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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.
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ADVOCACY UPDATE
ADVOCACY AMBASSADORS 

York County 

Senator Kristin Phillips-Hill

Advocacy Ambassadors

Joe Butler, Ryan Nicolaisen

York County 

Representative Stan Saylor

Advocacy Ambassadors

Joe Butler, Ryan Nicolaisen

Wayne County 

Representative Jonathan Fritz

Advocacy Ambassador 

Martin Tully

Huntingdon County

Representative Rich Irvin

Advocacy Ambassadors 

Tony Tezak, Evelyn Tezak

Centre County

Senator Jake Corman

Advocacy Ambassador 

Marisa Ferger

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.

Northumberland County 

Senator John Gordner

Advocacy Ambassador

Jolene Scicchitano





Eastern Pennsylvania Hemophilia Foundation 

Victoria Business Center, 1489 Baltimore Pike, Suite 227, Springfield, PA 19064 • 484-445-4282 • www.hemophiliasupport.org
8

ADVOCACY UPDATE
PA STAKEHOLDER RETREAT

The Eastern PA Hemophilia Foundation and 

Western PA Chapter of the National Hemophilia 

Foundation held their annual Pennsylvania 

Stakeholder Advocacy Retreat on Tuesday, 

November 17, 2020. The retreat took place 

virtually. Attendees included representatives 

from the Eastern PA Foundation, Western PA 

Chapter, National Hemophilia Foundation 

(NHF), Hemophilia Federation of America (HFA), 

Children’s Hospital of Philadelphia, Hemophilia 

Center of Western PA, Lehigh Valley Hospital, 

Penn State Hershey Medical Center, CSL Behring, 

Milliron & Goodman Government Relations and 

several of our PA Advocacy Ambassadors. 

The meeting began with introductions and 

chapter updates. These past months, the 

Foundation has been busy with our Advocacy 

Ambassador Program. We have been traveling 

throughout our coverage area having meetings 

with local Ambassadors and their legislators to 

discuss challenges that we face as a community, 

while having the constituents tell their personal 

stories. Eastern PA currently has 22 Advocacy 

Ambassadors in 15 of the counties that we serve. 

Eastern PA has had 9 meetings with legislators, 7 

in person and 2 virtual, and Western PA has had 

7 virtual meetings. Both chapters are looking 

forward to continuing these year-round meetings 

in district offices throughout the commonwealth. 

Miriam Goldstein from HFA and Nathan Schafer from NHF shared federal updates. Miriam discussed issues such as 

litigation to overturn the Affordable Care Act, open enrollment for 2021 coverage, and other work that is being done 

towards achieving quality affordable coverage. Nathan discussed how Medicare patients with a bleeding disorder 

who need to be at skilled nursing facilities are frequently denied access to clotting factor therapies – which can exceed 

$10,000 a day – because of the program’s per-diem reimbursement rates. The Hemophilia Skilled Nursing Facilities Access 

Act, led by U.S. Senator Bob Menendez, D-N.J., would add treatments for hemophilia to the list of services paid for by 

Medicare. Finally, Nathan and Miriam provided a recap of 2020 Washington Days and the NHF/HFA Safety Summit.

Erik Ross and Kerry Lange from Milliron and Goodman shared state updates. They talked about how the legislature 

has until November 30th to finish the remaining 7 months of the 2020/2021 budget. Right now, it looks like the 

Hemophilia line item will be level funded. Republicans held onto the House (112-91) and Senate (29-21) in the 

Pennsylvania General Assembly. Erik reviewed House and Senate leadership. He also mentioned the accumulator 

adjustor but stated, as of now, we have not seen any issues occurring in PA. 

We are happy that we had even more community involvement in our advocacy efforts in 2020. If you are interested 

in becoming an Advocacy Ambassador, please visit our website, hemophiliasupport.org. We are looking forward to 

another great year of advocacy! 



