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Nebraska Chapter News

The Nebraska Chapter
Of the
National Hemophilia Foundation
Is hosting a
Townhall meeting
November 5, 2016
Ramada Plaza Omaha
9am-1pm

Breakfast Included, RSVP today!
Register at www.nebraskanhf.org
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BIG RED FACTOR

NEBRASKA CHAPTER
NATIONAL HEMOPHILIA FOUNDATION

www.nebraskanhf.org

Our Mission:

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.

Staff

Interim Executive Director
Maureen Grace

Development Coordinator
Kelsey Cunningham

Advisory Board of Directors
President - Patrick Quintana
Vice President - Geri Murphy

Treasurer - Mark Harms
Secretary - Dale Gibbs
Zach Blackman
Samantha Clinkenbeard
Scott Gass
Dale Gibbs
Dan Henson
Rebecca Runge
Marlee Wernke

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.

2016
Program and Events
Calendar

Saturday, November 5, 2016
Townhall Meeting
Ramada Plaza Hotel
Omaha, NE

Saturday, December 10, 2016
PING and Holiday Party
Lincoln Children’s Museum
5:30-7:30

**Dates are Subject to change.
More Activities Coming Soon!
Watch our website for updates and register
Online!

A Proud Member of

COMMUNITY
HEALTH CHARITIES®
NEBRASKA
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Biotherapies for Life® CSI. BEhring

OAFSTYLA

Antihemophilic Factor
Recombinant), Single Chain

Visit AFSTYLA.com tod

AFSTYLA is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC. AFSTYLA® is a registered

trademark of CSL Behring Recombinant Facility AG. Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2016 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA
www.CSLBehring-us.com www.AFSTYLA.com AFS16-05-0080 6/2016

Biotherapies for Life® CSL BEhring

INTRODUCING
IDELVION

NOW AVAILABLE

\ ®
IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC. \ I D E LV I D N

IDELVION® is a registered trademark of CSL Behring Recombinant Facility AG

Biotherapies for Life® is a registered trademark of CSL Behring LLC. ' { ' ) ' ' '
©2016 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA Coagumlon Fa(tor [X Re(ombmam!Mbumm FUSIOH Pmtem
www.CSLBehring-us.com www.IDELVION.com IDL16-03-0070 3/2016
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Hero Hemophilia Walk 2016
4

National Hemophilia Foundation
and Nebraska Chapter of NHF Present

WalkiR <

M
Every step makes a difference wv‘ :’Id ,p
National Presenting Sponsor o

Bayzalta

Can you believe another year has come and gone? And, we hit $40,000! $40,138.92, to be exact. Your
drive and belief in us, the Nebraska Chapter of the National Hemophilia Foundation is how we raised so much
for our chapter.

st

Coming out to Chalco Hills the day before to set up the walk, the energy was high and the weather un-
certain for Saturday. All we could do was hope and pray for a perfect day, and perfect it was. You and your
team of family and friends came out in masses to support NHF.

The morning kicked off with breakfast from Bagel Bin and Pettit’s Pastries, everyone was stuffed and
ready to go. Jordana Zeger from National came in from New York City to get us going. We were blessed
with support from both the Lincoln and Omaha area businesses and non-profit organizations to be able to raf-
fle off lots of prizes. We offered up basketball tickets, baseball tickets to both Creighton and the Lincoln Salt-
dogs, Omaha Children’s Museum passes, Morrill Hall passes, and many more.

Team Elliott came into the walk with a bang. They knocked out Oliver’s Clotting Crew from our high-
est fundraising team of the past 3 years and raised $8,825.92. The Mickeliunas recently joined the Nebraska
Chapter of NHF, after having their newborn, Elliott, be diagnosed with Hemophilia. Their first born, Amelia
Mickeliunas won our first every Top Youth Fundraiser. Read more about Amelia and her Lemonade Stand on
page 12.

