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What is HEMLIBRA?

HEMLIBRA is a prescription medicine used for routine prophylaxis to prevent or reduce the frequency of bleeding 
episodes in adults and children, ages newborn and older, with hemophilia A with or without factor VIII inhibitors.

What is the most important information I should know about HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot. People who use activated prothrombin complex 
concentrate (aPCC; Feiba®) to treat breakthrough bleeds while taking HEMLIBRA may be at risk of serious 
side effects related to blood clots.

These serious side effects include:

 � Thrombotic microangiopathy (TMA), a condition involving blood clots 
  and injury to small blood vessels that may cause harm to your kidneys, brain, 
  and other organs

 � Blood clots (thrombotic events), which may form in blood vessels 
  in your arm, leg, lung, or head

Please see Brief Summary of Medication Guide on following page for 
Important Safety Information, including Serious Side Effects. 

Discover your sense of go. Discover HEMLIBRA.

GO SEEK. GO EXPLORE.

GO AHEAD.
PEOPLE LIKE YOU. STORIES LIKE YOURS.

Explore more at HEMLIBRAjourney.com



Medication Guide
HEMLIBRA® (hem-lee-bruh)

(emicizumab-kxwh)
injection, for subcutaneous use

Manufactured by: Genentech, Inc., A Member of the Roche Group, 
1 DNA Way, South San Francisco, CA 94080-4990

U.S. License No. 1048
HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan 

©2018 Genentech, Inc. All rights reserved.
For more information, go to www.HEMLIBRA.com or call 1-866-HEMLIBRA.

This Medication Guide has been approved by the U.S. Food and Drug Administration 
Revised: 10/2018

HEMLIBRA® is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.
The HEMLIBRA logo is a registered trademark of Chugai Pharmaceutical Co., Ltd., Tokyo, Japan.

The Genentech logo is a registered trademark of Genentech, Inc.
All other trademarks are the property of their respective owners.

©2020 Genentech USA, Inc. All rights reserved. M-US-00007357(v1.0)  09/20

What is the most important information I should know about 
HEMLIBRA?

HEMLIBRA increases the potential for your blood to clot. 
Carefully follow your healthcare provider’s instructions 
regarding when to use an on-demand bypassing agent or 
factor VIII (FVIII) and the recommended dose and schedule to 
use for breakthrough bleed treatment. 

HEMLIBRA may cause the following serious side effects when 
used with activated prothrombin complex concentrate (aPCC; 
FEIBA®), including:

� Thrombotic microangiopathy (TMA). This is a condition 
involving blood clots and injury to small blood vessels that 
may cause harm to your kidneys, brain, and other organs. Get 
medical help right away if you have any of the following signs 
or symptoms during or after treatment with HEMLIBRA: 
–  confusion –  stomach (abdomen) 
–  weakness   or back pain
–  swelling of arms and legs –  nausea or vomiting 
–  yellowing of skin and eyes –  feeling sick 
    –  decreased urination

� Blood clots (thrombotic events). Blood clots may form in 
blood vessels in your arm, leg, lung, or head. Get medical 
help right away if you have any of these signs or symptoms of 
blood clots during or after treatment with HEMLIBRA:
–  swelling in arms or legs –  cough up blood
–  pain or redness in your  –  feel faint
    arms or legs –  headache
–  shortness of breath –  numbness in your face
–  chest pain or tightness –  eye pain or swelling
–  fast heart rate –  trouble seeing 

If aPCC (FEIBA®) is needed, talk to your healthcare provider in 
case you feel you need more than 100 U/kg of aPCC (FEIBA®) 
total.

See “What are the possible side effects of HEMLIBRA?” for 
more information about side effects. 

What is HEMLIBRA?

HEMLIBRA is a prescription medicine used for routine prophylaxis 
to prevent or reduce the frequency of bleeding episodes in 
adults and children, ages newborn and older, with hemophilia A 
with or without factor VIII inhibitors.

Hemophilia A is a bleeding condition people can be born with 
where a missing or faulty blood clotting factor (factor VIII) 
prevents blood from clotting normally. 

HEMLIBRA is a therapeutic antibody that bridges clotting factors 
to help your blood clot.

Before using HEMLIBRA, tell your healthcare provider about 
all of your medical conditions, including if you: 

� are pregnant or plan to become pregnant. It is not known if  
 HEMLIBRA may harm your unborn baby. Females who are  
 able to become pregnant should use birth control   
 (contraception) during treatment with HEMLIBRA.
� are breastfeeding or plan to breastfeed. It is not known if   
    HEMLIBRA passes into your breast milk.

