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Education Dinner & Mini-Golf
at the Mall of Americal

A large group of Italian food lovers

HFMD MISSION and mini-golf aficionados gathered at
To meet the needs .
and to enhance the Tu001'Ber'1ucch Restaurant gt the Mall of
quality of life for America in October at the invitation of
persons living with s
hemophilia, related Pfizer’s, Deb Melhado, and the HFMD.
inherited bleeding While the group of over 40 people
disorders and their . d a fresh salad and .
complications. enjoyed a fresh salad and appetizers,

Gladys Murillo, RN, began a presentation
on living a healthier lifestyle through
physical fitness and nutrition. The dinner
continued with chicken marsala, beef
lasagna, and eggplant parmigiana making
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wrapped up the presentation and it was
time for the group to work off a few
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Junior National Championships (JNC)

Each fall CSL Behring hosts a unique sports related event known as the
Junior National Championships (JNC). The participants are children with
bleeding disorders who enjoy playing baseball or golf. Each NHF affili-
ated chapter like the HFMD is invited to nominate one child for golf and
one for baseball, or two nominees for one sport.

This past fall October 23-25, the event was held in Phoenix, AZ. It opens
with separate baseball and golf clinics where the fundamentals of each
sport are emphasized in addition to the youth participants taking batting
practice, fielding ground, balls, time on the driving range, and putting
greens. The clinics are led by former professional golfers and semi-profes-
sional baseball players who also have bleeding disorders.

After two-days of fun-filled clinics and time for the kids to get to know
each other over meals, it is time for the skills competitions to begin. Each
participant is rated and the top 3 winners are announced in each sports for
awards. An award is also given for good sportsmanship. HFMD’s partici-
pants this year were two enthusiastic baseball players; Nathan Miller &
Christian Germain. “I had fun playing baseball and participating in the
competitions in Arizona. It was fun to meet the athletes and kids with
hemophilia from other states. Thanks to CSL Behring.” Nathan Miller

“They had 107 athletes attend, 60 out of 67 chapters were represented,
even Hawaii and Alaska. It was amazing to be a part of this event. Thank
you really doesn’t cover it, but nonetheless, Thank You from our hearts. It
was an amazing experience for Christian, and our family, and one we will
never forget.” Tresa Germain, Mother of Christian Germain.
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“Results are statistically significant with a 95% confidence interval with a 6.5% margin of error and are based on a blinded national survey of 75 HTC-based Hematologists from a fist of federally and
non-federally funded HTCswithin the US, conducted andvalidated by a reputable, independent third party, Adivo Associates LLC, on behalf of Grifols UsA from October 2004 - January 2015, In order
toqualify e complete the survey, Hematologistswere rigorolshy screened according to market research standards having the necessary experience in the relevant treatment segment. Respondents
viere asked to assume no difference in terms of avallability, cost, and reimbursement when indicating their most preferred plasma-derived FVIIi brand

HTC=Hemophilia Treatment Center; pdFVIll= plasma-derived factor VIl

Indications
ALPHANATE® (antihemophilic factor/ven Willebrand factor complex [human]) is indicated for:
« Control and prevention of bleeding in patients with hemophilia A

« Surgical and/cr invasive procedures in adult and pediatric patients with von Willebrand disease (VWD) in whom desmopressin
(DDAVPE) is either ineffective or contraindicated. Itis not indicated for patients with severe VWD (Type 3) undergoing major surgery

Important Safety Information
ALPHANATE is contraindicated in patients who have manifested life-threatening immediate hypersensitivity reactions,
including anaphylaxis, to the product or its components.

Anaphylaxis and severe hypersensitivity reactions are possible. Should symptoms occur, treatment with ALPHANATE should
be discontinued, and emergency treatment should be sought.

Development of activity-neutralizing antibodies has been detected in patients receiving FVIIl containing products. Development
of alloantibodies to VWF In Type 3 von Willebrand disease (VWD) patients has been occasionally reported in the literature.

Thromboembolic events may be associated with AHF/AVWF Complex (Human) in VWD patients, especially in the setting of known risk factors.
Intravascular hemolysis may be associated with infusion of massive doses of AHF/VWF Complex (Human).
Rapid administration of a FVIIl concentrate may result in vasamotor reactions.

