical Center.




A stroke occurs when the blood supply to part of the brain is suddenly interrupted or when a
blood vessel in the brain bursts, spilling blood into the spaces surrounding brain cells. Brain cells
die when they no longer receive oxygen and nutrients from the blood or there is sudden bleeding
into or around the brain. The symptoms of stroke include:

e Sudden numbness or weakness, especially on one side of the body;

e Sudden confusion or trouble speaking or understanding;

e Sudden trouble seeing in one or both eyes;

e Sudden trouble walking, dizziness, or loss of balance or coordination; and

e Sudden severe headache with no known cause.

A person may experience one or several of these warning signs. It is important to call 911 immedi-
ately if someone experiences these warning signs. There are two forms of stroke:

. - blockage of a blood vessel supplying the brain

. - bleeding into or around the brain.% 2

or TIAs are temporary interruptions to the blood supply to an area

CDANGER>

of the brain. During a TIA, a person experiences a sudden onset of stroke
symptoms. A TIA can last up to 24 hours, but most last only a few min-
utes and cause no permanent damage or disability. Sometimes called “mini-
strokes,” TIAs must be taken seriously because they are usually a precursor to full strokes.3

Hemorrhagic Stroke (Bleeding)-
caused by burst or leaking blood vessels
in the brain.

Ischemic Stroke (Blockage)-
caused when there is a blockage
in the blood vessels to the brain.
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To look at me is to think | am the picture of good health. I am a 45-year-old Caucasian woman.
Five feet three inches tall, 103 pounds with an athletic build.
I don’t drink, smoke, or do recreational drugs. | go to
church regularly, work out at the gym, and floss my teeth
before bedtime. I thought I was in control of my ever-
challenging health issues, none of which include heart dis-
ease, high cholesterol, diabetes, or obesity. Most people as-
sume | am a runner, indeed | am, or was, and will be again. |
have no outward physical defects that say, “look at me I'm a
stroke victim” but | am, or was, and NEVER want to be
again.

Apparently the onset of my stroke was blurred vision.

Who knew? My eyesight went from focused to dou- “Twisted Sister” oil on canvas created by
ble to unconscious to enlightened. | guess you could  Cari Biamonte in 1984. it was rather eerie
say, “I was blind and now I see”. This is my story. how it spoke to me of my Stroke when |

looked at it 20 years after | painted it!

My eyes were closed and my body frozen in fear to

the bed. | remember the doctor at the foot of my hospital bed talking into his voice recorder about
my condition. He described me as one would an unremarkable specimen. | distinctly remember
him saying that they wouldn’t know anything for three days. Three days? | opened my eyes and saw
my mother. “GOD!” My insides screamed. Not again. “Holy Mother of God!” I thought. My
mother has seen me fall countless times before. | just can’t put her through this anymore. I can’t
stand to see her frightened. I want to live and take care of my parents, not have them continue to
baby-sit me into adulthood. That’s when it happened. That’s when things changed for me. The
sudden awareness that all is well. And indeed it was. My recovery was complete. Short of a three-
week headache, neck and shoulder pain, fear of being alone and uncontrollable emotions, I was on
my way to a new and exciting life!

So | suffered a stroke. Others have suffered more, some less, each one differently. No one goes
through this life unscathed. What matters most is not what we learn in the mist of our suffering,
but that we persevere through the suffering learning to trust and believe in the greater good that is
to be revealed. This is a very abstract concept for those with no faith, for faith itself is believing in
what is not seen.

I come away from this experience with this advice. When faced with un-
bearable pain and burdens, get up in the morning, get dressed and get out
of the house. If physically possible walk to a coffee shop or restaurant
where you could meet people, read and reflect. Spend time acknowledg-
ing the circumstances, accept when cannot be immediately changed, de-
velop a strategy for recovery, and most importantly remain hopeful in
things yet to come. Do not fear.




e % &

Christina Kavelman was at home on No-
vember 4, 2002, lifting weights. She had
just finished running the Chicago mara-
thon two weeks before and enjoyed be-
ing physically active. Suddenly, her

- (, then flaccid. She had
no idea what was going on, but she went |
downstairs to tell her husband that she
needed to go the hospital. While doing
this, everything on her

(. She sat on the

floor but then fell over. While laying on
her side, she realized she couldn’t get up. Her husband caIIed 911 and the paramedics took her to a
local hospital. By this time, she had & (&) *  completely and couldn’t respond to
questions. A feeling of peace came over her when she started to lose her vision and she lost con-
sciousness.

This is the stroke survival story of Christina who had a hemorrhagic stroke when she was 26. After
having her stroke began the hard work in rehabilitation; she could not read, write, walk or talk. She
had to take two years off from her job as a structural engineer to focus on rehabilitation. After her
hospital stay, Christina moved in with her parents for a short time to continue to recover and her
husband took a semester off from school to help Christina get back to daily living.

Christina was told that she was lucky she was in such good shape prior to her stroke because she
already had muscle to work with in rehabilitation. And, she had already made the decision that she
was not going to allow her stroke to control her life. She does admit the stroke took some things
away. Her right hand still has no fine motor function, she takes medication to keep her seizures
under control, she can no longer work as a structural engineer and she can’t compete in marathons
anymore. But, she uses her left-hand now and is considering constraint induced therapy, she hasn’t
had a seizure in over 3 years, she is using her Masters’ Degree in Architecture designing buildings,
and she still exercises quite a bit on her own. But, most of all, she appreciates life much more now.