Tell your healthcare provider about all the medicines you 
take, including prescription medicines, over-the-counter 
medicines, vitamins, or herbal supplements. Keep a list of them 
to show your healthcare provider and pharmacist when you get a 
new medicine.

How should I use HEMLIBRA?

See the detailed “Instructions for Use” that comes with your 
HEMLIBRA for information on how to prepare and inject a 
dose of HEMLIBRA, and how to properly throw away 
(dispose of) used needles and syringes.

� Use HEMLIBRA exactly as prescribed by your healthcare 
provider.

� Stop (discontinue) prophylactic use of bypassing agents 
the day before starting HEMLIBRA prophylaxis.

� You may continue prophylactic use of FVIII for the first 
week of HEMLIBRA prophylaxis.

� HEMLIBRA is given as an injection under your skin 
(subcutaneous injection) by you or a caregiver. 

� Your healthcare provider should show you or your caregiver how 
to prepare, measure, and inject your dose of HEMLIBRA before 
you inject yourself for the first time.

� Do not attempt to inject yourself or another person unless you 
have been taught how to do so by a healthcare provider.

� Your healthcare provider will prescribe your dose based on your 
weight. If your weight changes, tell your healthcare provider.

� You will receive HEMLIBRA 1 time a week for the first four 
weeks. Then you will receive a maintenance dose as prescribed 
by your healthcare provider. 

� If you miss a dose of HEMLIBRA on your scheduled day, you 
should give the dose as soon as you remember. You must give 
the missed dose as soon as possible before the next scheduled 
dose, and then continue with your normal dosing schedule. 
Do not give two doses on the same day to make up for a 
missed dose.

� HEMLIBRA may interfere with laboratory tests that measure how 
well your blood is clotting and may cause a false reading. Talk to 
your healthcare provider about how this may affect your care. 

What are the possible side effects of HEMLIBRA?

� See “What is the most important information I should know 
about HEMLIBRA?”

The most common side effects of HEMLIBRA include: 

� redness, tenderness, warmth, or itching at the site of injection
� headache
� joint pain

These are not all of the possible side effects of HEMLIBRA. 

Call your doctor for medical advice about side effects. You may 
report side effects to FDA at 1-800-FDA-1088.

How should I store HEMLIBRA?

� Store HEMLIBRA in the refrigerator at 36°F to 46°F (2°C to 8°C). 
Do not freeze. 

� Store HEMLIBRA in the original carton to protect the vials 
from light.

� Do not shake HEMLIBRA.
� If needed, unopened vials of HEMLIBRA can be stored out of 

the refrigerator and then returned to the refrigerator. HEMLIBRA 
should not be stored out of the refrigerator for more than a total 
of 7 days or at a temperature greater than 86°F (30°C).

� After HEMLIBRA is transferred from the vial to the syringe, 
HEMLIBRA should be used right away.

� Throw away (dispose of) any unused HEMLIBRA left in the vial.

Keep HEMLIBRA and all medicines out of the reach of children. 

General information about the safe and effective use of 
HEMLIBRA.

Medicines are sometimes prescribed for purposes other than those 
listed in a Medication Guide. Do not use HEMLIBRA for a 
condition for which it was not prescribed. Do not give HEMLIBRA 
to other people, even if they have the same symptoms that you 
have. It may harm them. You can ask your pharmacist or healthcare 
provider for information about HEMLIBRA that is written for health 
professionals.

What are the ingredients in HEMLIBRA?

Active ingredient: emicizumab-kxwh

Inactive ingredients: L-arginine, L-histidine, poloxamer 188, and 
L-aspartic acid.



Eastern Pennsylvania Hemophilia Foundation 

Victoria Business Center, 1489 Baltimore Pike, Suite 227, Springfield, PA 19064 • 484-445-4282 • www.hemophiliasupport.org
4

MEET
Emily Briselli
External Relations Coordinator

Where did you go to 
school?  What did you 
major in?

I attended Penn State 

University and majored 

in Digital and Print 

Journalism.

What extracurricular 
activities did you 
get involved with at 
school?

While at Penn 

State, I was heavily involved in the Penn State 

Dance Marathon (THON), was a tour guide for 

both Penn State admissions and the College of 

Communications specifically, and was engaged 

with a number of professional journalism 

organizations’ student chapters.

What inspired you to apply for the position of 
External Relations Coordinator for the Eastern PA 
Hemophilia Foundation?

When I found this position, I was incredibly 

excited because I could tell that it would be a 

role that would allow me to make a meaningful 

impact and work with an amazing group of 

people to do so. The work I’ve been able to be 

part of with THON at Penn State played a large 

role in encouraging me to apply, because I’ve 

always loved the connections that I’ve been 

able to make with families, supporters, and 

volunteers who are involved with THON. I could 

tell right away that the Eastern PA Hemophilia 

Foundation was similarly community oriented 

and that the people I’ll have the opportunity 

to work with truly love the things they do each 

day. I’m so excited to meet lots of new people 

and am looking forward to becoming part of this 

wonderful organization and community!

