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RELATIONSHIPS AFTER RUPTURE - Part 2 - Relationship Roles
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In the August 2015 Knuckle-Up Newsletter, we discussed Changes in
Responsibilities post rupture. We will now dive in to Part 2 which discusses Changes
in Relationship Roles post rupture. After traumatic brain injury (TBI), many couples
find that their relationship with each other changes dramatically. These changes are
very personal and can be very emotional for both people in the relationship.
Although some of the relationship changes after TBI are difficult and can be painful,
there are many things that couples can do in order to enjoy each other and their relationship in new, positive, and
meaningful ways.
How Do Relationship Roles Change?
In all families, people take on roles that often define how they behave. After brain injury, the challenge of
recovery nearly always results in some changes to the roles within a family. While the person with TBI is in the
hospital, their partner may need to make decisions that are usually made by the survivor. For example, a
husband may make decisions about child care that his wife usually makes, or a wife may calm the family when
everyone is upset, although that is something her husband has always done.
Tips to improve relationship issues
How do responsibilities typically change?
when roles have changed:
Although people often take on many different roles throughout
•
Identify where role changes occur and talk
their relationships, a brain injury results in dramatic role changes
about these changes openly. Partners
that occur instantly, and with no preparation.
should try to be sensitive to the feelings
Early in recovery, couples may think that role changes are
of survivors.
temporary, however, as time progresses, couples often find that
•
Partners can serve as mentors and
these role changes may last for years or maybe even forever.
consultants for one another. Couples can
It is common for partners to take on more leadership roles in the
ask one another, “What works best for you
relationship. Depending on who is hurt and how the family did
when you are in this situation?” Although
things before the incident, this may mean some small shifts for
survivors may not be able to manage a
the couple, or it may mean drastic changes.
former role, they can share their
What happens when relationship roles change?
knowledge with their spouse. Both
The more role changes that occur, and the more dramatic the
partners will benefit when this approach
changes are, the harder it may be for a couple to adjust. Certain
is taken.
family dynamics may also make the role changes more • Couples must be conscious of not
challenging:
criticizing the partner who is taking on a
• Couples who keep tasks separate instead of alternating
new role. Partners should work hard to
who does what may find it more challenging to adjust to
support one another in their new roles.
new roles.
This includes being patient with the time
• Couples who have just recently begun a new phase of their
it takes for everyone to feel comfortable in
relationship, (newly married, new parents, or a new “empty
their new roles.
nest” couple) may have a more difficult time with changes • Family and friends may need to be taught
in roles.
about brain injury and the changes it
As each partner learns how to operate in their new role, there will
brings. Without open communication
be a period of adjustment for both. Uncertainty and frustration
about role changes, others may not
during this time can result in increased criticism between
understand why things feel so different
partners. People close to the couple may not understand the
and why supporting those differences can
need for role changes and sometimes incorrectly believe that
help the whole family to heal
such changes cause a slower recovery.
* See Part 3 (Changes in Communication) in the
October Knuckle-Up Issue
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STEP UP TO THE PLATE…AND DONATE
In Honor of Brain Aneurysm Awareness Month
In support of Brain Aneurysm Awareness Month, The Joe Niekro Foundation™ encourages you to Step Up to the Plate…and Donate this
September.
Step Up to the Plate…and Donate is designed to increase awareness of brain aneurysms and AVMs through the eyes of survivors,
caregivers, friends and families who will be sharing their own stories in attempt to educate the public on the warning signs and risk factors
of brain aneurysms and AVMs.
To take the Step Up to the Plate challenge, participants will be directed to the JNF Step Up to the Plate donation page. Anyone
interested in creating their own pledge page, or forming a
team where they can share their story with others, provide
education to the public and create hope for patients and
families across the globe, may also do so. Funds will benefit
brain aneurysm and AVM awareness programs through
The Joe Niekro Foundation.
There’s nothing quite as appealing as the sound of the words,
“You’ve just won a prize!" So, to show support for all efforts, the JNF will be awarding Visa gift cards to the Top 3 earners. First
place will receive $750, $350 will go to the 2nd place earner and $100 for 3rd place. *Note, no funds from this campaign will be
used for the awarded prizes.
The coin has been tossed, the players are ready and the game has begun so, Step Up to the Plate this month for brain aneurysm
and AVM awareness.
“It’s important that we bring awareness to these silent killers and educate the public on the warning signs and risk factors
associated with them. Far too many innocent lives are taken each year as a result of one of these conditions and we are here to
help educate others before it’s too late. Survivors need a platform to share hope with others and we are so fortunate that we are
the outlet for them to do so,” says JNF Founder Natalie Niekro.
For more info on Step Up to the Plate…and Donate, visit https://www.joeniekrofoundation.com/events/step-up-to-the-plate/.
Please take a moment to watch the following videos that will help you understand why we do what we do. Hundreds
of thousands innocent men, women and children fall victim to brain aneurysms, AVMs and strokes each year. These
survivors never stopped fighting!
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BACK TO SCHOOL!

