











The Process of Learning

How To Live Again

In 2007, Karyn Roesler first began experiencing the effects
of Wernicke-Korsakoff syndrome or WKS.

“I started forgetting things,” she says.
And then, one day on the phone with her sister, she

started exhibiting behaviors that her sister mistook for
stroke symptoms.

By Phil Gonzales, Public Awareness Associate

Karyn was sent to Vinland Center for detox and
treatment. It was there she learned she had WKS and
began the slow process of weaning herself from her
alcohol addiction and addressing the damage it had done
to her brain.

“l went to live with my sister for a while afterwards,” she
says. “And we got all the medical stuff straightened out,

“I wasn’t talking right and wasn’t making any sense,” she
says. “So, all of a sudden the ambulance people are busting

down the door. Wow. And off | went!”
Wernicke-Korsakoff syndrome is named for two
overlapping pathologies: Wernicke encephalopathy and
alcoholic Korsakoff syndrome. Both were discovered and
named in the 19th Century. As Wernicke encephalopathy
frequently results in Korsakoff syndrome, the two
became intertwined and are now referred to primarily as
Wernicke-Korsakoff syndrome.

Basically, due to regular consumption of alcohol to the
neglect of proper nutrition, the brain receives far too
little thiamin — a necessary vitamin for brain functioning
—and begins to atrophy, resulting in ocular and mental
impairment and, if left undiagnosed and untreated,
permanent impairment or death.
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all the things that I've been letting go for so long. And
then | got into Sojourn.”

Sojourn is an organization that provides care for adults
with specific care needs. They operate several group
homes in communities around Minnesota. So, Karyn
was placed into a group home and set about regaining
her independence.

“It was kind of a process of learning how to live again,”
Kareyn recalls. “I realized I'm not going to start re-igniting
my brain just by sitting in this house and going and sitting
at the day center. So | started venturing out and taking
the bus because, you know, you have to figure it out in
your head and all that kind of stuff. And then | did some
volunteer work, which was good, it gets you back into a
routine. Then | decided after a couple years that | was
well enough to move back out on my own, much to the
chagrin of everybody that knew me. And of course, |
started drinking again. And so then they shot me right

Spring 2021



back into treatment, and back into Sojourn. And that’s
where I've been ever since!”

In addition to her detox, Karyn had to overcome the
physical impact of her injury.

“The lack of the vitamin B, | think, in my body that caused
my brain injury also caused my legs to give out,” she

says. “So, once | got back on track with eating food and
vitamins, | was able to go from the wheelchair to a walker.
And then finally to a cane. And when | moved to Sojourn,
the owner, Sally said, “You know what, Karen, we’re going
to get rid of that cane.” And so she sent me to physical
therapy. And that’s really the only physical therapy | had
was just learning how to walk without a cane.”

#lovefrommn

In her time at Sojourn, Karyn has worked through a
program called Supported Employment. Coincidentally,
before her brain injury, Karyn was a welfare to work
employment specialist, working directly with clients,
getting them jobs, going to job fairs and meeting with
employers and encouraging them to employ her clients.
This history helped her when she began seeking her
own employment.

“I' had a good base of how to look for a job,” she says, “and
websites to go to. | would go to the library every day and
get on the computers and apply for jobs. And just having
my resume done and knowing how to interview and things
like that.”

Karyn first encountered the Minnesota Brain Injury Alliance
when her sister contacted us for resources immediately
following her diagnosis. But, Karyn’s first real experience
with the Alliance was as a part of Sojourn’s participation in
the Unmasking Brain Injury In Minnesota project.
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“I' split my mask in half, and it was pre-brain injury, and post-
brain injury and like life differences,” Karyn says.

Karyn happened to be making her mask on a day Jed
Schlegelmilch was capturing footage for his documentary
“Unmasking” and she ended up in the film.

“We went up to see it in Brooklyn Center,” she says. “To
watch the movie and listen to the speaker [Jordan Leopold].”

And now, five years later, Karyn finds herself in a very
different place.

“I' have to write a lot of things down or make reminders,”
she says, “and really be mindful with paperwork. | have to
keep more organized than | normally am with this brain

injury. Because I'll forget stuff, you know. And so even just
to file something away, then a month later | could be like,
now, where did | put that? You know?”

“But, | have a job. And, I'm hoping to go back once we’re
allowed to go back to work. But | work at Presbyterian Homes
in the kitchen, in the dining area, as a server. And | really enjoy
that. And I'm eventually hoping to get more independent,
although | have it pretty good right now. The only thing |
don’t like about where | live is that it’s so far away from
family. So, I'd like to have an independent apartment but in

a Presbyterian Home setting. You know, where there’s other
people and you can go eat your meal with other people and
see people. Because isolation is the big worry with me, so
that’s why no one’s recommending | move out on my own.”