What do you like to do in your spare time?

In my spare time I enjoy reading, baking, and 

spending time with family and friends! I’m also 

always excited to cheer on any Penn State team, 

especially alongside fellow Penn Staters!

UNDERGRADUATE UNDERGRADUATE 
COLLEGECOLLEGE
AND AND 
TRADE SCHOOLTRADE SCHOOL
SCHOLARSHIPSSCHOLARSHIPS
 

The Eastern PA Hemophilia Foundation awards 
undergraduate college and trade school scholarships 
to students with hemophilia, vWD and other factor 
deficiencies. To qualify, you must be treated at one 
of the following six Hemophilia Treatment Centers:

• Thomas Jefferson University Hospital
• Hospital of the University of Pennsylvania
• Children’s Hospital of Philadelphia
• St. Christopher’s Hospital for Children
• Penn State Hershey Medical Center
• Lehigh Valley Hospital – Muhlenberg

Scholarship recipients receive up to $2,000 a year 
for a maximum of 4 years, as long as the student 
remains in good standing with the college or trade 
school, and completes a volunteer requirement at an 
Eastern PA event each year.

For more information, please visit 
www.hemophiliasupport.org

Deadline for 
applications is 

August 15



myPKFiT  is approved for 

ADYNOVATE  and ADVATE 

Copyright ©2020 Takeda Pharmaceutical Company Limited. 300 Shire Way, Lexington, MA 02421. 1-800-828-2088. All rights reserved. 
TAKEDA and the TAKEDA logo are trademarks or registered trademarks of Takeda Pharmaceutical Company Limited. ADVATE, ADYNOVATE, 
MYPKFIT and Logo are trademarks or registered trademarks of Baxalta Incorporated, a Takeda company. US-XMP-0299v1.0 05/20

For Additional Safety Information, please visit ADVATE.com or ADYNOVATE.com and discuss with your HCP.

Discover if myPKFiT  

could reflect you
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On June 13, 2021, the Eastern PA Hemophilia 

Foundation hosted over 150 

community members at the 

Elmwood Park Zoo in Norristown 

for the 1Walk for 1 Community 

and 1 Mission. 

The exciting day at the zoo 

featured an animal meet and 

greet session with two different 

animals, 

refreshments 

provided by 

GIANT and 

Wawa, a DJ 

dance party, and 

face painting! 

During the walk, 

participants 

were able 

to check out 

animal exhibits 

throughout the 

zoo in addition 

to other activities 

such as the 

carousel and 

giraffe feeding.

We would like to thank the following teams 

for joining us this year to make the 1Walk 

another successful event: Bauer Power, 

Brayden’s Brigade, Davis Dream Team, 

Emily’s Entourage, Genentech “Gene Team,” 

Hemophilia Hikers, Jason’s Journey, JUJU 

Crew, Phactor Phanatics, QuinnTastic, Rossi’s 

Rambunctious Ramblers, St. Chris Bruise 

Busters, Team Iannuzzi, Team Pita, Team Tori, 

and the GIANT Company.

A special thank you also goes out to our 

corporate partners for supporting this year’s 

1Walk: Accredo, Bayer, BioMarin, Cottrill’s, CSL 

Behring, CVS Pharmacy, Genentech, Grifols, 

Wawa, GIANT, Drugco, Novo Nordisk, Soleo Health, 

Spark Therapeutics, BioTek reMEDys, and Takeda.

To all our participants, volunteers, sponsors, and 

Elmwood Park Zoo staff, thank you for making this 

year’s 1Walk a successful and exciting opportunity 

for our community to come together!

1WALK 
for 1Community and 1Mission



HEAD-TO-HEAD

Explore

Pharmacokinetic (PK) 

Study Data

See half-life, clearance and other 

PK data from the crossover study 

comparing Jivi® and Eloctate®.

 ©2020 Bayer. All rights reserved. All trademarks are the property of their respective owner. Printed in the USA 01/20 PP-JIV-US-1008-1

Pharmacokinetics is the study of the activity 

of drugs in the body over a period of time. 

 Visit PKStudies.com to find out more. 
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Saturday, April 17, 2021 was “World Hemophilia Day,” 

which is an annual international awareness day for 

hemophilia and other bleeding disorders.  Since 1989, 

World Hemophilia Day is the day the whole bleeding 

disorders community comes together to celebrate the 

continuous advances in treatment while raising awareness 

and bringing understanding and attention to the issues 

related to proper care to the wider public.