by: Donna Poole - JNF Patient Advocate
by:	
  Donna	
  Poole	
  
JNF	
  Advocate

Donna’s Diary,
The brilliant red of Michigan sumac signals the back to
school season. Apprehensive kindergarteners step on
yellow buses. Confident college students board trains,
and parents wave goodbye, listening to the melancholy
sound of the fading train whistle.
As kids gather school supplies, I collect my thoughts. As
an Aneurysm and AVM survivor I’ve learned the lesson
that life is short, but I’ve also experienced how incessant
demands on time can distract us from what’s most
important.
Yesterday I planned a funeral dinner for a dear friend
who in her almost 102 years remembered who she was
and what she was created to do.
We called her “Grandma B.” When she was 91 she
invited us for supper. After her meal of roast beef,
mashed potatoes, gravy, homemade dinner rolls and pie,
Grandma B. pulled out her funeral instructions. Though

she planned her funeral ten years before dying, Grandma
B. was all about living and loving. Her enthusiasm for
God and life was contagious. As age slowly stole her
independence she still found ways to express love. She
mailed hundreds of handcrafted notecards, completed a
quilt the night before her 100th birthday, and she made
gifts for church children. Most of all she prayed for
everyone she knew.
When Grandma B. boarded that last train, those of us left
at the station felt a bit melancholy at the sound of the
fading whistle. Her faith took her to heaven, but her life
taught us how to love.
Losing Grandma B. has made me feel like I’m a
Kindergartener boarding a big yellow bus and just
beginning to learn the love lessons she taught. She has
inspired me to continue investing my life in others like she
did because, “now abide faith, hope, love; but the greatest
of these is love” (I Corinthians 13:13).

SHOW YOUR SUPPORT AND SPORT SOME JNF GEAR… CHECK OUT THE
JNF APPAREL STORE
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Every donation matters and every dollar counts. Help support our mission and make a difference today!
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TIRED OF BEING TIRED?

By: Beth Barnes - BA Survivor and JNF Advocate
by Beth Barnes : JNF Patient Advocate

I am tired. I am tired of being tired. It’s a hard road for survivors that many don't understand. It is often
inexplicable to anyone who has never had anything foreign inside their brain. Family get togethers are
often overwhelming, crowds at any venue can be exhausting. It is like there is now this open channel in
our brain that we can’t change, that tunes into everyone else. It takes time, practice and understanding to
develop the ability to manage these and is an easier process for some than others.
We become more attuned to the emotions of people around us, it's as if we now have this super power to
feel and experience more. I have said from the onset of this aneurysm that this is a pretty elite club I
belong to. I didn't request a membership but I am certainly glad that I am a part of it.
I believe that as time has passed I have honed my ability to block out what I need to. But I also have
developed the "gut" feeling to know when that is. And depending on the weather, the emotions and
situations I am around, I become emotionally exhausted. My car rides home from work become the
peace and quiet that my brain craves. It isn't that I am anti-social, it is that my home is my haven to rest.
It took me a very long time to admit to myself that recognizing I am tired isn't a step back or a failure, but
the sense to know that I am in overdrive and it can’t continue. When the survivor in your life, be it a
patient, a loved one, a friend, a child, or another survivor, says that they are tired, try to remember that it is
a different type. Be more understanding when they attend an event but leave early, or when they choose
not to put themselves in that position.
I am tired, and tired of being tired. But I will take the tired...because I survived. Because I know it won't
last. And because I still stand shoulder to shoulder with the other survivors who are tired...But we keep
on, keeping on! #metoo has more meaning than I can ever manage to put into words, even when I am
tired.

