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EMBOLIZATION DEVICE RECEIVES FDA APPROVAL
Medtronic plc (NYSE:MDT), a global leader in medical technology, services and solutions,
announced that it has received U.S. Food and Drug Administration (FDA) approval for its Pipeline™
Flex embolization device. Available through a limited U.S. launch in the coming weeks, Medtronic's
latest-generation flow diversion device represents an unrivaled advancement in large and giant
brain aneurysm treatment.
“Flow diversion has been a major breakthrough therapy for large or giant wide-necked brain
aneurysms that are complex and have considerably higher risk of rupture and higher rates of
complication with conventional treatment," said JNF Medical Advisory Board Member,
Neurosurgeon Dr. Ricardo Hanel, Director of Stroke and Cerebrovascular Center at Baptist Health
in Jacksonville, Florida. “With thousands of patients successfully treated with the Pipeline
Embolization Device, the Pipeline Flex’s innovative delivery system will result in further advancing
endovascular treatment and care.”
Designed to divert blood flow away from an aneurysm, the Pipeline Flex
embolization device features a braided cylindrical mesh tube that is implanted
across the base or neck of the aneurysm. The device cuts off blood flow to the
aneurysm, reconstructing the diseased section of the parent vessel.
“The Pipeline Flex embolization device is the next advancement in flow diversion combining our
clinically-proven braid design with a new delivery system designed to offer improved accuracy and
control when performing these advanced procedures inside the brain,” said Brett Wall, president,
Neurovascular, Medtronic. “We are excited to bring new value to our medical community and
patients."
In the United States, the Pipeline Flex device is intended for use for the endovascular treatment of
complex intracranial aneurysms that are not amenable to treatment with surgical clipping and are
attached to parent vessels measuring between 2.5 and 5.0 mm in diameter. An estimated 500,000
people throughout the world die each year caused due to ruptured brain aneurysms, and half the
victims are younger than 50 years of age.
* Source: neurologyadvisor.com
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The world has lost a wonderful man and heaven has gained a true
angel. Dave Bergman, former Chairman of the Board of The Joe
Niekro Foundation and best friend of the late Joe Niekro, passed
away on February 2, 2015 after a fearlessness battle with cancer.
There aren’t words to describe what this man meant to the entire
Niekro family and the Joe Niekro Foundation and the incredible
human he was. As we watched Dave fight this dreaded disease for
nearly three years, we can all say we learned a valuable lesson in
heroism and courage. Not once did we hear him complain, question
why this happened to him, give up or lose hope. Instead, we saw a
man who met the cancer demon head on and gave it a fight it had never imagined. Dave’s
courageous spirit and passion for life was infectious and we have all learned a great deal from
him. And now, he leaves a legacy that will forever live on.
We love and miss you Dave!

JNF
THE MONTH OF LOVE
Love is in the air! From the kindergarten child laboriously signing cards,
to the old woman living alone and remembering sixty years with the love
of her life, most people give at least a thought to Valentine’s Day.
So when did this sentimental holiday start?
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“Though it’s believed to be the day birds choose their mates, nobody knows for sure how Valentine’s Day came
into being. Some say it’s been celebrated since the Middle Ages, and most agree it’s celebrated in honor of St.
Valentine, but which St. Valentine? As many as eight St. Valentines have been identified! According to one
popular story, a jailed Valentine fell in love with the jailer’s daughter and sent her letters signed, ‘From Your
Valentine.’ Commercial valentines appeared about 1800.”
I have the first Valentine my husband gave me. We were in junior high, and he signed it, “Your friend, Johnnie
Poole.” I adore Valentines, but I believe love is far more than cards, flowers or chocolate. Love is an action verb.
Love is doing what is best for someone else regardless of the sacrifice involved. If we are lucky, love blesses us
back, but if not, we give it anyway.
I heard a beautiful love story about two rescue horses and a little girl. Names are changed, but the facts are not.
Seth volunteers on the auxiliary Sheriff’s Department. His captain told him about some horses that had been
sadly neglected and asked Seth to take two of them. At first Seth said no, but he couldn’t get those skin and
bones horses off his mind, so he took them. I doubt he realized at the time the horses would give back far more
than what it cost to feed them.
All of Seth’s children loved the horses, but Maddie especially adored them. Maddie was born with a rare
chromosome disorder. In her case, it caused delayed development in many areas. With the help of an amazing
aide she attended public school, but it was a struggle for her. When I try to imagine how Maddie must have felt
at school, I picture myself in a classroom where I’m expected to keep up with students in their eighth year of
study to be brain surgeons. When school ended and Maddie got home, she flew out to be with the animals.
They didn’t ask her to read words. They never told her to write all the numbers from 1-100. Maddie enjoyed her
horse therapy; she gave and received unconditional love. The peace and acceptance she enjoyed with the
horses helped Maddie face another day of challenges.
As brain aneurysm/AVM survivors and caretakers, we sometimes fly from the challenges of “normal” life to our
support room therapy. We give and we receive understanding and love. No one looks at us funny because we
can’t do everything others do. We laugh about burning up pots, forgetting appointments, and mixing up words.
No one thinks it’s strange when someone hears a doorbell ring and runs to open the refrigerator. We nod with
sympathy when someone asks, “We have forgotten so much. Why can’t we forget the people we used to be?”
We give virtual hugs and high-fives. As Administrator Beth Barns states, we say, “Me too.”