Plasma products carry a risk of transmitting infectious agents, such as viruses, and theoretically, the Creutzfeldt-Jakob disease
(CJD) agent, despite steps designed to reduce this risk.

The most frequent adverse events reported with ALPHANATE in »5% of patients are respiratory distress, pruritus, rash,
urticaria, face edema, paresthesia, pain, fever, chills, joint pain, and fatigue.

Please see brief summary of ALPHANATE full Prescribing Information on adjacent page.

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.
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ALPHANATE®

Antihemophilic Factor/von Willebrand
Factor Complex (Human)

HIGHLIGHTS OF PRESCRIBING INFORMATION

These highlights do not include all the information needed to use
Alphanate safely and effectively. See full prescribing information
for Alphanate.

ALPHANATE (ANTIHEMOPHILIC FACTOR/VON WILLEBRAND
FACTOR COMPLEX [HUMAN])

Sterile, lyophilized powder for injection.
Initial U.S. Approval: 1978

Alphanate is an Antihemophilic Factor/von Willebrand Factor
Complex (Human) indicated for:

* Control and prevention of bleeding in patients with hemophilia A.

* Surgical and/or invasive procedures in adult and pediatric patients
with von Willebrand Disease in whom desmopressin (DDAVP) is
either ineffective or contraindicated. It is not indicated for patients
with severe VWD (Type 3) undergoing major surgery.

For Intravenous use only.

Alphanate contains the labeled amount of Factor VIII expressed in
International  Units  (IU) FVIll/vial and wvon  Willebrand
Factor:Ristocetin Cofactor activity in IU YWF:RCo/vial.

Hemophilia A: Control and prevention of bleeding episodes

* Dose (units) = body weight (kg) x desired FVIII rise (IU/dL or
% of normal) x 0.5 (IU/kg per IU/dL).

* Frequency of intravenous injection of the reconstituted product is
determined by the type of bleeding episode and the recommen-
dation of the treating physician.

von Willebrand Disease: Surgical and/or invasive procedure in
adult and pediatric patients except Type 3 undergoing major

surgery

* Adults: Pre-operative dose of 60 IU VWF:RCo/kg body weight;
subsequent doses of 40-60 IU VWF:RCo/kg body weight at
8-12 hour intervals post-operative as clinically needed.

* Pediatric: Pre-operative dose of 75 IU VWF:RCo/kg body weight;
subsequent doses of 50-75 IU VWF:RCo/kg body weight at
8-12 hour intervals post-operative as clinically needed.

* Alphanate is a sterile, Iyophilized powder for intravenous injection
after reconstitution, available as 250, 500, 1000, 1500 and
2000 1U FVIII in single dose vials.

CONTRAINDICATIONS

* Patients who have manifested life-threatening immediate hyper-
sensitivity reactions, including anaphylaxis, to the product or its
components.

= Anaphylaxis and severe hypersensitivity reactions are possible.
Should symptoms occur, treatment with Alphanate should be
discontinued, and emergency treatment should be sought.

= Development of activity-neutralizing antibodies has been detected
in patients receiving FVIIl containing products. Development of
alloantibodies to VWF in Type 3 VWD npatients has been
occasionally reported in the literature.

e Thromboembolic events may be associated with AHF/VWF
Complex (Human) in VWD patients, especially in the setting of
known risk factors.

e |ntravascular hemolysis may be associated with infusion of
massive doses of AHF/VWF Complex (Human).

e Rapid administration of a FVIIl concentrate may result in
vasomotor reactions.

* Plasma products carry a risk of transmitting infectious agents,
such as viruses, and theoretically, the Creutzfeldt-Jakob disease
(CJD) agent, despite steps designed to reduce this risk.

ADVERSE REACTIONS

The most frequent adverse events reported with Alphanate in > 5%
of patients are respiratory distress, pruritus, rash, urticaria, face
edema, paresthesia, pain, fever, chills, joint pain and fatigue.

To report SUSPECTED ADVERSE REACTIONS, contact Grifols
Biologicals Inc. at 1-888-GRIFOLS (1-888-474-3657) or FDA at
1-800-FDA-1088 or www.fda.gov/medwatch.

wavenansnmesnenss USE IN SPECIFIC POPULATIONS ---eevceememnneaneas
e Pregnancy: No human or animal data. Use only if clearly needed.

e Pediatric Use: Hemophilia A - Clinical trials for safety and
effectiveness have not been conducted. VWD - Age had no effect
on PK.

