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COMMUNICATION AFTER RUPTURE - Part 3

In the August-September 2015 Knuckle-Up Newsletters, we discussed Changes in
Responsibilities post rupture, followed by Relationship post rupture. Part Three of
this series will cover the foundation of a relationship…communication.
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Communication is the foundation of a relationship Many people think only of
talking when they hear the word “communication,” but couples are actually
communicating through gestures, facial expressions, emotional reactions, and
and physical interactions as well. In studies on relationships after brain injury, communication is often reported as
the biggest change people notice.

What Happens When Communication Styles and Patterns Change?
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Changes in communication between partners can result in both people feeling alone and isolated. Couples may
feel they no longer understand what their partner is thinking or feeling. This difficulty in communicating can
sometimes cause people to pull away from their relationship, choosing instead to handle challenges with friends or
other family members. Sometimes people choose not to communicate their feelings with anyone at all, causing
struggles in other parts of a relationship, including responsibilities and roles, making it difficult to adjust to
changes together.
For Spouses:
Additional responsibilities and the uncertainty of recovery can cause spouses to feel very overwhelmed, resulting
in change of communication style. Some changes can include talking less, talking more, and/or communicating
more intensely or urgently than before. Spouses may be unsure how best to communicate with their partner after
injury. This discomfort may cause spouses not to communicate as often or as openly with the survivor.
For Both People:
Increased stress levels affect communication for both partners. Both people may be afraid that sharing their
negative thoughts or feelings will burden their partner. When either person in a relationship changes how he or
she communicates, both people will behave differently.

Tips to improve a couple’s communication:
•
•
•
•
•
•
•

•
•

Both partners should make a commitment to improve communication
Listen patiently to what your partner is saying
Listen for points where you can agree rather than focusing on disagreement
When you do disagree, think about what you might say before you say it
Remember that survivors will likely need more time to think about what their partner is saying, or about how
they want to communicate again. Patience is key
Take notes on your thoughts during conversations rather than immediately saying what comes to mind. Come
back to these points later, after you have had time to reflect
Exchange bulleted lists of important points for big discussions. When you have something you would like to
say, write it down before a discussion and use it as a guide. Trading these lists after a conversation helps with
memory and allows more time to digest and think about the information
When a topic is likely to cause a disagreement, practice what you would like to say before you start the
conversation
Practice in front of a mirror. Look at facial expressions, gestures, and body language, while also choosing your
words carefully. When you talk, try to stick to what you practiced.

JNF
JNF AWARDS OVER $240,000 IN RESEARCH FUNDING
The Joe Niekro Foundation has announced the 2015 Joe Niekro Research Grant recipients. A total
of $240,000 has been awarded by the foundation, which is committed to supporting patients and
families, research, treatment and awareness of brain aneurysms, AVMs and hemorrhagic strokes.
“We are honored to be able to collaborate with these amazing recipients and provide them with the
critical funding needed to help support the advancements of neurological research,” states JNF
Founder, Natalie Niekro.
Barrow Neurological Institute, has received a $160,000 grant for the study Deconstructing the vascular tangle-A molecular
biopsy of cerebral arteriovenous malformations, by Joseph Zabramski, MD and Yashar Kalani, MD. This groundbreaking study
will aim to understand the pathogenesis of AVM formation and identify signaling pathways involved in vascular development
and AVM formation. This is the second grant Barrow has received from The Joe Niekro Foundation™ for this study and provides
the funds to cover expenses for the entire 2016 year. “On behalf of all of us at the Barrow, we want to thank you for your
appreciation and continued support of this project,” states Dr. Kalani. “We are incredibly grateful to the Joe Niekro Foundation™
for their continued support and ongoing efforts to help make this collaboration a successful one,” claims Joseph Zabramski, MD.
University of Texas has been awarded a $20,224 grant for the project, Application of Machine Learning Techniques to Improve
Outcomes after Aneurysmal Subarachnoid Hemorrhage, by Huimahn Alex Choi, MD MS and Jude Savarraj, PhD. The goal of this
project is the realization of a machine learning model that will reliably predict the occurrence of delayed cerebral ischemia (DCI)
after a Subarachnoid Hemorrhage at least 24 hours before onset, allowing enough time for a meaningful clinical intervention.
A continued partner and collaborator of The Joe Niekro Research Grant, SNIS Foundation
was the recipient of a $40,000 grant. This annual grant enables investigators to
conduct pilot projects related to brain aneurysms, AVMs or stroke. It is the intention of the
grant that the seed data from these projects will indicate feasibility and appropriateness of
the research prior to applying for further funding; therefore, emphasis will be placed on
research deemed to have the most potential for future funding. “JNF is a wonderful supporter
of the SNIS Foundation and we are honored to steward JNF's resources in innovating and
improving care,” says SNIS board member and UCSF Interventional Neuroradiologist, Steven
Hetts, MD.
Other 2015 grant recipients included:
Crouse Hospital - Syracuse, NY
St. Joseph’s Hospital - Phoenix, AZ
Child Legacy International - Boerne, TX
Houston Methodist Hospital - Houston, TX