INDICATIONS AND USAGE

What is Rebinyn® Coagulation Factor IX (Recombinant), 
GlycoPEGylated? 
Rebinyn® is an injectable medicine used to replace clotting 
Factor IX that is missing in patients with hemophilia B. 
Rebinyn® is used to treat and control bleeding in people 
with hemophilia B. Your healthcare provider may give you 
Rebinyn® when you have surgery. Rebinyn® is not used for 
routine prophylaxis or for immune tolerance therapy.

IMPORTANT SAFETY INFORMATION

What is the most important information I need 
to know about Rebinyn®? 

•  Do not attempt to do an infusion yourself unless you 
have been taught how by your healthcare provider 
or hemophilia treatment center. Carefully follow your 
healthcare provider’s instructions regarding the dose and 
schedule for infusing Rebinyn®.

Who should not use Rebinyn®? 

Do not use Rebinyn® if you: 

•  are allergic to Factor IX or any of the other ingredients 
of Rebinyn®. 

•  are allergic to hamster proteins. 

What should I tell my health care provider before 
using Rebinyn®? 

Tell your health care provider if you: 

•  have or have had any medical conditions. 

•  take any medicines, including non-prescription medicines 
and dietary supplements. 

•  are nursing, pregnant, or plan to become pregnant. 

•  have been told you have inhibitors to Factor IX. 

How should I use Rebinyn®? 

• Rebinyn® is given as an infusion into the vein. 

•  Call your healthcare provider right away if your 
bleeding does not stop after taking Rebinyn®. 

•  Do not stop using Rebinyn® without consulting 
your healthcare provider. 

What are the possible side effects of Rebinyn®? 

•  Common side effects include swelling, pain, rash 
or redness at the location of the infusion, and itching. 

•  Call your healthcare provider right away or get 
emergency treatment right away if you get any of 
the following signs of an allergic reaction: hives, chest 
tightness, wheezing, diffi culty breathing, and/or swelling 
of the face. 

•  Tell your healthcare provider about any side effect 
that bothers you or that does not go away. 

•  Animals given repeat doses of Rebinyn® showed 
Polyethylene Glycol (PEG) inside cells lining blood vessels 
in the choroid plexus, which makes the fl uid that cushions 
the brain. The potential human implications of these 
animal tests are unknown.

Please see Brief Summary of Prescribing Information 
on the following page.

Rebinyn® is a prescription medication.

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.

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

Rebinyn® is a registered trademark of Novo Nordisk Health Care AG. 
Novo Nordisk is a registered trademark of Novo Nordisk A/S.
© 2018 Novo Nordisk      All rights reserved.     USA18BIO00594     August 2018

TAKE CONTROL TO ATAKE CONTROL TO ATAKE CONTROL TO A

WITH REBINYNWITH REBINYNWITH REBINYN

In hemophilia B

b Based upon a 2.34% increase in factor levels per IU/kg infused in adults.a In two phase 3 studies, factor levels were evaluated for 1 week after the fi rst dose of Rebinyn® 

40 IU/kg. The average levels after 7 days were 16.8% in 6 adults, 14.6% in 3 adolescents, 
10.9% in 13 children ages 7 to 12 years, and 8.4% in 12 children up to age 6 years. 

Learn more at rebinyn.com

Image of hemophilia B patient shown is for illustrative purposes only.

Factor IX (FIX) levels achieved
immediately after an infusionb

FIX levels sustained
after 7 daysa94%

+

Rebinyn® elevates factor levels above normal levelsa

17%

With a single dose of Rebinyn® 40 IU/kg in adults with ≤2% FIX levelsa

Clayton, 34 years old, is a pilot who hikes and camps in his spare time. Clayton lives with hemophilia B.



Brief Summary Information about:

REBINYN® Coagulation Factor IX 
(Recombinant), GlycoPEGylated

Rx Only

This information is not comprehensive.