GRIFOLS

Grifols Biologicals Inc.
5555 Valley Boulevard
Los Angeles, CA 90032, U.S.A.
U.S. License No. 1694

3041048-BS
Revised: 06/2014




GENEALOGY

My mother’s father, Col. Ben Starkey, passed away in 1982 at 86 years of age: he lived a long life in spite of
having Hemophilia-B. I remember him telling me when I was a boy, “You and I have to be careful.” He was
a sort of living history book, connecting me to family members past who also wrestled with Hemophilia, and
whose struggles were much worse than mine: they made full lives for themselves with no factor products.

His life also overlapped the reign of Queen Victoria of England: she reigned from 1837 to 1901, and she is
probably one of the most famous people connected to Hemophilia. She interests many of us because she, like
nearly a third of us, became a carrier of Hemophilia through a genetic mutation, and her royal descendants, who
married into the royal families of Europe, brought Hemophilia into these families as well.

A great Wikipedia article reports that these families probably don’t carry Victoria’s Hemophilia gene today,
though there is a remote chance that a couple of descendants may possibly have it. This Wikipedia article also
reports that genetic tests on the remains of Alexei, the famous son of the last Russian Czar and one of Victoria’s
daughters, carried Hemophilia B, though we long believed that Victoria’s gene was for Hemophilia A. You can
find this and other related articles by Googling for “Queen Victoria Hemophilia site:wikipedia.com”.

I like to think that America’s revolutionary war introduced the notion that how you rise above your challenges
defines you, instead of who your parents happened to be. As a result, your family tree and mine are valuable,
even if none of us are monarchs.

There are lots of great applications and websites (ancestry.com and others come to mind) for building your
family tree, though it isn’t clear to me that these apps and sites are especially great at tracking inherited traits like
bleeding disorders. Instead, I like to draw my family tree on paper, at least as a start, using a style well known to
genealogists.

Using this diagramming technique, here’s a man and a woman:

George Gracie

In this diagram, George and Gracie are marriea:

George Gracie

And let’s say that they have three children:

George Gracie

)

Michael Hope Phillip

Continued on next page...




Let’s suppose that Gracie carries Hemophilia A, one of the many X-linked recessive genetic disorders (color
blindness being another), which means that each of her children has a fifty-fifty chance of receiving her X
chromosome programmed for Hemophilia A. George and Gracie’s family tree might look like this:

L 7

George Gracie

4 A

Michael Hope Phillip

Gracie and Hope have one X chromosome programmed normally and one programmed for Hemophilia-A, so
their shapes have one line through them to indicate this. Phillip, as a male, has only one X chromosome, and the
one that he received from Gracie is the same one that Hope received: the one programmed for Hemophilia A.
Since that is his only X chromosome, his shape has several lines through it, indicating that he has Hemophilia A.

Family trees that follow the transmission of X-linked recessive inherited traits like Hemophilia tend to follow one
side of the family: in this case, Gracie’s, since Hemophilia A traveled through her family:

Z

Ross Rachael

7

Jane George Gracie Lisa

4 U

Michael Hope Phillip

Notice that George’s shape’s only connection shows his marriage to Gracie: his siblings and parents aren’t
represented here. In this diagram, Rachael passed her Hemophilia-A-programmed X chromosome to (only)
Gracie.

When you create your family tree, you can ask your HTC for help. There are also few good explanations for
X-linked recessive inheritance, such as this one on Wikipedia:

https://en.wikipedia.org/wiki/Sex_linkage
Diagrams like these can trace the travel of inherited bleeding disorders back through as many generations as your
relatives’ memories and notes can go. Your ancestors lived with a bleeding disorder, and you can, too: you can

shine for them, and keep their memory alive.

By Donald Glascock, HFMD Board Secretary




o ELOCTATE®

[Antihemophilic Factor
(Recombinant), Fc Fusion Protein]

THE FIRST FACTOR VIIWITH
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 Vill 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 symptams: 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 U.SA. ELO-US-0482 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 ELOCGTATE?
ELOCTATE is an injectable medicine that is used to help control and
prevent bleeding in people with Hemophilia A (congenital Factor 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 | tell my healthcare provider before using ELOCTATE?
Talk to your healthcare provider about:
¢ Any medical problems that you have or had.
= 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 | 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?
Common side effects of ELOCTATE are joint pain and general
discomfort.
Allergic reactions may occur. 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, which may stop ELOCTATE from working properly. Your
healthcare provider may give you blood tests to check for inhibitors.