Her message? “ kol ) I ) )
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In October 2004, 59 year old Kate Steigerwald was
having triple bypass surgery. She had recently had a
heart attack when she was at work in a meeting. Kate
described it as “ a weird sensation, like someone had -I
a rope around my neck and my neck and head were
swelling.” She never thought she was having a heart
attack. She had elevated cholesterol and was a
smoker, but no one in her family had ever had a
stroke, although there was a strong family history of
heart disease.

i

Kate Steigerwald
llinois

When Kate woke up in the hospital, her husband said
to her, “By the way, you had a stroke during surgery. They think some plaque broke lose and
caused it.” Kate noticed she had & & - .Her * " , slower and
fumbly. Kate went to rehabilitation in the hospital and then went to a nursing home for rehabilita-
tion for an additional 5 months. And she worked hard describing rehabilitation as “terribly pain-
ful.” While she came home in a wheel chair, Kate is now able to get around using a quad cane and
can go upstairs in her house with help. She described her family and friends as “very, very suppor-
tive” throughout the entire ordeal.

Kate herself, though, had terrible, terrible anger. She now attends a stroke support group to help
deal with that. The biggest change in her life? Her family’s income was cut in half because she can
no longer work as a lobbyist. She also can’t drive anymore due to left neglect. Recently, Kate be-
came involved in “SSEQO - Stroke Survivors Empowering Each Other” and is a part of their steer-
ing committee. She says her experience there has been wonderful. She’s met a ton of cool people
and recently participated in a lobby day in Illinois where she talked to legislators about the need for
people experiencing stroke to go to certified primary stroke centers. Her husband pushed her
wheel chair around the State Capitol which houses lllinois’ state legislators and it was just like the
old days back in her old job again. She saw people that she used to work with and “it gave me
hope again.” The SSEO Steering Committee also conducts monthly conference calls for stroke sur-
vivors across the state of Illinois on survival topics on a variety of topics, most recently Medicaid.

Kate continues her rehabilitation in a maintenance program for physical therapy on her own time.
She also does a lot of exercises at home. Her message, “There are way too many people having
strokes, we need more awareness, both for the public as well as the medical and health care practi-
tioners. We all need to be better educated about the signs and symptoms in order to help prevent
anyone else from going through what we have. The good thing is I'm a survivor, and I'll keep fight-
ing to get back to the Kate | once was. Never give up”.




It's hard to condense all the different thlngs I ve gone through smce my stroke November 2004.

| am 56 years young. | had beenan IT === = SEssmeen s =
professional for 34 years. My wife, Gwen, _ S
and | have been married 35 years, have =
two adult children and five grandchildren. =
| always took my personal and work life -
very seriously but unfortunately was not
giving the same attention to my health. |

was - , my cholesterol was at
298 and there were indications of )*
and & (¢t &

November 2004 | suffered a stroke while
at home. My wife brought me to emer-
gency and | spent the next month as a

patient at North Memorial Medical Cen- Gwen and Mitch Reagan
ter. Having ¢« = +( Minnesota
" (  (which I dis-

covered I had when | was admitted to the hospital) were the major contributors to my stroke. An-
other contributor was the stress from a very demanding job.

I knew | needed a lot of help for the diet and exercise planning and stopped by Plymouth Lifetime
Fitness December 2005 to discuss programs and see if they might be tailored to address my needs.
My stroke was in the left side of the brain so it affected my right shoulder, arm, hand, leg and foot.
Range of motion in my right arm and shoulder were very limited. Fine motor skills in my right
hand were such that | had trouble holding on to things. | walked with a pronounced limp and
would occasionally catch my right toes on the ground due to a common stroke deficit called ‘foot
drop’. 1 also had a history of lower back problems that resulted in sciatic nerve pain in my right
leg. I started out walking on the treadmill at a pace that was comfortable and safe. | remember the
difficulty of walking, swinging my arms in rhythm and listening or talking to the trainer all at the
same time.

I am now running through most of my cardio exercises. When | started, | had to hold on to the
treadmill rails anytime I went over 3.0 MPH. I'm not using the rails at all today and able to run at
speeds of 5.5 MPH. I've also run for 2 miles straight. This is in preparation of actually beginning to
run outdoors, something I would not have expected to ever do again a couple years ago.

I've always been a real ‘data’ guy. Some examples of my before and after numbers are:
Weight (240 to 170) Glycohemoglobin A1C (9.0 to 5.4)
Total Cholesterol (298 to 138) HDL or Good Cholesterol (39 to 70)
LDL or Bad Cholesterol (163 to 72) Triglycerides (163 to 39)

On May 24, 2007 my doctor took me off my diabetes medicine. This doesn’t mean | don’t have
diabetes anymore and it doesn’t mean that | won'’t be required to take medicine in the future but it
does indicates that I have come up with a formula to control my diabetes today without prescrip-
tion drugs. 25% of people who have had a stroke will experience another stroke within 5 years.