It was a fight to the end for Top Fundraiser. The day of the walk, Samantha Clinkinbeard took this
honor, raising $2,290.00. With the close of our walk donations, on October 7th, Joe Mickeliunas has raised
$2,553.00, narrowly taking the top fundraiser position by $263.00.

Mark Henry was the perfect super hero. The Fro Bros did not disappoint in their attire. You could not
miss them with their red shirts and hair for days. Max and Hayden Henson and their love of superheros has
brought out some awesome shirts. This year’s walk shirt, all about the Hulk, took top prize for best shirt.

The perfect day, with perfect weather, right up until the end was filled with laughter, friends, and super
hemo heroes. In the short time I have been apart of this community, I have noticed a family that cares and
supports each other during the hard times and the fun times. When the storm rolled in, that community rallied
and got everything taken in and packed away in no time. Maureen and I, and the rest of our NHF community
were soaking wet and laughing about the magnificent time we just had. At the end of the day, all we could
say was, YOU ROCKED IT.

Thanks for making our walk 2016 the amazing success that it was, we can’t wait for next year!
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You Did It! Walk 2016
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EXPERTISE IN:
o Hemophilia A

SERVICES INCLUDE:

O Nursing & Pharmacy 24/7

o Hemophilia B
o Von Willebrand’s Disease

o Other Bleeding Disorders * Infusion Education & Training

O Reimbursement Specialists

O Direct Communication
with the People You Know

0 Same Day Delivery
Craig MacDonald

Regional Territory Manager

760-485-8281

Vanessa Sidwell
Regional Accounts Manager
816-739-9841

Office: 844.237.3561
Fax: 844.237.3562

nchs

we care. for life.

WE ARE FAMILY 2

You and your family
areunique.

So isyour hemophilia.

Helping you get
back to family time.

Experienced ARJ pharmacists and nurses are delivering Nebraskans
personalized quality horne infusion care every day.

) Last year, we secured aver
$625,000in patient
resaurce assistance,

Most ARJ patients are
recommeded by friends ar
famnily,

> Patients love aur Ready
Pack® irfusion kits for easy
self- infusion,

Qur pharmacy is conveniently
located near you.

(866) 451-3804
arjinfusion.com/nebraska

%2 AR] Infusion

“agkels” SERVICES
Where Goringisthe Uisnee Faton

Care you can
count on.

Individualized Patient Services
Therapy Management
Education & Counseling

Personalized Reimbursement Services

Mimi Law, Director

877.646.4529

nchswecare.com



Personalizing Patient-Reported

Outcomes for Hemophilia

In a recent paper, a group of experienced hematologists reviewed two tools used for assessing pa-
tient-reported outcomes (PROs). While standard modes of outcome measurement, such as annualized bleed-
ing rate and joint health score, are relatively effective in evaluating larger groups of bleeding disorders pa-
tients, they are not designed to capture the unique healthcare needs, perspectives and goals of each individu-
al. The need for a personalized approach for people with hemophilia is even greater in light of dramatic
changes in the clinical landscape over the last two decades, including the proliferation of progressively safer
and more effective therapies, and the availability of preventive treatment regimens like prophylaxis.

The article, “Recognizing the Need for Personalization of Haemophilia Patient-Reported Outcomes
in the Prophylaxis Era,” was published August 31, 2016, in the journal Haemophilia. The lead author of the
study was Michael Recht, MD, a pediatric hematologist-oncologist at the Hemophilia Center at the Oregon
Health & Science University in Portland. Recht and his colleagues assessed a pair of tools: the patient-
reported outcomes measurement information system (PROMIS®) and the goal attainment scaling (GAS).

First launched in 2004 by the US National Institutes of Health (NIH), PROMIS takes the traditional
questionnaire-based approach and employs modern measurement theory to develop new and enhanced PRO
tools. The system improves on the traditional PRO techniques in part through the use of a psychometric
method, which measures knowledge, abilities, attitudes aand personality traits among individuals to produce
scores associated with probable answers to questions.