How should | store ELOCTATE?
» Keep ELOCTATE in its original package.
¢ Protect it from light.
* Do not freeze.
 Store refrigerated (2°C to 8°C or 36°F to 46°F) or at room
temperature [not to exceed 30°C (86°F)], for up to six months.
* When storing at room temperature:
o Note on the carton the date on which the product is removed
from refrigeration.
o 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.
* 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.

Manufactured by:

Biogen Idec Inc.

14 Cambridge Center, Cambridge, MA 02142 USA
U.S. License # 1697

44279-01

ELOCTATE™ is a trademark of Biogen Idec.

Issued June 2014




A Tribute to Joni Osip

The HFMD could not carry out the quality of
programs and service that we provide without
the close collaboration and support of our
affiliated Hemophilia Treatment Centers. Joni
Osip, (RN) has pioneered and exemplified
what clinic staff do for this bleeding disorders
community through the HFMD.

Joni has led countless education presenta-

tions from pain management to the benefits

of good nutrition and fitness for hundreds of
HFMD members over the years at our Annual
Meeting, Family Education Events, and Blood F
Brotherhood programs. At clinic and through =%
presenting at HFMD events, Joni has helped . 3
our members and families to become so well o
informed on medical treatment and better
health. As a camp planner, and as a volunteer
during our camp session; Joni also played a
key role in making HFMD camp such an amazing experience for children with bleeding disorders.

As Program Manager of MHealth several years ago (formerly U of MN Medical Center, Fairview),
Joni helped to create and launch our Men’s Night Out program, which evolved into our current Blood
Brotherhood program for adult men with bleeding disorders. With nearly 35 years of award-winning
caregiving for so many HFMD members, Joni has treated some from birth to the present.

“She’s been one of the most consistent and stablizing influences throughout my childhood and young
adult years. During the very difficult years of Hemophilia’s history, Joni Osip provided professional
and emotional support to my family and many others. I hope people reading this understand Joni’s
impact on the community, and what a loss it will be to no longer have her part of the day to day oper-
ation of the HTC and to those who will not receive her care in the future. You are one of the best and
I will miss the hugs at the comprehensive clinics and all of the support. You will be missed.” Casey
MacCallum (HFMD Board Vice President)

As a result of her dedication to patients and exemplary skill as a nurse, Joni Osip was awarded the
National Hemophilia Foundation “Nurse of the Year” in 2007. As Program Manager during that time
at the clinic, Joni also substantially increased the U of MN annual donation to the HFMD. In addi-
tion, Joni also served on the HFMD Board for over 3 years. Joni has been a big part of this organiza-
tion’s success for many years. After 35 years at the U of MN clinic (MHealth), Joni Osip is going to
work as a Clinical Support Specialist — Hematology for Bayer.

By Jim Paist
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Group Fitness Event at Pinz in Oakdale

Who doesn’t love bowling, pizza, and lazar tag? The HFMD returned to Pinz for another Fall group
fitness activity. Over 50 HFMD members came out to roll strikes, spares, and yes; a few gutter balls
here and there.

Physical Therapist Cheryl Hansen from Children’s Hospitals and Clinics opened the day by get-
ting our group limber and stretched out with jumping-jacks, toe-touchers, and deep arm stretches.
HFMD families from Minnesota and Western Wisconsin also had plenty of time to mingle, eat
pizza (& salad) share stories, and catch up in between the thunderous sounds of crashing pins.
Parents, children, and blood

brothers bowled for more than
two hours before playing some : _ AR]J Infusion Services
hard core lazar tag. After a good l: 5 YEARS specializes in treating hemophilia,
hour of zapping each other, the w " Von Willebrand disease and platelet
event winded down. Members X Don'tlet disorders in children and adults.
from Mayo Clinic, MHealth, Hemophilia
and Children’s all came together
to make this another fun-filled sto_n Vl!ll from
event. Special thanks to Cheryl enjoying inis
Hansen, Dr. Susan Kearney, and RAZY
Stephanie Davis of Children’s FU N
Hospitals & Clinics for helping journey called
LIFE.