• Talk to your healthcare provider or pharmacist
• Visit www.novo-pi.com/REBINYN.pdf to obtain 

FDA-approved product labeling
• Call 1-844-REB-INYN

Read the Patient Product Information and the 
Instructions For Use that come with REBINYN® 
before you start taking this medicine and 
each time you get a refill. There may be new 
information.

This Patient Product Information does not take 
the place of talking with your healthcare provider 
about your medical condition or treatment. If you 
have questions about REBINYN® after reading this 
information, ask your healthcare provider.

What is the most important information I need 
to know about REBINYN®?

Do not attempt to do an infusion yourself 
unless you have been taught how by your 
healthcare provider or hemophilia treatment 
center. 
You must carefully follow your healthcare provider’s 
instructions regarding the dose and schedule for 
infusing REBINYN® so that your treatment will work 
best for you.

What is REBINYN®?

REBINYN® is an injectable medicine used to replace 
clotting Factor IX that is missing in patients with 
hemophilia B. Hemophilia B is an inherited bleeding 
disorder in all age groups that prevents blood from 
clotting normally.

REBINYN® is used to treat and control bleeding in 
people with hemophilia B.

Your healthcare provider may give you REBINYN® 
when you have surgery.

REBINYN® is not used for routine prophylaxis or for 
immune tolerance therapy.

Who should not use REBINYN®?

You should not use REBINYN® if you
• are allergic to Factor IX or any of the other 

ingredients of REBINYN®

• if you are allergic to hamster proteins
If you are not sure, talk to your healthcare provider 
before using this medicine.

Tell your healthcare provider if you are pregnant or 
nursing because REBINYN® might not be right for you.

What should I tell my healthcare provider 
before I use REBINYN®?

You should tell your healthcare provider if you
• Have or have had any medical conditions.
• Take any medicines, including non-prescription 

medicines and dietary supplements.
• Are nursing.
• Are pregnant or planning to become pregnant.
• Have been told that you have inhibitors to Factor IX.

How should I use REBINYN®?

Treatment with REBINYN® should be started by a 
healthcare provider who is experienced in the care of 
patients with hemophilia B.

REBINYN® is given as an infusion into the vein.

You may infuse REBINYN® at a hemophilia treatment 
center, at your healthcare provider’s office or in your 
home. You should be trained on how to do infusions 
by your hemophilia treatment center or healthcare 
provider. Many people with hemophilia B learn to 

Cap Color Indicator Nominal Strength

Red 500 IU per vial

Green 1000 IU per vial

Yellow 2000 IU per vial

Always check the actual dosage strength printed on 
the label to make sure you are using the strength 
prescribed by your healthcare provider.

How should I store REBINYN®?

Prior to Reconstitution (mixing the dry powder in 
the vial with the diluent):

Store in original package in order to protect from light. 
Do not freeze REBINYN®.

REBINYN® vials can be stored in the refrigerator 
(36-46°F [2°C-8°C]) for up to 24 months until the 
expiration date, or at room temperature (up to 86°F 
[30°C]) for a single period not more than 6 months.

If you choose to store REBINYN® at room temperature:
• Note the date that the product is removed from 

refrigeration on the box.
• The total time of storage at room temperature 

should not be more than 6 months. Do not return 
the product to the refrigerator.

• Do not use after 6 months from this date or the 
expiration date listed on the vial, whichever is 
earlier.

Do not use this medicine after the expiration date which 
is on the outer carton and the vial. The expiration date 
refers to the last day of that month.

After Reconstitution:
The reconstituted (the final product once the powder is 
mixed with the diluent) REBINYN® should appear clear 
without visible particles.

The reconstituted REBINYN® should be used 
immediately.

If you cannot use the reconstituted REBINYN® 
immediately, it should be used within 4 hours when 
stored at or below 86ºF (30°C). Store the reconstituted 
product in the vial.

Keep this medicine out of the sight and out of reach of 
children.

What else should I know about REBINYN® and 
hemophilia B?

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

 

More detailed information is available upon 
request. 

Available by prescription only.

For more information about REBINYN®, please call 
Novo Nordisk at 1-844-REB-INYN.