To help raise awareness of hemophilia and other rare 

bleeding disorders, the State Capitol in Harrisburg was lit 

in red on Thursday, April 15, while other 

landmarks across Pennsylvania followed on 

Saturday, April 17. In Pittsburgh, landmarks 

that were lit red included the City-County 

Building, Gulf Tower, Koppers Building, 

Fifth Avenue Place spire, and Heinz Hall. In 

Philadelphia, Boathouse Row, FMC Tower, 

Cira Center, and Schuylkill Yards were lit 

red. Moreover, the SteelStacks in Bethlehem 

also was lit red. The theme this year was 

“Adapting to change - sustaining care in a 

new world.” This important event is about 

bringing the global bleeding disorders community together. With the COVID-19 pandemic having a 

major impact on people with a bleeding disorder, that objective has never been more important. 

The Eastern and Western Pennsylvania Hemophilia Foundations came together on World 

Hemophilia Day to host a virtual program. A fun interactive voting game about the Philadelphia and 

Pittsburgh regions started it off (i.e., Which is better, Wawa or Sheetz?). The first guest speaker was 

Representative Nick Pisciottano who serves Alleghany County. He talked about the importance of 

raising awareness with your elected officials through advocacy. The more they understand our issues, 

the better positioned they are to help us. This was followed by questions from those in attendance. 

The next speaker was Miriam Goldstein, Policy Director & Principal Legal Counsel for the Hemophilia 

Federation of America. She presented on topics important to access to care such as the negative 

effects of accumulator adjusters. The program concluded with more trivia related to fun facts about 

Pennsylvania, the legislative process, and current issues both Foundations are 

working on for our community. We would like to thank our World Hemophilia 

Day corporate partners for their support – CSL Behring, Pfizer, Spark 

Therapeutics, Takeda, and Novo Nordisk.

Special recognition goes to community member Tommy DiCamillo. On Friday, 

April 16, 2021, Jenkintown Elementary School recognized World Hemophilia 

Day. Tommy led the effort with a presentation to his fellow 4th graders. All 

staff members and students in the school wore red and raised more than 

$250. Tommy did an amazing job, and we are so thankful!

ADVOCACY UPDATE
World Hemophilia Day
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York County 

Senator Kristin Phillips-Hill

Advocacy Ambassadors

Joe Butler, Ryan Nicolaisen

York County 

Representative Stan Saylor

Advocacy Ambassadors

Joe Butler, Ryan Nicolaisen

Huntingdon County

Representative Rich Irvin

Advocacy Ambassadors 

Tony Tezak, Evelyn Tezak

Centre County

Senator Jake Corman

Advocacy Ambassador 

Marisa Ferger

Northumberland County 

Senator John Gordner

Advocacy Ambassador

Jolene Scicchitano

ADVOCACY UPDATE
Advocacy Ambassadors

Cumberland County 

Representative Sheryl Delozier 

Advocacy Ambassador 

Hajar Abusief
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Wayne County 

Representative Jonathan Fritz

Advocacy Ambassador 

Martin Tully

Monroe County   

Senator Mario Scavello

Advocacy Ambassadors  

Nancy, Nicole & Callie Padilla

Berks County  

Senator Judith Schwank

Advocacy Ambassador  

Christopher Templin

Lebanon County    

Representative Frank Ryan

Advocacy Ambassador

Frank Lentini

The EPHF Advocacy Ambassador program is in 

full force. We have had meetings with legislators 

and their respective ambassadors throughout 

our coverage area. We discuss issues affecting 

our community and the ambassadors share their 

personal stories. Our hope is to both educate 

and develop strong relationships with our 

representatives and senators.

We invite you to join our advocacy team. The 

goal is to have ambassadors throughout our 41 

counties. For more information, please contact 

Curt Krouse at (484) 445-4282.

Luzerne County

Representative Aaron Kaufer

Advocacy Ambassador

Joey Smiles

Lancaster County

Representative Bryan Cutler

Advocacy Ambassador 

Hillary Bauer

Lancaster County

Senator Scott Martin

Advocacy Ambassador 

Hillary Bauer

Lehigh County  

Senator Patrick Browne

Advocacy Ambassador  

Jessica Neumann

Lehigh County  

Representative Milou Mackenzie

Advocacy Ambassador  

Jessica Neumann

EPHF thanks Senator Pat Browne, 

Chair of Appropriations, and his staff for 

meeting with us and Jaya Kunwar, RN and 

Carah Tenzer, LSW from the Hemophilia 

Treatment Center at Lehigh Valley Health 

Network to discuss the Hemophilia 

Program line item in the state budget.