These scores can then be used by computerized adaptive testing (CAT) to pinpoint the most informa-
tive follow-up question to an initial question from a predetermined bank of questions. According to investi-
gators, PROMIS allows clinicians and researchers access to “efficient, precise, valid and responsive adult-
and child-reported measures” in the physical, mental and social areas. These can then be applied across a
broad range of chronic conditions, including hemophilia.

GAS involves a truly collaborative approach whereby a patient works with his or her physician to
select important personal goals that are linked to the clinical or functional impacts of the patient’s condition.
An assessment of actual goal attainment is made after a predetermined amount of time. According to the au-
thors, GAS has been applied successfully in both clinical practice and research in patients with a broad range
of other chronic conditions, including dementia, diabetes, acquired brain injury and various types of physical
disabilities. One primary advantage of GAS is that it allows for the discovery of seemingly minor, though
clinically and practically significant, changes, with real-world implications for a unique individual’s quality
of life.

“We believe that this approach most directly addresses the need for personalization of outcome meas-
urement in hemophilia,” concluded the authors. “Adoption of this or a similarly qualified patient-centric out-
come measure will provide clinicians and researchers with an important innovation that addresses the con-
temporary challenge of measuring incremental but clinically meaningful improvement in hemophilia pa-
tients.”

Source: Hemophilia News Today, September 12, 2016
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Harvest Festival

The weather, again, surprised us and it was hot! Way too hot for mid October,
but no one was going to complain about a picture perfect day at Vala’s Pumpkin
Patch. Thanks to CSL Behring, Octapharma, Bayer, Superior Biologics, and Novo
Nordisk, NCHS for sponsoring our Harvest Festival. And a big thanks to Accredo for
hosting our educational portion. Who knew that you could get 30+ kids to pay atten-
tion to someone while so many awesome things were happening around them at
Vala’s.

Between eating hotdogs, visiting with friends, and exploring Vala’s, everyone
had the opportunity to learn about clean sanitation and sterile sanitation. Glitter was
thrown everywhere, while the kids figured out how germs work in the world. After the
glitter filled clean sanitation station, if your child came near you, you ended up cov-
ered in glitter. This only reinforced the teachings with the adults as well!

Following the education portion of the afternoon, we had s’mores around the
campfire. All the glitter covered children, became ooey gooey marshmallow messes
on a sugar high. We could not have asked for anything better at our Harvest Festival.
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Pfizer Cordially Invites You to Attend
An Educational Program
Featuring Gladis Murillo, RN
CNE Speaker
Overcoming Challenges
Thursday, November 17, 2016
6:00 PM Registration
Dinner and Presentation to Follow
Fireworks Restaurant
5750 South 86th Street
Lincoln, NE 68526
(402) 434-5957
Hosted by the Nebraska Chapter National Hemophilia Foundation
Please RSVP via phone or email to Maureen Grace
402-499-8025 mgrace@hemophilia.org
Thank you!

Pfizer respects your privacy. We require your RSVP for headcount only. When you
RSVP, it is not necessary to provide your name; you should simply identify yourself as
a consumer who is accepting the invitation. Pfizer’s educational programs for con-
sumers are conducted in accordance with the same high ethical standards that we ap-
ply to our programs for health care professionals. The sole purpose of consumer pro-
grams is to educate you on general healthcare issues. Pfizer cannot provide diagnosis,
treatment, or other medical advice to you. If you have any medical questions regard-
ing your own health, diagnosis, or treatment, please consult your health care provider.
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BAYER

. access solutions

Don't let insurance or financial
challenges get between you
and your treatment

Free Trial Program*

* Enroll today for up to 6 free doses’
* Delivered to your home free of charge

Access to Therapy

We might be able to provide treatment at no cost if you*:

® Experience challenges getting insurance coverage for a Bayer product
® Are uninsured or underinsured
* Are between jobs and are experiencing a gap in insurance coverage

$0 Co-pay Program®
If you have private insurance, you may be eligible for the $0 Co-pay Program.