“The Joe Niekro
Foundation has shown
a great amount of
support that has helped
in my recovery. Without
them I am not sure if I
would of
come in contact with so
many other survivors.”
Desiree Garcia,
Survivor -19 Years Old

Since inception, the Joe Niekro Foundation has awarded over $1,00,000 in research funding and has built a patient advocacy
network that expands across the globe. The foundation provides education on the causes, risk factors and treatments of these
conditions, while funding the advancement of neurological research.
Click here to view the list of previously funded projects.
For more information about funding opportunities including program guidelines and contacts, visit http://
www.joeniekrofoundation.com/research-grants/grant-guidelines/.
“I was 14 when I first heard the word aneurysm and lost my mother. 22 years later, I was diagnosed with 5 brain
aneurysms. I survived the craniotomy, but doctors found 7 new ones. There is nothing more horrible than fighting
this constant battle with aneurysms. I fightbecause I want to live. It is because of research and technology that I
can put a higher trust in our neurosurgeons and technology.” Jackie Miller, Survivor - 62 Years Old

JNF
ONE MORE THING
Donna’s Diary,
“Raindrops on roses and whiskers on kittens,
Bright copper kettles and warm woolen mittens,
Brown paper packages tied up with strings,
These are a few of my favorite things”
That song is fun to hum while celebrating the
New Year. This will be my third New Year’s since
my aneurysm surgery.
The first one was bittersweet. We met at my
sister Eve’s home, where she and her husband,
Bruce, made the holiday warm and welcoming, as
always. Eve was fighting and losing a battle
against ovarian cancer. We all knew it was our
last New Year’s together.
The next New Year’s, Eve was in heaven, and no
one could bear the thought of walking into that
house and feeling her
absence. We all gathered at our home instead.
Hearts

by: Donna Poole - JNF Patient Advocate
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were still bruised and a few tears flowed, but we
talked about Eve and gave thanks for her. I wish
the whole world had a sister like Eve. She showed
us how to face life’s adversities with stubborn
faith, courage, and even joy. I never heard her ask,
“Why me?” She refused to let self-pity sap her
strength. She lived with an amazing, childlike
gratitude.
Gratitude is a great tool for facing troubles.
English poet, George Herbert once said, “Thou
that has given so much to me, Give one thing more
—a grateful heart.”
“When the dog bites, when the bee stings,
When I'm feeling sad,
I simply remember my favorite things,
And then I don't feel so bad”
Remember to give thanks. It’s an excellent
prescription for a joyful life.

JNF WELCOMES DEVELOPMENT DIRECTOR
Erika Farmer has been a fundraising professional for over 10 years. She graduated with Honors from
the University of Western Ontario with a degree in American History. She, then, earned a post
graduate diploma in Non-Profit Management.
She started her career as a Grant Writer for the Canadian National
Institute for the Blind (CNIB) where she received an award for her performance. She
went on to work for several prominent Canadian health care non-profits including
The Pediatric Oncology Group of Ontario (POGO). In 2007, she moved to the United
States and continued her fundraising career working as the Director of Development
and Corporate Relations for the Women in Engineering ProActive Network (WEPAN).
In 2016, Erika brought her experience to the Joe Niekro Foundation™ and we are
excited to have her as a part of our family. She lives in the Burlington, Vermont area
with her husband, two children and several pets. She enjoys cooking, learning about
nutrition and practicing yoga in her spare time.
“I'm recovering from a ruptured brain aneurysm from September of this year. It was nothing short of a miracle,
especially as I see many that are not as lucky. If I knew the symptoms then I could have
stopped it. The Joe Niekro Foundation has been a great support for me and introduced me to many other
survivors. I’ve been able to make new friends to help me through the recovery process.” Jeremy Townsend,
Survivor - 41 Years Old

Every donation matters and every dollar counts. Help support our mission and make a difference today!