Revised: 11/2017

REBINYN® is a trademark of Novo Nordisk A/S.

For Patent Information, refer to: http://novonordisk-us.
com/patients/products/product-patents.html

Manufactured by: 
Novo Nordisk A/S 
Novo Allé, DK-2880 Bagsværd, Denmark

For information about REBINYN® contact: 
Novo Nordisk Inc. 
800 Scudders Mill Road 
Plainsboro, NJ 08536, USA

© 2017 Novo Nordisk 
USA17BIO03951      12/2017

infuse the medicine by themselves or with the help of a 
family member.

Your healthcare provider will tell you how much 
REBINYN® to use based on your weight, the severity of 
your hemophilia B, and where you are bleeding. Your 
dose will be calculated in international units, IU.

Call your healthcare provider right away if your 
bleeding does not stop after taking REBINYN®.

If your bleeding is not adequately controlled, it could 
be due to the development of Factor IX inhibitors. 
This should be checked by your healthcare provider. 
You might need a higher dose of REBINYN® or even a 
different product to control bleeding. Do not increase 
the total dose of REBINYN® to control your bleeding 
without consulting your healthcare provider.

Use in children

REBINYN® can be used in children. Your healthcare 
provider will decide the dose of REBINYN® you will 
receive.

If you forget to use REBINYN®

If you forget a dose, infuse the missed dose when you 
discover the mistake. Do not infuse a double dose to 
make up for a forgotten dose. Proceed with the next 
infusions as scheduled and continue as advised by 
your healthcare provider.

If you stop using REBINYN®

Do not stop using REBINYN® without consulting your 
healthcare provider.

If you have any further questions on the use of this 
product, ask your healthcare provider.

What if I take too much REBINYN®?

Always take REBINYN® exactly as your healthcare 
provider has told you. You should check with your 
healthcare provider if you are not sure. If you infuse 
more REBINYN® than recommended, tell your 
healthcare provider as soon as possible.

What are the possible side effects of 
REBINYN®?

Common Side Effects Include:
• swelling, pain, rash or redness at the location of 

infusion
• itching

Other Possible Side Effects:
You could have an allergic reaction to coagulation 
Factor IX products. Call your healthcare provider 
right away or get emergency treatment right 
away if you get any of the following signs of an 
allergic reaction: hives, chest tightness, wheezing, 
difficulty breathing, and/or swelling of the face.

Your body can also make antibodies called “inhibitors” 
against REBINYN®, which may stop REBINYN® from 
working properly. Your healthcare provider may need to 
test your blood for inhibitors from time to time.

You may be at an increased risk of forming blood 
clots in your body, especially if you have risk factors 
for developing blood clots. Call your healthcare 
provider if you have chest pain, difficulty breathing, leg 
tenderness or swelling.

Animals given repeat doses of REBINYN® showed 
Polyethylene Glycol (PEG) inside cells lining blood 
vessels in the choroid plexus, which makes the 
fluid that cushions the brain. The potential human 
implications of these animal tests are unknown.

These are not all of the possible side effects from 
REBINYN®. Ask your healthcare provider for more 
information. You are encouraged to report side effects 
to FDA at 1-800-FDA-1088.

Tell your healthcare provider about any side effect that 
bothers you or that does not go away.

What are the REBINYN® dosage strengths?

REBINYN® comes in three different dosage strengths. 
The actual number of international units (IU) of Factor 
IX in the vial will be imprinted on the label and on the 
box. The three different strengths are as follows:
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On Tuesday, October 4, 2020, the Eastern PA Hemophilia 

Foundation was able to safely host 150 community 

members at the Elmwood Park Zoo in Norristown 

for the 1Walk to support 1community and 1mission. 

Walkers were able to enjoy refreshments, a DJ dance 

party, animal meet and greet with an eagle, animal 

exhibits throughout the zoo, a carousel ride and giraffe 

feeding. 