* You may be able to receive up to $12,000 in assistance per year, regardless of income
* Assistance is awarded per patient. Multiple members of the same household can apply
® Enrollment can be completed in one short phone call

Live Helpline Support

® Consult with an expert in insurance
* Spanish-speaking Case Specialists are also available

CALL

-800-288-8374

8:00 am-8:00 pm (ET) Monday-Friday. Spanish-speaking Case Specialists are also available.

*The Free Trial Program is available to newly diagnosed patients and patients who are currently using other therapy. Participation in the Free Trial Program is limited to 1 time only. This program is
complimentary and is not an obligation to purchase or use a Bayer product in the future. Reselling or billing any third party for the free product is prohibited by law.
tThe Free Trial Program includes up to 6 free doses to a maximum of 5,000 IU for new patients and 40,000 IU for previously treated patients.

*The program does not guarantee that patients will be successful in obtaining reimbursement. Support medication provided through Bayer's assistance programs is complimentary and is not
contingent on future product purchases. Reselling or billing any third party for free product provided by Bayer's patient assistance programs is prohibited by law. Bayer reserves the right to
determine eligibility, monitor participation, determine equitable distribution of product, and modify or discontinue the program at any time.

SPeople with private, commercial health insurance may receive co-pay or co-insurance assistance based on eligibility requirements. The program is on a first-come, first-served basis. Financial support
is available for up to 12 months. Eligible patients can re-enroll for additional 12-month courses. The program is not for patients receiving prescription reimbursement under any federal-, state-, or
government-funded insurance programs, or where prohibited by law. All people who meet these criteria are encouraged to apply. Bayer reserves the right to discontinue the program at any time.

Bayer and the Bayer Cross are registered trademarks of Bayer.
© 2016 Bayer. All rights reserved.
Printed in USA 03/16 PP-775-US-0156
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NHF’s Annual Meeting

The National Hemophilia Foundation hosted their annual meeting this year in sunny Orlando, Florida in

conjunction with the Word Federation of Hemophilia’s World Congress. The Nebraska Chapter sent one
Maureen Grace and the Henson family to the Annual Meeting. Additionally, the Henry family received a

scholarship from our National office to attend as well. This year’s meeting focused on a Brighter Future

Together.

Those in attendance were able to choose from several different session tracks that included focuses on
adult men, families, industry symposiums, spouses and partners, teens and young adults, Von Wil-
lebrand Disease and Women with Bleeding Disorders.

Several new medications are coming down the pipeline and it was exciting to hear from our industry
partners where they look to be heading in the next couple years. Gene therapy was a big topic of dis-
cussion as well.

The final night was spent at Universal Studios, sponsored by BioGen. It was a wonderful evening of
food from around the world, music, rides and fun. Our families had an amazing time and learned a lot.

Save the date for the NHF Annual Meeting next year in Chicago from August 24-26, 2017.

The Hensons, featured left, enjoyed
their time at the NHF meeting along
with their two boys Max and Hayden

The Henrys, with their three boys
during NHF.
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Amelia’s Lemonade Stan

If you know kindergartners, they LOVE to have lem-
onade stands. Amelia had been dying to have one
all summer, and on her own decided to support the
Nebraska Chapter of NHF, in honor of her new baby
brother Elliott.

Through the help of her parents, Joe and Jenny Mick-
eliunas, a date was picked and word spread. Turns
out, Amelia's Lemonade Stand just so happened to
coincide with a Husker game. Despite everyone else
having plans that day to watch football, Amelia was
able to raise over $500.

Watching Amelia and her drive to support her little I :

brother, the top youth fundraiser prize was born. We e

can't wait to see what everyone can do next year, age does not matter, clearly as shown by Amelia
Mickeliunas, through the wonderful support of her parents, Joe and Jenny Mickeliunas.

Chapter of Excellence Award

The Nebraska Chapter of the National Hemophilia Foundation is a proud recipient of the Partner-
ship Chapter of Excellence Award in recognition of our chapter’s participation in shared initia-
tives, trainings and programs of NHF and our commitment to the relevance and vitality of our na-
tional chapter network as we work together to improve the lives of the bleeding disorder

community.

