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We are officially well into 2017 and we are excited
for everything the chapter is doing this year to bring
you education, events, advocacy and outreach. We
are taking to heart everything you told us you wanted and are trying to make that happen. The Nebraska Chapter has been through a lot of transition in
the last couple years and we are working hard to
move in the direction our community is asking for.

We have 3 great fundraising opportunities
coming up this year, Mini Golf Fore Good, The Infusion: A Bloody Mary Mix Off and our Hemophilia
Walk. We hope you will attend these events and help
us raise funds for the organization. This money
directly benefits you allowing us to offer more
programs, send kids to camp, offer travel
grants for Washington Days and the NHF Annual
Meeting and offer fun social events.
We need your help to grow our community and make
us stronger. We are all looking forward to the rest of
2017 and everything that comes with it. I can’t wait
to see you all this year at one of our programs or
events.
-Maureen Grace
Executive Director
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BIG RED FACTOR

2017
Second Quarter Events

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
Executive Director
Maureen Grace
Development Manager
Kelsey Cunningham
Advisory Board of Directors
President - Geri Murphy
Vice President - Dale Gibbs
Secretary - Zach Blackman
Scott Gass
Dan Henson
Rebecca Runge

April 15th, 2017
Red/White Game
Oak Lake Park and Memorial
Stadium
Lincoln, Nebraska

April 25th, 2017
Shire and ARJ Hello Talk!
Biaggi’s Restaurant
(RSVP by April 21st)
May 24, 2017
Omaha Gives!
June 2, 2017
Mini Golf Fore Good!
Papio Greens Golf
Papillion, NE
June 24th, 2017
The Infusion: A Bloody Mary Mix
Off Event
Ralston Arena
SAVE THE DATE:
August 11-13th
Nebraska NHF Family Camp

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.

More Activities Coming Soon!
Watch our website for updates and register
Online!
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Richard’s Review
Richard J. Atwood
Treatment by Transfusion
The first reported successful blood transfusion in an attempt to treat bleeding due to hemophilia is truly a landmark historic event.
Samuel Armstrong Lane (1802–1892) submitted a long letter to the journal Lancet on September 28, 1840. The letter described hemorrhagic diathesis, now called hemophilia. Lane
was a lecturer on anatomy and surgery at St. George’s School in London, and had just met
a hemophilic patient.
Probably in August 1840, 11-year-old George Firmin’s father brought his son to the hospital
to undergo surgery to relieve the “deformity of squinting.” Lane performed the surgery unaware of George’s bleeding condition—and no surgeon wants to be surprised by that news.
George bled more than usual and became faint during the minor surgical operation, but
nothing else was noted. When bleeding subsided, George walked home at noon. Bleeding
from his eye began 15 minutes later and continued for six or seven hours. That evening, after 30 minutes of effort, Lane successfully halted the blood flow for a brief remission. He
then learned of George’s bleeding history.
Twice in 1836, George had been admitted to St. George’s Hospital with hemorrhages lasting
4 to 14 days after tooth loss. He also lost a lot of blood from a finger cut that was treated
with pressure. In 1839 George had what Lane called an “affection” of the knee joint, which
was treated with leeches at the hospital. Such treatment was common medical practice at
that time, even for hemophilic patients. The leech wounds on George’s skin would not easily
heal, and were treated with needles, according to Lane, and ligatures (the tying off of arteries).
Back at home after his 1840 surgery, George continued to bleed from his eye—an alarming
location for a bleed—with occasional intermissions for the next six days. The usual general
and local remedies were applied; pressure and propping the patient in an upright position
slowed the bleeding. By the sixth postoperative day, George’s skin was pale and cold, and
Dr. Lane could not feel George’s pulse at the wrist.
Lane determined that his patient was dying of hemorrhage because his blood was “less disposed to coagulate.” That evening at the Firmin home, Lane decided to transfuse blood with
the assistance of surgeon Henry Ancell (1802–1863) and in the presence of several observers. At the time, blood transfusion was a risky procedure: some patients died from infection
and reactions due to being infused with an incompatible blood type. (Blood typing before an
infusion would not be developed until 1910.)
For a list of sources used in this article, see PEN at www.kelleycom.com.
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Lane was prepared. He had already consulted the obstetrician and physiologist James Blundell (1790–1878) about blood transfusions. Lane obtained a commercially available tin-lined
brass syringe, along with a funnel designed by Blundell to collect the blood and a pipe to insert into the patient’s vein. A healthy young woman provided the blood from her arm vein.
For the actual transfusion—with no anesthesia—Lane made a one-inch incision parallel to
George’s vein at the bend of his elbow. He raised the exposed vein and opened it with a lancet (a sharp-pointed, usually two-edged instrument) before inserting the syringe pipe. The
donated blood kept coagulating, so Lane washed the syringe four times. Still, only about half
an ounce of blood could be pushed into the boy at each attempt. The young woman donated
about 10 to 12 ounces (280–340 ml) of blood, of which George received about 5 ounces
(150 ml), until the flow slowed from her arm.
Lane observed his patient for physical signs of distress. George’s pulse returned immediately. After an hour, George sat up and drank a glass of wine and water. There was no more
bleeding from his eye. The wound in his elbow healed in 10 days. George recovered his appetite and strength. He visited the country after three weeks, returning in a few days perfectly well, with his eye restored to the “straight position,” according to Lane.
The blood transfusion was successful: the patient survived, even if the procedure was crude
by today’s standards. Yet some physicians have questioned the results. In 1981 Dr. A. D.
Farr speculated that George Firmin did not have severe hemophilia, and that the lifesaving
procedure by transfusion was more significant for partially restoring blood volume and oxygen-carrying capacity than for stopping the prolonged bleeding. Then in 1988, doctors D. J.
Perry and A. MacWhannel proposed that the partial coagulation of the transfused whole
blood generated an “activated clotting-factor complex” (possibly stimulating the clotting cascade, similar to using a bypassing agent for inhibitors, though it’s unclear what the doctors
meant), rather than a rise in factor VIII.
After George’s case, Lane never published another article on hemophilia or on blood transfusions. He did not want to be considered a “specialist,” though he maintained his lucrative
practice of bladder stone surgery. And he later focused on medical education at St. Mary’s
Hospital of London.
The next report of a blood transfusion to treat hemophilia appeared in 1905, after a gap of
65 years. Part of the delay was in overcoming obstacles such as improving the equipment
and understanding blood groups for compatibility. And part of the wait was because doctors
had to progressively learn about the true cause of hemophilia.
Given the high risk of death, Samuel Armstrong Lane most likely attempted blood transfusion in 1840 as a lifesaving measure for his patient with hemorrhagic diathesis rather than
as a treatment for hemophilia. Still, we acknowledge Lane’s brave effort—which today
seems almost legendary—as the first whole-blood transfusion attempt to treat hemophilia.

