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Nebraska Chapter News

Wow! What a year 2018 has been and will continue to be.
We’ve been so busy with so many events and programs that
keep this chapter going and my heart and my schedule are so
full. Thank you for being a part of this community! We had a
wonderful walk season that rounded out with new hire Misti
Mitchell, a much needed addition to our team. I’m looking
forward to the rest of our 2018 programming and planning
an amazing year for you all in 2019.
I Unite For YOU! Thank you for letting me.
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2018
Fourth Quarter Events
October 20
Harvest Festival
Roca Berry Farm
November 10
Women’s Retreat
Our Mission:

Omaha, NE

The National Hemophilia Foundation—Nebraska
Chapter is dedicated to finding better treatments and
cures for inheritable bleeding disorders and to
preventing the complications of these disorders
through education, advocacy & research.

December 8
PING!
Lincoln Children’s Museum
December 15

Staff

Executive Director
Maureen Grace

Industry Symposium
Mahoney State Park

Development Manager
Misti Mitchell

Advisory Board of Directors
President - Dale Gibbs
Vice President - Geri Murphy
Secretary - Zach Blackman
Dan Henson
Peter Senior
Rick Starks
Joe Mickeliunas
Ann Foster
Jon Tvrdik
Bob Dick

The material in this newsletter is
provided for your general information
only. The Nebraska Chapter does not
give medical advice or engage in the
practice of medicine. NHF-NE does not
recommend particular treatments for
specific individuals and in all cases
recommends that you consult your
physician or local treatment center
before pursuing any course of treatment.

2019 Save the Dates
April 27-28, 2018
Family Education Weekend
Lincoln, Nebraska
September 21, 2018
Unite for Bleeding Disorders Walk
Chalco Hills Recreation Center
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Introducing Misti Mitchell

I am so excited to be a part of the Nebraska Chapter of the National Hemophilia
Foundation as the Development Manager. I graduated from Arkansas State University in Jonesboro, Arkansas, with my bachelor’s degree in Marketing and Management. I had grand plans for what I would do with this degree, but life took me in a different direction. I have always loved people and consider myself to be a peopleperson. I started my nonprofit career working for almost five years with Girl Scouts in
Arkansas, learning different skills through the positions I held. I am pleased I was
able to learn so much through these positions, as I was then able to utilize those
skills with the Cystic Fibrosis Foundation, Omaha Performing Arts and Open Door
Mission. Along with successful events and asks, I like to think my accomplishments
include the relationships I’ve built and the people I have reached over the years.
Nonprofits thrive because of the people we reach, can connect and build relationships with.
I am a sports girl! I played several sports in high school and play recreationally when
I can. I coached AAU Volleyball for two years, taught basic skills at the YMCA and
play sand volleyball. I have a wonderful daughter who entered 7th grade this year
and I often wonder where the time has gone. I love to have mommy/daughter date
nights, take her on trips and surprise her often with her favorite treat, s'mores. I love
to write! I have notebooks, upon notebooks of things of goals, thoughts, prayers, and
whatever else comes to mind. I hope to be able to speak personally with each one of
you and look forward to working with everyone as I begin my journey at NHF!
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Family Camp Overview
Camp Tap-a-Vein-a-Daya was held from August 10-12th this year at the Eastern Nebraska 4-H Camp
and once again it did not disappoint. Seven bleeding disorder families came together to enjoy a weekend
of the great outdoors, activities and grow our sense of community. Friday night, we had some great ice
breaker skits and played a rousting game of Family Feud. Saturday morning was full of zip lining, rock
wall climbing and archery. We spent the afternoon working on our artistic side! The group rocked out
some absolutely amazing tie dye shirts and painted so many rocks. We had new campers work on self
infusion and long termers who knew exactly what they were doing. Camp wouldn’t be complete without
a night of smores around the camp fire.
Family camp is an opportunity for the entire family to experience camp together. It gets younger kids
ready for the week long camp experience and allowed parents and caregivers a little view into what life
is like at camp. It’s a great weekend escape and a beautiful way to build and grow our community in
nature. We decided to do family camp EVERY year here in Nebraska because we see the impact and
importance of this weekend. Family camp has no age restriction and we hope you will join us at next
year’s Family Camp in August of 2019. Come have a smore, do a little tie dying and be part of this absolutely amazing and loving community.
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The Infusion: Bloody Mary Mix Off Overview
On July 29, 2018, we hosted our Third Annual Infusion: Bloody Mary Mix Off at the Waiting
Room Lounge in Benson. We had an absolutely great turn out for both bars and attendees!
Our amazing participating bars were:
Tracks Lounge