Mitch Reagan, continued

This number scared me when | heard it. It also made me angry that no one could explain what the
other 75% were doing who didn’t experience a recurrence. |1 knew the major risks factors for stroke
and knew | could do something about a lot of them. I can’t change the fact that | am 56 and | can’t
change the fact that I have had a stroke in the past but if | were to have another stroke in my life-
time no one will be able to say | didn’t do everything I could to prevent it. I am now the Volun-
teer Coordinator for North Memorial's Stroke Center.
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Yvonne Stovall was at home getting
ready for work when her whole

- . When the paramedics
arrived, they found Yvonne still on the
floor, unable to get up. In the emer-
gency department, feeling came back to _
Yvonne's right side. She thought, “I'm =g
OK. I can go to work now.” The next
day, she found herself in intensive care,
totally paralyzed on the right side. She
cried. She was told that she would never vyonne Stovall at the Illinois Stroke Alert Day/Mock Stroke Code
use her right hand or walk. She fired in May, 2007.
that healthcare professional. Her insur-
ance company told her “You’re not go-
ing to get any better.” She told them, “I deserve the best.”

Yvonne started rehabilitation. She read everything she could about stroke. She faithfully did exer-
cises at home and started a stretching club for stroke survivors at a work out facility. Then she
started volunteering for the American Stroke Association. She lobbies in Washington about the
need for more money for stroke research. She is also one of the founding members of “SSEO —
Stroke Survivors Empowering Other.”

Yvonne’s message is powerful. “No one is above having a stroke,” she says.
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Stevie K. Nelson, 35, was at his two week annual military reserve training when he started getting
. His symptoms persisted for several
weeks. Stevie continued going to work despite bump-
ing into a wall and having trouble driving. Since he
was only 35, he thought he had a bad case of the flu. A
co-worker looked at Stevie and knew something was
wrong. This persistent co-worker contacted the para-
medics over Stevie's protests. When EMS arrived, they
rushed him to the hospital and it was there that he
learned he had a hemorrhagic stroke. “Stroke is for
older people in my world,” said Stevie. He could not
believe that he had a stroke at age 35. After many days
in the hospital, more days in a long term acute care
facility, weeks at rehabilitation facility and months at
an independent living facility, Stevie was able to go Stevie K. Nelson
home. It was six months after his stroke. Stevie is still Minnesota
surprised that he had a stroke. He did not smoke. He watched his sodium intake. No family mem-
bers had ever had a stroke. Stevie had regular check ups in the military. He did not have high blood
pressure and was not overweight or diabetic. He had heard his family members talk about people
that, “had a crooked mouth,” but he never thought it would be him. “I didn’t know what my pur-
pose in life was until after | had a stroke,” reported
Stevie. He leads stroke support groups in the Minneapolis area. He visits stroke survivors in the
hospital to answer their questions and be a friend. He has become a stroke advocate at his church,
and tries to bring awareness to people about stroke every where he goes.

00
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On Sunday, April 30, 2006, Karen was at home
feeling ill. She felt weak, worn out and thought
she was getting the flu. While walking down
the hallway, she started walking like a “toddler”
very tentative, halting. Once she made it down
stairs, she plopped down in a chair and felt
‘weird’. When she tried to move over to the
couch, she fell down. And she couldn’t speak.
Her right side had gone out. Her husband
asked her, “Should I & /00?” But she could-
n’'t speak to answer him. So he called 911.
When a paramedic arrived, he said, “I think she
had a stroke.” Her husband couldn’t believe it.
Karen was only 38! Strokes happen to older
people!

%
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Karen was rushed to hospital where indeed she Karen Knutson, her husband John, and Shadow.
was diagnosed as having had a stroke. Karen

did receive tPA but it only partially dissolved the clot causing her ischemic stroke so she underwent
a procedure using the MERCI retriever. Incidentally, Karen was awake during the procedure. She
could see her brain on the screen, but still could not speak. Then, her neurosurgeon said, “Your
brain lit up like a Christmas tree.”

Karen ended up spending 6 days in the hospital. Recovery was very scary for her. She felt like a
medical freak of nature because she was so young.

What caused Karen'’s stroke? She had a Deep Vein Thrombosis in her legs that had traveled to her
lung causing the difficulty of breathing. She also had Patent foramen ovalae or PFO, a condition
known to cause blood clots in people and strokes.

She considers herself very, very lucky. She made a full neurological recovery with no residual issues.
The mental and spiritual recovery was the worst because while she looked fine and seemed fine,
she wasn’t fine. Family, friends, co-workers all expected everything to be the same for her it was
prior to her stroke. “It’s over. Why are you still so tired?” She had bouts of depression and anxiety.
She didn’t want to talk about the ‘incident’ the term she used to describe her stroke. But eventually,
things started to change for Karen. She now explains her stroke as “a wake up call for life.” Karen
is now active in the Minnesota Stroke Association and even serves as their webmaster.

0
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On December 18, 2005, Dave Moscinski was
at home. Suddenly, the worst headache of
his life struck him. He told his wife to call
911. He passed out and was unconscious
when the paramedics arrived. He has no
memory of what happened after that until
February of 2006. Dave’s hemorrhagic
stroke or what the doctor’s called his “freak
bleed” left him in the hospital for 69 days.
After that, he went to a nursing home for
another 44 days for rehabilitation. Dave was
unable to walk, talk, chew, swallow or
breathe without assistance. He had a tra-
cheostomy, external and internal shunt, a

feeding tube and a stent in his femoral artery. Dave and Shari Moscinski
Wisconsin

While in rehabilitation, Dave remembers thinking, “What if it never gets any better?” This thought
was quickly replaced with, “I'm alive and people love me,” which then gave way to, “Holy smokes!
You're going to be a burden to the people you love. Let’s see what you can do to make this situa-
tion better.” This began Dave’s focus on making the max out of each of his therapy sessions.
Within 3 weeks, Dave went from being bedridden, to using a walker, to walking 2 miles a day. In
just 3 weeks! Because of the nerve damage to Dave’s face, which was now droopy, therapists would
run ice cubes over his face. Because of his trach, he was unable to speak. But before he could
speak, he had to re-learn how to breathe on his own. Dave went 16 weeks without being able to
speak.