We dispense specialty medication in
Minnesota and the Dakotas. This allows
faster and more convenient care for you.

Receiving infusion treatment in the
comfort of your own home leads to
increased freedom and better
quality-of-life.

o (866) 451-8804 // arjinfusion.com

to make the event a success!
By Jim Paist
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Sled Hockey Puts Hemophilia on Ice

Student doesn’t let his bleeding disorder call the shots
By Beth Marshall | 11.18.2015

In each issue of HemAware, we spotlight people in the bleeding
disorders community. Here, we talk with Justin McClanahan, a 29-
year-old from Rochester, Minnesota, about his involvement with the
Rochester Mustangs, a sled hockey team. Justin has severe
hemophilia A.

How does sled hockey differ from regular hockey?

It's adaptive hockey. So you sit in what’s called a sled, with two
blades in the back and a rubber guide in the front. You have two
shortened sticks, which have ice picks on one end and regular
hockey sticks on the other end. You use the ends with the picks to
propel yourself and the other ends for shooting and puck handling.

How did you get involved with the Rochester Mustangs?
| grew up as an athletic kid and was on a basketball team when |
was around 11 or 12. But because | had so much joint damage from
Justin McClanahan of the Rochester Mustangs early bleeds, | really wasn't able to play team sports after that.
practicing his puck-handling skills. Seven years ago, | had my right knee replaced, and last December |
had my left ankle fused. | felt like | was never going to be able to find
something to play until a buddy of mine who plays in an amateur adult league picked up a flyer for the Rochester
Mustangs and gave it to me. Two weeks later | went to their board meeting, and two weeks after that | was learning
how to play.

Tell us about the players on your team.

We have 11 players on the team, all with some sort of disability. We have several players with spinal cord injuries,
who are paralyzed from the waist down. The youngest player on our team is 9 years old and he lost his legs in an
accident. And then there’s me—Ileft ankle fusion, right ankle replacement and severe hemophilia.

Why do you believe that participating in a sport like sled hockey is important for people with
disabilities?

Everyone on the team has his own unique story about why he’s in that sled, and they’re all stories about having
something being taken from you. When I'm playing, | feel like I'm taking something back that my disability has robbed
me of. That's the great thing about team sports, especially when you have a disability. It gives you back that feeling of
control. When we’re on the ice, everyone is equal. Everyone is just part of the team.

How are you getting the word out about this new league?

We're going to be playing a few exhibition games against teams with able-bodied players who will be using sleds.
We're excited about one in February, where we’ll play against local celebrities, like radio hosts and the chief of police.
I've started Facebook and Twitter accounts for the Rochester Mustangs to try to raise our profile. I'm going to school
for public relations, so I'm trying to use the skills I'm learning in school to help raise the profile of the team. Hopefully,
people who may have felt that they could never play a team sport can find us and join.

Why do you feel it’s important for people with bleeding disorders to participate in sports?

| was born before prophylaxis became standard treatment for kids, so | didn’t start it until | was about 6 years old. By
that point, | had already developed arthritis in my joints. But there are so many kids now who, because of good
products and prophy, have no reason not to find a safe way to be active. | never wanted to let hemophilia run my life.
By keeping active and keeping your muscles and joints strong, you can be in charge of your own life, rather than
letting hemophilia dictate what you can do.

Courtesy HemAware Magazine, National Hemophilia Foundation
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The HFMD gratefully
acknowledges our donors
who have given so
generously. These are
donations received from
January 1, 2015 through
December 31, 2015.

If you have made a donation

and your name is not listed,
please contact HFMD.