THE JOE NIEKRO FOUNDATION INVITES YOU TO ATTEND
THE SIXTH ANNUAL

Knuckle Ball

A PITCH FOR LIFE

A STAR-STUDDED EVENING FEATURING
PROFESSIONAL ATHLETES FROM ACROSS THE
COUNTRY COMING TOGETHER TO SUPPORT BRAIN
ANEURYSM, AVM AND HEMORRHAGIC STROKE
RESEARCH, TREATMENT AND EDUCATION.

Join us October 17th, 2015 at the JW Marriott Desert Ridge in Phoenix
for the 6th Annual Knuckle
Ball…A Pitch for Life, supporting brain
Natalie Niekro - Chair
Mary Harrigan, RN
Gary
Simms - Chairman
Justine Hurrystroke research and awareness.
aneurysm,
AVM
and
hemorrhagic
Larry Simon, CPA - Treasurer
Kristin and Dr. Yashar Kalani
JNF BOARD OF DIRECTORS/HOST COMMITTEE:
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Susan Michelson
Terrance Oprea
with Special Host, Actress and
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between).

JNF MEDICAL ADVISORY BOARD:

Saturday, October 17th, 2015 - JW Marriott Desert Ridge
Grand Saguaro Ballroom

BLACK TIE
Emcee - The Morning Mayor, Dave Pratt
Host - Actress and Brain Aneurysm Survivor, Tamala Jones

HONOREES
Joseph Zabramski, MD - Medical Humanitarian of the Year
Petrice “T.C.” Schuttler - Humanitarian of the Year

6:00 PM
Cocktails, Hors d’oeuvres, Silent Auction, and Games
(Pitching Machine, Football Toss, Putting Green)

7:00 PM
Dinner, Dessert, Program and LIVE auction

9:00 PM
Musical Entertainment from The Groove Merchants
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For tickets and info, visit
www.joeniekrofoundation.com/events/knuckleball
Production for donating all event management and coordination
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RECOVERY CAREGIVING: LOOKING AFTER YOURSELF AS A CAREGIVER
by: Mel Wilson

Many of us are or may become caregivers for those suffering from traumatic brain injuries. We do
this because we love those who need our help. Caregivers make considerable sacrifices, and for
this they should be lauded. However, it is not a role to which everybody is suited. However much
you love someone, if you're inclined to become frustrated, have little patience, and aren't
motivated enough to provide what may be thankless and constant care - then it may be best to
seek alternative solutions to your loved one's problems. Finding someone else to provide practical
help will not leave you compromised and frustrated when it comes to providing important emotional love, help, and support. If,
however, you are more up to the challenge of caring for one with neurological issues, then be prepared for an often tough and
frustrating process. Of course, it is also a process which is intensely rewarding, and which rarely fails to strengthen and deepen
the bond between carer and sufferer - but nobody should start down this path without being prepared for some hard times along
the way. There are, however, a few things to remember and tactics to try which may help to lessen the burden - both emotional
and physical - upon the caregiver.
One of the major issues surrounding carers is frustration. If your loved one is no longer responding to you or to other things in
the way that they used to frustration swiftly mounts. Even the most patient and loving people will occasionally crack if frustration
is allowed to build up 24/7. Frustration, however, can be combated through a combination of learning about the scientific nature
of the injury or trauma, comprehending how it affects the loved one personally, acknowledging the inherent hardships and
unpredictabilities involved, and appreciating that healing will take time. Nobody can care for someone else if they're not
prepared to care for themselves.
Emotional and physical tolls are also hard to deal with. It is important that the caregiver make time to deal with their own needs making sure they get enough food, sleep, and relaxation time. Without this, it is hard to look favorably upon a suffering person
and their demands. Work at fostering a sense of safety, love, and comfort - both for the sufferer and for yourself.
Whether you’re a caregiver drowning in the life of a loved one’s struggle or a caregiver on the verge of walking out the door, the
following ten tips can help reduce the turmoil and get things back on an even keel.