Prior to his stroke, Dave was the superintendent for Sciocton school district. In September of
2006, he started back to work on a part time basis. In December, he returned full time — less than
a year after his stroke. During his recovery, Dave did research on student performance data and did
some journal writing. This study was published in the November in the School Board Journal. He
will be presenting at the Wisconsin State School Board Convention in January only 2 years after his
stroke.

Dave is convinced that his attitude and the prayers of hundreds of people helped with his recovery.
He is working on a presentation called, “Discovering Joy Daily” which is about finding joy in life.
As Dave says, “If there’s no dirt above me, its going to be a great day. It only helps you to have a
positive outlook.” Dave’s story is truly a miracle. As Kristin Randall, a nurse that cared for Dave

0



says, “ If you would have asked me when he was in the hospital if I thought he would be doing
what he is doing today | would have said probably not. He is a very amazing man! Dave's hard
work and determination to get better is an inspiration to all of us that took care of him.”
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Al Phillips had his first stroke in August 1996. He woke up in bed
with his left side numb, including his face and he was having trou-
ble speaking. Al's journey with cardiovascular disease started in
1989 and he says that his wife has been most affected. Since that
time he has been hospitalized over 90 times in 20 years. Al's wife,
Val Jean, was at his side for every procedure, providing him with
much needed emotional support and a positive attitude. Despite
these many problems, Val Jean has never allowed Al to feel sorry
for himself.

Over the years, Val Jean has done the bulk of the physical work at
home, including the yard work, housework, shopping, toting lug- Al and Val Jean Phillips

gage during travel, etc. Al is passionate about heart disease and Michigan

stroke issues. He’s been very active in Mended Hearts, presenting at national conferences on advo-
cacy issues. He was even Chairman of the National Committee for Mended Hearts. Al estimates
that he is now volunteering 40—50 hours a week, down from the 60 hours previously. Val Jean has
driven Al to hundreds of appointments and meetings, doctors appointments and volunteer activi-
ties when he couldn't drive, often giving up the things she wanted to do. In addition to helping her
husband, she has managed to be involved in various volunteer activities with groups such as
Mended Hearts, the American Heart Association, Botsford Hospital, and Angela Hospice. As her
husband Al wrote, "Val Jean epitomized the part of the marriage vows that she and (I) said almost
46 years ago: in sickness and in health.”

Val Jean was recently recognized for her efforts by the American Heart Association.
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Theresa Lyons is a busy woman. She is raising five grand-
daughters in Youngstown, Ohio. One day, while in her bed-
room, she fell to the floor. When she came to, she yelled
“Help” but no sound came out of her mouth. Eventually, her 9
year old granddaughter came into her room and found her ly-
ing on the floor.

“Grandma, do you want me to help you get up?” she asked.

But she couldn’t. Eventually, Theresa was able to crawl over
and pull herself up. Her words sounded funny to her, they
were slurred. Her face was numb on the left side and she was
very sleepy. Theresa called her brother. “What are you calling
me for?” he said, “You need to call 911.”

Theresa Lyons
Ohio

So Theresa called 911 and the paramedics arrived. She was taken
to the hospital. The next morning in the hospital, Theresa couldn’t do anything but she could
speak. She was in the hospital for about a month. When she returned to her house, she was in a
wheel chair and needed assistance with her activities of daily living. Theresa set a goal for herself:
Learn something new each day. Eventually, she was able to say “Good bye” to her wheel chair and
use a 4 prong cane. Now she just uses a regular cane. It is a slow process but she thanks God.

Theresa still goes to outpatient therapy. And she is still very busy. She goes to a Senior Program at
the Y called “Silver Sneakers” where she bikes, does weights on her left hand and participates in a
water fitness class. “You have to stay motivated,” says Theresa, “If you sit, you will lose it.”
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In 1991, Karen Bjorgan was celebrating the birth of her
daughter. She never thought that 3 weeks after the birth,
she would have a stroke. It started with a horrible head-
ache and nausea. At the doctor’s office, they told her to
go the hospital and she was treated for having a mi-
graine. It wasn’t until the next day that the migraine
came back and a CT scan reveled that Karen had had a
stroke. Karen had aphasia, meaning she couldn’t speak
at all. She couldn’t read either. She had right sided weak-
ness and a loss of balance. Then, there was the memory
loss: she didn’t remember her husband or her newborn.
Karen spent 49 days in the hospital. She was 32 years
old. Karen received a lot of therapy in the hospital and
she started reading children’s books aloud to help with
her aphasia. She continued with outpatient therapy for
another 6 months. Caring for Karen’s new baby was Karen Bjorgan
taken over by her husband and sisters. Minnesota

Karen went back to work 1 year after her stroke. She started at 2 hours a day and it took her 6
months before she was able to get back to full time. Three years after her stroke, Karen started
looking into adoption. There were many additional challenges adopting due to Karen’s being a
stroke survivor. Five years after her stroke, Karen’s family was enriched with a one day old boy.