JNF

CHEN’S CORNER

BRAIN FRIENDLY FOODS

by: Michael Chen, MD - Rush University
and Danielle Zielinski, APN

A frequent question asked in the office among patients with brain aneurysms is if there are any types of changes one should
make to their diet. Much like experiencing a heart attack, the diagnosis of a brain aneurysm can serve as a powerful motivator
as one is confronted with their mortality. Spending time to really think about what brain-friendly foods are and how they
would fit into your lifestyle is critical to transforming the initial motivational spark into productive, long-lasting habits. Patients
with brain aneurysms have so much to gain by reading up on and taking to heart some recently studied strategies on diet.
MIND stands for Mediterranean-DASH Intervention for Neurodegenerative Delay. It’s similar to two other healthy meal plans:
the Dietary Approaches to Stop Hypertension (DASH) diet and the Mediterranean diet (to lower your stroke risk).
But the MIND approach “specifically includes foods and nutrients that medical literature and data show to be good for the
brain, such as berries,” says Martha Clare Morris, ScD, director of nutrition and nutritional epidemiology at Rush University
Medical Center.
You eat things from these 10 food groups:
Green leafy vegetables (like spinach and salad greens): At least six servings a week
Other vegetables: At least one a day
Nuts: Five servings a week
Berries: Two or more servings a week
Beans: At least three servings a week
Whole grains: Three or more servings a day
5)&3&$07&3:+063/&:
Fish: Once a week
Poultry (like chicken or turkey): Two times a week
Olive oil: Use it as your main cooking oil.
Wine: One glass a day
You avoid:
Red meat: Less than four servings a week
Butter and margarine: Less than a tablespoon daily
Cheese: Less than one serving a week
Pastries and sweets: Less than five servings a week
Fried or fast food: Less than one serving a week

THE RECOVERY JOURNEY
It is important to remember that each survivor grieves differently. Survivors won’t
necessarily experience all of the emotions (Denial, Anger and Frustration,
Depression/Withdrawal, Bargaining and Acceptance); nor will they experience the
emotions in exact order listed. However, all survivors whether you had a rupture or not
will experience at least 1 or 2 of these emotional stages.
Where you are in the recovery process will influence how
you react or respond to situations. For example, if you are
currently in the state of denial, you are not going to easily
accept the doctor not permitting you to drive. The person
in denial says there’s nothing wrong, even when directly
confronted by family members or trained medical staff.
Through your denial, you inadvertently hinder progress.
If you are angry or frustrated, it is very difficult for you to
deal with the littlest of things and find yourself easily
aggravated or blowing up often. Click here to download the Journey of Recovery
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Looking for Support - check out our online Support Groups for Caregivers, Parents, Survivors, and Young Adults
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THE FRIENDS I HAD YET TO MEET
by: Marcy Mudd - Parent of a BA Survivor