MELT AWAY THE WINTER BLUES A GREAT SUCCESS
Melt away the mid-winter blues at Barbagallo’s Restaurant in Syracuse, NY was a huge success.
In conjunction with the CNY Brain Aneurysm Awareness Campaign, the event featured spirits and chocolate tastings,
hors d’oeuvres, entertainment from three different bands, raffles, a silent auction and a cash bar. Each patron received
a complimentary bottle of wine courtesy of Varick Farm and Winery.
Proceeds of the event will be used to establish a fund at Crouse Hospital to support
brain aneurysm/AVM and stroke patients and families.
This year’s event saw its largest crowd yet, with over 200 individuals who came
together in support of our cause. Congratulations to Mary Cook and Judith
Riker for putting on a fantastic evening.
We look forward to next year’s event and will be announcing the date soon.

If you are interested in having us help you get a support group started, contact
Kimberly@joeniekrofoundation.org.
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THE UNINTENDED EFFECTS OF EXPECTATIONS
O
The January 9th, 2015 episode of This American Life featured a story titled “The Batman,” about
R
Daniel Kish, who’s blind, but can navigate the world by clicking with his tongue. This gives him a
surprising amount of information about what’s around him. As a result, he is able to do all sorts of
n
things most blind people don’t. Most famously, he rides a bike. In the story, we learn that he was
E
raised quite differently than most blind kids.
R Growing up, Daniel’s parents deliberately gave him the space to explore the world, bump into things, get a few

cuts and bruises and take certain risks some people might feel uncomfortable. He climbed nearly everything he
could get to. By trusting his ability to develop his own way of navigating his surroundings, he developed a very
powerful, unique and ultimately useful skill that would serve him so well for the rest of his life. Ever since he was an
infant, he started to use the spatial information garnered from hearing how his clicks generated by his tongue
reflected off his surroundings. By starting to do this as a child, he developed an essential skill for survival that may
have only been allowed to develop from his unique upbringing. Many blind kids may be led around by the hand, or
taught to use a walking stick, or just not allowed to go out as much. Because blind kids don’t have vision, which most
people rely so much on, those who care for them may not be able to even imagine that other means are possible to
“sense” the environment.
A recurrent theme I see in our brain aneurysm support groups involves the complex interaction between survivor
and caretaker. Everybody’s goal is for the survivor to recover to where they are independent and hopefully as a
result, happy. Many times though, there may be persisting problems with memory, strength, or mood that are so
challenging. I often get asked if the bleeding in the brain, or the aneurysm, has caused so much damage that these
issues may persist and never get better. To some extent, there may be some irreversible brain injury that causes
significant neurologic problems. But another cause for why these problems persist may actually be the expectations
of the caregiver or family member. Even though it may take much longer for the survivor to do, and it might be so
much easier for the caretaker to do, perhaps allowing the survivor to navigate their daily activities and the world will
foster the development of amazing new coping skills. It may never be quite as impressive as Daniel, “the Batman’s”
clicking skill. But I think caregivers and family members owe it to their beloved brain aneurysm survivors to give them
a lot of time and patience for them to find their own ways to get around and we just might be surprised as to what
magic may result. 	
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by Beth Barnes
JNF Patient Advocate

One of the things that I found after my brain aneurysm surgery was the lack of support. I looked online, I Googled, I
looked for other survivors, anything that could help me to understand why this happened… and what happens next. I
wanted to hear the stories of others who had walked this path before me. I wanted validation of everything that I was
going through so I didn't think I was crazy.
I had no hair, and when it was growing back I had a tendency to touch my dents, do they ever go away? Or to try and
find ways to disguise the scar on my neck from my surgery. Why was I gaining weight a month after my surgery?
Why would I get a headache 3 days before the weather changed, and how did I get over my fear of headaches? Why
were my sleep patterns disrupted?
And then I happened upon the JNF Survivor Group on Facebook. Suddenly I wasn't alone. “What?” “You had that
happen?” “Me too!” “That's how they found the aneurysm, “me too!” “You are awake at 3AM, “me too!” There was
no phrase that was as comforting and validating! When you become a member of an elite club, even though you
didn't ask to join, your outlook changes. You feel isolated, scared, and you might as well forget about processing
logical thoughts! And then you find the doorway and the light shines through. That is how it felt when I joined the
JNF.
And to this day it continues, I am a card carrying member of the survivor club. And it is my turn to help make sure
that the path is clearly lit for others. But I still learn, and I still say “me too”! I hope that is how many of our survivors
feel. Because no one should have to walk this path alone.