Beyond Golf

Saddle Creek Breakfast Club

Pitch Pizzeria

Krug Park

Jake’s Cigars and Spirits

Brokedown Palace

Barry O’s

Spirit World

Herbe Sainte

Jerry’s Bar

The event was sponsored by Novo Nordisk as our premier sponsor & Tito’s Vodka as our spirit sponsor.
We hosted over 200 people who sampled and voted for their favorite Bloody Mary while enjoying brunch
from Pitch, Saddle Creek Breakfast Club, FarmHouse Café and Bob’s Donuts. It was a very delicious
and filling morning raising funds and awareness for the Bleeding Disorder community in Nebraska.

This year’s trophy for best bloody went to: Beyond Golf
This year’s trophy for best garnish went to: Saddle Creek Breakfast Club
This event is unique for our chapter, as most attendees don’t have a connection to our cause but come to enjoy the local bloody marys. It’s a great
opportunity for us to share our mission, get our name out in the
community and diversify our revenue and let people know who we are and
why we are an important cause here in Nebraska. We are working to grow
this event year after year and make it our premier event that we are
known for in Omaha. We hope to see you there next year!
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The Infusion: Bloody Mary Mix Off
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Unite for Bleeding Disorder Walk Overview
On Saturday, September 22, we held our annual Unite for Bleeding Disorders Walk at Chalco Hills
Recreation Area in Omaha, Nebraska. It was a perfect way to bring in the first day of fall with wonderful weather, a beautiful view and awesome people. Walk Day brought in just over $41,000, 200
participants joined the festivities and we introduced our new, full-time development manager, Misti
Mitchell. We kicked off our walk with Joe Mickeliunas speaking before the pinwheel ceremony and
Amelia Mickeliunas cutting the ribbon at the starting line. Amelia was our top fundraiser again this
year, raising over $6,400 at her lemonade stand, in support of Team Elliott. Amelia also made it to
the nationally ranked top fundraisers list for NHF. Congratulations, Amelia! Samantha Clinkinbeard
raised over $2,900, as our second-place fundraiser and Kristin Henson came in at third, raising over
$2,600. We also recognized our top teams, Team Elliott ($11,611), Oliver’s Clotting Crew ($3,780)
and Max and Hayden’s Heroes ($2,750).
Our satellite walk in Gothenburg, NE brought in almost $2,000! We cannot thank Ann enough for her
efforts and volunteering with the Nebraska Chapter. The top fundraiser for the Gothenburg walk was
Ava Foster. Ava got creative and sold slime, raising almost $700 in support of Team Weston! Way to
go, Ava!
Our two walks have raised over $43,000, so we are still about $7,000 shy of our $50,000 goal. If you
haven’t reached your team or personal goal, you can still fundraise until the end of the year. The
money we raise from walk helps us continue
Thank you to the wonderful volunteers who took time out of your Saturday morning to help this event

Factor Club ($500 or more)
Linda Ashley

Kristin Henson

Erik Clark

Amelia Mickeliunas

Sharon and Carl Clark

Jan and John Mickeliunas

Samantha Clinkinbeard

Jenny and Joe Mickeliunas

Ava Foster

Susie Zimmer

Maureen Grace

Thank you
to our
Sponsors!!
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Unite for Bleeding Disorders Walk
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Embracing the Unique