This award was present to the
chapter at the 2016 Annual
Meeting in Orlando, Florida.
Maureen Grace, Interim Exec-
utive Director and Dan Hen-
son, Chapter Board member
accepted the award on behalf
of the chapter. This award al-
so came with one free regis-
tration for our chapter to use
for next year’'s Annual Meeting
in Chicago!

We are proud to be a chapter
of excellence and hope to
branch out into other catego-
ries of excellence as we work
to make our chapter stronger
_in the coming years. Thank
you to everyone who made
this honor possible.
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New Research Sheds Light on Disease Suppression

Researchers from the University of North Carolina (UNC) at Chapel Hill School of Medi-
cine have published a new study suggesting that genetic material known as heterochromatin per-
forms a key role in disease suppression. The study, “Direct Interrogation of the Role of H3K9 in
Metazoan Heterochromatin Function,” was published August 2016, in the journal Genes & Devel-
opment. The new findings could have future therapeutic implications for conditions such as cancer
and hemophilia.

Heterochromatin represents one of two distinct groupings of DNA found within cells known
as chromatin. Loosely-packed euchromatin carries out several important functions, including the
efficient packaging of DNA so that it fits into the nucleus of a cell. In contrast, heterochromatin is
densely packed and relatively inactive. Both are found in chromosomes, the thread-like structures
located inside the nucleus of all animal and plant cells. DNA, which when passed from parents to
offspring, carries with it the specific genetic instructions that account for an individual’s unique he-
reditary traits.

While scientists have generally assumed that heterochromatin is responsible for controlling
gene expression and cell proliferation, UNC investigators may have assigned it some newfound rel-
evance. Using Drosophila fruit flies they demonstrated that heterochromatin actually works to sup-
press the activity of transposons, or “jumping genes,” a notable finding as these genes have the ca-
pacity to replicate and paste copies throughout the genome. By inserting themselves into certain key
genes, transposons can cause adverse cellular changes such as disrupting tumor-suppressing genes
or fragmenting DNA to destabilize the chromosome. These and other molecular level changes have
been associated with several conditions, such as cancer and hemophilia.

Lead investigator Robert Duronio, PhD, and his colleagues also discovered that heterochro-
matin form when a protein called histone H3 is chemically modified or “methylated,” a theory test-
ed in the Drosophila fruit flies. The researchers subsequently observed a 98% mortality rate
amongst the flies, which had their working H3 genes replaced with a mutant form, which allowed
the transposons to infiltrate important genes. The finding is significant as it suggests that by remov-
ing working H3 genes, investigators also eliminated the flies’ ability to produce heterochromatin
and its critical jumping gene suppressing function.

“It seems that the major role for the methylation of histone H3 that triggers this type of het-
erochromatin is to keep transposons from jumping around and screwing up the genome,” explained
Duronio.

The UNC team plans to conduct additional research to further their understanding of the bio-
logical relationship between transposons, heterochromatins and the genome. “During embryonic
and fetal development, there is normally a high-fidelity replication of the genome, and that is a sig-
nificant mechanism for repressing cancer and other diseases,” concluded Duronio. “With studies
like these, we’re understanding how heterochromatin does its job in that respect.”

Source: Science Daily, September 1, 2016



xe ELOCTATE"

[Antihemophilic Factor
(Recombinant), Fc Fusion Protein]

THE FIRST FACTOR VIII WITH
A PROLONGED HALF-LIFE

Learn how a prolonged half-life
may affect your infusion schedule

Indications

ELOCTATE [Antihemophilic Factor (Recombinant), Fc Fusion Protein] is a recombinant DNA derived, antihemophilic
factor indicated in adults and children with Hemophilia A (congenital Factor VIII deficiency) for: control and prevention
of bleeding episodes, perioperative management (surgical prophylaxis), and routine prophylaxis to prevent or reduce
the frequency of bleeding episodes. ELOCTATE is not indicated for the treatment of von Willebrand disease.
Important Safety Information

Do not use ELOCTATE if you have had an allergic reaction to it in the past.