We would like to thank our teams that included Emily’s 

Entourage, Amber’s Team, Jazzy’s Team, Harbin’s Heroes, 

Team Ladybug, Juju Crew, Red Roosters, Callie’s Crew, 

Phactor Phanatics, Team Shelby, Team Iannuzzi, Rossi’s 

Rambunctious Ramblers, Team Xavier Santiago, Team 

QuinnTastic Voyage,  St. Christopher’s Bruise Busters, 

Bleed Street Bullies from Factor One Source, Team 

Optum, Giraffe-ter me!, and Team Hemie Screamies.

Special thanks to our corporate partners that included 

Bayer, CSL Behring, Genentech, Takeda, Accredo, 

BioMatrix, Cottrill’s, CVS Specialty, Soleo Health, 

Novo Nordisk, Octapharma, Spark Therapeutics, 

BioTekreMedys, BioMarin, Optum Rx, Penn Medicine 

Home Infusion Therapy, and Medexus Pharma.

     1WALK
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On Tuesday, October 13, 2020, the Eastern PA Hemophilia 

Foundation hosted the Annual Meeting virtually. Our first 

presenter was Dr. Ruben Rhoades. Dr. Rhoades is an assistant 

professor of medicine at Thomas Jefferson University and on 

the clinical staff of the Cardeza Foundation for Hematologic 

Research and the affiliated Hemophilia Treatment Center. Last 

year, the Foundation awarded Dr. Rhoades a $10,000 research 

grant, and he gave a wonderful update. The purpose of his 

project was to determine if patients with hemophilia and 

von Willebrand disease are safely undergoing surgery at their HTC. In addition, the study compared perioperative 

complication rates in their patients to patients without bleeding disorders. 

The Foundation then gave an advocacy update on its strategy and implementation throughout 

2020. This included preserving the Hemophilia Program line item at level funding and ensuring 

that the fiscal coding appropriated the money directly to the seven HTCs in PA. Marisa 

Ferger, a community member from Centre County, discussed what it is like to be an Advocacy 

Ambassador. She joins 21 other ambassadors representing 15 counties. Marisa shared how 

important it is to tell elected officials your story. Their support can make a major difference for 

our community. 

The next speaker was David Buono, a senior advisor to the 

commissioner at the PA Insurance Department. He discussed 

Pennie, which is Pennsylvania’s health insurance exchange. The 

State took over the exchange from the federal government, 

which is beneficial in many ways, including competitive rates, 

oversight of which companies are offering insurance, and 

extended open enrollment. Mr. Buono helped attendees learn 

and understand their rights and responsibilities, what insurance 

product options are available to them, and where consumers 

can get answers to their questions.  

After this presentation, we recognized our nineteen 2020-2021 scholarship recipients. Joining 

us was Jenna Oliviero, a senior at Alvernia University. She told us a little bit about herself and 

her goals for the future, which includes becoming a nurse. 

Our final presenter was Sharon Meyers, President and CEO at 

the Hemophilia Federation of America. Sharon discussed what 

HFA is, why partner with HFA, what HFA does, and what is new 

with HFA. She also talked about where HFA is headed, which 

includes being a strong voice for product safety, eliminating 

barriers to access to care, identifying generational needs, 

increasing health equity, and prioritizing mental health. Sharon 

also noted that the 2021 HFA symposium is scheduled for 

October 21-24 in San Antonio, Texas.

All attendees received a box full of giveaways and company information compliments of our corporate partners that 

included Bayer, CSL Behring, Genentech, Takeda, Accredo, BioMatrix, Cottrill’s, CVS Specialty, Soleo Health, BDRN, 

BioMarin, CHOP Home Care, Grifols, Health Spectrum Pharmacy Services, Jefferson Home Infusion Services, Novo 

Nordisk, Octapharma, Option Care, Paragon, Penn Medicine Home Infusion Therapy, Pfizer, Sanofi Genzyme, and 

Spark Therapeutics.