Individual Donors on Page 14

Hemophilia Treatment Centers
(Tri-State Area)

Sanford Health, Sioux Falls, SD Region
South Dakota Center for Bleeding Disorders
1600 West 22nd Street

P. O. Box 5039

Sioux Falls, SD 57117

605-312-1000

Mustafa Barbour, MD, Program Coordinator
KayeLyn Wagner, MD
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Kasey Gauthier, RN, CPN, CPHON

Grant Boltjes, PT
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Mayo Comprehensive Hemophilia Center
Mayo Clinic

Mayo 10-75E

200 First Street SW

Rochester, MN 55905

507-284-8634 or 1-800-344-7726

brown.heather@mayo.edu
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Renata Ducharme, Secretary

Organizational Contributors:

$40,000 and up
Children’s Hospitals & Clinics of MN
University of Minnesota Fairview

$20,000 - $39,999

Baxalta

Community Health Charities
Mayo Clinic

$14,000-19,999
Novo Nordisk
Pfizer

$9,000 - $13,999
Bayer Healthcare
CSL Behring
CVS Caremark
Emergent
Express Scripts

$3,000 - $8,999

ARJ Infusion

Biogen

BioRx

Factor One Source

Grifols

Hemophilia Alliance Foundation

Center for Bleeding and Clotting Disorders
University of Minnesota Medical Center, Fairview
420 Delaware Street SE - MMC 713

B549 Mayo Building

Minneapolis, MN 55455

612-626-6455

Mark Reding, MD

Helen MclIntyre, MBA Program Manager

Ricky Chan, PA-C

Joni Osip, RN, MS, NP-C

Susan Curoe, RN, MS

Vicky Hannemann, RN, BSN

Kerry Hansen, RN, BS

Kim Baumann, MPT

Amy Schadewald, MSW, LICSW, ACM

Amy Gilbertson, CPhT, Pharmacy Coordinator

Colleen Wherley, Genetics Counselor

Shannon Maloney, Administrative Secretary,
Data Coordinator

Hemophilia and Thrombosis Center
Children’s Hospital and Clinics of Minnesota
(CHCMN)

2525 Chicago Avenue, CSC-175

Minneapolis, MN 55404

612-813-5940

angela.boyd@childrensmn.org

Susan Kearney, MD Medical Director
Margaret Heisel Kurth, MD

Stephanie Fritch Lilla, MD

Steve Nelson, MD

Michael Sprehe, MD, MPH

Angela Boyd, MBA Program Coordinator
Kim Jacobson, RN, CPNP

Jocelyn Gorlin, RN, CPNP

Jane Hennessy, RN, CPNP, MPH

Kristen Appert, RN, CPNP

Sue Purdie, RN, BSN

Linda Litecky, RN

Nicole Leonard, RN, BS

Cheryl Hansen, PT, CLT

Jill Swenson, LICSW

Chelsy Jungbluth, Genetics Counselor
Jennifer Lissick, PharmD

Rachel Primmer, RDN, LD Dietician
Stephanie Davis, Administrative Assistant

Octapharma
Option Care
Tri to Change the World

$1,000 - $2,999

Accredo

Axelacare

Great Lakes Hemophilia Foundation
Hemophilia Federation of America
Kedrion

Maguire Agency

Mid-West Cornerstone

Superior Biologics

$500 - $999

Deano’s Collision and Mechanical

National Coatings & Supplies/Norton Abrasives
Thomson Reuters

Up to $499

Biebl Concrete

Crest Healthcare Supply
Merjent, Inc.

Jet Sewer Service

Midwest Frac

Noridian Employee Credit Union
Northern Force Dance Company
Richard Schmitt, CPA

United Health Group
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Invividual Contributors

$1,000 and Up
Bev Burke

Troy & Stacy Gleason
John & Nancy Golden
James & Kristy Heer

Jai & Carrie Kissoon
Roxanne Makepeace

Patrick McNamee

Pat & Amy O’Malley

Scott Rappa

Carol Tucker (2014 omission)

$500 - $999

Susan Bickmore

Chris Collins

Tim & Diane Boonstra
Dusty & Bethany Diekman
Pat & Julie Dorsey
Jolene Galegher

Donald Glascock
Jonathan & Aimee Grant
Barb Henderson

Jeff & Char Kandt
Randy & Laura Halter
Michael Johnson
Andrew Lawrence

Jim & Stephanie Miller
Diana Nelson

Larry & Maria Patterson
Tom & Karen Pettyes
Aaron Reeves

Dr. Kearney & Dr. Rothaar
Jon Schlosser

Theresa Schneider

Tom Tiegen

Tom & Cheryl Wistrom

$200 - $499

Andy Acello

Jon & Beth Andersen

Ken &n Alix Behm

Karen Bohrer

In memory of Martha Richter
Jennifer Breitinger

Joan Cass

Perry & Stacie Cowen
Lisa Dahl

Jason & Helen Dohm
Greg & Rhonda Gilmer

In memory of Paul Gilmer
Tom & Barb Greenslit
Alfred & Vicky Hanneman
Deon & Kathy Kissoon
Larry Kruse