What Is BeneFIX?
BeneFIX, Coagulation Factor IX (Recombinant), is an injectable medicine  
that is used to help control and prevent bleeding in people with hemophilia B.  
Your doctor might also give you BeneFIX before surgical procedures.

BeneFIX is NOT used to treat hemophilia A.

Important Safety Information
•  BeneFIX is contraindicated in patients who have manifested life-threatening, immediate hypersensitivity reactions,  

including anaphylaxis, to the product or its components, including hamster protein. 

•  Call your health care provider right away if your bleeding is not controlled after using BeneFIX. 

•  Allergic reactions may occur with BeneFIX. Call your health care provider or get emergency treatment right away if you have  
any of the following symptoms: wheezing, difficulty breathing, chest tightness, your lips and gums turning blue, fast heartbeat,  
facial swelling, faintness, rash, or hives. 

•  Your body can make antibodies, called “inhibitors,” which may stop BeneFIX from working properly. 

•  If you have risk factors for developing blood clots, such as a venous catheter through which BeneFIX is given by continuous  
infusion, BeneFIX may increase the risk of abnormal blood clots. The safety and efficacy of BeneFIX administration by continuous  
infusion have not been established. 

•  Some common side effects of BeneFIX are fever, cough, nausea,  
injection site reaction, injection site pain, headache, dizziness, and rash. 

Please see the Brief Summary for BeneFIX on the next page.

PP-BEN-USA-0471 © 2020 Pfizer Inc. All rights reserved. July 2020

More than 20 years* of experience—the first recombinant treatment  
for individuals with hemophilia B

Dosing options to meet your needs—for once-weekly prophylaxis  
and on-demand use 

Designed with viral safety in mind. More than 150 quality control tests  
are done on each batch of BeneFIX

The convenience of the BeneFIX Rapid Reconstitution (R2) Kit  
with a range of vial sizes

EXPERIENCE MATTERS
BeneFIX is FDA approved for once-weekly prophylaxis and on-demand use to fit your dosing needs— 

from the only recombinant factor IX supporting individuals with hemophilia B for more than 20 years.*

Not actual patients.

 ASK YOUR DOCTOR WHICH BENEFIX  

DOSING OPTIONS MAY BE RIGHT FOR YOU 



PP-BEN-USA-0470 © 2020 Pfizer Inc. All rights reserved. July 2020

Brief Summary 

See package insert for full Prescribing Information. This  

product's label may have been updated. For further product  

information and current package insert, please visit  

www.Pfizer.com or call our medical communications  

department toll-free at 1-800-438-1985. 

Please read this Patient Information carefully before using  

BeneFIX and each time you get a refill. There may be new  

information. This brief summary does not take the place of  

talking with your doctor about your medical problems or  

your treatment.

What is BeneFIX? 

BeneFIX is an injectable medicine that is used to help control and 

prevent bleeding in people with hemophilia B. Hemophilia B is  

also called congenital factor IX deficiency or Christmas disease. 

Your doctor might also give you BeneFIX before surgical procedures. 

BeneFIX is NOT used to treat hemophilia A. 

What should I tell my doctor before using BeneFIX? 

Tell your doctor and pharmacist about all of the medicines  

you take, including all prescription and non-prescription  

medicines, such as over-the-counter medicines, supplements,  

or herbal medicines.

Tell your doctor about all of your medical conditions, including  

if you:

•  have any allergies, including allergies to hamsters.

•  are pregnant or planning to become pregnant. It is not known  

if BeneFIX may harm your unborn baby. 

•  are breastfeeding. It is not known if BeneFIX passes into the  

milk and if it can harm your baby.

How should I infuse BeneFIX? 

The initial administrations of BeneFIX should be administered  

under proper medical supervision, where proper medical care  

for severe allergic reactions could be provided. 

See the step-by-step instructions for infusing in the  
complete patient labeling. 

You should always follow the specific instructions given by your  

doctor. If you are unsure of the procedures, please call your  

doctor or pharmacist before using. 

Call your doctor right away if bleeding is not controlled  
after using BeneFIX. 

Your doctor will prescribe the dose that you should take. 

Your doctor may need to test your blood from time to time. 

BeneFIX should not be administered by continuous infusion. 

What if I take too much BeneFIX? 

Call your doctor if you take too much BeneFIX.

What are the possible side effects of BeneFIX? 

Allergic reactions may occur with BeneFIX. Call your doctor or  

get emergency treatment right away if you have any of the  

following symptoms: 

wheezing 

difficulty breathing 

chest tightness 

turning blue  

(look at lips and gums)

Your body can also make antibodies, called "inhibitors," against  

BeneFIX, which may stop BeneFIX from working properly. 