Advocacy: Hill Day and Washington Days
February 22 approached us fast and we were blessed with a gorgeous day
in Lincoln advocating for our Nebraska Chapter. Prior to our Hill Day, we were
able to get a proclamation from Governor Ricketts announcing that March is
Bleeding Disorder Awareness Month. Our Hill Day was already off to a great
start! It had not been proclaimed, as Bleeding Disorder Awareness month, since
2013 in our state!
Even our tiniest advocates had a blast that day. We spent the morning
learning with Brendan from our National office how to be the best advocate for
ourselves. We went over to the capitol and were able to have a few meetings
with our representatives as well as pull numerous members out of session. By
combining both office meetings and discussions during their time in sessions,
we were able to meet with most of the Health and Human Services Committee
as well as those introducing or backing bills that could help or hinder our health
benefits.
Two weeks later, we took our stories to Washington on a large scale. Nearly 500 community members from across the country came together to share
their stories, advocate on behalf of everyone, and learn how to bring advocacy
into their everyday lives. To say Washington
Days was a success would be an understatement! The Nebraska Chapter was able to
meet with almost all of our Congressmen and
Senators. The one Congressman we didn’t
get a meeting with, we had a chance happening on the plane ride home! Everyone was
quick to take the red tie challenge to help
raise awareness about bleeding disorders,
whether in a meeting, or on the plane ride
home. It was such a great week in Washington. We look forward to continuing to grow
our advocacy program with your help.