Dr. Michael Zolotnitsky
As humans, we get tired of performing the same tasks over and over again, so we switch our routine.
One month we like Facebook, then Instagram, then Twitter, then Snapchat. Why do we always switch
our social media, diets, pillows, destinations, or fashion trends? Our minds tell us that if we do the
same thing repetitively, we’ll get bored. The same goes for exercise.
We have to change our physical routines to avoid plateauing. Exercise needs to be consistently modified to help improve our bodies, to keep them from getting “bored.” But how do we do that safely to
avoid injury? People with bleeding disorders find it hard to exercise for various reasons. I had difficulty when I first began, because I was afraid of causing more damage to my joints. When you start a new
routine, you may face challenges: soreness, increased joint pain from overload, increasing low back or
neck pain from improper technique, or maybe just not enjoying the workout. I wanted to find
workouts that would be fun, so I could see results, not get bored, and improve my overall well-being to
reduce my joint bleeds. That’s when I decided to pursue a career in physical therapy—to increase my
knowledge and to help others.
Attaining my doctorate in physical therapy to assist people with bleeding disorders was a huge
accomplishment in my life. I knew what it was like growing up with hemophilia. I endured persistent
joint bleeds, had trouble walking, and felt different from my peers. When I learned that with proper
exercise, I could greatly improve my joint health, I felt like I had my life back, and I swore never to lose
that health. From age 13, I have been running, weight lifting, and playing sports. I haven’t had a joint
bleed in over 15 years; I attribute this to strength training and living a healthy lifestyle.
I wanted to educate the bleeding disorder community about what exercise can do for us all. I
didn’t want anyone to feel they couldn’t do something because their bleeding disorder prevented
them. I had the same concerns at a young age, but with hard work, I was able to overcome adversity
and live like a “normal” person.
Exercise is my key to wellness, staying fit, and avoiding joint damage. I believe it’s crucial for
people with bleeding disorders. Maintaining optimal joint health will increase functional mobility,
strength, and endurance; but most important, it will reduce the number of joint bleeds and improve
overall quality of life.
And not just any physical therapy, but a personalized approach. No two people are the same,
especially when it comes to bleeding disorders. When I sit down with a patient, I ask, “What do YOU
want to get back to doing?” From there, we develop a personalized and customized treatment plan that
relates to that patient’s goals. For example, if someone wants to run, we watch him run on our antigravity treadmill, which uses three camera angles and allows dramatic reductions in impact and
gravitational forces, helping the patient increase mobility without pain. This allows the patient to walk,
run, squat, and jump in a pain-free environment.
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The Benefits of Physical Therapy continued...
If a goal is more sports-related—soccer, basketball, golf—it’s imperative to assess the overall
quality of movements: the golf swing, running, jumping, or shooting a basket. We find the root of the
pain or dysfunction by assessing all of these movements, and by looking at the ankle, knee, hip, pelvis,
and spine to make sure we aren’t letting our patients put unnecessary strain on the body. A full-body
approach is essential, so that every joint is covered.
Footwear is also important because increasing strain on the feet can affect overall walking, and
can cause joint pain from the feet to the low back. As we age, our bodies change; so it’s crucial to be
reevaluated by a professional experienced in dealing with people with bleeding disorders. Flexibility
is important, strength is important, but we need to make sure our bodies as a whole are symmetrical.
We can use methods such as kinesio taping to place the joints in improved alignment, for joint support, and for reducing joint inflammation.
This customized approach yielded fantastic results when my first patient with hemophilia
came to me for treatment. After developing inhibitors at an older age, being diagnosed with severe
osteoarthritis of the hip, having brittle bones and severe weakness due to prior joint bleeds, he was
facing total hip replacement. My evaluation showed that he had difficulty walking, balance deficits,
poor core stability, and weakness in his knees, hips, ankles, core, and overall upper extremity
strength. He used to walk a mile, but now it was hard for him to stand for five minutes with his cane.
So his three months of treatment included endurance training on the antigravity treadmill; manual
therapy to improve mobility of his hips, knees, and ankles; laser therapy to reduce joint inflammation
in his hip; and balance retraining to reduce his risk of falling and improve his overall gait. At the end
of treatment, he had stopped using a cane, and his hip surgery was canceled. This was unbelievable: a
person with hemophilia could overcome his pain and even cancel his surgery!
I can’t emphasize it enough: Physical activity is key. And it’s not too late to begin a program. It’s
essential to make sure the movements are performed correctly, to improve your joint function and
not be detrimental. When you’re being assessed by a physical therapist, make sure the approach is
customized and personalized, and that your program will constantly be updated based on your progress. I have lived by this approach for over a decade, and have lived life to the fullest. I overcame
feeling weak and unable to do the things I wanted to do. It’s my mission to help others overcome obstacles to return to their lifestyle. A bleeding disorder is just another bump in the road; don’t let it
control your future. My favorite phrase is “easy PT, hard life; hard PT, easy life!”
Michael Zolotnitsky, PT, DPT, who has hemophilia, is director of physical therapy at New Jersey Spine
and Wellness in Old Bridge, New Jersey. Trained as an orthopedic and neurological physical therapist,
Mike ensures his patients are offered a customized approach, including personalized aquatic therapy
programs in indoor and outdoor pools. Mike is a national speaker for the hemophilia community, and
lectures on safe exercises and alternatives to pain management, demonstrates kinesio taping, and runs
aquatic therapy sessions. Mike has run three marathons in one year, and enjoys traveling and hanging
out with his family, including his two nephews and his girlfriend. He is fluent in Russian.