Some common side effects of BeneFIX are fever, cough, nausea, 

injection site reaction, injection site pain, headache, dizziness  

and rash. 

BeneFIX may increase the risk of thromboembolism (abnormal 

blood clots) in your body if you have risk factors for developing 

blood clots, including an indwelling venous catheter through  

which BeneFIX is given by continuous infusion. There have been 

reports of severe blood clotting events, including life-threatening 

blood clots in critically ill neonates, while receiving continuous-

infusion BeneFIX through a central venous catheter. The safety  

and efficacy of BeneFIX administration by continuous infusion  

have not been established. 

These are not all the possible side effects of BeneFIX. 

Tell your doctor about any side effect that bothers you or that  

does not go away. 

How should I store BeneFIX? 

DO NOT FREEZE the BeneFIX kit. The BeneFIX kit can be stored  

at room temperature (below 86°F) or under refrigeration. Throw  

away any unused BeneFIX and diluent after the expiration date 

indicated on the label. 

Freezing should be avoided to prevent damage to the pre-filled 

diluent syringe. 

BeneFIX does not contain a preservative. After reconstituting  

BeneFIX, you can store it at room temperature for up to 3 hours.  

If you have not used it in 3 hours, throw it away. 

Do not use BeneFIX if the reconstituted solution is not clear  

and colorless. 

What else should I know about BeneFIX? 

Medicines are sometimes prescribed for purposes other than  

those listed here. Do not use BeneFIX for a condition for which it 

was not prescribed. Do not share BeneFIX with other people,  

even if they have the same symptoms that you have. 

If you would like more information, talk with your doctor. You can  

ask your doctor or pharmacist for information about BeneFIX that 

was written for healthcare professionals. 

This brief summary is based on BeneFIX
® [Coagulation Factor IX 

(Recombinant)] Prescribing Information LAB-0464-12.0, revised 

June 2020.

fast heartbeat 

swelling of the face 

faintness 

rash 

hives
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Medical IDs
for Members

If you or a loved one has a 

bleeding disorder or medical 

condition, it’s vital to wear a 

personalized medical ID.

The Eastern PA Hemophilia Foundation is 

happy to provide an engraved medical ID 

bracelet or necklace from American 

Medical ID for those who qualify.*   

*To qualify, you must live in Pennsylvania or be treated at a Hemophilia Treatment 

Center found on the American Medical ID Page at hemophiliasupport.org.

BOWLING
Back to School

EASTERN PA HEMOPHILIA FOUNDATION

Please join us 
for our Back to School Bowling event that will be filled with bowling, snacks, and raffle 

prizes.

Saturday, August 7 from 2:00pm - 5:00pm
   

Devon Lanes, 300 Lancaster Ave, Devon, PA 19333

$90 Per Lane Includes: Unlimited bowling for up to six people, snacks, and shoe rentals 
$15 Per Person Includes: Unlimited bowling for one person, snacks, and shoe rentals

(Please note if you buy individual tickets you will be paired with others.) 

The Hemophilia Federation of America will 
be presenting the Basics of School Advocacy 
program to parents. This presentation guides 

parents and caregivers on how to best advocate for their child 
with a bleeding disorder in the school setting. This also includes an 
overview of IEPs, 504s, and health care plans utilized in schools.

or send payment to the Foundation Office.
Please make checks payable to:
The Eastern Pennsylvania Hemophilia Foundation
Victoria Business Center, 1489 Baltimore Pike, St 227, Springfield, PA 19064

To register, please visit: 
https://www.hemophiliasupport.org



Marc 
Pangilinan

About Marc
Marc is a Novo Nordisk Hemophilia Community 
Liaison who lives with hemophilia. He has a 
passion to become more ingrained within the 
bleeding disorders community and share what  
he learns with others.

Hobbies
•  Traveling
•  Hiking
•  Swimming
•  Reading
•  Biking

“ I enjoy experiencing 
the trust and shared 
experiences within the 
community, whether you 
have hemophilia or care  
for someone who does.”

Patient advocate

Connect with Marc
MPGL@novonordisk.com  
(332) 215-2772

Hemophilia Community Liaison
NYC, NJ, Eastern PA

Novo Nordisk Inc., 800 Scudders Mill Road, Plainsboro, New Jersey 08536 U.S.A.

Novo Nordisk is a registered trademark of Novo Nordisk A/S.

©2020 Novo Nordisk     Printed in the U.S.A.     US20HRBD00262      October 2020
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MEN’S GROUP

WOMEN’S GROUP

On Wednesday, April 14, the EPHF Men’s Group had 

a fun virtual cooking lesson by Chef Mike Hargett 

from Battle Ground, Washington. The program was 

sponsored by the Hemophilia Federation of America. 