Board Corner
Here we are, April 2017. Family Education Weekend was a HUGE success! We had more
attendees than ever before. When the education portion started, I took my post at the
registration table. My duties were answering questions and looking for Maureen. Meeting
Industry partners, answering questions and looking for Maureen. Meeting chapter families,
answering questions and looking for Maureen. I think you get the picture. While I may hold the
title of Chapter President, Maureen is the glue that keeps this Chapter running. I’m going to
look to Maureen to help us move this chapter forward.
In addition to working closely with Maureen, our Chapter just received word that we were
accepted into the NHF Board Development Summit. NHF is bringing together chapters, similar
to ours, who need to work on expanding and developing their board members. It’s perfect timing for our Chapter. The Nebraska Chapter board members can’t wait to learn and grow.
One of the takeaways from the Town Hall, held in November 2016, was that the community
wants to be more involved. If you are interested in volunteering, please contact Maureen.
There are many ways for you to become more involved. The Chapter needs help with some
administrative tasks (putting packets together, filing, mailing, etc.) to assisting at events. We
heard you. We want you to help us grow.
I want to keep my column to a few paragraphs. So I will close by saying I’m looking forward to
meeting more families this weekend at the Red/White Game. I’m very much a people person. I
look forward to meeting each member of this Chapter. I’m also looking forward to the many
events we have in the coming months.
- Geri Murphy, Board President

HTC Update with Dr. Harper
We are busy as ever. There are many new factor products that are coming onto the
market (already or soon). We are struggling to organize them. The problem we face is
that they are all very expensive and have only small differences between them. This
is causing us some concern regarding hospital formularies and the cost of maintaining a supply of all of them. Some are difficult to measure accurately and this is causing some concern. Currently, we are not using these products in our patients. As always, we appreciate your thoughts and desires regarding what factor products we
stock. We will work with the three Medicaid providers in Nebraska to be sure that we
select products that are covered.
Of special note, the My Life, Our Futures project is open for carrier testing. They are
going to recruit a total of 2000 carriers. If you are interested in participating in this part
of the project, contact the HTC.
-Dr. James L. Harper
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As I See It
Evolution of Learning: From Print to Person to Social Media
Rita Epstein

In 1988, my 14-month-old son Nathan suffered a traumatic internal bleed that caused our pediatrician
to refer us to a hematologist in New York City. At this point, I truly believed that my son only needed a
shot of vitamin K. The word hemophilia was in my vocabulary but not in my family history or experience. After all, no one in our family had hemophilia. The pediatric hematologist in New York arrived at
the official diagnosis through repeated lab work. She was not a hemophilia specialist and left us with a
very pessimistic prognosis that included head bleeds, permanent injuries, even potential early death.
I went home to read the only reference book I had in my library: a 1957 edition of Encyclopedia
Britannica. As far as I was concerned, hemophilia was a death sentence.
I immediately and thankfully called the hemophilia hotline that was in my local phone book—the
second book I referred to after the encyclopedia! Tom Harrington, “guru” of Hemophilia Association of
New York (HANY) at that time, called me back within seconds and would not get off the phone until he
updated me on 30 years of changes in the medical field. He connected me to the Regional Hemophilia
Treatment Center at Cornell Medical Center, where Dr. Margaret Hilgartner protected and advocated for
“her children.” Tom also connected me to Isabel Brach, social worker extraordinaire at HANY. These
wonderful people not only changed our lives, but I believe saved them. They talked me off the ledge.
Soon, support and information gathering and sharing began in full force, as well as a sense of collaboration and hope. In 1990, Laurie Kelley was just beginning to publish a small newsletter, PEN (in
those days, the Parent Exchange Newsletter).
Her articles, and the opportunity for me to write articles, were enormously reassuring. Then came the
books! Raising a Child with Hemophilia connected so many families with hemophilia in the United
States. Many more books followed over the years, for adults and children.
Our children now had storybooks about kids just like them. They were prepared for a slightly less
typical medical journey than most children experienced. They could share these books in their classrooms. Our children felt special—after all, books were being written about them!
New York Hospital–Cornell Medical Center created workshops, social gatherings, and mentoring
groups for parents. All of a sudden, we were nodding our heads in agreement, making eye contact, giving
hugs, and watching our children thrive. We could observe older children with hemophilia who were
healthy. We could reach out and support newer members. Our children were not alone.
National Hemophilia Foundation annual conferences became more family and child centered.
There were workshops just for children. Industry stepped up to create programs, supplies, and information that were more and more user friendly. There were smiles and laughter when we all met. There
was hope.
Then, in 2004, came social media. I respect and use social media. I consider myself technologically comfortable when researching, meeting people, and communicating on social media. But there’s a difference between reading people’s posts of despair, confusion, and fear, and hearing them on the phone
or being there to hug them and tell them it’s going to be all right. I remember calling some of my seasoned hemophilia moms early on and literally describing the bump, limp, and pain. We were all available day or night.
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As I See It
Certainly, social media has a place in our hemophilia world. We are now able to support our families
internationally. Through Facebook, emails, and other social media options, families all over the world
can share their experiences and look for support. Our village has become much larger. We are now
able to respond to a parent’s moment of utter despair in almost real time.
The Internet is filled with the good, the bad, and the ugly about hemophilia. As always, it’s imperative that we become educated consumers. We need to keep asking the hard questions: Do I have
the right to advocate for my child and request a different protocol? Can I change medical facilities?
Can I explore insurance coverage that meets my child’s unique needs? We need to feel entitled to call
and reach out to our doctors and nurses with questions and concerns. Parents have personal experiences,but the medical community has research and cutting-edge information. And we have the right to
reach out directly to the pharmaceutical companies. For example, some of my more informative discussions have been with patient representatives in those companies.
We also need to continue to reach out in person and through published books. When our children are diagnosed, we have the opportunity to become active in our local organizations. We can be
present.
We all react to the diagnosis differently in our personal journeys. We need printed materials
based on research and experience. We need each other. Ultimately, we need human contact. Living
with a bleeding disorder is not a journey for the faint of heart. It takes courage and requires human
support. Social media allows us to connect through time and space. We are 21st-century families and
have so many more options than our children did years ago.