If you would like to become part of the JNF Survivor Club,
click here
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s
rcy’
Ma o
Mem

LETTING GO OF THE PAST by: Marcy’s daughter and BA survivor, Madeline

The rest of the world thinks that the recovery process is over when you are out of the hospital
and released from rehab. But as I know all too well, that is far from the truth. When I was
in the hospital recovering from my ruptured aneurysm all of my friends constantly wanted to come
visit and see how I was doing. After 5 months in rehab and missing the whole first semester of my Junior year in high
school, I finally got to go back to school last January.
I was so excited to go back and see all my friends, and just be around normal teens. But once I finally memorized my
schedule and actually had time to socialize in the halls, I quickly realized that things were very different. No one would
respond when I would ask questions or try to make conversation. I just felt weird trying to talk to the people who I still
considered to be my “friends”.
Then I started to see pictures of my “friends” on Twitter and Instagram out doing things and going places without me.
Being left out hurt more than anything else in the world. It was one thing to lose an entire group of friends, but it was
another to lose your very best friend since the 7th grade. This was L. She was the girl my parents considered to be
their second “child”. We would spend days together and it only felt like hours. This was the girl who begged her coach
to let me come and sit with her and the cheerleaders on the sidelines of the home football game instead of being stuck
up in the sky box with my parents (since I was still in my helmet). And L was the girl who begged (insisted) her
grandma to drive her to Lincoln, Nebraska to come visit me in rehab.
This was my best friend. This was L. She walked away. She LEFT me. She didn’t look back.
She ripped my heart out piece by piece without even realizing it. Losing my best friend was definitely one of the
hardest, if not the hardest part of recovering from my aneurysm.
Now when I see her in the hall I feel like I’m screaming as loud as I can but there is nothing coming out. Part of me
wants to punch her, and part of me wants to hug her. I have to accept now that she has moved on and she is never
coming back.
At the end of 2014 I wrote a letter to her that I never intended to mail. It helped me to get out all of my feelings and say
goodbye. I sealed that envelope, lit it on fire, and my parents and I held hands and watched it burn in our driveway.
We cheered for new beginnings and exchanged a couple of “knucks”.
I’m not saying that accepting it and letting her go has been easy, but I’m doing it. I’m doing it because I have to. I have
to move on. It’s an important step my recovery.

ROCKIN’ WEST FEST IS COMING

Join us for a Western Show and Concert this March 28th at The Original Cowboy Steakhouse,
Pinnacle Peak Patio Steakhouse & Microbrewery in Scottsdale, AZ. Entertainment for the entire family
including Western music, Western film and TV celebrities, cowboy poetry, action packed events,
exhibitors selling unique Western merchandise and more.
Keep your toes tappin’ and your fingers snappin’ with music from Jerry Riopelle, Jon Chandler, Johnny Cash Tribute
Band and local band, Nowhere Fast. Chat with some of Hollywood’s best known western film stars including Bruce
Boxlietner, Jim Clark, Martin Kove, Paul Pape and Peter Brown.
The history and spirit of the cowboy and the old west will come alive during this day-long celebration of all things
Western, past and present.
The event is being hosted by brain aneurysm survivor, Robin Hardin, and her husband Rex who will be donating all net
proceeds to the Joe Niekro Foundation in efforts to support Arizona aftercare programs for aneurysm and AVM patients
and their families. It’s never to late to be a cowboy (or girl), so head on over to Pinnacle Peak Patio this March 28th for
a roundup of fun and excitement for the whole family.
For more information, contact Laurie McMordie Sterner – 602-513-2081 or laurie.mcmordie@gmail.com or click here
for tickets.
Pinnacle Peak Patio – 10426 E. Jomax Rd., Scottsdale, AZ 85262

Thank you for your support!

New Support Group
Location Additions

Washington, DC
Tulsa, OK
Detroit, MI
Denver, CO
Click here for a complete list of
Support Group Locations
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The Joe Niekro Foundation was established in 2008 in honor of the founder’s
father, Joe Niekro, who lost his life from a sudden ruptured brain aneurysm on
October 27, 2006. The astonishing lack of pubic awareness and under-support of
research of such a widespread and often fatal condition led to the launch of a
crusade to educate and encourage awareness about cerebral disorders. The
Joe Niekro Foundation is committed to supporting patients and families,
research, treatment and awareness of brain aneurysms, AVMs and hemorrhagic
strokes. We provide education on the risk factors, causes and treatments of
these conditions while funding the advancement of neurological research.
Every donation matters - every dollar counts. The Joe Niekro Foundation is a
registered 501 (c)3 which means your donations are 100% tax deductible.
"The Joe Niekro Foundation isn't a clinically trained organization and all therapy regiments
brought before the support group are informational in purpose only and do not represent an
represent an endorsement or recommendation of any kind."

DONATE TODAY

Click here to subscribe to the Knuckle-Up Newsletter

Join our Patient Support Group page •
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