Mike made barbecue pork and kimchi fried rice. 

Ingredients included long grain rice, barbecue pork, 

house made kimchi, soy sauce, rice vinegar, garlic, 

ginger, egg, peas, carrots, celery, sesame seeds, shallots 

and scallions. Delicious!

Mike used his special cooking skills, sense of humor, 

and candidness to incorporate his own personal story into the 

demonstration. He specifically talked about how he uses cooking 

as an outlet for his own mental health. He wanted our guys to find 

what helps them when they are stressed or anxious. Mike Hargett 

is a wonderful person, and we thank him for such a meaningful 

and fun session. If you have any ideas for the next Men’s Group 

program, please contact Curt Krouse at 484-445-4282 or curtk@

hemophiliasupport.org.

On Friday, May 21, more than 50 women from the bleeding disorders 

community came together from all parts of the EPHF coverage area 

to participate in a virtual craft program by making a Welcome sign.  

Each registrant was mailed a craft kit containing the wooden board, 

stain, and all the necessary supplies.  The signs were generously 

sponsored by Cottrill’s Specialty Pharmacy and the program was 

facilitated by Joshua Tezak and Kim Coleman. The evening was a lot 

of fun, and the signs came out beautifully! 

The Women’s Group is open to 

caregivers as well as women with 

bleeding disorders.  Suggestions 

for upcoming gatherings are 

always welcomed. This could 

include interactive activities, 

educational presentations on 

topics of interest or a combination 

of both. For more information 

about the Women’s Group, 

please contact Lindsay Frei 

at 484-445-4282 or lindsayf@

hemophiliasupport.org.



Important Safety Information 
IDELVION®, Coagulation Factor IX (Recombinant), Albumin 
Fusion Protein (rFIX-FP), is used to control and prevent bleeding 
episodes in people with hemophilia B. Your doctor might  
also give you IDELVION before surgical procedures. Used 
regularly as prophylaxis, IDELVION can reduce the number  
of bleeding episodes. 

IDELVION is administered by intravenous injection into the 
bloodstream, and can be self-administered or administered 
by a caregiver. Do not inject IDELVION without training  
and approval from your healthcare provider or hemophilia 
treatment center. 

Tell your healthcare provider of any medical condition you 
might have, including allergies and pregnancy, as well as  
all medications you are taking. Do not use IDELVION if you 
know you are allergic to any of its ingredients, including 
hamster proteins. Tell your doctor if you previously had an 
allergic reaction to any FIX product. 

Stop treatment and immediately contact your healthcare 
provider if you see signs of an allergic reaction, including  
a rash or hives, itching, tightness of chest or throat, difficulty 
breathing, lightheadedness, dizziness, nausea, or a decrease 
in blood pressure. 

LONG-LASTING  
BLEED PROTECTION
FOR THE HERO WITHIN
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* Zero median annualized spontaneous bleeding rate when dosed at 7 or 14 days in clinical trials.

† Once well controlled (1 month without spontaneous bleeding or requiring dose adjustments  

on a weekly dose of ≤40 IU/kg), people 12 years and older can be transitioned to 14-day dosing.

‡ The average dose for people receiving prophylaxis every 7 days was 37 IU/kg.
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IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.  
IDELVION® is a registered trademark of CSL Behring Lengnau AG.  
Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2020 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA  
www.CSLBehring.com www.IDELVION.com IDL-0307-AUG20



IDELVION®, Coagulation Factor IX (Recombinant), Albumin Fusion Protein
Initial U.S. Approval: 2016

BRIEF SUMMARY OF PRESCRIBING INFORMATION
These highlights do not include all the information needed to use IDELVION 
safely and effectively. Please see full prescribing information for IDELVION, 
which has a section with information directed specifically to patients.

What is IDELVION?
IDELVION is an injectable medicine used to replace clotting Factor IX that is absent or
insufficient in people with hemophilia B. Hemophilia B, also called congenital Factor IX 
deficiency or Christmas disease, is an inherited bleeding disorder that prevents blood from 
clotting normally.

IDELVION is used to control and prevent bleeding episodes. Your healthcare provider may 
give you IDELVION when you have surgery. IDELVION can reduce the number of bleeding 
episodes when used regularly (prophylaxis).

Who should not use IDELVION?
You should not use IDELVION if you have had life-threatening hypersensitivity reactions to 
IDELVION, or are allergic to:

• hamster proteins
• any ingredient of IDELVION

Tell your healthcare provider if you have had an allergic reaction to any Factor IX 
product prior to using IDELVION.