©LA Kelley Communications, Inc. Reprinted with permission.
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Harvest Festival
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Advocacy Update: Medicaid Expansion
by Dale Gibbs, Board Chair

On November 6, we hope you vote. Voting allow each of us to have a real voice in the future of our federal, state, county and subdivision. So, make sure you are registered and vote on November 6.
For decades Americans have been lazy by allowing a small minority of voters to decide who will represent us. For instance, in the 2016 national election 63.8% or registered voters in Nebraska actually
voted but in the 2014 midterm elections only 41.5% of registered voters in Nebraska went to the polls
(but that is substantially higher than the national average, which was only 36.4%).
What do these numbers mean? In a close race and if Nebraskans vote in equal numbers as 2014,
slightly over 20% of registered voters will decide who will be your Representatives, Senator, a host of
other state and local officials and/or if a state amendment will pass. If you feel comfortable with onefifth of the registered voter population making decisions that may affect you personally then you are
taking a huge gamble on your future.
One of the biggest issues to be voted on this year is the Medicaid Expansion amendment. Medicaid
expansion bills have been introduced in the Nebraska legislature year after year and never passed.
This past year citizens who feel expansion is needed gathered more than enough signatures from registered voters to put it on the ballot for a vote of the people instead of the legislature.
The amendment will expand Medicaid to approximately 90,000 Nebraskans who now make too
much money to be on Medicaid but who also don’t have it as part of their employment and can’t afford
to buy individual or family plans. If the amendment passes, the federal government will contribute
93% of the costs for the 90,000 Nebraskans in 2019 and 90% from 2020 on. Nebraska only has to cover
the remaining 10% cost.

Critics of the Medicaid Expansion say the state can’t afford to add 10% to an already tight budget
without taking the money from some other state expenditure (most likely education) and/or raising taxes.
Those who believe expansion is necessary argue that citizens in Nebraska are already paying more
than the 10% because people who do not have any insurance use emergency departments for routine
sicknesses and injuries, which is the most expensive place to get care. Emergency departments are
staffed and equipped for the worst injuries and sicknesses 24 hours per day unlike provider clinics and
non-profit hospitals are required by law to take any patient seeking care regardless of ability to pay, so
those costs are shifted to other payers to make up the difference. If costs are not recovered and keep
increasing (which is the case with many Nebraska hospitals today) hospitals will cut back on services
and could close. When either happens, everyone who received care in that area will see their access to
care threatened. The best insurance coverage in the world will do no good if there is no access to care.

A vote for Medicaid Expansion will:
Will help lower the overall cost of healthcare because people won’t
have to wait to get care in an expensive emergency department.
•
•

Allow people to be healthier, work more and pay more taxes.

•

Be less likely to need other government funded support.

If you think access to quality healthcare for you and your family
should be a right, just like police, fire, sanitation, water, education,
Medicare, veterans health are, vote for Medicaid Expansion November
6!
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Getting in the Game with CSL Behring
Oliver’s 1st Gettin’ in the Game | Sam Clinkinbeard
We had a great weekend at CSL Behring’s Gettin’ in the Game
Junior National Championship in Phoenix, Arizona. Oliver made
friends on the shuttle from the airport before we even got to our
hotel. Shortly after we arrived Oliver and his newfound friend
were chasing lizards around the hotel property. Kids can choose
from three sports options: swimming, golf, or baseball. Oliver
doesn’t play any of the three competitively, but he has had the
most experience with swimming, so we thought that would be a
good choice for him.
After lunch on Friday we boarded a shuttle and went to an
aquatic complex about 45 minutes from the hotel. Oliver and the
other swimmers spent a couple hours interacting with coaches,
Gettin’ in the Game (GIG) alumni and former athletes, and a few
college swimmers from Arizona State University. They took the
kids through various drills to help them prepare for the competition the next day. Oliver learned a lot in a very short period. We
returned to the complex the following morning for the competition. Each kid competed in three events: a resistance swim (tied
to a bungee belt), a diving exercise in which they retrieved
sticks, bricks, and coins off the bottom of the pool, and a 25-yard
sprint. On the way to the competition Oliver and I decided that
his goal for the day would be to beat his practice scores on each
event from the previous day. He crushed it! It was amazing to
see how much he improved after just a few hours of practice and swimming with the GIG athletes. I
sent his 25-yard sprint video to his Dad, Justin, and he said, “That’s the best I’ve ever seen him
swim!!!!” I think his best achievement was his creativity in the diving game. The kids were supposed to
dive for things and put them on the side (you only got points for those that were on the wall when the
time was up). He got a few items, swam to the wall, and deposited the items before returning to look for
more, just as everyone else did. After doing this once or twice he decided that it would be quicker to just
throw his items onto the pool deck. The coaches and several of us on the bleachers got a kick out of Oliver and the loophole he discovered. � Saturday afternoon included a little more time at the pool, education sessions, a rap session between the kids and GIG athletes. We ended the night with a very lively
and fun awards ceremony before Oliver crashed hard for the night.
Oliver had so much fun and learned a lot and I enjoyed being surrounded by other parents of kids with
bleeding disorders. Hemo events are one of the few places you can go that nobody feels weird saying
things like “What does your kid have?”, “How often do you infuse?”, “Does your kid have a port?”. In
fact, at dinner, there was an entire table of parents thrilled to learn from another parent how olive oil
and a Q-tip can help prevent nosebleeds. It makes me laugh a little when I think about how, in our
world, these discussions are just as natural as discussions about naptimes and terrible twos, teachers
and schools, Kids’ YouTube shows, and all the other things that parents talk to each other about. On
the way to the airport on Sunday, Oliver said he was ready to see his Dad and sister but not ready to
leave because he had had so much fun there. If your kiddo ever gets the chance to go to Gettin’ in the
Game, you should definitely do it!!
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November 9-11, 2018 Amway Grand Hotel, Grand Rapids Michigan
Women who are eligible to join us at this inaugural conference will experience an amazing weekend
learning from health care experts, and have opportunities to connect with other attendees who each
bring their own unique wisdom and experience of living with hemophilia. There’s NO CHARGE.
Questions: Contact Patrice Thomas at pthomas@mfmich.org or 734.544.0015