Tell your healthcare provider if you have or have had any medical problems, take any medicines, including prescription

and non-prescription medicines, supplements, or herbal medicines, have any allergies, are breastfeeding, are pregnant
or planning to become pregnant, or have been told you have inhibitors (antibodies) to Factor VIIl.

Allergic reactions may occur with ELOCTATE. Call your healthcare provider or get emergency treatment right away
if you have any of the following symptoms: difficulty breathing, chest tightness, swelling of the face, rash, or hives.

Your body can also make antibodies called, “inhibitors,” against ELOCTATE, which may stop ELOCTATE
from working properly.

Common side effects of ELOCTATE are joint pain and general discomfort. These are not all the possible side effects of
ELOCTATE. Talk to your healthcare provider right away about any side effect that bothers you or that does not go away,
and if bleeding is not controlled after using ELOCTATE.

You are encouraged to report negative side effects of prescription drugs to the FDA. Visit www.fda.gov/medwatch,
or call 1-800-FDA-1088.

Please see Brief Summary of full Prescribing Information on the next page.
This information is not intended to replace discussions with your healthcare provider.

Blogen © 2015 Biogen. All rights reserved. Printed in US.AA. ELO-US-0492 12/15



FDA-Approved Patient Labeling

Patient Information

ELOCTATE™ /el’ ok’ tate /

[Antihemophilic Factor (Recombinant), Fc Fusion Protein]

Please read this Patient Information carefully before using
ELOCTATE and each time you get a refill, as there may be new
information. This Patient Information does not take the place
of talking with your healthcare provider about your medical
condition or your treatment.

What is ELOCTATE?

ELOCTATE is an injectable medicine that is used to help control
and prevent bleeding in people with Hemophilia A (congenital Fac-
tor VIII deficiency).

Your healthcare provider may give you ELOCTATE when you have
surgery.
Who should not use ELOCTATE?

You should not use ELOCTATE if you had an allergic reaction to it
in the past.

What should I tell my healthcare provider before using
ELOCTATE?
Talk to your healthcare provider about:

* Any medical problems that you have or had.

o All prescription and non-prescription medicines that you
take, including over-the-counter medicines, supplements or
herbal medicines.

Pregnancy or if you are planning to become pregnant. It is
not known if ELOCTATE may harm your unborn baby.

Breastfeeding. It is not known if ELOCTATE passes into the
milk and if it can harm your baby.

How should I use ELOCTATE?

You get ELOCTATE as an infusion into your vein. Your healthcare
provider will instruct you on how to do infusions on your own,
and may watch you give yourself the first dose of ELOCTATE.

Contact your healthcare provider right away if bleeding is not
controlled after using ELOCTATE.

What are the possible side effects of ELOCTATE?

You can have an allergic reaction to ELOCTATE. Call your
healthcare provider or emergency department right away if you
have any of the following symptoms: difficulty breathing, chest
tightness, swelling of the face, rash or hives.

Your body can also make antibodies called, “inhibitors,”

against ELOCTATE. This can stop ELOCTATE from working properly.
Your healthcare provider may give you blood tests to check

for inhibitors.

common side effects of ELOCTATE are headache, rash, joint pain,
muscle pain and general discomfort.

These are not the only possible side effects of ELOCTATE. Tell your
healthcare provider about any side effect that bothers you or
does not go away.

How should I store ELOCTATE?
e Keep ELOCTATE in its original package.

e Protect it from light.
* DO not freeze.

Store refrigerated (2°C to 8°C or 36°F t0 46°F) or at
room temperature [not to exceed 30°C (86°F)], for up
to six months.

When storing at room temperature:

Note on the carton the date on which the product is
removed from refrigeration.

Use the product before the end of this 6 month period
or discard it.

¢ Do not return the product to the refrigerator.