Omaha Gives! 2017
Mark your calendars, tell your friends, Omaha Gives is May 24! This is
a 24 hour giving period, where the Nebraska Chapter will have the opportunity to win more money and other opportunities over the course of
24 hours through your giving!
Please check out the link and share
with everyone. This is another great
opportunity to gain awareness for the
Nebraska Chapter in the community
through the amazing media coverage
during this 24 hours period.

https://www.omahagives.org/
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Advocate for your Community in your Hometown
The United States Congress will be in recess for the next two weeks, which means that your members of
Congress will be home in their districts and will likely hold town halls and other public events. Now is the perfect time to advocate for the community in your own backyard.
Here’s what to do:

1. First, find out when your Senators and/or Representative will be holding a town hall or other event. The
easiest way to do this is to call your members of Congress’ local offices: introduce yourself as a constituent
and say that you want to know whether your Senator or Representative plans to hold any local, public events
while home for the Congressional recess. You can also check their social media accounts.
2. Once you find out about an event, please share it with your local bleeding disorders community, chapter,
and NHF.
3. When you attend, please use NHF’s talking points about the ACA repeal and replace legislation (the
American Health Care Act) and the proposed cuts to the Maternal and Child Health HTC funding program.
More information may be found in the documents links below.
Talking Points on the American Health Care Act (AHCA)




As a member of the bleeding disorders community, you want to discuss the AHCA.
We oppose the bill because it repeals the current ACA definition of essential health benefits (EHBs).
EHBs ensure access to comprehensive coverage and several ACA policies, including the elimination of
lifetime limits, only apply to services defined as EHBs. The EHB language could make the ban on lifetime caps meaningless.
 We are also very concerned about the AHCA’s Medicaid policies, since approximately 1/3 of our community is insured by Medicaid. The bill’s changes to Medicaid financing would lead to many individuals
in our community losing their coverage if states limit benefits, impose higher cost-sharing and/or reduce
eligibility in the face of budget cuts.
 Please vote NO on the bill.
Talking Points on Potential Cuts to the HRSA Hemophilia Program