ANNUAL MEETING
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No gene therapies for hemophilia have been  

approved for use or determined to be safe or effective.

Exploring the science behind  

gene therapy research

Gene therapy research has the potential to bring an entirely new  

option to people with specific genetic conditions. Many gene therapies  

are in clinical trials to evaluate the possible risks and benefits for  

a range of conditions, including hemophilia. HemDifferently is here  

with gene therapy education, providing accurate information in a  

way  you can understand.

Let’s explore gene therapy together at HemDifferently.com
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ADVENTURES IN LEARNING

The Eastern PA Hemophilia 

Foundation and Penn State 

Hershey Hemophilia Treatment 

Center virtually hosted 

Adventures in Learning on 

Saturday, November 7, 2020. The 

program started with welcome 

comments from Colleen Farrell, 

RN, BSN and Meredith Getz, 

MSW, LSW from the Hemophilia 

and Thrombosis Center of 

Central PA at Hershey Medical 

Center. They discussed the role of HTCs, the team at the 

Penn State Hershey HTC, how to stay connected with your 

HTC during Covid, and ways for patients to get involved 

at your HTC.

The presenters were brought 

to us by the Hemophilia 

Federation of America. The first 

session was lead by Dr. Jeffrey 

Karst, a pediatric psychologist 

at the Children’s Hospital of 

Wisconsin. Dr. Karst discussed 

the importance of your child being independent and 

the challenges faced by all parents. He focused on 

the development of independence, the importance 

of supporting autonomy, the transition of care in 

hemophilia, and practical strategies for caregivers. 

In the next session, Chef 

Mike Hargett joined 

us from Washington 

state for a cooking 

demonstration. Mike 

started with a chicken-

apple sausage frittata 

with roasted delicata squash, spinach, and 

goat cheese. He then made lemon-ricotta 

pancakes with warm blueberry jam. Mike 

also shared his experience being the first 

patient with hemophilia in the United States 

to receive a heart transplant. His story was 

truly inspirational, and the program was 

given with his wonderful sense of humor. 

Please contact the Foundation if you are 

interested in getting the two recipes.

We then played four rounds of online bingo with winners 

receiving prizes. All families received a box of giveaways 

and company information compliments of our corporate 

partners that included Accredo, Bayer, BioMatrix, Cottrill’s, 

CSL Behring, CVS Specialty, Genentech, Soleo Health, 

Takeda, BioMarin, Novo Nordisk, and Sanofi Genzyme. 
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TEAM IMPACT

TEEN AND YOUNG ADULT PROGRAM

Eastern PA Hemophilia Foundation is excited to announce that another 

community member has been matched with a college athletics team as part 

of our relationship with Team Impact. Dmitriy Hershey has been drafted by 

Franklin & Marshall Men’s Soccer. Tetyana, Dmitriy’s mom, says “Dmitriy’s 

experience with Team Impact is 

amazing! It is helping him to realize 

the importance of teamwork while 

building relationships with the players. 

They are great mentors and friends. 

They encourage him to stay active and 

never to give up. They are a great deal 

of help in explaining and preparing 

him for the future and the importance 

of education.  It’s a highlight of his day 

when he gets to hang out with his big 

brothers!”

Franklin & Marshall Men’s Soccer 

joins Temple University Football, 

Villanova University Football and 

East Stroudsburg Cheerleading as 

teams that been matched with our 

community members.

On Wednesday, December 9, we hosted a Teen and Young 

Adult Program for members of our community. The night 

consisted of meeting and interacting with one another 

as well as discussing personal experiences. Heather Case 

and Eric Burgeson from the Hemophilia Federation of 

America started the evening with a discussion. One of the 

main topics of focus was how to talk about your bleeding 

disorder with a professor, new friends, employers, and 

roommates. Other topics of discussion included how to 

socialize during the pandemic, how comfortable you are 

to discuss your bleeding disorder with friends, and the 

process of starting to order your own medication. 