Sarah Langhout

Annie Ly

Joel & Kris Manns

Bill Metz

Tim & Patti O’Brien
James Paist

Jennifer Paist

Mike & Shirley Propp
Mike Ragan

Dave & Kristina Rauenhorst
Paige Reeves

Bob & Jill Riley

Sandra Schlosser

Jeff Schmidt

Jon Schulte

Bob Tinklenberg
Christian Twiste

In memory of Paul Gilmer
John Wetzel
Mike Wheeler

$100 - $199
Mike Acello
Charles Amberg
Goran Bistric
Angela Boyd
Nathan Bremer
Joelene Buchunas
Deann Burke
Christina Chan

Carl Dietz & Sylvia Christianson

Frank Kurth & Margaret Heisel-Kurth

Estate of Margaret (Peg) Vogelgesang

...Contributions continued from previous page

Charles Christenson
Jenny Cosgrove
Kenneth Cox

Phil & Sue Curoe

Janel Dressen

John & Amy Eckerman
Jeff Fahrenbruch

Nicole Fietz

Rachel Froud

Paul Gonyea

Jeanette Gutteridge

Kim Isenberg

Paul Jaworski

Rick & DeeDee Johnson
David & Brianna Jordan
Jason Kalenborn

Dan & Sara Kallberg
Dana & Ashley Kinsella
Joel & Lori Kunkel

Deb & Matt Lamb

Mark Lis

Casey & Erica MacCallum
Erica Margolis

Deb Melhado

Shannon Meuwissen
Michael Mullery

Evan Naumann

Ron & Val Nielsen
Nancy Nolan

Joe Nowotny

Sean Nugent

Gary & Betty Ouellette
Joel & Lori O’Kane
Ben Olson

Ryan Padilla

Nishil Patel

Nancy Rader

In memory of Paul & Doris
Gilmer

Ron & Kathleen Reeves
Tracy Rhyne

Anita Rouse

Kip Russell

In dedication to Gunner &
Dillon Bakke

Jan Rygh

Mike Scantlin

Todd Selbitschka

David Singer

Paul Skoog

Monte Smith

Stephen Stouder

Dan Tinklenberg

Elwen & Terry Tinklenberg
Greg Tripp

Barry & Heather Vaughan
Aaron Wahl

Brian Zeuli

$50 - $99

Brenda Adamson
Beth Anderson
Jessica Anderson
Kim Baumann
Greg Beinlich
Stacie Bernhoft
Judi Bohm

Jay Boyle

Eva Breitinger
Phyllis Bunker
Shawn Buryska
Dave Diederichs
Linda Donley
Traci Downs
Alan Dubla
Kathy Dufour

Jim & Mary Gage
Barbara Gallagher
Larry & Patty Gavin
Linda Grabow
Dayna Hansen
Matthew Hanson
Dan Harke

Kurt Hazekamp
Krystle Hoppe
Katie Hughes
Mark & Rebecca Hunter
Jessica Hutchison
Mark Iverson

Merle Kappelmann
Alayna Kelley

Dave Kepler

Aran Kissoon

Angie Klersy

Bob Kubitschek

Rich Lanz

Donald Leick

Jessica Libby

on behalf of Nathan Kvittem
Lisa Linn

Craig Looney

James & Nancy McConachie
Helen MclIntyre

Noel Minor

Juliet Naranjo

Dylan Naumann

Mike Neubert

Lois Nyman

Dawn Olive

Marilyn Pavlich
Angela Pickit

Stacy Pike

Forrest Sartell

Beth Senoraske
Delores Smith

Simon & Abbey Stark Lowes
Kayla Strait

Tom & Delores Trichie
Virginia Tucker

Marie Waller

Tami Waltz

John Zander

Up to $49

Patricia Alver

Marg Austin

John Bahnemann

Kenneth & Tami Bangasser
Jason Bean

David McLellan
Jenn McGeary
Lucy Mertens

Allie Miller

Brooks Modestad
Raymond Murphy
Robert Murphy
Michelle Nagel

Jo Neslund

In memory of Paul Gilmer
Kristy Neubert

Bob Newman
Nicole Norsted
Donny Olson

Sonja Olson
Elisabeth Ostrander
Michael Percy

Sara Percy

Robin Persons
Breann Peter
Edward & Janet Pufall
Susan Purdie
Derek Ready
Becky Roeker