In 1997, Karen asked the foundation of the hospital for financial support to run a Stroke Outreach
Program. Karen had attended the in patient stroke support group and offered back up to the psy-
chologist about issues facing stroke survivors and knew there was a need for a more formalized
program. The Stroke Inspire Program at Methodist Hospital in St. Louis Park, Minnesota, was
born out of a want list that she had developed for stroke survivors. The Stroke Inspire Program
has many facets: a resource library, a peer visitor program, several different support groups includ-
ing one on aphasia, 3 levels of books clubs, and a singing group. The Stroke Inspire Program also
provides a place to meet other stroke survivors to talk about tomorrow.

Karen views the Stroke Inspire Program as an opportunity for stroke survivors to give back. Karen
meets with the survivors who want to volunteer, and currently has 30 active volunteers. She tells
them, “You can do anything you want — at your own speed.”
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I knew | was having a stroke. I just didn’t want to

believe it. It was my 19th wedding anniversary and | woke
up feeling different. The left side of my body felt like it
had fallen asleep, but not completely. I was still able to
move it, but it felt like I didn’t have total control over my
movements. Because lam (I thought my sugar
was low. But when orange juice and sugar didn’t make me
feel better, I knew.

When | got to the emergency department at the closest +
hospital, | told the triage nurse that I thought | was having #&
a stroke. She didn’t believe me. For six hours they kept
asking me to squeeze their fingers and wiggle my toes. It
was not until | was moved into an ER observation bed m:ﬁ';?;/ Clancy and her husband, Tom

and saw a neurologist that | was taken seriously. By the

time my stroke completed, I lost my ability to walk, stand or sit. My speech immediately began to
slur and my vision went double. | was told my stroke occurred in the cerebellum of the brain — the
area that handles coordination, balance and voluntary movements.

Then the rehabilitation started. I did inpatient rehabilitation with physical therapy, occupational
therapy, speech therapy, and case management. After physical therapy each day, | would return to
my room and cry. | was not sure that I would ever walk again, so | worked really hard. I learned
how to dress myself, how to bathe myself with assistance, and the therapists got me ready for the
real work that was going to begin in outpatient therapy which lasted over 11 weeks. | was able to
return to work, but was challenged in that I could only do one task at a time and my job required
multi-tasking. | decided to retire.

I have often said, “I wouldn’t wish this experience on my worst enemy, but | wouldn’t trade it ei-
ther.” | have learned there is so much more to life than work-home- work-home. If | am able to
help one person learn the warning signs of a stroke or get them to want to make a change in their
life to try to avoid a stroke, or even get someone to join me in the fight against stroke, everything |
have been through would be worth it.
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Pierre Delorme was leading a bit of a wild lifestyle in
July 2001. At age 52, this Haitian immigrant had been
partying after work and his schedule was not regular.
In fact, he’d not taken his insulin for his ~ ( in
four days. By Thursday he was in bad physical shape
while standing at his welding machine at an automo-
tive company. He was shaking and kept dropping
things. His boss walked over and shut off his ma-
chine. Delorme was sent to the office and had a full-
blown stroke shortly after.

It was two months later when he regained conscious-
ness in Harper Hospital in Detroit. He was in a

. Co . Pierre Delorme
wheelchair and could not talk or stand. His right side  \pjichigan

was completely immobile. He was later sent
home and told to stop drinking and stop . He started physical therapy with the Rehab In-
stitute of Michigan and attributes the staff, led by Anita Rodger-

Craig, with turning his life around.

After years of therapy he’s taken the long road toward learning to talk and walk again and has lost a
lot of weight. “Stroke is a mind thing. You just have to ‘get it’,” said Delorme about his success
with recovery. For the past few years he’s also attended the Stroke Connection Retreat hosted by
the American Stroke Association staff in Michigan. The camp is designed for stroke survivors and
their families as a safe environment to experience camping and networking with other survivors.
Delorme has enjoyed the weekend retreat and become close to others who are in therapy with him.
Delorme wishes he could re-do the events of July 2001 and wishes he’d given up his bad habits in
time to prevent his stroke. 5 .5 are at higher risk for stroke and he hopes his story
will convince others to take their medications on schedule, eat right, stop smoking, and modify

their risk factors.

Great Lakes Regional Stroke Network thanks the American Heart Association for sharing
Mr. Delorme’s story.
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Connie Ritchie was reading to her second grade
class, when she beganto & 88). Thinking it
was a bout of flu going around school, she asked
for someone to drive her home.

As soon as she walked in the door, she got much
worse. Shehadad (( that was
‘unreal.” She had not had problems with headaches
before, so she called 911.

Connie had been a runner for 15 years. She did
not have high blood pressure, diabetes or high
cholesterol. But she did have a grandmother and a
cousin who died of a stroke.

When EMS arrived, they transported Connie to a
small rural hospital. Despite undergoing a CT
scan, she was not diagnosed as having a Connie Ritchie

stroke and was going to be sent home. While in Indiana

the hospital she became very

nauseated. Scared and upset, she was told “If you would calm down, your symptoms would go
away.” But she knew something was wrong.

Connie was transferred to another hospital the next day, and the staff there

determined she had had a brainstem stroke. Eventually, she was transferred to a third hospital so
that she could undergo inpatient rehabilitation for four weeks. An additional three and a half
months of outpatient therapy followed. Since her stroke seven years ago, Connie has been very ac-
tive in stroke education. She is a volunteer for the American Heart Association, American Stroke
Association. She was named the National Stroke Advocate of the Year and she completed a half
marathon in Kona, Hawaii as part of Train to End Stroke.