In spite of her ongoing symptoms, Karyn has found a way
to stay active and engaged in her community. Perhaps her
brain injury slowed her down, but it hasn’t stood in the
way of her spirit and her ongoing drive to help others.
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Support the Minnesota Brain

Injury Alliance Today

=
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If you believe in a Minnesota where
everyone recognizes brain injury’s causes
and effects; where all individuals living
with brain injury are encouraged to realize
their full potential; and where the greater
community recognizes the intrinsic value
of all people living with brain injury, we
hope you'll give to the Minnesota Brain
Injury Alliance today.

Over the past year, the Alliance has had
to completely rethink its operations,
moving the majority of its services online.
While it was challenging to transition to
conducting our classes, conferences,
events and outreach entirely over the
internet, our team made it work.

However, while these efforts kept us afloat,
the entire nonprofit sector, including
the Minnesota Brain Injury Alliance, has
been facing fiscal hardship. Our financial
performance has been strongly impacted
by the slowing economy.

We need our community’s help to continue
our mission, and we need your support
more than we ever have before.

Please donate to the Minnesota Brain
Injury Alliance today. A gift of $50, $100,
$250, or whatever is meaningful to
you. YOU will make a difference. Give
online at braininjurymn.org/donate.

Thank you for your commitment to the Minnesota Brain Injury Alliance

and for your continued support!

Mind Matters
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Public Polic

By Jeff Nachbar, Public Policy Manager

Renewed Push To Pass Cassy’s Law

Seven years ago, Cassy suffered a major stroke after
complications from a hernia operation. A brand new
mom only months before the surgery, she awoke from
a coma having lost her leg and not understanding what
had happened. The damage to Cassy’s frontal lobe caused
major deficits in her sense of consequences and inhibition
controls. These deficits have resulted in behaviors that
have catapulted her family into the criminal justice system.
Unfortunately the court system did not take this into
consideration. She was sent to prison where she has been
unable to access supports that would help her manage
and deal with her behaviors long-term.

As a new two-year legislative session begins, the
Minnesota Brain Injury Alliance has recommitted to
passing Cassy’s Law. We hope to break the criminal justice
and corrections cycle many people with brain injury, stroke
and fetal alcohol spectrum disorder get caught up in. It
requires neuropsychological examinations be conducted
and considered by judges prior to sentencing in order to
provide relevant treatment and management options.
Hearings are currently happening at the Capitol where we
are trying to balance the cost of the exams: figuring out
how to pay for them and determining how to get help to
those most vulnerable in our current system.

Tim Barry, Cassy’s father, has been leading the effort to
educate policymakers and anybody who will listen about
how this endless cycle has impacted his family. His mission
is to raise awareness about the gaps and failures in the
human services and criminal justice systems and he hopes
to ensure this never happens to anybody again.

Legislators are supportive of our efforts. They recognize
the pain and injustice this causes and seem committed
to change. We are hopeful we can navigate a political
path forward. Even though it may cost money upfront,
preventing a lifetime of incarceration will save Minnesota
money in the long-term and will provide hope to families
and individuals suffering in the current status quo.

Public Relations Efforts Help Hospitals Adjust To
Pandemic

When the pandemic first hit Minnesota, the Minnesota
Brain Injury Alliance was concerned that we would see a
large drop in referrals to Resource Facilitation. While there
was an initial dip, health service professionals across the
state stepped up to the challenge and the referral numbers
recovered. With all the obstacles we have faced, this is huge
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and By Katrina Meyer Public Policy Associate

and we hope what was learned in 2020 is a launch pad into
supporting brain injury and stroke individuals in 2021.
+2020 saw an increase in hospital use of our online
referral form

«Video meetings facilitated collaboration and advocacy

«Virtual support groups provided much-needed

interaction in our communities

+Online Conferences and Continuing Education

Sessions allowed professionals to keep up with brain
injury and stroke trends and developments

« Virtual awareness walks spread awareness and offered

a sense of community

Resource Facilitation participants were grateful for
the check in calls. They helped to combat loneliness and
isolation while helping them access supports they never
thought they would need until the pandemic hit. Resource
Facilitation also helped participants to navigate the
telehealth/e-visit changes that occurred over the past year.

A couple of our partners and champions really stood
out and have gone above and beyond in 2020. We would
like to publicly recognize and thank them.

Regions Hospital and Neuroscience Center has been
a great example of consistency and innovation. They have
built referring patients to Resource Facilitation directly
into their standard of care for patients involved in the
rehab program. This creates a consistent and ongoing
base of referrals. Additionally, their leaders are continually
asking ‘Who are we missing and how can we help them
get connected?' They invite ideas and conversations about
new approaches to catch different patient groups.