Joe Rosso

Richa Sastry

Zach Schaeffer
Sara Schauer
David Schlosser
Betty Schmalz

Jeff & Kirstin Schmidt
Tessah Schmidt
Cole Schulte

Vance Schwartz
Rose Seeger
Michael Shelton
Mark Simpson
Sylvia Stepaniak

Amy Swanson
Matthew Tache
Heather Thompson
Alissa Tinklenberg
Jennifer Trichie

Greg Vanderwaerdt
Priscilla Veldt

Mary Beth Vogelgesang
Jennifer Warnygora
Erin Weaver

Ericka Webb

Dave Weierke

Gene Werlich

Daydra Wernlund
Jessica Wolff

Terry Wotzka

Brian & Darlene Yager
Mike & Sue Zachmann

In Memory of Dr. J. Roger Edson

Margaret Beauvais

Cheryl Ellefson

Jody Hargrove

Elizabeth Merchant

Jeanne Mugge

Stewart Rosoff

James & Bonnie Schmidt

U of M Physicians, Faculty & Staff
Dept of Laboratory Medicine &
Pathology

In Memory of Dorie Gilmer
Duane Oesterich

Ronald & Julie Reimann
Stephen Rudenick

Rick & Nancy Van Buren
Jack & Jeri Veach

Justin Brink

Nick & Jodi Buche
Kari Burke Romarheim
Monica Heltemes
Inma Conde Goldman
Paul Crooks

Mark Dahlman
Karrie Daniels
Stephanie Davis
Candice Day

John Demarais
Shannon Demarais
Jacqueline Dombovy
Jaci Ellefson

John Fenwick

Heidi Fiske

David & Kari Franklin
Amy Gilbertson
Piper Garmon
Trevor Gottschalk
Kevin Graves

Rosie Gutteridge
Kerry Hansen
Nicole Hart

Mike Hartman
Colleen Hendrickson
Thomas Herrick
Erin Hodgson

Riley Holmgren
Alys Hornberg
Adrian Hornung
Heather Hover

Mary Huss

Kaitryn Jacobs

Paul Johnson

Jung Joo

Lynne Kaufenberg
Michelle Kilroy
David & Pat Krueger
Erica Kufus

Kathy Leese

Alisha Lofgren
LeeAnn Loken
Christopher Maddix
Sarah Madland
Sunita Madsen

Kim Makela

Justine Martinez

Staff & Board News

Meet Brianna Hager,
HFMD’s new Event
Coordinator. Hired on

in early December,

Brianna brings over six
years of nonprofit event
experience, and high
energy to our team.
She has hit the ground running in gearing
up for our Gala, and is involved with other
upcoming events. Brianna will also be the
site Coordinator for our Blood Brotherhood

program.

The HFMD recently recruited Adam Alver to
join our Board. Adam has a unique skillset
as a senior at the University of Minnesota,
finishing a degree in political science; and
he is also a public policy analyst for the
Hemophilia Federation of America. Adam’s
involvement on the HFMD’s Advocacy
committee was another attribute he brings.
Welcome to the HFMD Adam & Brianna!

Diane Marquette
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HFMD
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Phone: 651.406.8655

Fax: 651.406.8656
1-800-994-4363

Email: hemophiliafound@visi.com

HFEMD
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HEMOPHILIA
FOUNDATION

Website at
hfmmd.org

Facebook at

facebook.com/theHFMD
Calendar of Events
Feb 20,2016 Hearts of Hope Gala/Radisson Blu,
Twitter at Mall of America
twitter.com/hfmd
April 3, 2016 Blood Brotherhood, Target Center
MN Timberwolves game (for adult men
with bleeding disorders)
April 22-23 HFMD Annual Meeting/ Hilton (airport)
July 10-15 HFMD Summer Camp for Kids at
Courage North (True Friends)
HEMD
>
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