As an Administrator on the Joe Niekro Foundation’s™ Parent Support Group Facebook Page.
I have “met” online some pretty incredible moms who are traveling a similar journey as Madeline and I.
We have bonded over the age of our kids, their deficits, their challenges and their triumphs. We understand each other
because our young adult survivors are all trying to regain their independence as they navigate their new world. It’s a
natural friendship.
In December I was fortunate to attend the first annual Joe Niekro Foundation™ Professional Development Seminar in
Anaheim, California. I was excited to meet a new group of JNF volunteers. We were all assigned
roommates for the weekend, most of us strangers. All I knew about my roomie was that her
name was Rebecca and she was a support group leader from the Denver Colorado area. Going
into it, I knew it was either going to be a long awkward weekend or a fast friendship. Rebecca
works for RIA Neurovascular. She is an office administrator and handles scheduling, insurance
verification, and is a patient liaison. Rebecca says “Personally, my physicians are amazing and I
am so blessed to work for them in any capacity. Coming from the banking/finance world, I never
imagined my life being touched by so many strong, brave and loving survivors -#LoveMyWork!”
Rebecca isn’t a survivor, nor did she have a family member who was a survivor. Leading her support group was just
something she had volunteered for! We became fast friends.
As a patient liaison, Rebecca introduces her patients to the Joe Niekro Foundation™ and of course she encourages them to
join her JNF Support Group, which meets on the third Thursday of every month from 6:30-8:00 at Swedish Hospital,
Denver Colorado. All of my JNF experience had been in our online world and now I was meeting the facilitators of our inperson support groups, a cornerstone of our foundation. I met nurses and survivors who also facilitate groups and
everyone’s story was different. But one thing was clear; you could feel the love and support these facilitators all have for JNF
and their survivors.
One of the highlights of our weekend was touring the MicroVention facility and watching as they made coils that would
eventually save someone’s life. It was amazing to learn more about Neuro Interventional radiology from the best in the
business.
As I reflect on the weekend and the new friendships and connections that I made, I now understand more of the “big
picture” in aneurysm awareness and education. From office administrators (like my new friend Rebecca), nurses, doctors
and device makers to the caregivers and their survivors, we really are one big incredible #JNFamily.

MELT AWAY THE WINTER BLUES
Join us February 5th for Melt Away the Winter Blues at Pascale Catering at Drumlins in Syracuse, NY. In conjunction with the
CNY Brain Aneurysm Awareness Campaign, the event will feature spirits and dinner, desserts, wine tastings, entertainment,
door prizes and raffles. Each patron will take home a complimentary bottle of wine courtesy of Varick Farm and Winery.
Proceeds of the event will benefit brain aneurysm, AVM and hemorrhagic stroke patients and research at Crouse Hospital.
This year we will honor the nurse practitioners of the Crouse Neuroscience Institute:
Elsa Capria NP-C, Emily Russell – NP, and Melissa Vivian – FNP-C
Net proceeds of more than $13,000 from the 2015 event were donated to the Crouse Health Foundation benefitting
aneurysm, AVM and hemorrhagic stroke patients through treatment and research.
Tickets are $50 in advance/$60 at the door, plus we are offering a special Patron Price which will include your name in the
Thank You brochure for $100. Click here for tickets

JOIN THE JNF MISSION - MAKE A DIFFERENCE TODAY!

JNF
JNF WORKSHOP…CREATING EXTRAORDINARY SUPPORT
GROUPS TOGETHER!
The 1st annual Joe Niekro Foundation™ Professional Development Seminar for
facilitators and administrators was held December 10-14th in Anaheim, CA. This
symposium was generously sponsored by MicroVention and created by the Joe
Niekro Foundation™. This Professional Development Seminar was designed to
provide our facilitators and administrators with information to assist them in their
roles as a representative of the Joe Niekro Foundation™. Twenty six JNF
advocates took part in this exciting workshop and gained insight about topics that
affected their groups, learned more about the resources and expertise available
to them as members of the Joe Niekro Foundation™, and strengthened key
relationships with other support groups around the nation.
Part of the summit included a full-day visit to
MicroVention Worldwide Headquarters, where
attendees had the opportunity to visit tour
manufacturing operations, discuss the history of
neuroendovascular surgery, review new
technology prototypes, and dialogue on avenues
to improve on future collaborations.
+

*,

Chief Technology Officer Rob Greene took the Joe Niekro Foundation™ through an
overview of the developing field of endovascular neurosurgery, followed by a lengthy
question and answer session from the attendees.
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A very special thank you to Cathy Demyanovich, Carol Waring, and the entire
that we
guides,
and thank you to the Joe Niekro Foundation for taking the time to visit our facility.
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Marketing Communications Team for all their work in making this day one
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will never forget. Thank you to all who participated as presents and tour
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“I would have been completely lost without the amazing support I found with the Joe Niekro Foundation. The amount of work
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and effort they put in to bring support and awareness to these conditions is unbelievable. I would like to thank you for your
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attendance at this event and for any support you can give to those who support folks like myself. It is greatly appreciated.”
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Crystal Tarrant, Survivor
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Thank you for your support!
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
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