St. Cloud CentraCare staff have been reviewing how they
can support their brain injury and stroke patients at discharge
and took time to look at how they approach Resource
Facilitation referrals and how they might be able to increase
the number of patients that leave the hospital connected to
the Resource Facilitation program.

We encourage each hospital to continue to consider
how they might be able to help those affected by brain
injury and stroke get connected to a network of support as
they journey through their recovery. Our Public Relations
staff are happy to continue to meet with professionals
over phone or video call to discuss ways to help patients
get connected and to raise awareness about brain injury
and stroke. Thanks for all you do.

Contact Jeff Nachbar, jeffn@braininjurymn.org to get
involved in advocacy.

Contact Katrina Meyer, katrinam@braininjurymn.org for
public relations support.
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Celebrating Unmasking Brain Injury

For five years the Minnesota Brain Injury Alliance
Unmasking event has given Minnesotans with brain
injury the opportunity to tell their stories. Sharing our
stories is one of the best ways we have of healing. It
gives unlimited opportunities for sharing what we’ve

been through, educating others about who we are and
how brain injury can turn lives upside down. A mask
allows us to pour out who we are in amounts we can
manage and that others can understand. Masks are
universal and represent who we are and what we want
to reveal to others.

We think of masks as things we hide behind, but
they allow us to share the parts of ourselves that can
be invisible or hard for others to see. Most of us are not
great story tellers but our stories are far more powerful
than we realize and we may need an assist like a mask
to help us tell that story. The more ways we have to tell
our stories the more opportunity we have to heal and
eventually take back control of our stories and write
our own ending.

Unmasking Brain Injury has been a huge success
by allowing thousands of people with brain injury to
step into the light and share with others their journeys
of struggle and healing. They’ve been ambassadors
to educating others about the effects of brain injury.
Knowing who the person was before the brain injury
and who the person is after the brain injury can ensure
we personalize what we do in helping with the healing
and recovery of each individual.

Unmasking has been an inspiration to everyone
involved, a huge success in sharing previously
unheard personal stories and is still going strong. On
behalf of all the professionals who have been trained
and taught by the very people we serve, thank you
to everyone who has helped to unmask brain injury
whether through the Unmasking project or your own
way to tell your very important story!

— by Erwin Concepcion

I first became a Citizen’'s Advocate with the
Minnesota Brain Injury Alliance during the 2016
legislative session. At first it was a little overwhelming
for me due to all of the noise and stimulation at the
Capitol, but by 2017 I was becoming a regular fixture
for Tuesdays at the Capitol.

During one of our Tuesdays several staff members
from the Alliance were present to help us create our
masks for the Unmasking Brain Injury project. I was
hesitant at first, because I just wasn’t feeling very artsy
that day. But I knew it was an important project and
made my way to the room to work on my mask.

As soon as I started painting it with some pink
and purple (my two favorite colors) and added some
sparkles to it, I was having a really good time. It was
actually a bit therapeutic. I had been a writer and a
photographer all of my life and was good at expressing
myself through these two art forms; however, creating
the mask opened a whole new chapter for me.

In February of 2017 the Alliance had an exhibit at
the Capitol for Disability Awareness Day and I was
briefly interviewed by Channel 5 news to share about
my mask. My take-away message was that while my
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injury may be invisible, I am NOT! This has turned into
my mantra, and I even began an awareness campaign
of my own because of it: #{NOTINVISIBLE.

A few months later there was an exhibit at Earle
Brown Heritage Center with a display of over 1,000
masks made by Minnesota brain injury survivors. It
was so powerful to walk through the exhibit and read
everyone’s stories, as well as see my own hanging in all
it’s pink and purple sparkly glory.

The project gave voice to survivors who may not be
able to express themselves more clearly than through
art. It gave the public an opportunity to pull back the
curtain and see what brain injury means to those living
with it every single day. Through the unmasking
project, I hope we are able to create a bridge between
those living with brain injury and the community at
large to help them better understand the daily struggles
of life with a TBI.

How are you going to share YOUR story with the
world?
—Amy Zellmer
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®e. the functional
neurology center”

® @’ there is hope

TheFNC team works with patients from around the
world. They are experts in Neuro-Recovery
and experienced in working with:

" Complex Concussions
" Dysautonomia

" POITS
" Vertigo

" Dizziness

* Balance

" Migraines A =
" Whiplash Dr. Jeremy Schmoe, DC, DACNB

" Chronic Pain with Brock Nelson of the New York Islanders

" Brain Fog

Call to schedule your consultation.

www.TheFNC.com
0l2-223-85590

Minnetonka, Minnesota