10 TIPS TO NAVIGATE THE CHAOS
Learn: Study how the brain experiences functional, structural and chemical changes that increase anxiety and decrease
emotional control. Knowing the science will help you have creative insights.
Comprehend: Realize that trauma is very personal; what seems traumatic to one person may not seem traumatic to another.
Suspend judgment and deal with what is.
Recognize: Acknowledge that “Big T” (major life-threatening events) and “little t” (stressful daily experiences) traumas combine
in unpredictable ways that challenge survivors’ ability to cope and maintain recovery promises.
Practice: Commit to patience. A very essential step in recovery - patience means increasing your capacity to tolerate
circumstances.
Withstand: Resist the impulse to belittle, shame or blame; this doesn’t provide positive motivation and always makes things
worse.
Appreciate: Healing takes time; you can’t speed it up. As a matter of fact, slow recoveries lead to more long-lasting effects.
Rejuvenate: Put in place a) your personal overload warning signs, b) a decompression process that you activate when you need
a break.
Spot: Signs and symptoms of PSTD. Four categories of symptoms include avoidance, re-experiencing, mood alterations and
hypervigilance.
Foster: Everyone in recovery needs a sense of safety and control. It’s important to create a sense of hope and belief that things
can and will improve.
Invite: The tendency is to take over for your loved on but in truth, encouraging him or her to make healthy choices and actions
based on coping and recovery goals will be more helpful.

Looking for Support - check out our online Support Group for Caregivers
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MADS TAKES ON COLLEGE
by: Madelon Mudd - BA Survivor

I did the second thing I worried I could never do: I started college y’all! I’m taking two basic
classes at a local community college: Freshman English and Reading/Study Skills. With my deficits, I’m
not yet ready to go away to college. But, I am able to drive to campus by myself.

Over the summer my mom and I drove to the college many times to practice. The school is about 15 minutes from home. We
used my flashcard system that worked when I regained my driver’s license last summer. I taped a flashcard to my dashboard
each morning. These cards tell me where to go. I have the directions down solid and I remember that East is to get to school
and West is toward home. (E comes before W in the alphabet, get it?)
The week before classes started my mom and dad took me to campus and we practiced driving around the parking lots and
walking to the buildings where my classes would be. My parents made me walk by myself to the buildings in the 90-degree
heat while they sat in the comfy car. I think my mom even put these pictures on Facebook.
On my first day of school, my mom heads to work thinking I am on track. I have three phone alarms set, a timer counting
down when I need to leave, and a shower play list on my radio. Evidently, my mom tried to reach me for about 50 minutes
and when she couldn’t she sort-of panicked and sent her co-worker and friend Kathy to check on me.
I was just coming out of the shower when I heard Kathy calling my name. I rushed to get dressed and run out the door with
backpack and makeup bag in hand. By this time my anxiety was full-blown. I parked my car (somewhere) and sprinted
toward the buildings. Thankfully I ran into my high school friend, Zach, who gave me a hug and pointed the way to the Math/
Science Building. Running into Zach helped to lower my stress level. I was only ten minutes late to class; I call that a success.
I made it to class on time the rest of the week. And, I only had to have a friend drive me through the parking lots once after
class to find my car. It was a good week.
My second week as a college freshman started off just as stressful. On Monday, I headed to campus to meet my English
professor to review my accommodations. I was not paying attention to my speed. I was pulled over and received my first
speeding ticket. Oh boy, I was worried that my dad would not be happy. Turns out, he understood, (sort of…) but I still have
to pay for the ticket myself.
I made it through my second week without any other mishaps. I even managed to take pictures of my parking lot number.
Yay for Mads!!
Now that I’ve made it through two weeks, would I really call it a “series of unfortunate events” or is it just “Mad takes on
college.” Welcome to my life y’all!

DR. SPETZLER TO SPEAK AT SEPTEMBER SUPPORT MEETING IN PHOENIX
Learn about the history of neurosurgery from the world's best known neurosurgeon. Dr. Robert Spetzler, Director of the Barrow
Neurological Institute will speak to the Phoenix Support Group this September 17th.
Dr. Spetzler has performed more aneurysm surgeries than anyone in the world and this is a
meeting you won’t want to miss as Dr. Spetzler discusses the field of neurosurgery.
September 17th
5:30-8:00PM
St. Joseph’s Hospital
350 W. Thomas Rd.
Phoenix, AZ 85013
1st Floor - behind information desk

JOIN THE JNF MISSION - MAKE A DIFFERENCE TODAY!