Do not use ELOCTATE after the expiration date printed on the vial
or, if you removed it from the refrigerator, after the date that was
noted on the carton, whichever is earlier.

After reconstitution (mixing with the diluent):
¢ Do not use ELOCTATE if the reconstituted solution is not
clear to slightly opalescent and colorless.

e Use reconstituted product as soon as possible.

¢ You may store reconstituted solution at room temperature,
not to exceed 30°C (86°F), for up to three hours. Protect
the reconstituted product from direct sunlight. Discard any
product not used within three hours.

What else should | know about ELOCTATE?

Medicines are sometimes prescribed for purposes other than
those listed here. Do not use ELOCTATE for a condition for which
it was not prescribed. Do not share ELOCTATE with other people,
even if they have the same symptoms that you have.

44279-02

Manufactured by:

Biogen Inc.

Cambridge, MA 02142 USA

U.S. License # 1697

ELOCTATE® is a registered trademark of Biogen.
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Help NHF improve education for men with VWD.
Please Take this anonymous Survey

S1 | WANT TO KNOW FP

L
1

To increase awareness of VWD in men, NHF is developing the men’s
section of our “Better You Know” website.

BetterYouKnow.orq is a new website for men and women who may have
symptoms of a bleeding disorder, but have not yet been diagnosed.

If you are a male who has VWD and is over 18, please take
this anonymous survey by Sunday, November 20, 2016.

By taking this anonymous survey, you are helping us make the men’s
section relevant to your needs and informing our educational program-
ming for people with VWD.

Take Survey



http://r20.rs6.net/tn.jsp?f=001OyP2IrrBXRw_zbuDyLJkGt1025ouvKK0fwsa0zgxwmslu87AqS8RsgtCiqPuwxWNna-fXZJSDl4ypbLTar0emd2sKiJrsqopEk5U0_hBQCpStzFTz9kGX_EHiogeCeWD_SFHlxFtU9aESW0_vCX9aw==&c=LbxjCEEFRfKeg7YGrtygrINqaaylpsKbt919Av2CK18li0NaPTVLhA==&ch=OliSFYkwNteBZ
https://www.surveymonkey.com/r/vwdinmensurvey
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Kid’s Corner

Getting Ready for Surgery: Help Is Nearby

Some kids who have bleeding disorders are pretty comfortable
with doctors, hospitals and even needles. Still, having a surgery
can feel scary and make you worry.

Those feelings are normal. Ask your family and your care team
about anything that concerns you. And make sure you understand
the answers. It will help you feel better, knowing what to expect.

Here are some questions you might ask before having your tonsils
out or ear tubes put in:

\
Yy

B Q: Is it going to hurt?

' Doctors and nurses have many ways to make sure you do not feel
pain during the surgery. You may be given a “general anesthesia”
~ that helps you stay asleep through the surgery. Or you may be giv-
en a “local anesthesia.” This means that the part of your body the
Illustration by John Haslam doctor is operating on does not feel anything. After the surgery, tell
your family and your doctors if you’re in pain. Your medical team
can give you medicine that helps with pain and helps you rest.

-]

Q: How long will I be in the hospital?

Your family and your doctors can answer this. How long you stay in the hospital depends on what your surgery is and
how you are healing. For some surgeries, you get to go home the same day. For others, you might stay over a few
nights.

Q: Can my parents be with me?

Parents aren’t usually allowed to come into the surgery room. But they can be with you before and afterward, when
you’re recovering.

Q: What if I’m scared?

It’s OK to be scared. Just remember: Your medical team will take good care of you every step of the way. Your fami-
ly will be close by, waiting to see you as soon as possible. Take your mind off of scary thoughts and try to feel calm.
Deep breathing, listening to music, and drawing or coloring can help you do this. Just think: Soon you’ll be home,
enjoying summer fun again.

Copyright HemAware.org July 2016
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And our Holiday Party -

December 10, 2016

Dinner will be provided

Please register online at
. “www.nebraskanhf.org
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