4 oo

Dave Cooper, 40, knew there was something wrong when he
woke up. His wife’s grandfather had passed away from a stroke
the week before; now he was having the same symptoms. His
wife &) & /00. EMS transported him to the
closest hospital, where Dave learned he had had a brainstem
stroke. His vital signs had crashed so low, they did not think he
would survive.

Because of his wife’s quick reaction and his physician’s knowl-
edge, Dave was given tPA (tissue plasminogen activator), an
acute interventional drug for stroke that must be given within
three hours of ischemic stroke symptoms. The tPA limited the
damage of his stroke, but there was a long road of recovery
ahead. Dave was moved to a larger hospital in Milwaukee. He had lost all motor function. He was
on a respirator and was tube fed. Uncertainty prevailed during the first six weeks for his wife and
five children.

Dave Cooper,
Wisconsin

Gradually, Dave began to regain motion. He spent three weeks in rehabilitation, and made pro-
gress. He learned to walk with a walker, but continued to have problems swallowing. For about a
month, he had to communicate by blinking, eventually he was able to point to a letter board. Even
after a year he had very limited speech, which was difficult for him as Pastor of St. Paul’s Lutheran
Church in Slinger, Wisconsin.

It has been six years since Pastor Dave’s stroke. He describes his recovery as “like running a mara-
thon for years.” His biggest challenge was learning patience because he could not do all the things
that he had done prior to his stroke. When he was in the hospital, he asked his doctors if he would
be able to play basketball with his children. He was told that would not be possible. This concerned
him, because he had played ball with his older children and felt like the younger ones would miss
out.

Luckily, Pastor Dave can now shoot hoops with his children. He can even play his guitar and con-
tinues to notice small improvements, “little pieces of healing” still taking place. Prior to his stroke,
Pastor Dave was treated for mild hypertension and had a grandmother who died of a stroke at a
young age. Pastor Dave has been recommended to serve on the Wisconsin Occupational Therapy
Board and has testified in front of the Wisconsin Legislature about his stroke experience.
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"Our stroke changed our lives completely,”

large area in her brain, leaving her severely
aphasic and paralyzed on her right side.

The prognosis at the time (October 1989) was
that she would never talk again and would never
walk again without help. At the time she wanted
to die but soon, stubborn determination kicked
in and she began her long, hard road back.

For months she focused on just making simple syllable Walter and Anita Elsnau
sounds, then gradually made one-syllable words. After three Ohio

years she was able to start driving again. In 1996, she went to the University of Michigan for six
weeks of * *).

"The most challenging thing for me was re-acquiring patience after having worked with computers
for the last 7 years of my working career,” says Walter, "It was very scary when Anita came home
from the hospital and I had to take care of her without the aid of the nursing staff. Eventually, as is
usually the case, we fell into the routine of our "new" life and learned to do what we can and not
be concerned about what we can't do." After 16 years, Anita speaks well enough to get along with a
high degree of independence. The couple has coordinated an * falad * at one of
the local hospitals. Anita also remains a very good bridge player.
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“I didn’t know that kids could have strokes,”
reported Cindi Hamblin. She learned firsthand
when her ). & t< 4

2
Zoe was at home when she started acting very
agitated, unusual for this normally happy baby.
She was taken to the hospital and after many
tests, was diagnosed as having a blood clot over
one-third of her brain and a brain hemorrhage.
She had a five percent survival rate if she made it
out of the coma and then was expected to be in
a vegetative state because so much of her brain
had been damaged.

Zoe Hamblin with her big sister, Brooke
Zoe proved them all wrong. After three and a Ohio ‘

half weeks in the hospital, Zoe returned home.

She is now 14 months old and full of

smiles. She still attends physical and occupational therapy and recently started speech therapy. Zoe
has overcome tremendous obstacles including blindness (she now can see with the assistance of
glasses) and right side paralysis. Doctors still do not know what caused Zoe’s stroke. It may have
been from a hereditary blood clotting disorder which her mother and big sister, Brooke, have called
Anti-thrombin 3 Deficiency. However, Zoe's brain is recovering from her stroke and she is doing
very well.
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“We used to joke, ‘oh, she’s going to be a
lefty,”” said Grayslake resident Judy Bergman
of her then-four month- old daughter, Noelle,
when she began reaching for objects with her left hand.
After a smooth pregnancy and birth, Bergman and her
husband, Rich, were excited to welcome their second -
child in February 2003. But as the months progressed ?\\ -
and Noelle never used her right hand, her parents

started to worry and consulted their pediatrician, who Judy and Noelle Bergman
referred them to a physical therapist and finally a neu- Illinois
rologist. The conclusion was startling: - ( +3 &

X

“I was in shock,” said Bergman,” | didn’t realize a child could have a stroke.”

Even though stroke is considered an older person’s disease, the statistics indicate

otherwise. According to the Children’s Hemiplegia and Stroke Association, childhood stroke oc-
curs in about six of 100,000 children, and claims the lives of about 12 percent of those affected.
Pediatric stroke occurs most frequently in children less than one year of age, and 25 percent of
strokes happen in infancy, right around childbirth.

Noelle was officially diagnosed at eight months, and her physicians assembled a team of physical,
occupational and speech therapists to begin early intervention. Today, two and- a-half-year-old
Noelle receives therapy four times as week and is progressing well. “Noelle has movement of her
right arm, but still not her fingers. She’ll open her right hand with her left hand and will try to use
it,” Bergman said, “it’s encouraging.”