What should I tell my healthcare provider before using IDELVION?
Discuss the following with your healthcare provider:

• Your general health, including any medical condition you have or have had, including 
pregnancy, and any medical problems you may be having

• Any medicines you are taking, both prescription and non-prescription, and including 
any vitamins, supplements, or herbal remedies

• Allergies you might have, including allergies to hamster proteins
• Known inhibitors to Factor IX that you’ve experienced or been told you have 

(because IDELVION might not work for you)

What must I know about administering IDELVION?
• IDELVION is administered intravenously, directly into the bloodstream.
• IDELVION can be self-administered or administered by a caregiver with training 

and approval from your healthcare provider or hemophilia treatment center. (For 
directions on reconstituting and administering IDELVION, see the Instruc-
tions for Use in the FDA-Approved Patient Labeling section of the full 
prescribing information.)

• Your healthcare provider will tell you how much IDELVION to use based on your 
weight, the severity of your hemophilia B, your age, and other factors. Call your 
healthcare provider right away if your bleeding does not stop after taking IDELVION.

• Blood tests may be needed after you start IDELVION to ensure that your blood 
level of Factor IX is high enough to properly clot your blood.

What are the possible side effects of IDELVION?
Allergic reactions can occur with IDELVION. Call your healthcare provider right away and 
stop treatment if you get a rash or hives, itching, tightness of the chest or throat, difficulty 
breathing, light-headedness, dizziness, nausea, or decrease in blood pressure.

Your body can make antibodies, called inhibitors, against Factor IX, which could stop 
IDELVION from working properly. Your healthcare provider may need to test your blood for 
inhibitors from time to time.

IDELVION might increase the risk of abnormal blood clots forming in your body, especially if 
you have risk factors for such clots.  Call your healthcare provider if you experience chest 
pain, difficulty breathing, or leg tenderness or swelling while being treated with IDELVION.

A common side effect of IDELVION is headache. This is not the only side effect possible. 
Tell your healthcare provider about any side effect that bothers you or does not go away.

Based on July 2020 revision 

Please see full prescribing information, including FDA-approved patient labeling.

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.

IDELVION is manufactured by CSL Behring GmbH and distributed by CSL Behring LLC.  
IDELVION® is a registered trademark of CSL Behring Lengnau AG.  
Biotherapies for Life® is a registered trademark of CSL Behring LLC.

©2020 CSL Behring LLC 1020 First Avenue, PO Box 61501, King of Prussia, PA 19406-0901 USA  
www.CSLBehring.com www.IDELVION.com IDL-0307-AUG20

Your body can make antibodies, called inhibitors, against 
Factor IX, which could stop IDELVION from working properly. 
You might need to be tested for inhibitors from time to time. 
IDELVION might also increase the risk of abnormal blood clots 
in your body, especially if you have risk factors. Call your 
healthcare provider if you have chest pain, difficulty breathing, 
or leg tenderness or swelling. 

In clinical trials for IDELVION, headache was the only side 
effect occurring in more than 1% of patients (1.8%), but is not 
the only side effect possible. Tell your healthcare provider 
about any side effect that bothers you or does not go away,  
or if bleeding is not controlled with IDELVION. 

Please see prescribing information for IDELVION, including 
patient product information.

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.

You can also report side effects to CSL Behring’s 
Pharmacovigilance Department at 1-866-915-6958. 
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BLEEDING DISORDERS

cottrillspharmacy.com

Patient care and service is our top priority

•  We will supply you with your choice of products  
and all needed ancillaries.

•   We will provide assistance with maintaining infusion  
treatment logs and communicating these with your  
health care provider.

•  We are committed to maintaining consistent  
communication between you, your primary care  
provider, your Hemophilia Treatment Center and  
any other designated or responsible family members.

•  We offer expert assistance from our reimbursement  
specialists who carefully review any patient cost sharing  
obligations making sure you receive the benefits you are 
entitled to.

Hemophilia • Willebrand (vWD)

cottrillspharmacy.com

Helping you maintain a happy healthy, lifestyle

Tony Tezak       717-480-8008 

Evelyn Tezak    717-557-6004

Representing 
COTTRILL’S Specialty Pharmacy

At CVS Specialty™, we’ve been helping families 

like yours for over 30 years. Our caring patient 

support helps ensure safety, convenient access  

and satisfaction.

CVSspecialty.com

Karen M. Gingrich  

Client Relations Executive

215-595-4863    

karen.mcgoniglegingrich@cvshealth.com

Sheri Reed  

Client Relations Executive

610-357-9985    

sheri.reed@cvshealth.com

Trust the Experience

©2016 CVS Specialty.  

All rights reserved.  75-30419a  072516
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