2018—Issue III

Page 17

Page 18

BIG RED FACTOR

2018—Issue III

Page 19

Page 20

BIG RED FACTOR

2018—Issue III

Page 21

Kid’s Corner

Author: Heather Boerner and January W. Payne
Halloween, Thanksgiving, Christmas and Hanukkah. They’re just around the corner, and
that means tasty treats and special meals that make your mouth water. But how do you
resist the urge to overdo it? Here are six tips to keep the Halloween candy under control,
skip the seconds on stuffing and pie at Thanksgiving, and enjoy the melt-in-your-mouth
chocolate at Christmas and Hanukkah without going overboard:
Snack before dinner. Ask your mom and dad to buy healthy snacks like fruit, whole
grain crackers and raw veggies to snack on before a big meal. They’ll fill up your belly
so you won’t eat too much at dinnertime.
Think first. Help your parents make yummy snacks that go easy on the sugar, salt and
fat. Dip your favorite fruit in your favorite flavor of low-fat yogurt, or try hearty salsa with
multi-grain chips.
Be creative. Make your drinks healthier by using skim milk in your hot cocoa, skipping
soda and floating a lemon or lime slice in your water or adding a little fruit juice to seltzer
for that fizzy taste. Help your mom wash the fruit, then make some baked apples or
pears for dessert, and see what other creative ways you can add the yum to your meals.
Eat right at parties. Look for fruits and veggies with healthy dips at holiday parties, and
eat those instead of loading up on candy and cookies. Who says you can’t have fun
while eating healthy foods?
Take small portions. It’s OK to eat the sweet stuff, like cookies, peanut brittle, pie and
fudge—but try taking a small piece and eating it slowly. That way it lasts longer, and
you’ll notice how good each bite tastes.
Just say no. Remember: It’s not rude to refuse food. If you’re not hungry, say so, but be
polite!
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Understanding Hemophilia Treatment Interview Study
The purpose of this study is to learn more about the patient experience with hemophilia treatment.
The Brod Group (www.thebrodgroup.net), a science-based research group, would like to pilot test a
survey about treating hemophilia and is looking for:
• Children ages 10- under 12 years who have been diagnosed with severe
hemophilia
• *Parents/guardians of children ages 2- under 12 years who have been diagnosed with
severe hemophilia
Participation in the study will include completing a short survey, and then participating in a one-hour
telephone interview. During the telephone interview, we will ask you your opinion about the content of
the survey, questions about your experience completing it, and for some background information about
you and your (or your child’s) hemophilia.
What you say during the interview will not be disclosed to your (or your child’s) physician and will
only be used to learn more about the patient experience with treating hemophilia.

Children will receive an honorarium of $110 for participating
In a 60-minute telephone interview.
Parents/guardians will receive an honorarium of $125 for participating
in a 60-minute telephone interview.
If you are interested in participating in the study or have any questions about the study,
please contact Jane Beck, a Senior Research Associate with The Brod Group, via email at
jane@thebrodgroup.net or by telephone at (415) 3 1 7 - 3 9 8 7 .