While steady, Noelle’s progress is not enough for her mom. Bergman has committed to raising
funds for pediatric stroke research through the Train to End Stroke program with the American
Stroke Association, a division of the American Heart Association. While she claims she is not a
runner, Bergman has committed to complete a half-marathon in Phoenix in January 2006 and has
been training with a local Train to End Stroke team every weekend. She hopes to raise $3,600 to
fund stroke research and raise awareness. “So many kids are not being diagnosed until later. Early
detection and intervention are key,” Bergman said. “I’'m hoping to increase awareness of childhood
stroke so parents can recognize the symptoms early and work with their doctors.”

Great Lakes Regional Stroke Network thanks the American Heart Association for sharing the Bergman Family’s
story.
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Ann Harlow is passionate about aphasia. She’s been dealing with it for more than 11 years since her
46 year old husband suffered a stroke while working. When Richard was found by a co-worker on
the floor and unable to move or speak, he immediately called Ann, who is a nurse. As tPA had not
yet been approved, there were no therapies available to Richard at that time. Richard’s aphasia was
so profound that he was completely mute, he couldn’t even make a sound, remember family
names, or how to write. His memory was impaired and he was completely paralyzed on the right
side. Richard hardly remembers anything from those first 6months.

This began Ann’s journey to learn everything she could about aphasia. It was extremely challenging
as Ann describes, ‘The system is so fragmented...here | was trying to run a business, care for our
11 year old daughter, take care of Richard, and a house...” She struggled to find information about
aphasia. Then, through research on the internet, Ann found the University of Michigan Aphasia
Program (UMAP), an intense inpatient, treatment program that focuses on aphasia. Ann describes
this as a “very emotional, difficult time. It was like somebody died and they forgot to have a fu-
neral.” Prior to attending the program, Richard was unable to use any nouns. After he completed
the treatment program, he came back with nouns. “It was like a miracle,” she says. Richard has
been through two different treatment programs at UMAP and he’s come a long way from being
completely mute.

For 10 years, Ann and Richard have been traveling to Bloomington, Indiana, once a week to attend
therapy and an aphasia support group program directed by Dr. Laura Murray, SLP-CCC: one for
caregivers and one for survivors. It was such a powerful program, that Ann started something simi-
lar in Indianapolis. Meeting once a month and led by Dr. Mary Gospel, SLP-CCC, the Northside
Indianapolis Aphasia Support Group just had their three year anniversary. Dr. Gospel coordinates
the survivor portion while Ann works with spouses, caregivers and others during the survivor ther-
apy session.

“Even today,” says Ann, “No one knows how many people have aphasia...the figures of over a
million are very outdated and inaccurate.” And despite advances for Richard, to this day he cannot
say numbers aloud correctly or read out loud, ironic for a man who used to be a CPA.
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Doug Gillis talks for a living. As a coach, he is used to speaking in front of groups. A stroke at the
age of 41 changed that for awhile when Doug lost the ability to speak at all. Waking up one morn-
ing, Doug was numb on his right side. His wife called the paramedics and at the hospital it was
confirmed that he had a stroke. Although the paralysis on his right side ended within four days,
getting back his ability to speak, read and write took much longer. He was suffering from aphasia,
the loss of the ability to speak or comprehend spoken or written language, resulting from brain
damage.

Doug started an intensive therapy treatment program at the University of Michigan Aphasia Pro-
gram. It took him 2 weeks to relearn his ABC’s and 2 months before he could speak his first sen-
tence. After the inpatient component of this treatment ended, Doug continued the therapy pro-
gram on an outpatient basis once a week.

Doug’s stroke occurred on June 24, 2006. At this time, he estimates that he has back about 95% of
his pre-stroke speaking ability. He is back to work as a coach.
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Mike McKesson read and asked questions for a living.
For 25 years as a newspaper reporter and later editor
for the Associated Press, Detroit News, and Flint
Journal, he loved what he did. “I was good,” he said.
And then 10 years ago, while at home asleep in bed,
he had a stroke. When his wife found him unrespon-
sive, she called 911. He was taken to a hospital and
his stroke was confirmed. For two to three years,
Mike says he was “in the ozone land. It was like being
a baby.” He had some paralysis on his right side but
the biggest change was that he was mute. After being Mike McKesson
in the hospital for about a month, he came home and Michigan
his wife was his caretaker. His weeks were full of ap-

pointments for physical therapy and speech therapy.

His language came back gradually. He continues to get better and better all the time. He credits
some of his success to Dragon Speaking Naturally, a computer software program which he does on
his own at home. He still cannot read. He describes the changes in his life after his stroke was
“dramatic.” Mike hasn’t let his aphasia slow him down. With a friend, he founded 3 different apha-
sia support groups in the suburbs of Detroit. These groups are still meeting. He also has attended
the National Aphasia Association conferences in the Midwest.




I had a stroke. This is my attempt to relate the experiences and share my
-feelings in the hope that in doing so, | might help someone somewhere
-cope if they have to go through a similar event.
I am female. | am 53 years of age. | am a married mother of three children.
‘I've been a grandmother for about a month. 1 am more than a hundred
‘pounds overweight. | have been overweight most of my adult life, but |
“have recently lost about 20 pounds and kept it off for a year. | have had
high blood pressure for a couple of years, but it is managed with medica-
tion and has been regularly under control. I am a retired schoolteacher. I am
a college graduate with a master’s degree. My husband of 28 years is recently
retired. | feel that I am fairly active and my favorite hobby is quilting. I have always had a good
sense of humor. I am independent, determined and some would say stubborn.