JNF
CELEBRATING 25 YEARS OF THE GDC COIL

CHEN’S CORNER

by: JNF Medical Advisory Member,
Michael Chen, MD - Rush University

Ever since Dandy first reported an open surgical approach to anatomically exclude a cerebral aneurysm in 1937 the
technique has evolved and been refined. It significantly improved morbidity and mortality by reducing the risk of aneurysm
rebleeding. However, the procedure was inherently invasive, involving a craniotomy, brain retraction, arachnoid dissection
and aneurysm manipulation. There remained a need to achieve the same ability to secure the aneurysm, but with an
approach that was less invasive.
Twenty five years ago, the first Gugliemi detachable coil (GDC) was implanted into a human with a carotid cavernous fistula
refractory to detachable balloons. These physicians recognized the benefit of aneurysm treatment by avoiding a craniotomy,
using existing anatomic spaces, thereby not having to create new spaces. Currently, the large majority of cerebral
aneurysms worldwide are treated using an endovascular approach. It is important to remember though that an open
neurosurgical approach remain an essential option for many patients.
As we mark the 25th anniversary of the first GDC coil implanted into a human, there are important perspectives and
reflections that are worth noting. To me, as a physician in practice for nearly 10 years, I have been able to witness first hand
not just significant technological changes, but changes in thinking and expectations. We see more depth to each case than
before, we think about many more options than before, and when we do intervene, our standards are higher. Although
there may be reason to be optimistic, I do think all these changes affect the patient in the way that for them to be truly
informed, it may be worthwhile to see a physician who is up to speed with many of these changes. I certainly hope I’m not
doing the same types of procedures for the rest of my career. When seeking a consultation for your brain aneurysm, be
careful of the physician who tightly embraces the past, and as a result, oftentimes sounds a little too confident in their
understanding. The recent progress in brain aneurysm care has been captivating and inspiring for us as clinicians who not
only constantly think about our patients, but can’t help but want something even better.

Barrow’s Self-Empowerment Education Day
for Stroke Survivors & Caregivers
The 2015 Barrow Stroke Rehabilitation Symposium Planning Committee is pleased to offer the Barrow
Self-Empowerment Education Day for Stroke Survivors and Caregivers. This program will focus on
providing the stroke survivor and caregiver with information about community resources, advocacy, and
changes that affect you due to having and dealing with a stroke. We will provide a forum for the stroke
survivor and caregiver to get information and ask questions specifically related to their particular issues.
8:30 am
9:00 am
9:45 am
10:15 am

Stroke Survivor
Conference
Saturday, Sept. 12, 2015
8:30 a.m. to 3:30 p.m.
$10 per person
Register at 602-406-3067

Registration and Breakfast
Lifestyle, Marriage, Relationship Changes
Heather Caples, PhD
Will Planning
Mary Jo Salone
Break
Stroke Survivor Sessions

10:45 am

Acceptance/Adjustment
Kimberly Chapman
11:15 am Home Modifications
Susan Scott
11:45 am Managing Finances
Scott Trayer
12:15 pm Lunch
1:15 pm
Resources in the Community for the Survivor
Gus LaZear
1:45 pm
Sexuality
Tiffany Meites, PhD
2:15 pm
Technology
Clayton Guffey, MSW, CRC, ATP, CEAC
2:45 pm
3:30 pm

Stroke Caregiver Sessions

Acceptance/Adjustment
Loretta Baker
Caregiver Burnout
Terri Buresh
Aging with Stroke
Alfredo Gonzalez
Sexuality
Tiffany Meites, PhD
Advocacy for their Needs
Ashley Bridwell
Secondary Prevention
Sally Alcott, MD

Disability Legal Issues
Kristin Cox
Q&A
Adjourn

JOIN THE JNF MISSION - MAKE A DIFFERENCE TODAY!
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Chairman of the Board – Gary Simms
Treasurer - Larry Simon
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Kimberly Chapman
Bill Michels
Linda Michels
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Medical Advisory Board
Felipe Albuquerque, M.D.
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Robert G. Grossman, M.D.
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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

Join our Patient Support Page • Join our Parent Support Page • Join our Young Adult Page • Join our Caregiver Support Page
The Joe Niekro Foundation • P.O. Box 2876 • Scottsdale, AZ 85252-2876 • 602-318-1013
www.joeniekrofoundation.org • info@joeniekrofoundation.org