Our next presenter was Melina Martin, a social worker 

at the Children’s Hospital of Philadelphia’s Hemophilia 

Treatment Center. This presentation was on who you 

confide in about your bleeding disorder. Participants 

discussed how comfortable they are talking with their 

family, doctors, and friends. 

In 2021, EPHF will host 4 of these meetings either 

virtually or hopefully in-person. They will be educational, 

interactive, and fun. Please contact us if you have any 

ideas.



Eastern Pennsylvania Hemophilia Foundation 

Victoria Business Center, 1489 Baltimore Pike, Suite 227, Springfield, PA 19064 • 484-445-4282 • www.hemophiliasupport.org
16

WOMEN’S RETREAT

The Eastern Pennsylvania Hemophilia 

Foundation’s Women’s Retreat was held 

virtually on Saturday, November 14, 2020. Our 

first speakers were Dr. Holleh Husseinzadeh 

and Sharon Littig, RN from Thomas Jefferson 

University Hospital. They discussed how HTC 

care looks during the Covid-19 pandemic and 

what steps are being taken to ensure patients 

get the attention that they need in a safe 

environment. 

Our next presenter was Dr. Tonya Wright 

from Penn State Hershey Medical Center 

who discussed gynecological issues for 

women with bleeding disorders. She detailed 

various challenges and how to address them 

throughout one’s life. She focused on the age 

categories of 13-19 years, 19-29 years, 40-64 

years and over 65 years. 

Dr. Peter Cygan from Penn State Hershey 

Medical Center HTC gave a bleeding disorders 

overview. He discussed what bleeding 

disorders are and the differences between them, 

how women’s menstrual period is affected by 

bleeding disorders, and how bleeding disorders 

affect pregnancy. He offered helpful information 

and resources for the women to use. 

The final presentation was for our younger 

audience and the speaker was Anne 

Henningfeld, who is a certified therapeutic 

recreation specialist for Beyond Recreation. 

During Anne’s presentation, participants were 

able to puzzle their way through a day in the 

life of a tween who has a bleeding disorder. 

Anne was brought to us by the Hemophilia 

Federation of America.

All attendees received a box full of giveaways 

and company information compliments of our 

corporate partners that included Bayer, CSL 

Behring, Genentech, Takeda, Accredo, BioMatrix, 

Cottrill’s, CVS Specialty, Soleo Health, Medexus 

Pharma, Pfizer, and Sanofi Genzyme.
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The Eastern PA Hemophilia Foundation provides 
MedicAlert Memberships and IDs for patients 
with hemophilia, vWD and other factor 
deficiencies. To qualify, you must either live in 
Pennsylvania (Eastern PA’s coverage area) or 
if you live outside the state, then 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

MedicAlert Memberships & IDs

Contact Lindsay Frei for more information at  
484-445-4282 or lindsayf@hemophiliasupport.org.

MEN’S AND WOMEN’S GROUPS
On Thursday, December 3, the Men’s Group came together for a virtual program entitled 

Maintaining Boundaries presented by the Hemophilia Federation of America. The 

discussion focused on navigating the 

vast world of relationships within the 

bleeding disorders community and how 

it can be very tricky. Which bleeding 

disorder Facebook groups are truly for 

consumers that are run by consumers? How do we interact with 

friends who also are employed by pharmaceutical companies or 

specialty pharmacies? Should we be accepting meals or gifts from 

those who provide medication or services? We are 

continually in a gray area and the discussion was 

a great way to share experiences and advice.

On Tuesday, December 8, the Women’s Group had 

fun making a holiday craft that was sponsored 

by Cottrill’s Specialty Pharmacy. Josh Tezak did 

a great job hosting the program, which was 

enjoyed by over 40 participants.



 The Winning Spirit 

Winter 2020

19

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

At BioMatrix, our focus is 

to make the journey 

easier for both patients 

and their families.

Living with a bleeding 

disorder can impact 

many areas of life. 

bleedingdisorders.biomatrixsprx.com

To learn 
more, 
visit us 
online:
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