The Reuths
Indiana

It is almost one in the morning. | have just finished reading a good mystery. I turn off the light and
roll over in anticipation of a good night’s sleep. Then it hit me. It was a loud ringing in my ears and
a sickening dizziness. | sat up and it got worse. | woke up my husband, Ken, and told him that |
was in trouble. He calls 911. I suspect a stroke because the right side of my mouth is drooping. |
have double vision but both my hands and legs still function. The paramedics arrive. | am taken to
the emergency room where my stroke is confirmed, but so is my high blood sugar. It is over 500. |
have gotten to the hospital in time to get tPA (medication that if given in time can lessen the ef-
fects of a stroke) but it can not be given to those with high blood sugar. I am on my own. | am
given shots to bring down my blood sugar. I am put on 1Vs for blood thinners to try to lessen the
effects and eliminate blood clots. Another first comes when they insert a catheter. It is the begin-
ning of a loss of dignity that will get much worse before it gets better. About 3:00 the next after-
noon my entire left side goes numb and is paralyzed. Nothing moves. | do not remember ever be-
ing angry or questioning why this was happening to me.

My stroke left me deaf in my right ear. The entire right side of my face is paralyzed but has feeling.
My right eye does not close completely. The entire left side of my body is numb and is paralyzed.
The left side of my face works but has no feeling. My bladder won’t relax and release urine. My
bowels won’t work without stimulants. The right side of my throat isn’t functioning. I choke fre-
quently even when swallowing saliva. I have double vision. | am a stroke survivor and | am to learn
that many who experience stroke never get the chance to say that.

I am humbled by the support from family and friends. The steady stream of visitors and cards lets
me know people are supporting me and it really makes me face the work ahead of me with a posi-
tive attitude. | plan to deserve that support. Before | leave for rehab, | am told, "Try to concentrate




Pat Rueth, continued

on what you CAN do." That advice serves me well. I thought that the hardest part of rehabilitation
would be all the work. | was wrong. The hardest part is being away from my family, specifically my
husband, Ken. Since we live 60 some miles away from Indianapolis, we decide that he will only
come over three days a week. Being away from him is most difficult. We have been married for
almost 29 years and almost every day has begun with a kiss and a hug from him and ended the
same way. Doing without them hurts. Being apart is most difficult.

With the knowledge that only a portion of my throat is working, | have been on a pureed diet
through much of my stay. | have been on a sugar free, caffeine free, low sodium, reduced calorie
diet. The scales say that I have shed twenty pounds in the seven weeks that | have been here. 1 still
have far to go, but it is a start. Before I can go home a few things need to be addressed. Since my
bladder is still not functioning on its own, I do not want to go home. | don’t want Ken catheteriz-
ing me; 1 would rather go to a nursing home. When | tell Ken this he has a different reaction. He
quietly asks me if out roles were reversed if I would do it for him. | honestly answer that 1 would.
He then tells me the discussion is over.

When | return home, | soon learn that my husband Ken is the best caregiver ever. He is helping in
more ways than | ever thought possible and he makes it fun. My mother, a retired nurse, is great at
giving me bed baths. It feels so good and gives Ken a break.

My quilting friend, Wanda, calls me and tells me it is time to quilt. She comes over to help. She cuts
and I sew. I can quilt! It is slow. It is clumsy. I could not have done it without her help and encour-
agement. It is not nearly as good or as simple as it used to be, but it feels good. Before the year is
over | will have completed more than 14 new quilts. 1 was asked to design a block to be included in
a quilt for stroke awareness in Indiana. I am very proud of that block and the explanation for it
hangs on the bulletin board at the Rehabilitation hospital.

After | left the Rehabilitation Hospital, | had six months of additional rehab in a facility close to
home. | lost eighty more pounds. | continued to eat a sugar free diet. I am off all of my medica-
tions. Now | take a baby aspirin each day and take laxatives as needed. Weight loss and diet have
managed my blood sugar and blood pressure. It was scary going off the medications that had done
so much for me.

I was asked to participate in a new program called the Peer Visitor Program. It is a way to give back
some of the help and encouragement that was given to me. Ken and | both visit new stroke pa-
tients when asked. He can share caregiving experiences. | can share stroke patient experiences. We
are a dynamic duo.




Pat Rueth, continued

| decided to have a party to celebrate with all my family and friends the fact that | am still here. |
want to thank everyone for all the love and support they continue to give. | could not have done it
without them. The Celebrate Life party was a bigger success than I ever dreamed. My Rehab team
made it memorable. | decided to make a CELEBRATE LIFE quilt and all my guests signed it.

The American Stroke Association Mid-West affiliate honored me as the Stroke Victor of the year. |
feel very humbled and accept the award for all the survivors because they have all worked just as
hard as | have. Every day is a gift from God and should be celebrated.
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March 17, 1979 is a day that Sheila King will never
forget. This busy mother of 3 jumped into the Detroit
River to save her son and almost drowned. She was
resuscitated a couple of times. Then, 3 days later, she
had a stroke, which left her paralyzed on her right side
and unable to speak. For the next four months, Sheila
was in the hospital, and could only say , “Abaa” for
everything. She had to learn how to speak all over :
again. She then had 1 year of rehabilitation and 5 years ===
of outpatient therapy three times a week. For the next  Sheila King and friend
seven years, she was unable to speak. Sheila became ~ Michigan
involved in an Aphasia Support Group in 1984 through
one of her speech therapists. Since that time she has been involved in the Midwest Aphasia Con-
ference.