We oppose President Trump’s proposed cuts to fiscal year 2017 funding for the MCH/SPRANS program that provides grants to Hemophilia Treatments Centers (HTCs). Tell them the name of the HTC
where you or your family member receives care.
 Ask them to support current funding levels for HTCs funded by the MCH/SPRANS program and
CDC.
 The national network of HTCs provides expert, comprehensive care to people with hemophilia and
other bleeding disorders. Any cuts to HTC funding would jeopardize the health of our vulnerable patient
community.
 Please oppose President Trump’s proposed cuts to MCH/SPRANS and maintain current
funding levels for both federal programs that support HTCs.
4. If you can attend an event, share what you learned with your local chapter and NHF.
If you learn of an event or have any questions about NHF’s policy efforts, please email us
at: advocate@hemophilia.org
https://www.hemophilia.org/Newsroom/Advocacy-Legislative-News/Advocate-for-the-Community-in-Your-Hometown
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Family Education Weekend Overview
On March 25th, 25 families attended our Family Education Weekend hosted at the
Embassy Suites in Downtown Lincoln. Attendees were split up into three groups,
youth, teens and adults to make the best of the learning experiences. Kids learned
about dental and bike safety with Accredo and had a fun field trip to the Lincoln
Children’s Museum. Our teens had a trust building fun day at the UNL rock climbing wall followed by a presentation on why failure is an option by NHF and determining how they wanted their teen program without the organization to look. Adults
and caregivers were able to learn about insurance changes in 2017, an update
from Dr. Harper from the HTC, how to safely search for medical information on the
internet, women in hemophilia, dealing with 504s in the schools and so much more.
Families were able to finish out the day with an infusion clinic led by Noel Minor of
NCHS with help from several nurse partners. The infusion clinic was a great opportunity for youth to learn or brush up on how to self infuse, new caregivers to get
more comfortable with infusions and for those who are comfortable to show off their
stuff.
During dinner, Nebraska NHF was proud to honor our award winners for 2016.


Board Member of the Year: Geri Murphy



Carl and Sharon Clark Service Award: Barb and Mark Henry



Industry Partner of the Year: Bayer Healthcare



Home Health Care Company of the Year: CVS Specialty

We finished the long day by dancing the night away with a DJ and photo booth.
Both the kids and adults had a fun time cutting a rug with all the glow sticks!

A HUGE thank you to our sponsors who make this weekend possible every year.


CSL Behring



OptionCare



AxelaCare



Bayer HealthCare



BioRX



Octapharma



Bioverativ



NovoNordisk



Grifols



Aptevo



NCHS



ARJ Infusion



Shire



CVS Specialty



Superior Biologics



Accredo



Pfizer



BioEthics Advantage



HPC Pharmacy
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Education Weekend Photos!
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Kid’s Corner
When Your Sibling has a Bleeding Disorder
If you have a brother or sister with a bleeding
disorder, you probably have a lot of questions.
You may wonder if you will get a bleeding disorder, too. If you have a small bruise or bleed
and worry it might mean you have a bleeding
disorder, ask your parents about it.
You may also wonder what it’s like to have a
bleeding disorder. Does your sister have a special doctor? Do those needles hurt? Maybe you
worry about what games are safe to play with
your brother or sister.
Illustration by John Haslam

The more you know about your sibling’s bleeding disorder, the less you will feel
afraid or anxious.
Here are some other ideas that may help you and your family:
Learn more. Find out about your sibling’s treatment. Or just be there when your
brother or sister wants to talk about it.
 Share your feelings. Talk to your parents if you’re scared or if you feel like you
don’t get much attention. Those feelings are normal. Usually it feels better to share
your feelings with others than to bottle them up inside.
 Do things you enjoy. Your parents may encourage you to do things with your
brother or sister, as long as they’re safe. But it’s also OK to want to do things your
sibling can’t, like play basketball or ice skate. Talk to your mom or dad about trying a
new hobby or sport—just for you.


At times, your brother or sister will need extra attention. Sometimes it may even
seem as if your sibling gets all the attention. But remember that your parents are doing their best to love and support everyone in your family, including you.
Copyright HemAware.com October 2016
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Mini Golf Fore Good
Friday, June 2, 2017
Papio Greens Golf Center
__________________________________
Registration is NOW OPEN!

Kids 5 and Under– Free!
Ages 6-18- $10
Adults 10+- $20
*Includes your registration, dinner and a t-shirt! Proceeds benefit the Nebraska Chapter of NHF.

Register at www.nebraskanhf.org

The Infusion: A Bloody Mary Mix Off
Saturday, June 24th
The Ralston Arena
10 am– 1pm
The Infusion: A Bloody Mary Mix off is now in it's second year. Join
us for brunch and Bloody Mary's from some of Omaha's greatest
bars. Try each bar's personalized Bloody Mary and tell us your
favorite. We will be awarding 2017's best bloody mary at the event.
Bring your friends, enjoy some tasty drinks and brunch while
supporting the Nebraska Chapter of the National Hemophilia
Foundation. Must be 21+ to attend.
Early Bird Tickets: $35
Regular Admission: $40
Designated Driver: $20
Buy Tickets on Eventbrite here!

